Afr J. Med. Med. Sci. (201R) 47, 195-203

Sickle cell disease management in Nigeria: Understanding
the challenges from the physicians’ perspectives

TS Akingbola', QO Akinyemi?, 00 Amodu' and BO Tayo*
Departments of Haematology', 1 Ie?:[l/; Policy and Management® and Institute of
Child Healtl?, College of Medicine, University of Ibadan, Nigeria and Department of
Preventive Medicine’, Lovola University, Maywood, Chicago

Abstract

Introduction: Nigeria has the greatest burden of
sickle cell discasc (SCD) in sub-Saharan Africa. The
disorder is usually associated with a huge
psychological and financial toll on familics and
individuals indeveloping countries. However, SCD
diagnosis and management arc still largely
rudimentary especially in Africa. This study thercefore
aims to cxplore 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-scctional study was
conducted in 2015. A total of ten'in-depth interviews
(IDIs) were conducted among purposively sclected
resident doctors at the Hematology Department of
the University College Hospital (UCH), Ibadan,
Southwest Nigeria. Data from 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 paticnts, cannot access up-to-date
medical care becausc of poor health financing and
poverty, inadcquate health infrastructures and
medical facilitics including obsolcte blood
transfusion services and medical cquipment. There
were myriads of medical challenges facing
individuals with SCD in Nigeria: frequent illnesscs
and crises which may comprisc bone pains, recurrent
ancmia, malaria, chronic leg ulcer and cven risk of
HIV and Hepatitis B from frequent blood transfusion.
Similarly, SCD paticnts may cxpericnce
psychological challenges, according to the
respondents, duc to the frequent illnesses,
discrimination suffered as well as stigmatization.
Some respondents submitted that there is still
significant ignorance about the discase and its
pathophysiology among the patients themsclves,
their carcgivers and the general population thereby
feeding a lot of superstitious beliefs. Some health
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systems challenges highlighted in SCD management
include inadequatce financial support as well as poor
infrastructures for diagnosis and trecatment.
Conclusion: The knowledge gap in the community
about sicklc ccll discasc should be bridged through
constant hcalth 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 rescarch as well as the strengthening of the social
health insurance will go a long way to promotc the
management of SCD and reduce catastrophic
cxpenditure and poverty among SCD patients and
their familics.

Keywords: Sickle cell disease, Health systems
management, Physicians’ perspective, Out-of-pocket
health expenditure

Résumé

Introduction: Le Nigéria a lc plus grand fardeau de
drépanocytosc cn Afrique subsaharicnne. Le trouble est
généralement associé a unc lourde charge
psychologique ct financiére sur les familles ct lcs
individus, en particulicr dans les pays cn voic de
dévcloppement. Cependant, le diagnostic ct la prisc en
charge dc la drépanocytose sont encore largement
rudimentaires surtout en Afrique. Cette étude visc donc
a cxplorer les points de vue des médecins sur les défis
de la prisc en charge de la drépanocytose au Nigeria
ainsi que les réponscs du systéme de santé a ces défis.
Méthodes : Cette étude transversale qualitative a ¢té
menée en 2015. Au total, neuf entretiens approfondis
ont ¢t¢ menés parmi des médecins résidents
s¢lectionnés au scin du département d’hématologic
du College Hospitalier Universitairc (UCH) a Ibadan,
Sud - Ouest du Nigeria. Les données dces cntreticns
approfondis ont ét¢ transcrites et analysées a "aide
du logicicl NVIVO (version 10) cn utilisant
I"approche du cadre thématique pour I'analysc
qualitative des donnéces.

Résultats: De I’avis des participants a 1’¢tude,
beaucoup de patients drépanocytaires nc peuvent pas
accéder a des soins médicaux a jour cn raison du
mauvais financement de la santé ct dc la pauvrelté,
des infrastructures sanitaires ct des installations
médicales inadéquates, notamment des services de
transfusion sanguinc ct du matéricl médical
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obsolétes. I y-avait une myriade de dehis médicaux™

auxqucls sont confrontés les personncs, mlc‘inlcs de
la drépanocytosc au Nigeria: maladics fréquentes ct
crises qui peuvent comprendre des douleurs 0sscuscs,
anémic récurrente, paludisme, ulcere de jambe
chronique ¢t méme risque de VIH ct d’hépatite B
provenant de transfusions sanguincs fréquentes. Dc
méme, les patients drépanocytaires peuvent
rencontrer des difficultés psychologiques, sclon les
répondants, en raison des maladics fréquentes, de la
discrimination subic ainsi que dec la
stigmatisation. Certains répondants ont fait valoir
que la maladic ct sa physiopathologic demcurent
ignorantes chez les paticnts cux-mémes, chez leurs
soignants ct dans la population en général. alimentant
ainsi de nombreuses croyances superstiticuses.
Certains défis lics aux systémes de santé mis cn
évidence dans la gestion de la drépanocytose
comprennent un souticn financier inadéquat ainsi que
des infrastructurcs médiocres pour le diagnostic ct
lc traitcment.

Conclusion: Lec manque de connaissances sur la
drépanocytosc dans la communauté devrait étre
comblé par unc éducation sanitaire constantc afin
dc réduire la stigmatisation. Il cst ¢galement
nécessaire de mettre en place unc politique cfficace
pour protéger les personnes vivant avec la
drépanocytosc contre la discrimination sur lc marché
du travail et sur le licu de travail. Un meillcur
financement pour la recherche ainsi que le
renforcement de 1'assurance de santé sociale
contribueront grandement & promouvoir la prisc cn
charge de la drépanocytosc ct a réduire les dépenses
catastrophiques ct la pauvreté parmi les paticnts
atteints de drépanocytosc ct leurs familles.

Mots-clés: Drépanocytose, Gestion des systémes de
santé, Point de vue des médecins, Dépenses de santé
directes

Introduction

Nigcria bears the greatest burden of sickle cell
discase (SCD) in sub-Saharan Africa. [4]About 25%
of Nigerians have the sickle cell trait.[6, 7]The
disorder is usually associated with a huge
psychological and financial burden on familics and
individuals especially in developing countries with
limited social security.[1, 5]

Furthermore, despite being onc of the most
common monogenic disorders globally, SCD
diagnosis and managcement arc still largely
rudimentary especially in Africa where the clinical
course of the discase is more aggressive and there
cexists a wide knowledge gap with lack of novel
therapics. [3, 12]Many studies have examined the
pathophysiology and molecular nature of the discase
but studies exploring the views of physicians, who

arc primary-care givers,“about the discase, (he
managcment modalitics ;1‘11(1 health systems response

" arc sparse. IUis thus imperative 1o understand the

vicws and perspectives of the doctors primarily
involved in their management. This information wil|
promotc our understanding of the sickle cell discage
process and how the health system may better
respond to these challenges.

The findings of this study will haye
implications for patient cducation and policy
formulation in healthcare delivery. This study
therefore aims to cxplore the views of physicians at
the University College Hospital about challenges
facing SCD management in Nigeria as well as the
health system responses to these challenges.

Mecthods

This cross-sectional study was conducted in 2015
and it is part of a larger study on management of
sickle cell discasc in Nigeria. A total of ten in-depth
interviews (IDIs) were conducted at the University
College Hospital (UCH), Ibadan, Southwest Nigeria.
The University College Hospital Ibadan is a flagship
referral center for Nigeria and many parts of the West
African sub-region. The hospital has a dcpartment
of hacmatology that provides clinical care for
paticnts with sickle cell discase.

The study population consisted of resident
doctors who had worked in the Department of
Hematology for at Icast a year. A total of 10 resident
doctors in Hematology werc interviewed. All were
men  with ages ranging from 25 to 40
years(Median=30.5 ycars). However, nationality,
gender or religions were not prerequisites for the
sclection of participants for the IDIs. The authors
facilitated some of the interviews while the others
were facilitated by rescarch assistants who were also
(1()(3[0!’5 in community medicine/health management.
Each interview was recorded, with the participant's
consent, using a digital voice recorder. The
interviewer also took note of non-verbal expressions
Ql' participants. All the interviews were conducted
in English.

Participants in this study were rccruilqd
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 the interviews. 18SU€
explored in the interviews included views and
opinions of participants presentation of SCD paticnts
in this environment, causcs of crises in SCD.
challenges faced by people living with SCD m
Nigeria as well as the chullcﬁgcs with the
Mmanagement of SCD in Nigeria. [14]

Data from the IDIs were transcribed
analyzed with the aid of the NVIVO (version 10)

and
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software using the thematice framework approach to
qualitative data analysis [15]. This was an iterative
process of analysis which started right after the first
mterview and continued throughout the rescarch. A
thematic framework was developed from emerging
themes in the interviews. As themes emerged, these
were indexed and compared with themes from

subscquent interviews until a sense of attainment of’

saturation was achieved [15].

Ethical considerations

Ethical approval was obtained from the University
of Ibadan/University College 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 physicians thought that SCD
patients in Nigeria are confronted by a number of
challenges. Some participants described some
general/background challenges which include
ignorance and superstitious beliefs on the part of
parents/caregivers of SCD and the patients
themselves on what causes the disease, the symptoms
and management options. The ignorance and
superstition may affect their compliance 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
‘helieve some myths that  sickle cell discase is a
punishment from some gods whatever ... There is this
dangerous helief 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 ™ (1D] 6).
These challenges were described as ™...lifelong
...and enormous™ (IDI 3). According to the
respondents these challenges include medical,
psychological, social and financial challenges. These
challenges are highlighted below and summarized
n Figure 1.

Financial challenges

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 onc of the physicians, *...the greatest
challenge 1s finance. Itis a chronic discase that takes
away the little carnings 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: **...If I would arrange in
descending order, 1 would first of all consider the
financial challenge...” (IDI9). Furthermore, another
respondent corroborated: *...it requires a lot of
resources in managing the crises so I think by and
large the limitation to resources available to the
patient is onc 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
sometimes affect patients® compliance with
prescriptions. These issues, some participants
opined. are challenging both for the patients and the
primary carcgivers. Some verbatim quotes from
respondents are 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
discasc has unpredictable pattern. 1 have seen a case
that came in with pain and ended up with severe
hacmolytic 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 | ... arc exposed to everyday because of their
condition, they find it very difficult to manage it.
for example: malaria™ (1DI 3).

*...We have some patients who do not believe they
have to be on medications (hematinics)
perpetually.... That in itself 1s a challenge because
it then becomes difficult for you to convince a patient
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Fig. 1: Respondents® view on challenges facing sickle cell discase patients in Nigeria

to be adherent/compliant to the management when
stable or there is no apparent sickness™ (1D1 3).
“"As a result of repeated transfusion, some SCD
clients also come down with infections (like) HIV,
Hepatitis B which could also lcad to liver discases
and a host of others.” (IDI 7)

Psychological challenges

There arc a number of psychological issucs SCD
patients confront. Sometimes, these issues are
intertwined with the medical challenges. Some
respondents suggest that it is not only persons living
with SCD that struggle with these psychofouical
challenges but also the parents/ carcgivcrs‘und
families of SCD patients. Some of the issues that
may bring psychological stress include the physique
(which may be smaller than that of persons of the
same age and gender), frequent illness and the
attendant suffering.

“...in those days people just get married to cach
other without apparently checking their hemoglobin
composites and eventually give birth to children with
sickle cell disease and because of the chronic natire
of the disorder and attendant manifestation, man ¢
times you see family separated because the father
will blume the mother for bringing the problem iR
the family.” (IDI 4)

“if vou look at their physique. in fact it is enongl
10 make them psychologically affected. becaus oﬁ_t’”
times with their physique you can actually ""“‘C.nhe‘
the classical sickle cell habitus even before Pty
are subjected to hemoglobin electrophoresis. (IDI!

Also some respondents opined that 5

patients often suffer from lack of Conﬁdcncc:
doubtful marital prospects, stigmatization and dr‘.Jl-‘
dependency and addiction. One participant e

“avhen one is subjected 1o severe stress. | here < .‘,
he some form of depression. A few might come dow!
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Fig.2: Respondents’ views on challenges with the Management ol SCD i Nigenia

with depression. In fact, some of them get addicted
to things like morphine. In a bid 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 stigmatization - parents do not want
other people to be aware of the child’s condition...”
(IDI2). In addition, there could be regrets from the
SCD patient (for being born with such an ailment)
or the parent/carcgiver (for entering the union that
produced such sulfering in an individual). To buttress
this. a participant said: **...some of them have these
feelings of wanting to blame their parents for not
choosing nghtly and having children with such an

abnormality. So their parents have these ... feeling
of regret 1o have married in such a way as to
predisposc them to producing an offspring with
Sickle cell disease * (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 be socially inclined, few friends, probably stays
indoor most of the time, then fear of getting sick™
(1DI 10)

“They feel guilty at times for not performing to
expectation: they don 't like the fact that people look
at them as heing “subnormal ™', sort of. Then even
when they are present at work, those (SCD patients)
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ahways want to perforn in a way that people won 1
see them as being subnormal ... ™ (1D1'5)

o thev withdraw from others - colleagues
and activities " (IDI 5)

“.LSo the one (SCD patient) who goes in and out of

the hospital. with time may begin to feel inferior and
want to ask questions: what is really vwrong with mne?
Am I normal? “(ID] 3)

Social challenges

Respondents alluded to the fact that there are
numerous social challenges facing persons with SCD
ranging from school or work absentecism due to
frequent illnesses, employability and hence income
and ability to pay for healthcare, challenges with
relationships. difficult pregnancy and delivery for
women. .. It affects 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
care?” (IDI 10)

As par relationships. it becomes a little
challenging as they seem to have a very narrow pool
to choose from with regards to genotype
compatibility. According to one respondent. “Some
of the social issues they may see would include
choice of marriage partner, because they have (o 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 ‘sickler’ or being treated like an
invalid is also a real challenge in the Nigerian
context: *...pcople say ‘you are a sickler’, that is a
stigma... She is a sickler; she can dic. That stigma is
there and then in the workplace, how fitis the person
for the kind of work? (IDI 10). A more terrible kind
of stigma however is to refer to children with SCD
as Oghanje — a mythical demonized child who would
not stay on carth but would dic after a while. A
participant narrated his experience:

A remember as a child we used to hear what they
call Oghanje i.c. some little kids who come from the
spirit world: they don't want 1o stay and they keep
Jalling sick until they end up dyving and that is the
helief which hopefully education and enlightenmens
have come to clear but ! can see that some people

still believe their existence. There is that concept of

hewitched children. ™

Challenges with the management of SCD in Nigeria
There arc a number of challenges with the effective
treatment/management of SCD patients in Nigeria,
In the opinion of respondents. some of these

TS Akingbola, QO Akinyeni, OO Amodu and BO Tavo

challenges have to do with how much patients gpqg
their caregivers know about the condition whereas
some are as a result of health systems challenges i,
the country. The health systems challenges include
out-of-pocket payment for healtheare, poor hospital
infrastructures, madequate blood transfusjoy
facilities. These challenges are examined in greater
depth below with verbatim quotes from participans.
Figure 2 below also summarizes these challenges,

Limited knowledge of patients and caregivers about
SCD

Many SCD patients as well as their parents/
carcgivers arc still said to be ill-informed about the
discase and how to take care of themselves or provide
support to a patient before coming to the hospital,
According to a participant. “...some paticents don’t
even know what is happening to them; most of them
don’t know how to take carc 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
understanding of their own condition is also a
problem for many of the patients.” (IDI 8). About
caregiver ignorance, a respondent remarked thus:
...t starts from the 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
for relatively frequent consultations and
hospitalization, with the predominant out-of-pocket-
payment for healthcare. many SCD patients and their
caregivers experience financial stress and
catastrophic expenditure. In the words of a
respondent. .. the fact that they (SCD patients) have
to be hospitalized: pay for consultation: do
investigations. so most of them have financial
challenges™ (IDI 5).The participant added that
“When patient are asked 1o do test they can 't afford:
when they buy this drug, they may resort to beggmng
and sourcing for funds. .. We have some of them that
are homeless, most of them are jobless: owing to the
fact that some have been madc handicapped from
the discase™. In the opmion of another participant.
“...the greatest challenge is finance. It is a chronic
discase that takes away the little carnings that they
have and recurrent crises and recurrent need for
medical treatment and their drugs. It tells mor¢ of
them and most of them are mainly from low
socioeconomic ¢lass™ (1DI 0).

Although the National Health Insurance
Scheme (NHIS) 1s operational in Nigeria, many SCD
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paticnts are not covered. One of the participants
suggested: *.owe still need more financial support
mers o NHHS. Pracan Health Insurance Schane
to be avatlable to almost all patients. Maybe we
can have NGO, bodies that can really support
them™ (ID1 5).

Inadequate medice! and social infrastructures

In the opimion of the iterviewed doctors,
challenges of SCD management n Nigeria span
from diagnosis to actual treatment ol patients.
According to a respondent, “We have so many
challenges in diagnosis. Though by and large, we
arc able to diagnose accurately  with
clectrophoresis most of the time hut thore 1o 1ine
pocket of paticnts that have non typical usual
hemoglobin variant™ (IDI 4).In addition, a
participant added: *'I belicve that with the recent
advancement in management of this SCD, we
should be able to offer them more than we do now.
Precisely ...bonc marrow transplant if they can
afford it...I will not say we have got everything
to take care of them” (IDI 6).

Furthermore, participants were of the
opinion that many SCD paticnts cannot access
good hcalthcarc when they need it as a result of
inadequate health infrastructures and medical
facilities including blood transfusion scervices and
medical cquipment. According to a respondent,
“Availability of blood for transfusion... is an
issue” (IDI 10). The respondent added: “For
instance we neced a pulse oximeter which is very
important, especially for our triage centerwhich
we don’t have...1 think the problem is more about
facilitics and can be improved upon™ (IDI 10).
Some respondents believed that it is difficult for
SCD patients to access good healthcare in the
Nigerian context of weak health system. In the
words of onc of the respondents, “Health facilitics
in Nigeria gencrally, I will not say it is adcquate,
but we arc just trying to offer the best we can offer
with the little that is available to us™ (IDI 5).In
the opinion of another respondent, *I think in this
center we have a comprehensive care... except for
the sophisticated... bonc marrow transplantation
which is the gold standard therapy for people who
arc cligible at that age™ (IDI 4).

However, a respondent proposed a special
unit to take carc of SCD paticents in order to take
carc of their special needs: “1 think special people
like these should actually have special form of
carc...l would suggest ... a special unit in the
hospital, maybe a special ward that will take of
carc of sickle cell patient...”(1DI 3).

Responsiveness of health workers
Gienerally, participants agree that health workers are
very responsive to taking care of the health needs of
SCD patients including their emotional needs. A
respondent said: “...most of the time the
management of SCD is an empathic kind of a
relationship. In our own sctting here, we have
dedicated workers who empathize with pcople who
have this discasc ... to assist them in overcoming
their distressing circumstance ..." (IDI 4). Onc of
the participants buttressed the need for cmotional
responsivencess from the health workers with a
personal story:
“...thcere i1s a medical student who was always
coming down with pam. I just decided to be a friend
to the guy and I think for somc time now hc has been
domg well. [ am just trying to say somc of them nced
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” (ID16).
However some respondents belicve that
hcalth workers” responsiveness to SCD patients’
cmotional nceds is poorer probably duc 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 intervicwed believed that it takes
training to be ablc to handle emotional nceds of these
paticnts better. “Yes it comes with the training, yes as a
doctor you don’t only look at the physical part but you
consider the cmotional part” (IDI 3).

Respondents’ satisfaction with treatment received
by SCD patients
Many of the respondents belicve the care given to
SCD paticnts in a tertiary hospital like theirs is much
better than what obtains in other centers. Most
respondents rated the SCD management in their center
—the University College Hospital as fair although there
is a conscnsus that the management can be better.
According to a respondent, ... from what I have scen,
I think our patients prefer our care becausc it 1s better
than what they get from outside facilitics” (IDI 5).
However, the respondent added that there
arc patients *“...complaining about the kind of care
they were given at referral centers that are not really
into special care of sickle cell discase™. Noncthelcess,
another doctor interviewed believed that patients are
usually treated well especially because management
has provision for indigent patients. His words:
*“...bascd on my experience, they (SCD patients) are
well attended to...regardless of the financial aspect
of the patient, you go to the management, talk with
them and you arc in for the treatment™ (1D 9).
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Discussion . <

We present in this study physicians® views and
opinions aboat the challeriges with the mainagement
ol sichle cell discase in Nigeria as well as the
challenges facing individuals living with the discase
in the country. As expeceted, participants have a good
understanding about the ctiology, distribution and
presentation of the discase in fine with what has been
desceribed i diterature [1-3,3-7). towever, while
making a casce for bewer physician education on SCD,
Adewoyin [4] submitted that Nigerian doctors need
to know morc on SCD phenotypes and
comprehensive managemant of the discase in order
for the quality of lives of peisons living with the
discase to improve

Also, our study suggests that ignorance, poor
cducation are still issues among persons living with
SCD, their parents or carcgivers in Ibadan. In a
British study [16], rescarchers reported that
ignorance about the natural course of SCD and the
poor information about the discasc’s cpidemiology
hampered the cffective management of the discase in
Britain. Similarly, Burnes and colleagues [17]
demonstrated through their Canadian study that the
issuc of SCD stigma is not limited to developing
countrics and that it has implications for health system
responsivencss. Their study also showed that stigma
can lead to social isolation for SCD patic:*s and their
familics as well as rcluctance to join a support group.

Also, our study highlighted other challenges
facing SCD patients and their familics including
reported high out-of-pocket expenditure in paying
for healthcare lcading to poverty, stigma which leads
to isolation in the immediate communitics and in
the labor market. Just like this study revealed, Abuosi
and collcagucs [ 18]in a study donc in Ghana posited
that there is a huge financial burden on familics
trcating children with non-communicable discases
[NCDs] like SCD as a result of the incffectivencss
of the national health insurance system which offered
no protection for children with NCDs from poor
familics and rural arcas. This picture of high financial
burden and poor insurance coverage among SCD
patients and houscholds was also demonstrated in
Nigeria. [19]

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

Furthermore, apart from stigma. SCD paticnts
and their families may also experience family
disharmony. poor self-confidence and 2uilt. Good
family support. reduced daily stress and conflicis
have been suggested as .cssential for good
psychological adjustment among SCD paticnts
[21.22).

Physicians who participated in this study were
of the opinion that the infrastructures for managing
SCD were lacking or at best poor in Nigeria despite
arcat advances in the management of the discase
L]Cllldil'lg hydroxyurca therapy, chronic blood
transfusion and hacmopoictic stemeell transplantation
[4]. However, rescarch has shown that SCD
management requires a holistic approach which is
mindful of the psychological. physical and financial
needs of the affected individuals in a milicu of a
responsive health systemand good social support [23].

Conclusion
Physicians interviewed in this study were of the
opinion that sickle cell discasc patients and their
familics face myriads of challenges in Nigeria which
range from medical, psychological, social and even
that of poor health systems to address their necds. It
is impcrative that the knowledge gap in the
community about the discase be bridged through
constant health cducation and enlightenment in arder
in order to alleviate stigma about the discase. There
is also a need for an cffective policy to protect
persons living with SCD from discrimination in the
labor market as well as the workplacc.
Furthermore, the government as well as the
private sector need 1o invest more in rescarch that
promote better management of SCD including
improved blood transfusion scrvices and bone
marrow transplantation. Special protection should
also be given to SCD paticnts in the National Health
Insurance Scheme in order to amclioratc catastrophic
health expenditure and poverty among SCD patients
and their familics. A possible way of doing this is to
ensure greater coverage of the people in the informal
sector [where a greater proportion of the poor falls]
through a greater spread of the community based
health insurance. [24]
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