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ABSTRACT 

Background: Sickle cell disease (SCD) is a senous disease \\ith debilitating effects that 

cause a lot of pains, discomfort and also leads to short life expectanc�·- The burden of SCD 

still remains a serious public health issue globally and also 1n ::--.1gena. It 1s a disease that 

can be prevented through genetic counselling. prenatal diagnosis (P�D) and selectl\'e 

abortion. However little 1s kno�·n about attitudes tO\\'ards P'\D and acceptab1l1t)· of P'\D 

in Nigeria. Therefore this study aims to deter11nne the acceptab1l1t)' of prenatal diagnosis 

of sickle cell disease and termination of affected pregnanc} (TAP). 

l\ilcthodology: This study was a descriptive and cross sect1onal communit} based suJ"\·e) 

among consenting adults. A total number of 422 respondents \\ere selected and 

interviewed through a five stage cluster sampling. Data collect1on \,·as done using a 

structured questionnaire which was 1nteJ"\ 1e\,·er adm1rustered and 1t pro, 1ded 1nfom1at1on 

on respondents knowledge about SCD, attitude tov, ards SCD. acceptab1ht) of PND of 

SCD and TAP and reasons for acceptability of P'\D and T .\P \lanagement and anal)1s1s 

of data was earned out using SPSS. Descriptive stat1-;t1cs \Vas used to descnbc the general 

characteristics of the stl1dy sa1nple. Kno,vlcdgc '-Core \\'as con1putcd b) adding up the 

scores for all questions on kno,vlcdge of SCD and the mean score \\JS used as the cut off 

for good versus poor knowledge. S11ndarly, attitude score \\ as con1puted by adding up the 

scores of all questions on att1tud<.: on a l 1kert sc.1lc and the n1ean score \\ as used as cut-off 

for positive versus negative altitude. Ch1-squ.1re test \\'as used to dctcn111ne the assoc1at1on 

between the independent and dependent van.1blcs 

Results: The n1ea11 age of respondents \\:HS 29.82 (S0-1 11.36 years). There ,vcrc 192 

males (45.5%) and 230 fcn,alcs (54.5°/o). There \\ ere 352 urban d\vcllers (83.6%) and 69 

rural d,vellcrs ( 16.4%). About 227 respondents had tertiary level of education (54.0%) 

,vhcre 162 (38.6°/o), 23 (5.5°/o) and 8 ( l .9°10) of the respondents had secondary, primary 

a11d no fom1al level of education respcct1,,ely. The 1nean score of the knowledge of SCD 

\Vas 14±2.22 and n1ean score for attitude to\vards SCD was 34±4.83. Respondents with 

good knowledge of SCD were I 69 (50. l %) and tl1ose with positive attitude \Vere 192 

(45.5%). The number of respondents who have ever heard of PND was 114 (27.9%) while 

acceptability of PND and TAP \.Vas 48% and 13.2% respectively. Multivariate analysis 

showed Christians were four 1nore times likely than Muslims to accept PND (OR- 4.53, 
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95%CI- 1.2 7 - 16.17) and urban d\.\·ellers \\'ere about m·o times less likel)' than rural 

dwellers to accept PND (OR- 0.55, 95%CI- 0.31 - 0.99). 

Conclusion: Findings from this study have shO\\'Il that less than half of respondents' 

accepted PND and TAP. Efforts should be made to enlighten the public if this procedure 1s 

to be accepted by the public. 

Keywords: Sickle cell disease, Prenatal Diagnosis, Pregnancy, Attitude tO\\ ards SCD. and 

Knowledge of SCD. 

Word Count: 459 
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CHAPTER ONE 

J�TRODLCTIO� 

1.1 Background 

Sickle cell disease (SCD) 1s still a neglected disease 1n Africa (\\1eatherall. 2010) despite 

the recommendation that was made by \\'HO in 2006. that all Afncan states should 

include the fight against SCD 1n their respect1\e national health pohc1es 

It is a hereditary disease caused by mutation of p-globin gene \\ luch 1s located on the short 

arm of human chromosome II (Ashley -Koch et al. 2000). There 1s a replacement of 

glutam1c acid by valine at the 6th position of the P-glob1n chain \\ h1ch leads to the 

formation of the gene HBS responsible for sickle cell disease (Broussc et al. 201-+) The 

global affected birth rate is about 2 per 1000 and three-quarter of this rate 1s found 1n 

Afnca which rneans about 200.000 children are born annuall:,.· \V1th a se\·ere SCD (\\'HO. 

2008). The disease affects mainly people of Afncan regton because 1t has been shO\\ n that 

it 1s prevalent generally 1n Afnca and particularly 1n '\1gcna (\\'HO. 2006) For all the 

SCD births in Africa, Nigcna accounts for about 75
°,o of such births and ranks nun1ber l 

among sickle cell cnde1nic countries in \fnca and ,,·orld\\ 1dc (\\"l-10. 2006). The 

prevalence of SCD is about 20-30 pt..:r 1000 ti,c births 1n '\1gcna annual!) (\VHO. 2006). 

while about 24% of Nigerians arc earners of the sickle cell trait As a result of this high 

prevalence, about 150,000 infants arc hnn1 annually ,v1th SCD and about I 00,000 \Viii die 

annually from SCD (\Vl-10. 2006) It 15 also 1111portant to note that SCD accounts for 16°,o 

of undcr-5-n1ortality 1n Nigeria yearl\ ,1s 111aintaincd b, \\ •10 (Okun1d1 and Victor. 2013). 

SCD is a serious disease \\ 1th lots or dch1litating effects that cau�c a lot of pains, 

discon1fo1t and also leads to short I I le C\pcctancy Such effects include psychosocial 

effects that can be expcr1cnccd by SCD patients and their caregivers especially mothers 

,vho are 1nainly responsible for their care and upkeep (Tunde-Ay1n1node. 2011 ). Other 

effects include difficulties expcnenccd by caregivers 111 coping with adult children 

affected by SCO (Ohaer1 and Shokunb1. 2002), poor acadcn1ic performance by children 

affected with SCD (Ezcnwosu et al. 2013) and also the effect on family finances which 

are usually grossly affected 1n the cause of manage1nent of SCD (Brown et al, 2010). SCD 

also has stigmat1z1ng effects such that those affected have higher levels of depression as 

compared to the general population as shown by a study earned out 1n the USA a1nong 
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African American adults. According to the study. 26°/o sho,,·ed higher le,·el of depress10n 

and about 32% sho,ved symptoms of depression than the overall population of 9.5° 
o

(Jencrette et al. 2005). 

Taking a look at all these effects. it is therefore important that SCD should be pre,·ented 

from occurring and there 1s a chance that 1t could be pre\'ented through premantal 

counselling and making the nght partner choices as regards genot)rpe compat1b1ht) since 

it is a hereditary disease. But sometimes, people are still ignorant of this or the) might 

even be a,vare (Gabriel and Mathe,v. 2013) and still choose to go ahead to remain \\'ith 

partners with whom their genotypes are not compatible (Als,valdi et al. 2011 ). thereby 

1ncreas1ng the prevalence of SCD by giving birth to children affected \\ 1th SCD It could 

also be prevented through prenatal d1agnos1s \\·h1ch could lead to termination of 

pregnancies affected with SCD if so desired. \Vith the hope of reducing the pre, alence of 

SCD. 

Prenatal diagnosis (PND) \.Vas introduced 1n "-i1ger1a to determine If a foetus ts carr)'lng the 

gene fl BS or not and which \.Vould dctcn11inc 1f the affected prcgnanc) 1s to be tcm11nated 

(Ak1nyanju et al, 1999). Studies have sho\vn that acccptah1lit\ of prenatal d1agnos1s and 

lcnnination of affected pregnancies vanes across patients. parents and chn1c1.1ns. ln 

Nigeria, a study showed that 85°-'o of pal1cnls. 92° o of earner 111olhcrs and 86°•0 of fathers 

\.VOuld go through \.Vlth PND, while 51°,o of pat1cnls. 63°/o of n,othcrs and 51 °/o of fathers 

would opt for tcnn1nat1on of SCD affected pregnancies (Duros1nn1i ct al, 1995). Another 

study earned out in another part of the country a111ong health professionals and students 

sho\.vcd that 72.8% arc a\varc of PND. 53°·0 \vould tcn111natc and 50°.-o kne\, about ,vhcre 

to get PND (Kagu cl al, 2004). In another study among health profcss1onals, 75.3% knew 

that SCD could be prevented by PND, 13.7°-'o \.vcre not a\.\are. 11 3°'o \Vere not sure, 48.2% 

\vere not aware of the services in Nigeria and 42.1 °/o will not allo,v preventive termination 

of pregnancy (Animasahun ct al, 2013). In a study involving parents in Ca1neroun, about 

89.8% accepted the principle and also 62.5°/o accepted tern1inat1on of affected pregnancies 

(Wonka1n cl al, 2011). A Cai11eroonian study involving clinicians sho,ved a lo\.\·er 

percentage of acceptab1hty of PND (about 36.1 %) and also for termination of affected 

pregnancies (Wonkam et al, 2006). 
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Thi� study examined the opinions of adults towards P�D and tetn1ination of pregnancies 

affected with SCD in the general populace based on the fact that pre\·ious studies ha·ve 

been restricted to particular groups and \\'ill also tT)' to understand ,vhat influence these 

opinions and how it affects the decisions made b)' parents. 

1.2 Statement of Problem 

The burden of SCD still remains a senous public health issue globally and also 1n Nigena. 

According to a study based on demographics, the burden of SCD 1s 1ncreas1ng and \\'111 

continue to increase. Globally, there was an estimate of about 305.800 of ne\\-borns 1n 

2010 and this ,vould increase to 404,200 1n 2050, ,vhile 1n '\1gena, 1n 2010 the number of 

new-horns would have been 91,000 and this \\ ould increase to 140.800 1n 2050 (Piel et al, 

2013). Also the study also showed that 1mplementat1on of basic health 1nter\·ent1ons like 

PND for SCD in 2015 would lead to a s1gn1 ficant reduction 1n excess n1ortal1ty among 

under-5 children with SCD and 1f continued by 2050, 1t could sa,c the lt\·cs of 9,806,000 

new-boms with SCD globally. 

From studies carried out, 1t is still ob\1ous that not c, cryonc 1s a,, arc of the effects SCD 

has on the populace. Awareness and acccptahility' of P'\D 1s still a scnous issue as it ts 

influenced by different r actors as sho,,·n 111 various studies \ study sho,vcd that about 

47% would still not terminate pregnancies affected by SCD (Kagu ct al, 2004) and another 

study showed that 47% of patients, 37°/o of 1nothers and 49�o of fathers ,vould not opt for 

te1111inat1on of arfected pregnancies due to fear ol co111pltcat1ons and rcltg1ous conv1ct1on 

and 1nost of the respondents ,vould st1 II prefer effec11, e genetic counsel ltng as tl1c best 

means of controlling SCD (Durosinn11 ct al, 1995) Another study also carried out 

amongst fe1nale health ,vorkcrs sho,ved that 78.6°/o of doctors, 67. 7°io of other health 

\.VOrkers and 68°/o of nurses did not accept tenn1nation of affected pregnancies (Adeyemi 

and Adekanle, 2007). In tenns of 8\.\areness, a study sho\ved that about 75.3% knew about 

PND and about 48.2°/o arc a\vare of the service 1n Nigena (An1masahun et al, 2012). 

All these studies have sho,vn that despite the level of awareness of SCD and PND, SCD 1s 

still on the increase. T11erefore, there still needs to be 1nore awareness and this could be 

achieved by exam1n1ng the op1n1ons of people to help kno,v ,vhat areas need to be rnore 
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focused on and also know the kind of policies that \\'Ould be put in place to help 

1ndiv1duals in making choices that they \VOuld benefit them and at the same time \\'Ould 

not be criticized for making such choices by society Ho\ve\·er. prenatal diagnosis 1s still 

not freely available and it is also expensive (Ak1nyanJu et al. l 999). );'onetheless. if h)' 

examining the opinions of individuals and they seem comfortable \\ ith it: it might become 

an area of interest for policy makers. 

1.3 Justification 

Tec1nination of pregnancies generally 1n this part of the \\Orld is hke a taboo and different 

factors influence opinions of individuals as regards this. HO\\ eYer the financial burden of 

managing SCD 1s enormous such that a famil) 's income could be grossly affected (Bro,, n 

et al, 20 I 0). The findings from this study , ... ·ould help influence policies that ,, ould enable 

individuals to become more aware of the dangers that surround e;1,·1ng birth to SCD babies � - � 

and that they have a choice of either keeping the affected pregnanc) or tcrm1nat1ng the 

affected pregnancy and also help policy makers see that P'\ D and termination of 

pregnancy affected by SCD is acceptable hy the populace 1 here fore. P'\ D ,,·ould be n1ade 

more available and affordable to thc111 Genetic counsellor" ,,·ottld nlso benefit fron1 this 

study as the findings could guide then, 1n dcc1d1ng the bl:st npproaches during counselling 

sessions for either intending couples or 1ntcnd1ng p.1rcnts 

Studies have sho\vn that burden of under5 mortnlitv ns a result of SCD, \.\Ould keep 

increasing unless preventive n1ethod like P1'10 1s adopted (Piel ct al, 2013) In adopting 

such 1nethod, 1t is 1111portanl that the op1111on of 1nd1, 1duals 1s e,an11ned to detcnn1ne ho\v 

sue!, 1nethods \.VOttld be put pince and also If 1t 1s acceptable to them regardless of factors 

that influence their op1n1ons. 

1.3 Objectives 

1.3.1 General ObJect1ve 

This study 1s to examine the acceptability of PND of sickle cell disease and termination of 

affected pregnancy among adults. 
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1.3.2 Specific Objectives 

• To assess the knowledge of sickle cell disease
• To determine the acceptability of P"\;"D of sickle cell disease and termination of

affected pregnancy

• To examine the influence of factors on acceptab1hty of P).D

• To examine the influence of factors on acceptab1ht) of termination of affected

pregnancy.
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CHAPTER T\\
r

O 

LITERA TLRE RE\'IE\\' 

2.1 Overvie" of SickJe Cell Disease (SCD) 

Sickle cell disease is a broad term that covers a vanet} of other diseases that are referred 

to as abnormalities of haemoglobin and they all have a common charactenst1c \\ htch 1s the 

sickling phenomenon whereby there 1s a change 1n the shape of the red blood cell from the 

normal disco1d shape to a ngid sickle shape (\llihc1a & Sally. 198"?) This phenomenon 

results when there 1s a substitution of a single nucleotide from thymine to aderune 1n the �­

chain of haemoglobin resulting 1n amino acid val1ne instead of glutam1c acid (Rees et aL 

2010) and this 1s also kno,vn as mutalion. Afnca and Asia ha,·e been kno,,·n to be the 

birthplace of sickle cell mutation (Adev.ioyin. 2014) As a result of this subst1tut1on. 

instead of the normal adult haemoglobin (HbA ). a structured \ anant 1s created (HbS) 

(Murayama, 1967) This structured variant produced induces the pol)menzat1on of Hbs 

molecules w1th1n the red blood cells and this r1.:sult 1n '-tckhn!!. of the red blood cells 
... 

Sickling occurs ,vhen there 1s ahsence of ox1gcn and 1n the presence of O\.)gen. 

unstckling occurs. A repeated occurrence of this could 11.:ad to th1.: dan1age of the red blood 

cell membrane and therefore rendering tht.: red cells pcn11ancntl, dan1aged (Ade,voyin, 

2014). 

Sickle cell disease 1s a genetic disorder tltscasc \\ h1ch c.111 also be rcfcn·ed to as a hun1a11 

hereditary disease and arc the n1ost co1nn1on of hun1an hcred1t.1r) disease (WI-IO, 1994). 

These abnon11altttes of hacn1oglob111 earlier stated arc usually 1nhcntcd by the offspring of 

those who carry these genes and these abnom1altt1cs arc 1nhented in an autoson1al 

recessive fashion either 111 the hon1ozygous state or double heterozygous state (Adewoyin, 

2014 ). These 1nhe1ited abnormaltt1es arc expressed in vanous fonns such as sickle cell 

anaemia, hae1noglobin sickle cell disease, sickle beta plus thalassaem1a, sickle beta zero 

thalassemia and others (Ade\voytn, 2014). There are also four main A fncan haplotypcs 

according to tl1e regio11 where they were discovered and one Asian haplotypc. Tl1ey 

include Senegal, Benin (Nigeria falls here), Bantu (Central African Repubhc) and 

Can1eroon haplotypes and also the Asian haplotype that could also be referred to as Arab-
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Indian (Serjeant, 20 I 3: Lapoumeroulie et al. 1992: Kulozik et al. 19S6: Pagni er et al. 

1984). The Bantu haplotype is associated \\'ith the most severe disease phenot�-pe \vh1le 

the Asian haplotype is associated with a mild phenotype (Steinberg. 2005 L

Sickle cell disease has also been associated \vith malana such that highest pre\·alence of 

SCD 1s found in regions \\'here malaria parasite is still endemic and this 1s so because it 

has been found out that the earner state (HbAS) 1s kind of protect1, e agatnst se, ere 

malana. Consequently, the sickle cell trait 1s land of presen·ed since most earners becon1e 

survivors of malana up to adulthood and thereby causing the trait to be manifested 1n later 

offspnng. Studies have sho\\n that this protection occurs because Plasmod1um falc1parum 

does not gro\v well 1n HbS and therefore this creates a kind of selective pressure that has 

maintained the sickle cell gene 1n such endemic areas. This k1nd of phenomenum 1s 

known as balanced polymorphism (Desa and Dhanan1. 2003. Alhson. 195-l). There 1s still 

another kind of haemoglobin that 1s produced in children \\'1th SCD that could offer a kind 

of protection at lirst thereby h1ndcnng the symptoms of SCD fr0n1 n1an1fest1ng. This 

haemoglobin is known as foetal haemoglobin (HbF) and as the child grO\\'S, 1t declines 

which would then cause sy111pto1ns to start n1an1fcst1ng (\\ atson. 1948). In Sub-Sal1aran 

Africa, those with the Bantu haploty11e have the lo,, est HbF C:\press1on; hence there 1s 

severity of the disease. I lo\.vcvcr. ,, hilc thl,sc ,v1th the Senegal and .\s1an haplotypes ha, c 

the highest l TbF expression, therefore ii decrease 111 sc, cnt, of disease (Saraf ct al, 2013). 

Sickle cell disease 1s also assoc1atcd ,vith high n1ortahty rate ... uch that n1ost SCD children 

die in early childhood ir they arc not proper!) n1anagcd (Makan1 ct al, 2013). Access to 

appropriate health care plays a 111aJor role 1n the life cx.pcctanc) of SCD patients. Children 

bon1 to underi)ri\lilegcd fan1tlics arc 1nostly affected due to the fact that they might not 

have access to quality healthcare and as a result very fe\\ survive to cl1ildhood (Fleming et 

al. 1979). Ho\vevcr, the survival of those\.\ ho have access to healthcare 1s still improving 

at all ages but quality of life and an average life expectancy is still an issue in Nigeria. 

Nigerian ·s goal 1s to attain the life expectancy of A1nericans which is at 53years 

(Akinyanju, 2010). 

Symptoms of SCD \Vould include dactylitis also known as hand-foot syndrome \vh1ch 1s a 

painful swelling of the hands or feet as a result of vaso-occlus1on, anaemia and 1nvas1vc 
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infection with encapsulated bactena. Children mostl:' present \\'ith dact: litis and it is in 

infancy or early childhood that most cases present. Hov:e\•er. patients \\'1th milder form of 

the disease such as HbSc disease may not present earl:• \\"ith s�mptoms but ma:ibe 

diagnosed as adults \vith acute pain or an incidental blood testing (Brousse et al. 2014).

SCD can be diagnosed in the laboratof}' and it is based on the presence of HbS or the 

absence or reduction of HbA. Available screening test 1n � tgena include sodium 

metabisulphate sickling test and sickle solub1hty test \Vith a confirmato� test that makes 

use of electrophoresis and chromatography to confirm for sickle phenot)'Pe (\1akani et al. 

2013 ). 

2.2 Burden of Sickle CcU Disease 

Sickle cell disease has become one of the most common hered1tar. diseases globall\ such 
. - . 

that its highest rate of occurrence can be found 1n the \l1ddlc East. vled1terranean regions. 

South-cast Asia and sub-Saharan Afnca especially 1n �1gcna (\lodcll. 1989 and ScIJeant. 

1997). With this increase in the rate of occurrence of SCD. 1t has been rccogn1zcd as a 

public health problc,n by the Lin,te<l Nations dunng the 63r session or the general

asse,nbly that was held in Dece,nher 200S. I lo\,·cvcr. the \\1orld I lealth Organ1zat1on had 

already 1dent1lied SCD as a 111aJor public health problcn1 tor the past 251·cars (\\HO. 

1994). It is as a result or this recognition of �( D as a puhl1L health problen1 that lead to 

the init1at1011 of world sickle cell dc1y \\h1Lh 1s to be held on the 19111 or June c,cry year 

(United Nations press office, 2009) Despite the 1111t1Jtion of this da;1 of ::i,\areness 

globally, SCD is still on the 111crca-;c \cLorcling to a study based on dcn1ograph1cs, the 

burden orSCD is increasing and ,,111 continue to increase. Gloh.111). there \vas an estimate 

of about 305,800 of nc\v-bon1 111 20 IO \\ 1th SCD and th1'> \\Ould 1ncre::ise to 404,200 in 

2050. \Vhile 111 Nigeria, as at 2010. the nun1hcr of ne,\-horn ,vith SCD \\as 91,00 and this 

\VOtilcl 111ereasc to 140,800 111 2050 (Piel ct al. 2013) 

Although, SCD is said to have originated fron1 the malana-ende1n1c \VOrld, 1t has spread to 

other parts of Europe and North A1nerica as a result of 1n1grat1on, tl1ereby causing a rise in 

the burden of SCD globally (Piel et al, 2014). Globally, SCD affects approximately 1 00 

1nillion people of ,vh1ch 5°,o are carriers (Modell and Darhson, WHO, 2006). With a large 

population of the world being affected, it also 1neans that there 1s also an increase 111 the 
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number of affected children being born annually. A repon by \VHO. 1994, sho\\ s that 

affected b1nh rate is about 2 per 1000. In Africa. SCD is also said to be pre\·alent (\\'HO. 

2006), especially since it is the most common genetic disorder that affects blacks 

(Konotey, 1992). Its prevalence is highest in \\'est Africa and this is as a result of the 

region being a malana-endemic region (Bernadette and �1athe\,. \\'HO. 200S). ;\s a result 

of this high prevalence. over 200,000 infants are born annual I}' v,•ho are affected \vith SCD 

and 60°/o of these infants v.'ould die as infants (Bernadette and �lathe\\. 2008). The burden 

1s also on the increase 1n N1gena since 1t 1s also a West Africa region �1gena accounts for 

75% of all SCD births 1n Afnca and this makes '\1eeria to rank number 1 among sick.le 
.., -

cell endemic countnes both 1n Afnca and globally (WHO. 2006). Since "-1gena accounts 

for a large portion of SCD , there 1s also a high prevalence rate such that approx1matel) 

150,00 infants are born annually 1n Ni gen a who are affected \Vtth SCD and about 100,000

infants will die annually from SCD alone (\VHO, 2006). 

2.3 Risk Factors for Sickle Cell Disease 

Sickle cell disease 1s a disease that has no cure 1et but 1t could be managed proper!)' 1f 1t 1s 

detected early enough and 1f there 15 proper and adequate pro,1s1on of health care scn1ccs 

to patients. The 1nanagc1nent of SC D \\Ould require that certain factors arc taken into 

consideration to facilitate an cffcct1,c handlin� ol the disease �uch factors arc factors that 
-

increase the scvc1ity of the d1scJsc and ,r not properly handled, the) could lead to 

complications that \Vould bcco111c too d1 flicult to handle and reduces the chances of 

survival of SCD patients. 

It is i1npo1iant that SCD patients arc al,vays properly hydrated bccau<;c dch1dration could 

further aggravate the occurrence of episodes of cr1s1s. This 1s so because SCD patients 

already have re11al concentration defect \\ h1ch leads to frequent and severe dehydration in 

the presence of vomiting and ,vhcn this occurs there 1s a consequent reduction in plasma 

volu1ne ,vhich leads to episode of crisis (SerJeant, 1985). Another risk factor that 1nodifies 

severity in SCD patient is elevated blood pressure, ,vhich could lead to the patient having 

stroke, renal dysfunction, puln1onary hypertension and early 1nortality (Pcgelo\v et al, 

I 997, Goedeuk et al. 2008, Ohcne -Frc1npong et al, 1998). This elevated blood pressure 

could be as a result of increase 111 body mass index due to dietary habits, activity level and 

9 

UNIV
ERSITY O

F IB
ADAN LI

BRARY

AFRICAN DIGITAL HEALTH REPOSITORY PROJECT



other genetic modifiers (Pegelow et al. 1997. Lamarre et al. 1013. Desai et al, 2012.

0&'11anobi et al. 20 l O ). Severe infection like pneumococcal infection is also a risk factor 

espec1ally in children \Vhich is a leading cause of morbidit)' and mortal1ty• (Gaston et al. 

1986, Ammann et al. l 997. Halasa et al. 2007). 

Exposure to extremes of temperature \vhich could be fever or cold exposure also increases 

the episodes of crisis 1n SCD patients and also hypoxia \\.h1ch 1s a state of ox)gen

deficiency w1th a very strong dnve to correct the deficiency. contributes immensely to the 

severity of 1n SCD (Ed\vin et al. 2011 ). Malaria has also be considered a nsk factor that 

could 1ntens1fy seventy in SCD patients especially'-J'igenans (Ylakan1 et al. 2013). 

2.4 Kno"vledge of Sickle Cell Disease 

People's perception about SCD vanes across ind1v1duals such that some 1ndi,·iduals are 

still ignorant of the disease or some of them might e\.en ha\ e different k.inds of 

1nisconcept1on as regards SCD. It is important that people ha\ e the nght information about 

SCD such as knowing their genotype, the basis of 1nhcntancc. SCD as an 1nhented 

disease, complications and how the disease can be diagnosed \\ h1ch 1s b) blood test. There 

are also certain factors that could influence k.nO\\ ledge of SCD such as age. mother's 

educational background, being taught about SCD and lirst-hand c:--.pcnencc of the disease

(Owolabi et al, 2011 ). 

Tl1e knowledge of SCD varies across d1 ffcrent groups or people. an1ong students. n1ed1cal 

professionals and 1ncd 1cal students. parents. rnothcrs and la} people In a pilot test carried 

out in United State of An1cnca. about 68°,o n11sundcrslood the basis of inheritance of SCD, 

which 1neans most people \Vere ignorant of ho\\. the disease \\.aS being 1nher1ted. However, 

parents who have SCD children had a better k.no\vledgc of SCD than tl1osc parents who 

did not have SCD chtldren (Acharya et al. 2009). A1nongst lay people 1n Benin, there was 

insufficient a\varencss of SCD such that n1ost of thern d1dn 't knO\V that 1t 1s a hereditary 

disease or that the disease could be detected through a genetic test and also d1d not know 

about the series of disorders that are induced by SCD (Zounon et al, 2012). 

In Nigena, series of studies have been carried out amongst students, inothers and medical 

professionals. Among students, there \Vas sufficient kno\vlcdgc of SCD such that about 

10 

UNIV
ERSITY O

F IB
ADAN LI

BRARY

AFRICAN DIGITAL HEALTH REPOSITORY PROJECT



81 .8°,o claimed to have heard about SCD. but there ,vas a poor kno,vledge of the cause of 

the disease (38.0%) and just about 48.7°/o kne\\' their genotype. In this same stud�·. it ,,·as 

found out that age, being taught about SCD. mother's educational background. seeing 

someone suffering from the disease or having lost a relau,·e to the disease influenced the 

knowledge of SCD (Owolabi et al. 2011 ). In a more recent study snll amongst students, 

83.2% were aware of SCD and also the)' kne, .. that it ,,·as an inherited disorder ,vh1le 5-t0
10

knew that the disease could be diagnosed through a blood test Ho,, e, er, 25.5°1
0 had 

wrong belief that SCD 1s caused b1 evil spint (Olakunle et al. 2013). The highest te, el of 

knowledge was found amongst medical professionals and medical students such that 

altnost all the respondents had heard about SCD (98. 7°1o). Such high percentage is 

expected since they are 1n the medical field and should be custodian of 1nfonnanon about 

SCD. However, there was poor kno,vledge of complications of SCD such that about 

24.3% knew of all the complications (An1masahun et al. 2009). Kno,, ledge of SCD 

amongst mothers was found to be poor ,v1th JUSt about 34°1
0 ,vho knc,, about SCD and that 

it can be inhented (Fa1nuy1wa and Aina, 2009) 

2.5 Effects of Sickle Cell Disease 

Sickle cell disease is a serious disease that bnngs .1bout dcbtlttating effects, causes a lot of 

pain and discornfort tn 1nd1v1duals affected ,, ith it, and the) could also he affected 1n such 

a way that they 1n1ght not be given the s,1111c opportun1t1cs as those ,, tthout the disease. 

Effects include physical effects, cltn1<..al phenotypes. psychosocial effects, 

neuropsycholog1eal complications. cliser11111nat1on and st1gmat11at1on. 1 he quality of life 

lived by such 1nd1viduals could also be affcctcJ such that they arc unable lo function fully 

1n various aspects of life. 

2.5.1 Physical Effects 
• 

Depend111g on the severity of SCD, the body structure of affected patients could be 

affected such that they could beeo1ne lanky or could still ma1nta1n their nonnal built. Also, 

height and body size could be affected especially in childhood where affected cl1ildrcn 

might be sl101ter and s1naller than their mates (Ade\voy1n, 2014). Teenagers are also not 
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left out, such that puberty might be delayed and thereb) affecting grO\\'th. HO\\ e\ er the)' 

usually catch up with their mates as they become adults (Bantler et al. 2006). 

2.5.2 Clinical Phenotypes 

The most common clinical phenotype is \'aso-occlusive cns1s also k.nO\\TI as pain episode 

which occurs regularly and frequently. Other effects are anaemic cns1s. severe bactenal 

infection especially sepsis, acute chest syndrome and stroke (Adegoke et al. 2014). 

Anaemic crisis could become se\ ere such that capacit)' for mob1l1t}· 1s reduced and 

damages to organs such as the liver, kidneys. lungs and the spleen could take place and 

when there 1s multiple organ failure. the SCD patient becomes more prone to se, ere 

infections, thereby fac1l1tating the death of such patient (Platt et al. 1994). There 1s anotl1er 

condition that has been noticed amongst male SCD patients as far back 1n 1934 b) Diggs 

and Ching and this cond1t 1on is kno ... vn as priapism. It ,,·as first described 1n 1845 b) Tnpe 

as a condition of painful, purposeless, and persistent penile erection In a stud1 earned out 

amongst men both in Nigeria and UK. 1t , .. ·as also d1sco,crcd that about 35°/o suffered 

from this condition (AdeyoJu, 2002). 

2.5.3 Psychosocial Effects 

SCD patients also experience psycho.,oc1al eflects aside the fact that the) ha,c to go 

through a lot of pain and discon,fort Psychosoci.il effects h.1,e to do to ,v1th ho,v the 

disease affects the patients psycholog1cnlly and also so111ct1111cs their social lives There 

arc various ,vays In ,vh1ch patients respond to the fact that the) hn, c SCD and they 

so1ncti1nes respond because or the ,, ay the society secs then, and 1t n11ght not be too 

healthy for them. Psychosocial effects cut all age groups, that 1s both children and adults 

are affected and even so1ncti1nes their carcg1,crs arc affected as \\ell 

According to various studies that have been can·1cd out. so1ne of these effects arc anxiety 

and depression. It was found out that both adults and children as ,veil suffer from anxiety 

and depression ,vh1ch is due to the pa1ns they undergo and society's attitude towards them 

(Steptoe and Anie, 2003). Patients also show varying levels of low self-estee1n a11d 

feelings of hopelessness \Vhicl1 arise due to the fact that they arc unable to do \vhat others 

ca11 do, frequent hospital v1s1ts, being absent fro1n school or not being able to go to school 
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at all (cluldren) and loosing job opportunities (adults) (Anie. 2005). Apart from these 

feelings of anxiety. depression and others shO\\'TI by SCD children. the)' a] o ha, e other 

feelings like feelings of discnminat1on. feelings of not likely to be able to achieve much in 

Ii fe, feelings of being a burderi to the famil)'. feelings of giving a bad image to the famil�· 

and fear of dying any time (Tunde-Ayinmode. 2011). Sometimes caregi,ers are also 

suffering psychologically, especially mothers \\ho have to bear the burden of taking care 

of SCD children. Mothers are affected such that they expenence a lot of difficulties 1n 

canng for them (Ohaen and Shokunb1. 2002) and there are also financial constraints since 

so much is spent 1n canng for them. thereby affectmg fami11 finances (Bro,, n et al. 2010). 

Mothers also feel that they are being depn,·ed of enJO)'lng hfe the ,,·a1 the� ,vant to, since 

they spend a lot of t1me 1n canng for their affected ch1ldren and might not ha\"e time 1n 

doing other things for themselves (Tunde-A)'lnmode.2011 ). 

2.5.4 Ncuropsychological Complications 

Neuropsychological compltcattons have to do ,vith co1npltcat1ons 1n, al, 1ng the brain and 

this 1s usually due lo cercbrovascular diseases often c,pcncnccd b) SCD patients and botl1 

adults and children altke experience these co1npltcattons Cerebra, ascular diseases such 

as 1schaemic brain 111Jury or stroke have hccn found out to he responsible for these 

neuropsycholog1cal co111pltcat1ons (Po,, ars, 2000) <;uc.h con1pltcat1ons include language, 

verbal problc1ns (Cohen ct al, 199-l), prohlcn,s ol attention, reduced concentration, 

executive function (Bebaun ct al, 1998: Bro,, n ct al. 2000) and lean11ng deficits in reading 

and 1nathcn1at1cs (An11strong cl .ti, 199()) espec1.1lly 111 chtldrcn C'htldrcn \vho ha,e SCD 

could also be at n"k of not pcrron11ing \\ell acadc1111call::,. due to the fact that they could 

suffer fron1 possible cogn1t1ve and intellectual 1111pa1n11ent (<;chat7 ct al, 2002). Also a 

study can·ied out 111 Enugu. sho,, cc.I that there 1s a poor acade1n1c pcrfonnancc a1nongst 

children ,vith SCD as co1npared ,,1th children not affected ,vitl1 SCD (Ezen,vosu et al, 

2013).Wl1ile 1n adults, cerebrovascular diseases could lead to complicat1ons that could 

lead to SCD patients suffering fro1n cognitive in1painnent which includes dc1ncntia. 
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2.5.S Discrimination and Stigmatization 

Sometimes, SCD patients could be discriminated against because they may be ,,je,,·ed as 

people not capable of doing things non-SCD patients are capable of doing or seen dS

people to be pitied. As far back as 1973 (National Academ}' of Sciences). SCD pat1ents 

were denied certain military jobs because they \\ere seen as people ,vho ,vould incur high 

insurance premium due to increase in morb1d1ty and mortalit)· (\\'h1tten and F1schhoff. 

1974; Janerich et al, 1973). 

In some commun1ties, SCD signs and symptoms could be seen and interpreted as 

attributes that discredit those ,vho are affected and such st1mnattzation has affected 
... 

relationships in some homes (Marsh et al, 20 l l) such that parents accuse one another of 

being the cause for such stigma. In this same study. ,,·omen are mostl) seen as the cause 

of SCD 1n affected children since anything bad comes from the mother. 

2.5.6 Quality of Lif c 

The kind of hfe lived by SCD patient,;; may be altered as a result of the disease Qual1t) of 

Ii fe can be v1e,ved 111 terms of social functioning. physH .. al functton1ng. n1ental health, 

general health, emollonal health, v1tahly, ph1s1cal role funl.t1on1ng. changes 111 health and 

pain. Patients' lifestyle 1s usually affected such that the) ha, e lo go to the hospitals a lot of 

lime, thereby not having enough 1tn1e for other ac.t1, 1t1cs and this hnngs about social 

functioning li 1nitaltons. Physical actt, 1ties arl! usually l11111tcd also. since they undergo a 

lot of pains and as a result of pain. the\ could develop pain coping n1echan1s111s such as 

anger, fear and negative thoughts (Kofi ct al. 2002) 

2.6 1VJanagen1ent and Treat111ent of Sickle Cell Disease 

In Nigeria, efforts arc being 1nadc to 11nprove SCD 1nanage1nent practices such that a 

national policy ,vh1ch ,vould help 1n putting these practices 1n place is still under review 

(Galadanci et al. 2013). Nevertheless. there ,vas a network established 1n 2010 which 

comprised of Nigerian physicians, non-govenuncntal organizations and interested bodies 

both within and outside the country (Galadanc1 et al. 2013).In view of t11is, some 

procedures were outlined which would help in the care and management of SCD patients. 
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Such procedures include that pnmary health care ,vorkers should be trained appropnately 

such that they could give good genetic counselling, a\,·areness and education through the 

help of the media and other key players in ever)' local go, ernment area. introduction into 

the primary school curriculum. early diagnosis of ne,v-bom to enable earl)· detect1on and 

initiate early commencement of treatment. SCD patients should be seen on regular basts 

and have access to a m1n1mum level of care and there should be prompt referral to a 

primary or tertiary institution 1f there 1s need for such. ne,\-bom screening and 

establishment of comprehensive SCD centres 1n all geopolitical zones. and pro,1s1on of 

SCD desk 1n the ministry of health (Galadanc1 et al, 2013 ). 

Sickle cell disease patients can also be managed through the pro,is1on of a v,ell organised 

holistic care. A study has shown that 1mplementat1on of holistic care helped 1n reducing 

illness, deaths and also contributed greatly to 1mpro, 1ng the qual1t) of li,,es of people 

affected by sickle cell disease especially 1n developing countries hke 1\ 1gena (Ak1n)'anJU 

et al, 2005) A well organised holistic care \vould include encouraging SCD patients to 

comply with their treatment regimen. teaching them ho,, to prepare local nutritious food 

and dnnks for themselves and also ho\v the) can recognise earl) signs of sickness. SCD 

patients are also managed by ensuring that they do not get sick. \\ 1th n1alar1a and this can 

be achieved by 1nalar1a prophylaxis. They can also be g1, en supplcn1ents and emergent 

dn1gs that they could keep at ho1nc for cas1 access 1n t1111cs of cns1s (Ak1nyanJu ct al, 

2005). 

ln caring for SCD patients, one n1ust ensure that adequate ,vannth 1s provided for the1n 

since they arc very scns1t1vc to cxtren1c ,,·cathcr conditions (Delicou and Maragkos, 

2013). It is essential that both patients and their carcg1\crs al,vays have simple analgesics 

at home in event of a painful episode and also a diary of such episodes 1s to be kept to help 

idcnti fy the causes of such pains (Adc1nola, 2014: Makan1 ct al. 2013) which could be as a 

result of anything ranging frorn physical act1v1ties to stress. Therefore, 1t beco1nes 

necessary that SCD patients are not subjected to undue stress and unnecessary physical 

exertion and vaccination of both SCD patients is crucial because tl1ey can eas1 l y be 

affected \V1th d1fferc11t kinds of infections (Adewoy1n, 2014 ). Sometimes, tl1ere 1s a case of 

nocturnal enuresis which occurs in children and son1e adults and this can be managed by 
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either waking the child up at night to urinate or ensunng that no dnnking of an�· fluid at 

night, or the drug dcmopresS1n is administered which studies have shO\\'l1 that it has 60° 
o

response rate (Figueroa et al, 1995). HO\\' to manage pregnant \\'Omen ,vith SCD is also 

very important and this involves preconceptual counselling about prenatal diagnosis and 

the risks that accompany dealing ,vith both pregnancy and SCD. They should also be 

stopped from taking hydroxyurea three months before pregnancy occurs or immediately 

there is confirmation of pregnancy (Ballas et al, 2009). 

There 1s another aspect of managing SCD ,vh1ch can be referred to as psychological 

1ntervent1ons which involves psychoeducat1on and cogn1t1,·e behav1oural therap). The first 

one has to do with 1mprov1ng the knowledge and understanding of patients as regards 

SCD and it is believed that 1t will help them to cope better psychological!)'. This 

improvement of knowledge could be done through peer or fam1l) groups. \\ here people

get to discuss their issues and concerns, thereby making c\·e�·one 1n the group benefit 

from the expenences and coping 1nechan1sms of others ( A.n1e ct al. 2000). Cogn1t1, c 

behavioural tl1erapy deals ,v1th the changing of inappropnate self-defeating thoughts 1n 

other for SCD patients to lead a more product1,c and satisfying hfc and also help to 

improve their mood in psycholog1cal coping ab1hty (1\n1c ct al. 2002) It has also been 

proven that cogn1t1vc behavioural therapy reduces pain 111 adults \\ 1th SCD (Thon1al ct al, 

1999). 

I-lowcvcr, SCD patients can be treated in sc\cral \\Jys such that early n1orb1d1ty ru1d 

mortality can be prevented (Gaston ct al. 19R6) \ aso-occlus1on, a co1nn1on pain episode 

a,nong SCD patients cou ld he treated using si1nplc an..1lges1,1 like paraceta1nol, ant1b1ot1cs 

are given to SCD patients to prevent secondary 1nfect1on since the1 are already 

i111n1unocon1pron11scd, hydration 1s usually encouraged because they already have a renal 

concentration defect knO\Vn as hyposthenu11a that causes the1n to vomit a lot (Serjcant, 

1985) and also \vhen there is a sudden drop 111 haemoglobin le\ cl, blood transfusion can be

carried out (Miltc1a and Sally, 1987). In case of a cl1ronic renal failure, SCD patients could 

be treated ,v1th a co1nbination of l1ydroxyurea and an ang1otensin which help in reducing 

protein loss (Sasongko et al, 2013 ). They also suffer frotn chronic leg ulcers which can be 

treated by applying compression bandages, regular dressing of the ulcers, skin grafting 
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and ensunng that they are given zinc complements (�1inrut1 et al. 2010). Another 

condition known as prol1ferat1ve retinopathy can be treated using laser treatment \Vhich 

may be beneficial to those \vith progressive retinopathy (Brousse et al. 2014). 1'eonatal 

screening could also be seen as another v;ay to help reduce monalit)· such that earl)' 

detection of the disease \VOuld mean giving early treatment and attention to patients 

Sickle cell disease could also be managed through some measures of control and 

prevention since 1t is a hered itary disease. This \vill include premantal counselling of 

couples before getting married to enable them make nght partner choice as regards 

genotype compatibility and sensitization campaigns both on SCD and premantal sex 

(Oludare et al, 2013) to prevent further transmission of the disease Premarital counselhng 

1s done after a genetic screening has been earned out ,vh1ch 1nvol\ es detectlng earners of 

the disease and those couples at risk. Couples at nsk are therefore ad\1sed and at the same 

time its non-d1rect1ve, thereby making 1t a dec1s1on the} ha\ e to make on their o,,n 

(Abdel-Mcgu1d et a1, 2000). Therefore. more efforts should be increased on premarital 

counselling since the prevalence of SCD 1<; high 1n '\.1gena (0\udare ct al. 20 I 3). Another 

option lo reduce the prevalence of SCD ,, ould he by pre-natal d1agnos1s and sclcct1, e 

abortion which is still controversial and not read ii\ a, a1\able 1n l\1gcna (Ade,, oyin. 

2014). 

2.7 Pre-natal Diagnosis Of Sickle Cell Oic;cac;e :ind Tcrn1ination of Affected 

Pregnancy 

According lo Sickle Cell Organ11at1on 111 N1gcna, pre-natal diagnosis (PND) 1s a test that 

ca11 be earned out on an unborn child to dctcnn1ne 1f the unborn child 1s affected with a 

particular disease of interest. In the case of SCD, this test 1s done to detennine 1f the 

unbon1 is carrying the sickle cell gene (HbSS). espcc1ally when a couple is at risk of 

giving birth to a sickle cell child. PND can be earned out 1n three different \vays which 

include chorionic villus sa1npling, foetal blood sampling and amniocentesis. A test 1s 

usually chosen depending on the stage of the pregnancy and t11e position of the placenta. 

Chononic villus sampling 1s carried out for a pregnru1cy that is about eight \veeks old and 

should not exceed 14 weeks. A sample of chorionic villi 1s taken fro1n the placenta eitl1er 
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via a trans cervical or transabdom1nal route. DNA from tlus sample is then anal�'sed to see 

if the foetus genes for haemoglobin is normal or abnormal. It takes about one \,·eek for the 

results of this test to be ready. In the case of foetal blood sampling. the test is earned out 

for pregnancies that are between 18 and 22 \.\'eeks. It is done by collecting the blood 

sample of the baby through the baby·s umbilical cord. This blood sample 1s then anal�·sed 

for any abnormality in haemoglobin structure. The last method \vhich 1s the amniocentesis 

1s seen as the easiest test to perform for PND of SCD and the results usuall�· takes a 

minimum of three weeks to be ready. However. in all of these methods of PKD. the nsk 

that is usually attnbuted to them is the nsk of m1scamage. Although. 1t has not been 

proper! y proven that any of these tests could lead to miscarriage. it could still be seen as a 

nsk 1n carrying out any of these tests and other factors could be responsible for 

miscarriage (Ak1nyanJu et al, 1999). After any of these tests might ha\ e been earned out. 

the subsequent results determine the dec1s1on that \\'Ould be made b) a couple. If the result 

of these tests show any abnormality 1n haemoglobin structure. a couple could decide to 

terminate the affected pregnancy or decide to carry a pregnancy to ten11 and be prepared to 

accept all the respons1b1hties that comes \\ 1th giving birth to a child \\ 1th SCD. 

PND and term111al1011 of pregnancy affected b} SCD ha" ethical issues rnnging fro1n the 

safety of the procedures to other kind of issues. The �alct) 1s<;t1c 1s about the C"\tcnt to 

which the termination of affected pregnancy carried out \\·ould be tcn11cd safe ,,·1thout any 

form of con1plications, especially in a de,clop1ng country like 1'i1ger1a 1--\part fron1 the 

concerns about the safety of the procedures, the dcc1s1on to tcnn1nate an affected 

pregnancy could be vie\vcd as both being right or ,vrong and also \\ hcthcr it is also nght 

or ,vrong to give birth to such a child nnd allo\\ the child to go through all the pains and 

discomfort associated \Vith SCD. Religious beliefs and pcr<;onal 1norals arc also ethical 

issues to deal \vith because they 1nOuencc the dcc1s1ons made by those faced with making 

the choice of either tcn111nating nn affected pregnancy or not or those giving out the 

counsel on PND and tenninatio11 of affected pregnancy. Even though PND could be 

accepted by many, it 1s still not \Vidcly available and payinent for services is high thereby 

making 1t an etl1ical issue (Joseph, 2009). 
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PND was initiated in N1geria in 1999 as a result of a lot of information that ,,·as generated 

from genetic counselling and other sources (Akin)'anju et al. 1999) and because it is an 

invention of modem technology, 1t \Vas seen as a procedure that could be effect1,·el� 

carried out. Introduction of PND to Nigeria ,,as through an initiati,·e of the Sickle Cell 

Club Lagos, Nigeria and the collaboration of the Bnt1sh Council. the department of 

Obstetrics and Gynaecology of University Teaching Hospital and the '\;1genan lnst1tute-l 

of Medical Research. Dunng the 1n1t1ation of P'\;D. a s1gni ficant level of success rate \\ as 

achieved. There were about 113 pregnant ,vomen ,,ho were recruited for the P'\D 

procedure and 124 samples \l.ere analysed throughout the penod of the research. The 

results of the analysis showed that 23 were found to caIT) the HbSS gene. 29 earned the 

HbAA gene and 67 had the HbAS gene. At the end of the P'\TI test. 96°,o of ,vomen ,,·1th 

foetus carrying the sickle-celled gene opted for tenninat1on of such pregnancies

(Ak1nyanju et al, 1999). 

Although PND services are not relat1\ely a, a1lable 1n )J1gena (Ade,,O)'ln. 2014). 

individuals still know about the procedure and ,vhy 1t ts done \ stud) an1ong health 

professionals and medical students in Lagos reaching Hospital. -,ho,, ed that about 75 J0
,o

knew that SCD could be prevented by P\.O and 48.2% ,,ere not a,, arc of the scn·1cc 111 

Nigeria (Ani1nasahun ct al, 2012) In another stud, carried out 111 the North-Eastcn1 part of 

Nigeria still a111ong health profcss1onals ,tnd students, 72 8°1
0 had heard about PND and 

only 14.2% knc,v where the scr, ices ,vcrc avatlahle 1n '\1ger1a and 85.8°'0 did not kno,v 

that PND services ,vcrc ava1\ablc (Kagu cl al. 2004). 

2.8 Attitude to\varcls Prenatal Diagnosis of Sicl,lc Cell Disease and Termination of 

Affected Pregnancy 

There arc varying attitudes to,vards PND and cspcc1ally ten11inat1on of pregnancy affected 

by SCD, because 1t is a very sensitive issue. Individuals ha\'e different reaso11s for either 

accepting or rejecting te1mination of affected pregnancy. ln a country like Nige1ia, from 

studies that have been earned out, people are not quite comfortable with the tcnn abortion 

wl11ch also means tennination of pregnancy even if it \Vas legally penn1tted. 
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Rehg1on plays a maJor role in individual"s attitude tO\\'ards P�O and termination of 

affected pregnancy since Nigeria is a Ver)' religious counlJ:'. A study shO\\·ed that more 

Christians said no to tennination of affected pregnanc)' e, en though the� support P'\0 

(Kagu et al, 2004 ). Apart from religion. others justif}· their rejection based on moral 

reasons (Ourosinm1 et al, 1997). Ho\vever. there are some ,vho accepted both P�D and 

tenninat1on of affected pregnancy and their reason ,vas simply because the� d1dn ·t ,vant to 

deal with the problems associated ,vith managing SCD children (Ouros1run1 et al. 2004). 

2.9 Acceptabilicy of Prenatal Diagnosis of Sickle Cell Disease and Termination of 

Affected Pregnancy 

Termination of pregnancy affected by SCD 1s a very sens1t1,·e issue since 1t 1nvot,·es the 

Ii fe of an unborn child. It is one thing to go through ,vith PKO and it 1s another to accept

the tennination of a11 affected pregnancy and as such the acceptability of P'\O and 

tennination of pregnancy affected by SCO is dependent on the op1n1ons of 1ndi, 1duals and 

such opinions are influenced by several factors Such factors include religion. personal 

beliefs and morals. Therefore, not everyone ,vho accepts P'\D ,,ould also accept

ter1n1nation of affected pregnancy 

Results fro1n a study carried out in an1ong a san1ple of parents of sickle cell anacn11n 

patients 1n Ca,neroun, sho,vcd thnt a higher proportion ncceptcd the pnnc1ple (89.8°10) and 

there was a lo\ver proportion (62.5°
10) ,vho ,vould actually go through ,v1th tcn11inal1on of 

affected pregnancy (Wonka111 cl al. 2011) 1\l"io, 111 a ,;tudy carried out a1nong patients of 

SCD, the sa,ne trend evolved ,v1th a higher proportion accepting PND (89 2%) and JUSl 

40.9% would consider ten11111aling an affected pregnanc) (\Vonkan1 ct al, 2013). There 

were a lo,vcr proportion of those ,vho ,vould go through because the) felt abortion was 

wrong and this \Vas due 1nainly to their religious beliefs and also 1norals. 

In tl1e first study earned out vvhcn PND ,vas first introduced in N1gena, wh1cl1 was among 

pregnant ,vomen \V1th risk of having SCD children, about 96% of women who had 

affected foetuses opted for termination of such pregnancies (Ak1nyanJu et al, 1999). The 

case 1s different for a sample of Nigerian population whereby only 45°,o would accept 

termination of affected pregnancy and a higher proportion (73°,o) would decide not to 
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tenn1nate an affected pregnancy (Durosinmi et al. 1997). Among female health ,,·orkers. 

one would have thought the proportion of acceptability• ,vould be higher but it is e,'en 

much lower such that 21.4% of the doctors. 32.0% of the nurses and 32.3% of health 

workers would accept te1111ination of pregnancy affected by SCD (Adeyemi and 

Adekunle, 2007). 

Therefore. it could be deduced from all of these studies that it 1s easier for 1nd1,,duals to 

accept PND but more difficult to go through ,v1th tenn1nation of affected pregnancy. 

21 

UNIV
ERSITY O

F IB
ADAN LI

BRARY

AFRICAN DIGITAL HEALTH REPOSITORY PROJECT



CHAPTER THREE 

�JETHODOLOG) 

3.1 Study Design 

This study was a cross sectional community based survey to dete1111ine the acceptabilit}' of 

prenatal diagnosis and tenn1nat1on of pregnancy affected b) sickle cell disease amongst 

consenting adults. 

3.2 Study Area/Setting 

T111s study \Vas earned out in Delta State. a South-Southern state. '\igena. Delta state 1s 

made up of 25 Local Government Areas (LOA) and has its capital at Asaba. U\'\\'te Local 

Government Area was the LOA of interest of study and 1t 1s located 1n Delta Central 

senatorial d1stnct. The LOA has a land s11e of 95 �96kn1� ,,·1th a population of l SS,728

according to the National Population Census of 2006 and also has ten ( l 0) cnu1nerat 1on 

wards. 

Uvwic LGA has a mixed population of hoth urban and n1ral d,, ellcrs It con1pnses of 

people from di ffcrent ethnic groups but the onginal ethnic group 1s of the uv,, 1c tnbc. The 

urban dwellers arc 1nadc up of literates, scn1i-lttcr,1h:s and tllttcrates. ,, here sonic arc 

professionals, business1ncn anti pelt, traders. It could be s,11d that the cconon1y of this 

community 1s of the average 1ncon1c clnss ..,1ncc 111nst people arc ga1nfully e1nployed or 

involved 1n one business or the other \Vhilc 111 the rural area, there arc n1orc of 1lhterates 

and se1ni-1l11terates \\ ho arc n1ore 111, olvccl 111 petty trading. 

3.3 Study Population 

Tl11s study ,vas carried out an1ong consent1ng 1nen and \Vomen of at least 18 years of age 

and residents of UV\vie Local Govcrn1ncnt Area in \Varn, Delta State. 

3.4 Inclusion Criteria 

All consent giving 1nd1v1duals above the age of 18 
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3.5 Sample Size Determination 

TI1e sample size fonnula for cross sectional studies \\'as used m deter111ining the sample 

size for this study. It is stated as follows: 

n = Z2 .P. q/d2 (KasiulevICIUS et al, 2006) 

Where z� 1. 96 

n =Sample size 

d =Prec1sion=O 05 

p =proportion of a sample of Nigerians that \\Ould opt for tenn1nation of affected 

pregnancies (Duros111mi et al, 1997) which 1s 0.45. 

q = 1-p which 1s 1-0.45 

This gave a sample size of about 380 \vh1ch 1s equi\alent to n. To adJUSt for non-response, 

I 0% was chosen as non-response rate and d1\ 1d1ng 380 b1 this rate (0.9), minin1un1 

sample size was about 422. 

3.6 San1pling Methocl 

A minimum of 422 conscnt1ng adult respondents \\as selected b1 carrytng out a cluster 

sampling and this \vas done 111 live (5) st .. 1gcs 

STAGE 1: UVvv1c Local Govcmn1cnt has ten ( I 0) \\arcls fro1n \\ h1ch t\VO (2) wards were 

randomly selected. A 1111111mun1 nun,bcr of respondents or about 211 \Vere allocated to 

each ward. 

STAGE 2: Frain the two \Vards, t\\O con1mun1tics \Vere randomly selected which gave a 

total of four co1n1nun1 tics. 

ST AGE 3: Fro1n these co1nmunities, about five streets \Vere randomly selected from each 

of tl1em with about twenty one 1ndiv1duals per street. 
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STAGE 4: TI1e number of houses selected was based on the number allotted to each street 

to attain the twenty one indi\iduals per street. 

ST AGE 5: Consenting adults in selected houses \vere then intef\·1e\\ ed from the selected 

streets until the required sample size was attained. 

3.7 Data Collection 

Data collection was earned out through the use of inten·1e\\'er-admin1stered structured 

quest1onna1re. The questionnaire used \Vas 1n fi\ e sections Section A ,vas designed to 

determine the soc10-demograph1c status of the respondents Section B pro,,ded 

information on respondents' knowledge about SCD. Section C provided 1nforrnat1on on 

attitudes of respondents towards SCD ,vh1le Section D pro , 1ded 1nforrnat1on on 

knowledge and attitude of respondents to\\.ards P)JD and terrn1nat1on of pregnancy 

affected by SCD. Section E provided 1nformat1on on reasons respondents ha\ e concerning 

their attitudes to\vards PND or SCD. Section F pro, 1dcd 1nformat1on on respondents 

views on preventive policies and 1ntroduct1on of P'\ D 111 � 1gena A pre-test of the 

questionnaire \.Vas carried out after ,,·h1ch sonic ot the qucst10ns ,,ere 111od1fied 

3.8 Data i\.1anagcmcnt and Anal) .,j.,

Data was managed and analysed us1nc SP�<; (slat1st1c.al p,1ckagc lt)r '-OCtal ,;;c1enees) 

Descriptive statistics such as frcquct1LIC'- and pr0port1ons ,, as used lo describe the general 

characterist1es of the study san,ple Ch1-.,quarc test ,,as used to delcn111nc the association 

between the 1ndcpcndcnt and dependent variables and 0nly var1ahles found to be 

statistically significant ,vcre further ;_1nalyscd using 111ulttplc log1st1e regression to check 

for con founders. Factors that \.\ere s1gn11icant at p<O 2 ,, ere included 111 the logistic 

regressio11. Odds ratios fron1 the log1st1c regression analysis \.vere presented ,v1th a 95°/o 

confidence intef\al (Cl). A probability level of p < 0.05 \vas accepted as being stat1stieally 

significant. Knowledge score ,vas con1puted by adding up the scores for all questions on 

kno,vledge of SCD and the n1ean score \\.US used as the cut off for good versus poor 

knowledge. S1n1ilarly, attitude score \Vas co1nputed by adding up the scores of all 

questions on attitude on a L1kert scale and the 1nean score was used as cut-off for positive 

versus negative attitude. 
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3.9 \'ariahle Definition 

Independent Variables: They include age. gender. marital status. location. le,el of 

education, religion, ethnicity, kno \vledge of SCD and attitude to\vards SCD 

Dependent \'ariables: They mclude acceptab1ltty of prenatal d1agnos1s of SCD and 

termination of affected pregnancy 

3.10 Ethical Consideration 

Ethical approval was obtained from the Oyo State Ethical Re\·Je\\ Board. The study posed 

no hann and only willing participants \\.ere 1ntef'.1C\\ed \\'lthout coerc1on. undue influence 

or 1ntimidat1on. Part1c1pants \vere informed about the nature of the stud) and g1,cn 

consent forms to read and sign. A II their concerns and questions ,, ere anS\\ ered before 

data collection commenced 1n \Vh1ch they had the nght to ,, 1thdra,, \\ 1th no penalty. 

Confidentiality and anonymity of participants \\ as assun.:d as no 1ncnn11nat1ng 1nfonnation 

or identifier was collected. 
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CHAPTER FOUR 

RESt;LTS 

-t.l Socio Demographic Characteristics

There were 422 respondents, 192 males (45 5°,o) and 230 females (54.5°'0). The 

respondents were aged bet\veen 18 and 79 years \vith a mean age of 29.82 (SD=:::: 11.36 

years). A large number of the respondents resided in the urban parts of the Local 

Government Area. 352 (83.4°,0) and \V1th 69 ( 16.4°'0) res1d1ng 1n the rural area. A sizeable 

number of the respondents were singles 242 (57.3°,o), 168 (39.8°,o) \\ere mamed. 3 (0.7°/o) 

were divorced, 2 (0.3%) were separated and 7 ( l. 7°/o) \Vere \\ 1do\ved. Respondents \\ ho 

had primary education were about 31 (7 .4%). 162 (38 6%) had secondary education and 

227 (54.0%) had tertiary education. Three hundred and eighty one (91 8°-o) of respondents 

were Christians, 22 (5.3%) were Muslims Sixt, nine (16.7°/o) of the respondents \Vere 

Yoruba, 71 (17.2%) were Igbo, 21 (5 }0/o) \\ere Hausa, 72 (17.4°10) ,,ere l,\\\Je and ISO

( 43 .6°/o) belonged to other types of ethn1c1ty. Table I sho,, s the d1stnbut1on of socio 

demographic factors. 
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Tablc.i. t Distribution of socio demographic factors 

\'aria hies Frequenc)' % 

Age(Ycars) 
18-19 62 14. 7
20-24 89 21 I
25-2 9 66 15 6
30-34 61 14.5
35&above 144 3 4  l

Gender 
Male 1 92 45.5 
Female 230 54 5 
Location 
Urban 352 83.4 

Rural 69 16 4 
M1ss1ng l 0 2

Marital Status 
Single 24 2 57.3 

Married 168 39.8 

Divorced 3 0.7 

Separated ") 05 �

WidO\Ved 7 I . 7 

Level Of Education 
Primary 31 74 

Secondary 162 38 4 

Tertiary 227 5� 8 

Missing ") 05 
-

Religion 
Chr1stian1ty 381 90. 3

Isla1n ") ") 5.2--

Missing 19 4 5

Ethnicity 
Yoruba 69 16.4 

Igbo 71 16 8 

Hausa 21 50 

Uvwie 72 I 7. I 

Others I 80 42.7 

Missing 9 2.1 
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4.2 Kno\\·lcdge about Sickle Cell Disease (SCD) 

Respondents ,vere asked different questions to dete11nine their kno\vledge about SCD. 

Knowledge score was computed by adding up the scores for all quest1ons on kno\,·ledge of 

SCD and the mean score (14) \\'as used as the cut off for good \ersus poor kno,,·Iedge 

About 168 ( 49.9%) had poor kno,vledge and about 169 (50.1 %) had good kno,,·ledge of 

SCD. The frequency 1s as sho\vn belo\v in table 4.2 
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Tahlc4.2 Kno":lcdgc of SCD 

\'aria hie 
Heard of sickJc cell disease 
Yes 
No 
I don't know 
Family member affected b,· 
SCD 
Yes 
No 

Best Description of SCD 
fnhented Blood Disorder 
Infectious Disease 
Sexually Transmitted disease 
Fatal illness 
Acquiring SCD 
Blood transfusion 
Inherited from mothers 
Inherited from fathers 
Inherited from fathers &
mothers 
Sexual intercourse 
Others 
SCD is curable 
Yes 
No 
I don't know 
Syn1pton1s of SCD 
Swelling of hands &feet 
1-Ieadache
Acute anaemia
Episodes of pain
Frequent infections
Delayed growth
V1s1011 proble1n

Frequency* 

411 

10 

l 

28 
385 

319 
26 
16 
31 

32 
8 
26 
319 
18 
7 

73 
211 
127 

94 
75 
183 

195 
118 
125 

37 

85 

% 

97.4 

2.4 

0.2 

68 
93.2 

81 4 

6.6 
4 1 

7.9 

7.8 

2.0 
63 

77.8 

4.4 

I . 7 

17 7 

51 6 
10 8 

24 0 

I 9 I 

46 7 

49 7 
35 2 
31.9 

9.4 

21 7 Malaria
Vomiting 28 7.1 

Stomach ache 27 6.9 

Effects of SCD 

Severe debil1tat1ng pain 194 51.2 

Stroke I I 9 31.4 

Infections 149 39.3 

Organ damage 148 39.1 

*Frequencies don't add up to the sample size due to missing values
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Ta hie 4.2 Knt>\\'ledge of SCD (continued) 

\'ariahle Frequency* % 

Appropriate time to test for SCD 

Dunng pregnancy 196 48.9 

After childbirth 116 28 9 

At childhood 59 14. 7

At adulthood 30 7.5 

Crisis in SCD 

Pain episodes ?6"- .) 66.2 

Confusion episodes 68 17. 1

Crying episodes 46 l 1.6

Others 20 5.0 

fleard of genotype 

Yes 385 C) 1 "
- -'

No 24 5 � 

1 don't know 8 1.9 

Genotype rcsponsihlc for SCD 

AA 9 24 

AS 33 87 

ss 
332 87 8 

SC 
I . I 

Beard of genetic counselling 

Yes 190 46.5 

No 
152 3 7.2 

I don't know
67 16.4 

*Frequencies don't add up to the san1ple size due to missing values
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4.3 Attitude towards Sickle Cell Disease 

Respondents showed different attitude to...,vards SCD based on the kind of questions that 

were asked and the attitude was measured using a L1kert scale. Attirude score ,vas 

computed by adding up the scores of all questions on attitude and the mean score (34) \Vas 

used as cut-off for pos1t1ve versus negative attitude Respondents ,v1th negat1\·e attitude 

were 223 (53 7%) and those with positive attitude \vere 192 (45.5°10). Table 4.3 shO\\S the

attitude of respondents. 
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Tahle4.3 1\ttitudc to,,·ards SCD 

\'ariable Strongly Agree Undecided Di�agree Stroo2l, Total* 
. . 

Agree(%) Disairree 
-

(%) {%) (%) (¾) (¾) 
- -

SCD is God's "ilJ 48(11.6) 20(4.8) 38(9.2) 154(37.1) 155(37.3) 415(100) 

SCD is satan/evil 26(6.3) 82(19.8) 49(11.8) 134(32 3) 124(29.9) 415(100) 

spirit work 

SCD patients ii,e 37(8.9) 85(20.5) 57(13.7) 188(45 3) 48( 11.6) 415(100) 

normal life 

SCD patients are 9(2.2) 39(9 4) 68(16.4) 202(4� 7) 97(23.4) 415(100) 

nuisance 

It is safe to eat 167( 40.2) 164(39.5) 39(9 4) 3S(9 2) 7( l. 7) 415( 100) 

¾share food ,vith 

SCD patients 

A disease to be 17(4.1) 51( 12.8) 50(12 0) 202(4S 7) 93(22 4) 415( 100) 

ashamed of 

SCD should be 11 (2.7) 15(8 �) J 7(8. 9) 229(55 .2) I 03(24 8) 415( 100) 

kept secret 

SCD is contagiou\ 6( I 4) I 6(, 9) 5S( 14.0) 170(41 0) 165(,9 8) 415( l 00) 

SCO patients arc I I (2 7) 55(11.3) 56( 13.5) I s9(4'i 5) I 04(25 1) 415( 100) 

n burden 

*Frequencies clon't add up to san1plc si,c due to ntissing, alucs
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4.4 Acccptabilif)' of Prenatal Diagnosis (P�D) of SickJe Cell Disease and Termination 

of .,.\ffcctcd Pregnancy (TAP) 

Amongst the 422 respondents intervie\,·ed. 377 made a decision on \vhether Prenatal 

diagnosis was acceptable to them or not. Respondents ,,·ere asked if the} ha\'e e,·er heard 

of PND and 114 (27.9%) said yes while 295 (72. l 0/o) said no. Those \\'ho ha,·e e\·er heard 

of PND were asked if they knew the methods of PI\D and their responses are sho,,·n 

below tn table 4 4. Respondents ,,·ho \Vere \villing to accept prenatal diagnosis of sickle 

cell disease were 181 ( 48.0%) while 196(52.0°10) ,vere against it as shO\\ n be)o\v in table 

4.5. Also, amongst the respondents 1ntervie,ved. 386 made a dec1s1on as regards 

termination of pregnancy affected by sickle cell disease of \Vhich 51 ( 13 2°/o) accepted it 

while 335(86.8%) kicked against it. This is shov,n belO\\' 1n table 4.5. 

33 

UNIV
ERSITY O

F IB
ADAN LI

BRARY

AFRICAN DIGITAL HEALTH REPOSITORY PROJECT



Tahlc4.4. knol, ledge of ::'\lethods of Prenatal Diagnosis 

l\,Jethods 

Amniocentesis 

Chorion1c villus sampling 

Foetal blood sainpling 

(Yes) 

27 

15 

21 

Frequency 

34 

% 

28.7 

16.0 

22.3 
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Tablc-t.5 Acceptahilil)• of PND and TAP

\'ariable \'es(%) 

Acccptabilit) Of Prenatal Diagnosis Of 181(48.0) 

Sickle Cell Disease 

Acceptabilil) Of Termination Of Affected 51 (13.2)

Pregnancy 

�o (%) 

196(52.0) 

335(86 S) 

*Frequencies don't add up to sample size due to missing ,·alues

35 

Total* 

377(100) 

386( 100) 
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4.5 Reasons for Acceptabili�· of Prenatal Diagnosis

Respondents gave several reasons for accepting prenatal diagnosis \vhich ranged from fear 

of future child health, fear of maternal health. prevention. determination of SCD status. 

preparation by caregivers/parents. educational purpose. to enable proper decision making 

and to give awareness. The frequencies are sho\vn belo\v in table 4.6. 
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Table 4.6 Reasons for Acceptabili�· of Prenatal Diagnosis 

Reasons 

Fear of future child health 

Fear of maternal health 

Prevention 

Frequency 

6 

2 

13 

Preparation by parents to 20 

face challenges 

To determine the status 

To educate 

To enable proper decision 

making 

To give awareness 

63 

2 

10 

9 

37 

% 

1.4 

0.5 

3 .1 

4.7 

1-l. 9 

0.5 

2.-l 

2.1 
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4.6 Reasons for Acceptability of Termination of Affected Pregnanc�-

Respondents gave several reasons for accepting te1111ination of affected pregnanc)' ,vhich

include death is still inevitable, financial reasons. eradication of SCD. fear of future child

health, protecting the future. reductton of SCD. to pre,ent trouble for the

parents/caregiver, to prevent unnecessary suffenng and to avoid an)' form of confusion.

The frequencies are shown belo,v 1n table 4.7. 
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Table 4.7 Reasons for Acceptabilit)· of Termination of Affected Pregnanc)·

Reasons Frequency 

Death is still inevitable 2 

Financial reasons 5 

Eradication of SCD l 

Fear of future child health 1 

Protecting the future 6 

Reduction of SCD 3 

The child will become a l

nuisance 

It's the only way out 2 

To avoid confusion 2 

To prevent treatment of I 

reoccurring illness 

lrouhle ror ? To prevent -

parents 

Unnecessary Suffe1ing 14 

% 

0.5 

1.2 

0.2 

0.2 

1.4 

0.7 

0.2 

0.5 

0.5 

0.2 

05 

3.3 
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4.7 Factors Responsible i · or Acceptab1Jit) of Prenatal Diagnosis (P�D) of Sickle Cell
Disease 

Bivariate analysis was d d 
. one to etenn1ne the relationship ben.,·een acceptabilit)· of P:'\D of

sickle cell disease and · r. 
. 

certain 1actors. Acceptab1hty of P\:D of sickle cell disease \Vas

used as the dependent variable while age. location. manta) status. le\•el of education.
religion, attitude toward · kl s sic e cell disease. knO\\. ledge about sickle cell disease and 
having a family mernbe .cc d b h . r a11ecte y t e disease \Vere used as independent vanables. The 

results are as shown 1n Table 4.8 below. There \Vas no stat1st1cally significant relat1onsh1p

between gender and acceptability of PND, \vhere more of females accepted P'\D (-18 8°,o)

with a p-value of 0.744. A statistically s1gn1ficant relationship \\'as found ben\een

location of respondents and acceptability of PND (p=0.023) such that though \\·ere more

urban respondents \vho accepted PND ( 1-10. 45.2°,0) there \Vas a higher percentage of 

acceptability amongst rural respondents (60.6%). Based on educational status, no 

statistically significant relat1onsh1p \\.as found to exist (p O 875). but there \\ as a higher 

level of acceptability amongst respondents \\ tth tcr11ar: status (-19 3°10). There \vas no 

statistically s1gi11ficant relationsh1p bet\,cen marital st.itus and acccptabtlit) of PND 

(p 0.891) but a higher level of acceptability \Vas sh0\vn an1ongst rcsp0ndents ,, ho ,, ere 

single (48.3%). 

Based on religion, there \Vas a higher le\ cl of acceptability ainongst the Chnstians

(50.4%) than the Muslims and the relat1onsh1p \\.as found to be statist1cally s1gn1ficant

(p=0.005). An1ong the various age groups. there \\ as a higher acceptab1ltty an1ongst

respondents 1n the age group of 20-14 (53 7°,o) \Vith lo\vcst acceptab1ltty a1nong

respondeiits in the age group of 35 & abo\ e (39.4°,o) but the relat1onsh1p ,vas stat1sttcally

non-sigrlificaiit (p-0.051 ). In tcrn1s of attitude tO\\.ards sickle cell disease, respondents

,,ith positive attitude had a higher level of acceptability (49.2°,o) tl1an those ,vith a

negative attitude (47.20/o) and the relationship was also statistically non-significant

(p-0.705). Respondents who had a poor kno,vledge about sickle cell disease had a higher

level of acceptability (50.0%) than those ,vith good kt10,vledge about sickle cell disease

with a IO\\'Cr level of acceptability (46.3%) and the relat1onsh1p ,vas found to be

· · II · · ficant (p-O 513) Respondents who had a family 1nembcr affected by
stat1st1ca y non-s1g111 1 · · 
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sickle cell disease had a higher level of acceptability (55.6%) than those \\'ho had nofamily member affected (47.0%), although the relationship was statistical))' non­significant (p=0.423 ). 
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Table4. 8 Bivariate analv . f · sis O factors Ukel) responsible for acceptabili� of P'\D

Variable 
-

Acceptabili�- of Prenatal Total* Chi P-

Diagnosis of Sickle Cell Disease Square \'aluc 

Yes(%) :\o (%) 

Gender 
Male 81(47.l) 91 (52.9) 
Female 172(100) 0.11 0. 74

I 00 ( 48.8) 105 (51 2) 205( I 00) 

Location 
Lrban 140 (45.2) 140(45.2) 310(100) 0 02 

- .,o
Rural 

)__ 

40 (60.6.) 26( 39.4) 66( I 00) 
Education 

Pnrnary 13 (52.0) I 3 (52.0) 25(100) 0.27 0.88 
Secondary 66 (46.5) 76 (53.5) 142(100) 
Tertiary 103 (49.3) 106 (50. 7) 209( l 00.0) 
J\rlarital Status 

Single IOI (48.3) 108 (51 7) 209( 100) 0.02 0.89 
Ever married 80 (47 6) 88 (52 4) 16S( 100) 

Religion 

Christianity 174 (50 4) 171(49.6) 145( 100) 7 .81 0 01 

lslarn 3 (16.7) lS('iJ.J) IS( I 00) 

Age 

<20 32 (43.2) 42 (56 \) 74( I 00) 5 96 0.05 

20-34 95 (51.7) 8") (46 J) 177(100) 

35 & above 41 (394) 61(60 6) I 04( I 00) 

Attitt1de To,vards

SCD

Negative attitude 93 (47.2) I 04 (52.8) 197( I 00) 0.14 0.70 

Positive attitude 88 (49.2) 91 (50 8) 179( I 00) 

Kno,vlcdge About

SCD

Poor kno\vledge 79(50.0) 79(50.0) 158(100) 0.43 0.51 

Good knovvledge 68 (46.3) 79 (53.7) 147(100) 

Famil) l\1en1ber

Affected With SCD

Not affected 166 (47.6) I 83 (52.4) 349( I 00) 0 64 0.42 

Affected I 5 (55.6)) 12 ( 44.4) 27( I 00) 

*Frequencies don't add up to sample size due to missing values
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4.8 Factors Responsible fo A .. r cceptab1li�· of Termination of Affected Pregnanc)

Bivariate analysis was d 
. 

one to deter n1ine the relationship ben,·een acceptab11tt,· of
tcrm1nat1on o f  pregnancy affi d . ecte by sickle cell disease and se\ era! factors. ,�cceptabilin·
of termination of affected pregnancy (TAP) was used as the dependent \•anable \,·h1le
factors such as gender a e . . . 
. 

' g · manta! status. level of education. religion. attitude to,,·ards
sickle cell disease, knowled b . . ge a out sickle cell disease and ha\.·tng an affected family
member were used as the independent vanables. The results are sho,vn in Table 4.9 belo,,.

The relationship between gender and acceptab1hty of TAP \vas found to be statist1call)'
non-Significant (p=0.853) where the acceptability of both the male gender ,, as IO\\

(13.6%) and also the female gender \Vas lo\\l (12.9°,0). Among the urban and rural

dwellers, acceptability was quite low \vith the urban shghtl) Jo,,er (13.1°10) than that of

rural dwellers (I 3.8%) and this relat1onsh1p ,vas stattsttcall, non-s1gn1ficant (p=O 876).

Acceptability of TAP varied across different le\.el of education such that secondaf) le, cl 

of education had the lowest acceptab1hty (7.6°10)010). follo,, cd b) none pnn1ar, le, el of 

education (8.3%) and tertiary had the highest acceptab1l1ty ( 17 5°10) and the relattonshtp 

was statistically s1gn1ficant (p=O.O I 9). Rcl1g1on had no stat1c;,t1call) rclJttonshtp \\ 1th TAP 

(p=0.272), although acceptability ,vas rclatiYelv lo,,• ,v1th Chr1st1ans being 111 the lead 

(14.2%) and Musl1rns having a 111uch lo,,cr acccptabtltt\ (5 1°
10) Relat1onsh1p based on 

age group \.Vas found also to be stal tsl1cally non-s1gni Ii cant (p O 134) ,, 1th respondents in

the age group of <20 having the lo,vcst acccptnbtl1ty (6.6%) ,, htlc respondents in age

group 20-34 had the highest acceptabtltty ( 13.5°,o). Respondents ,, 1th negative attitude

to,vards sickle cell disease ,va-; found to ha,c lo,vcr acceptabtltty ( I 0.4°'o) ,vhile

respondents \.Vlth pos1ti\.e attitude to,varcls sickle cell disease had a higher acceptab,l tty

( 16.4%), tl1ough the rclat1onsh1p ,,·as found to be stat1st1cally non-s1gni licant (p-0.086). ln

terms of kno,vledgc about sickle cell disease. respondents ,v,th poor kno\.vledgc had a

h
. 

h t b ·  t·ty (15 501 ) ,vhile respondents ,vith good knowledge had a lower
1g er  aeccp a 1 1 . o 

b·1· (13 30 ) but the relationship ,vas statistically non-significant (p=0.583).
accepta 1 1ty . 'o 

d h · f:an11ty mcinber not affected by sickle cell disease had a lower
respon ents av1ng a

- · 12 5o ) h le respondents who had a family men1ber affected had a higher
aeceptab1hty ( . 'o w 1 

b · 1 · ( 18 501) which was statistically non-s1gn1 ficant (0.402%).
accepta 1 1ty . 10 
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1'able4.9 Bivariate analysis of factors
termination of affected pregnanc,·

like)�· responsible for acceptability of 

\'ariable 

Gender 

Male 

Female 

Location 

Urban 

Rural 

Education 

None/Pnmary 

Secondary 

Tertiary 

Religion 

Christianity 

Islam 

Age 

<20 

20-34 

35 &above 

Attitude To,varcls 

SCD 

Negative attitude 

Positive Attitude 

Kno,vlcdge About 

SCD 

Poor Knowledge 

Good Kno\vledge 

Family Member 
Aff ectcd By SCD 

Not affected 

• 

Acceptabilitv of 
• 

Termination of 

Pregnanc, Affected B,
• • 

SCD 

Yes(%) r\o (%) 

24 (13.6) 153 (86.4) 
27 (12.9) 24 (13.6) 

42 (13.l) 278 (86.9) 
9 (13.8) 56 (86.2) 

2 (8.3) 22 (91. 7) 
11 (7.6) 133 (92.4) 

38 (17.5) 179 (82 5) 

50 ( 14 2) 303 (�5 S) 

I (5.3) IS (94.7) 

5 (6.6) 71 (93 4) 

29 ( 15 8) I 54 (84 2) 

14 (13.5) 90 (86.5) 

21 (10.4) 180 (89.6) 

30 (16.4) 153 (83.6) 

25 (15.5) 136 (84.5) 

20 (13.3) 130 (86.7) 

46 (12.8) 312 (87 .2) 

Total* 

I 77(100) 

209( 100) 

320(100) 

65(100) 

24( 100) 

144( I 00) 

217(100) 

}"1,(100) 

19( I 00) 

76( I 00) 

18�(100) 

I 04( I 00) 

201(100) 

183( I 00) 

161 ( 100) 

150( l 00) 

358(100) 

Affected 5 (18.5) 22 (81.5) 27(100) 
*Frequencies don't add up to sample size due to n1issing values
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0 03 0 85 

0.01 0 88 

.., .88 0.02 

1 21 0 27 

4.03 0.13 

2.94 0.08 

0.30 0.58 

0.70 0.40 UNIV
ERSITY O

F IB
ADAN LI

BRARY

AFRICAN DIGITAL HEALTH REPOSITORY PROJECT



4.H l\'tultivariate A.nalvsis� 

The variables in the bivariate analysis that were stattsticall)' sigruficant at probabilit�· level

of o.i were further analysed using the binary log1stic regression model. The result of the

multivariate analysis is presented in Table 4.1 O and Table 4.11 be)O\\'. 

Results from the analysis show that Muslims are four times less likely to accept P"'.\D than 

Christians. This result was found to be stat1st1cally significant (OR- 4.526. Cl- l .26.., -

16.169). The relationship between location and PJ\D ,vas also found to be s1gruficant (OR­

O 552, CI- 0.307 - 0.992). Other factors had association ,v1th P�D but ,,ere not

significant. 

Results from the analysis for TAP sho\.vs that no assoc1at1on ,vas found to be significant 

amongst all the factors that were likely to be associated ,\:ith its acceptab1ht) · 
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Talllc4. 10 :\lultivariate Analyses of Significant factors Associated '' ith

Acceptability of PND 

Variable 

Religion 

Islam (Ref) 

Christianity 

Location 

Rural (Ref) 

Urban 

Age 

<20(Ref) 

20-34 

35 and above 

Odds Ratio 

4.62 

0.55 

1.59 

0.83 

Confidence 

Intenal (95%) 

1.31 - 16.32 

0.31 - 0.99 

0.91 - 2.79 

0.44 - 1.55 
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P- \'alue

0.02 

0.03 

0.10 

0 55 
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Tahlc4.t I l\lultivariate Analysis of Significant Factors Associated ,,ith .:\cceptabili�

of TAP 

\
1ariahlc 

----

Education 

Primary(Ref) 

Secondary 

Tertiary 

Attitude 

Ncgat1vc(Ref) 

Positive 

Age 

---20(Ref) 

20-34 

35 and above 

Odds Ratio Confidence 

0.90 

1.94 

0.80 

0.56 

1.08 

Interval (95%) 

0.18-4.60 

0.41 -9 07 

0.42 -1.54 

0.19-1.70 

O 53 2.21 
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P- \'alue

0 83 

0 -lO 

0.50 

0 10 

0 83 
----

UNIV
ERSITY O

F IB
ADAN LI

BRARY

AFRICAN DIGITAL HEALTH REPOSITORY PROJECT



CHAPTER fl\'E 

DISCUSSIOi\. CO:\CLLSIO� A�D RECOi\I�IE"\D . .\ TIO:\ 

5.1 DISCUSSIO'-.. 

In this study Jess than h If f 
. 

· a o respondents ( 48°/o) accepted prenatal d1agnos1s (P'-. D) of
sickle cell disease (SCD) d an a very lO\\ proportion ( l 3.2o/o) accepted tenninallon of

affected pregnancy So d cto- emograph1c factors such as locallon. rel1g1on and educatton

were found to be sign fi l . 
1 1cant y associated \Vlth acceptab1 ltty of P"\iD and TAP Also.

examining the knowledge of SCD, it \Vas found that about half of the respondents had a 

good knowledge of SCD. 

5.1.1 Acceptability of Prenatal Diagnosis (P'iD) of Sickle Cell Disease (SCD) 

The acceptability of PND from this study \\as reported by half of respondents. T111s \Vas 

quite expected because Pl\10 1s a procedure still quite unkno,\ n to 1nan) �igenans 

espectally since 1t 1s not a disease expcnenced by 1nost of the populace lt ,, as found out 

from this study that about t\VO third of the respondents had nc,cr heard of P D and JUSt 

heard it for the first time 1n the process of adm1n1stcr1ng the questionnaire This could be 

the reason why there was a lo\v acc.cptability of P"-1 D an1ongst the study population. 

1-Iowevcr tn a study earned out b� Duros1n1111 et l1l ( 1995) .in1ongst lcn1ale SCD patients

and parents of SCD patients, the acccpt.1bil1ty \\Js quite high e\cn though n1ost of the 

respondents only bcca1ne a\varc or P D .it the point of 1nten 1c,v. This high acceptability 

could be as a result of first-hand cxpenencc ol the disease b) the stud, populat1on and 

also 1naybc their desire not to \\ant others suffer fron1 tt 1\150 111 another study ca1ncd out 

in Cameroon by Wonkam ct al in 2011 and 2013 an1ongst a sa111ple of parents of SCD 

patients and SCD patients, acceptability of PND \\as relatively high in both cases (89.8% 

and 89.2%) 

These results st1o\v that there could be higher acceptability of PND 1f the public 1s more 

informed of such procedure because those \vho didn't accept it had different reasons such 

as they dtdn 't understand what it entails, so1ne \Vere concen1ed about the safety of both 

mother and chi Id, some others think 1t \vould encourage abortion and others didn't sec any 
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need for it since the foetus cannot be cured of the disease before birth. Ho"·e,·er those\\ ho
accepted PND also had reasons for acceptance. Such reasons include detertutning the
status of the unborn to en bl . 

-

a e careg1vers or parents to k.no\v the necessan' action to be
taken. thereby helping the Y prepare for the challenges ahead associated ,,·1th SCD and
some respondents felt early d t e ect1on of SCD could help reduce se\ertty of the disease.
Other reasons for accept b"l· f . a 1 ity o PND are pre\ention of SCD and fear of future child and

maternal health Det 
· · 

emuning the status of the unborn ,vas a more frequent reason amongst 

rcspoodents for acceptability PND Therefore enlightenment of the pubhc could 1mpro\e

the level of acceptabiltt d · t Id b Yan i cou ecome a preventi\'e method for SCD. 

5.1.2 Acceptability of Termination of Affected Pregnanc) (T . .\P)

Acceptability of TAP 1n this study 1s relatively lo," compared to other pre,1ous studies. 

The acceptability reported by Duros1nmi et al ( 1997) \\'as higher than that of this stud) 

where about ha! f of the respondents accepted P. D and the stud) ,, as earned out amongst 

well-informed educated Nigerians. [n another study b) Kagu et al (200-4). acceptabtl1t} 

was reported to be about half and study population ,, as hl!alth profcss1onals and students 

1n North Eastern N1gcna. Taking a look at thl!sc stud1l!,. 1t could be said that the results

arc quite di ffcrcnt due to the kind of study population used 1\ higher le, cl of acceptability

1s expected fron1 such population becc1usl! thl!y arl! l!\.pectl!d to be quite inforn1cd since

they arc health professionals unlike thi, stud, population ,vhich \\as .1ust the general

public. Studies carried out 111 Can,croon a,nongst SCD patients and parents of SCD

patients also sho\vcd a higher acccptahd1ty as co1nparcd to this study. ln one study

atnongst parents of SCD patients. acccptahil1ty \\as rclal1\cly high(\\ onkan1 ct al. 2011 ),

,vhtle 1n another st tidy an1ongst SCD patients, acccptabt ht) ,, as a ltttlc less than average

(Wonkani ct al. 2013 ). These results also sho\vcd that the kind of population used for the

study most likely deten11incd the le,el of acceptability. It 1s quite obvious that despite the

fact that acceptability of PND could be l1igh, the willingness to accept TAP is low from

this study and tl,cse findings are quite the same \\ith findings from other studies

(Durosiruni et al, 1995; Adcye1ni and Adeku11le, 2007) \vhere acceptab1ltty of TAP was

also lower than acceptability of PND regardless of the population involved. In these

studies mentioned, the study population was a sample of doctors and nurses (Adcycmi and

49 

UNIV
ERSITY O

F IB
ADAN LI

BRARY

AFRICAN DIGITAL HEALTH REPOSITORY PROJECT



Adekunle, 2007) where about quart d 
. 

. er an one third of the respondents accepted TAP 
respectively. This was q 

.
1 l ui e ow because one would have expected a higher level of

acceptability since they are d" 1 me ica personnel.

Findings from this stud h Y s ow that respondents accepted TAP based on reasons such as
tl1e eff cct treatment and m anagernent of SCD has on the income of parents or caregi,·ers,
and also they felt it co ld h 1 u e P reduce SCD. Other reasons include ho,v TAP could help
prevent unnecessary Suffenng for the child after birth since death 1s still ine,1table for the

patient. and also helps to avoid confusion for parents. A study earned out amongst female

SCD patients and parents of SCD patients had similar reasons for acceptance of P'\D and

the reasons are societal emphasis on perfection and pre\1ous expenence in the

management of SCD patients ( Durosinmi et al. 1995). Another study earned out amongst 

a sample of parents of SCD patients have also sho,,:n similar reasons for acceptlng TAP 

\.Vh1ch include the fear of having another child ,vith SCD. fear of future child health and 

negative family life expenence of SCD (Wonkam et al. 2010). ln a stud) in the United 

Kingdom, the reason for consideration of TAP ,,·as due to the se,·cnt, of the disease 
• • 

(Ahmed ct al, 2006). 

Furthennore, low acccptab1lity of TAP could also he attributed to the fact that abortion is

looked down upon culturally and relig10usly in this part 0f the ,v0rld. Most of the

respondents rcJcctccl TAP basically due to religious and 111oral reasons. ,, hile so1ne others

were 1nore concerned about con1pltcat1ons that ,,·ould an-;c fron1 such procedure. S01nc of

the respondents reJeetcd TAP because they arc a,, arc of the fact that abortion ts illegal 111

N igetia. Previous studies ha\ic also shO\\ n that these reasons arc 1n order for not accepting

TAP. ln one study an1ongst health professionals and students North Eastern N1gcna, n1aJor

reason for rejecting TAP ,vas rcltgiou� reason (Kagu ct al. 2004) while 1n another study,

findings sho,ved that reasons for rcJecting TAP ,vcre reltg1ous and 1noral reasons (

Dtirosinmi ct al, 1997). Sin1ilar reasons ,verc also given in a study earned out amongst

parents of SCD patients in Cameroon and the reasons were ethical and religious

consideratioi1s (Wo11kam et al, 20 l 0) and in a study amongst SCD patients still 1n

Cameroon. tlie 1nain reason \Vas ethical reason (Wonka1n et al, 2013 ).
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5.1.3 Influence of Fact ors on Acee t h·1· 
ff 

P a I It)' of Prenatal Diagnosis and Termination of
A ectcd Pregnancv

-

A number of socio-demo h
. grap ic factors and other factors <attitude to,,·ards SCD and

knowledge of SCD) that co Id u be responsible for respondents· acceptabilit)' of P'\D and
TAP were considered d th 

. . . an etr assoc1at1on ,vas determined There ,, ere se, era! 
associations but not all of them \\'ere significant On further analysis of the sim11ficant

-
� 

associations only one ass t· ' ocia ton ,vas statistically significant.

Location of respondents &'. d b 
. was 1oun to e a  significant factor associated \\tth acceptab1lit) 

of PND. Respondents \vho lived 1n the rural area \vere found to be t\vo more umes like!)

to accept PND of SCD than those in the urban area. This kind of result 1, strange because
� 

one would have expected that those in the urban area should be more receptt\'e to,, ards 

such a procedure. Religion was also found 1n this study to be a significant factor such that 

Christian respondents were more hkely to accept PND than respondents ,, ho ,, ere 

Muslims 

Education was a significant factor responsible for respondents· dec1s1on concerrnng 

termination of pregnancy affected hy SCD Respondents ,vith pnn1ar) h:!\'CI of education 

or those with no education at all, ,vcrc n1orc than t,,·o ti111c-; less hl...cl) to accept 

ter1ninat1on of affected pregnancy than those ,vith sc1.:ondary or tert1ar) le, cl of education. 

These results are quite different fro1n other studies such that findings fron1 other studies 

showed that factors I ikc societal pcrf cell on ,, as associated ,v1th acccptab1hty of TAP 

(Duros1nmi ct al, 1995) and 1n Can1croon factors like uncn1ployn1cnt and single 1nantal 

status were associated ,v1th acceptability of T 1-\P (\Vonkan1 ct al, 2010). 

5.1.4 Kno,vlcdge of Sickle Cell Disease

Exa,nining the level of kno,vlcdge of SCD a1nongst respondents, this study found out tl1al

an average of the population has a good kno,vledge ,vith a 1ncan score of 14. Tl11s finding

is ii, line \Vtlll findings from other studies such as those of Alao ct al (2009) where about

f Study Participants had good kno\vledgc of SCD and the study population
an average o 

d t f a higher institution. Ho\vever in a study amongst secondary school
was stu en s o 

d h. h percentage claimed to have heard of SCD but only one third knc'vv the
stu ents, a ig 
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cause of SCD (Owolabi et al . · 201 I). From this study. on},, about an a,·erage of the
respondents knew severe d b·t· . e I itating pain as one of the effects of SCD and about one third
knew organ damage as one f h 0 t e comphcat1ons of SCD. This is quite expected since only
an average of the populatio h 
. 

n as a good kno,vledge of SCD. Ho,,·e,·er. these findings are
1n order with findings f th rom ano er study an1ongst health professionals and students.
where about one quarte kn r e,v most complications and about an average kne,, some of the

� 

complications while ab t . . 
ou one third had the lo,vest kno,, ledge about compl1canons 

(Animasahun et al 2009) I d , · n a stu y amongst Christian students. kno,, ledge le, el of SCD

was relatively high (Moronkola and Fadairo. 2006). Findings from this stud) also re,·ealed

that a very low percentage of the population preferred childhood as the best time to test for

SCD whereas 1n another study, about one third of study participants preferred childhood

as the best time to test for SCD (An1masahun et al. 2009). This study also found out that

most respondents have never heard of genetic counselhng ,vhich 1s quite unusual. since a

high percentage of them have formal education and 1t ,, as expected of then1 to kno,, ,vhat 

genetic counselling is. However in another study amongst Chnsttan uni, ers1t) students. 

about two third knew what genetic counscl11ng ,,·as (\1oronkola and Fada1ro. 2006) 

Respondents were also asked if they could descnbc 5CD and a high percentage of tl1cn1 

described 1t as an inherited blood disorder and could be 1nhcnted fron1 both n1other and

father. In a study a111ongst nev, undergraduate tert1ar, student-:;. there ,, as a se\'crcl,

deficient knowledge of the trans1n1s\ion of sc·o ( \de,vuy1. 2000).

All O [ these findings 1nakc up the le, cl of kno,, ledge of SCD and fron1 these findings, it

could be said that SCD 1s quite kno,vn ainongst the public but 1t could still be improved

,vitll 111ore enhghten111cnt either lron1 the Go, ernn1ent or Non-Go, emmcntal bodies, so

that they could have access to the right infon11at1on about SCD

5.1.5 Attitude to,,ards Sickle Cell Disease

· d f dei1ts to,vards sickle cell disease ,vere exan11ned and this study found
Att1tt1 e o rcspon ' 

ti h ... lf of the population have negative attitude to,vards SCD while less
out that more 1a11 ° 

than half of the population have a pos1t1ve attitude towards SCD. From the responses. it

. b · ti at most of tl1em had wrong perspective about SCD such that some
\Vas quite O V!OUS 1 

Seo tagious and so1ne felt it was not healthy to share food with SCD
even felt 1s con 
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patients. Findings from a stud Y amongst secondary school students in Jos sho,,·ed that a
low percentage had wron b 1

. 
f g e ie such that they felt SCD ,vas caused bv e, 11 spirit and a

higher percentage also sh w d . 0 e wrong attitude involv1no stie:matization (Olak.-unle et al.
::, � 

2013 ). The wrong belief · d 
. . mentione in this study corresponds ,,·ith some of the questions

asked to dete11nine attitude f o respondents to,vards SCD in this present stud). But in
another study carried O t . . 

u amongst Christian students, a good number of them had a

positive attitude to,vards SCD Ho\\·ever, a study earned out amongst SCD pat1ents in

Lagos found out that they also felt the public had negative attitude to,,·ards SCD because

they lack proper orientation about SCD (Ante et al, 2010). It ,vas also found out that

relative of SCD patients felt SCD caused lov,:er intelligence in SCD patients (Ohaeri and

Shokunbt, 2001 ). A study in United States of America also mentioned societal response to

SCD which is most time a form of negative attitude tov.ards SCD (Jenerette et al. 2005). 

Findings from this study and other studies have sho,, n that there 1s a lack. of a,, areness 

about SCD and most people have a poor onentat1on about the cause of the disease. ho,, to 

relate with SCD patients and also ha,e ,, rong perceptions about SCD patten ts and the

disease itself. The pub he needs to be more kno," le<lgcablc about SCD and this could only

haJ)pen If there is more awareness and proper oncntat1on 

5.2 LIIVIITATIONS 

One )imitation of this study ,s that study part1c1pants n1ay not be represcntat1, e of the

entire public since only a sample of N1gcr1an population ,vas used. Therefore,

I. t' f results should be done ,vith caution Recall bias cannot be exen1ptcd
genera 1za ,on o . � 

fr I · t d on.,e of the rcs1)ondcnts found 1t hard to ans,, er so1ne of the questions
orn t 11s s u y as s , · 

d ti k O ,.,)cdgc about SCD ,v1thout th1nk1ng for a long t1111e Responses are
tl1at had to o ,v1 1 11 vv ' 

likely prone to social desirability b1a<; because so1ne respondents ,vould ,vant to give

favourable ans,vcrs.
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5.3 CONCl .. l:SION

Findings from this studv h h - ave s O\\ n that prenatal diagnosis is still a procedure not k.no,,11
by many espec1ally the bl' 1 . pu 1c at arge s1nce this ,,·as a community based stud)·. Efforts
towards enlightenment v.,• Id h 1 • ou e p increase acceptabilit)' of PND by the public.

Location and relioion were · d · . · · · · 11 e- associate ,,·1th PND and this assoc1at1on ,vas stat1st1ca )'
significant while the level of education was found to be associated \\·ith TAP and this
association was also stattstically significant.

5.4 REC0'\1\,JE�DATION 

The following recommendat1ons are hereby made based on the results of this study: 

I. Findings from th1s study have shown that there 1c; a lac\-. of a\\ areness as regards

prenatal diagnosis. Therefore. an av:areness programme can be 1n1ttatcd \\'here the

public can be sens1t1led concerning p--.;-o

2. Prenatal diagnosis could also be introduced as a po IC) n '\ 1gcria \\ h1c.h ,,·ould

enable the public to have more access to the sen 1c;1,;

3. Further research could be carried out \\'ith a larger san1plc -;1zc to enable proper

gencralt1.at1on of results.

4 KnO\l,.rlcdgc and attitude of SC D could he i111provcd hy giving the public the nght 

infonnation ahout SCD

5. This research could he done diffcrcntly such that people ,,1th affected fan11ly

mc1nbcrs are recruited into the study.
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APPENDIX 1

ll\FOR,\IED CO�SE�T FOR..\I

ACCEPT ABIIJITY OF PREN AT \L OJ,.\G"\OSIS OF SICKLE CELL OISE\ £ \.'\D

TER.\t�ATIO'-. OF AFFECTED PREG'\A.'\C\

Dear Respondent, 

My name is Eseoghene Adams, a Postgraduate student of the Department of Ep1demiolog)' and 

Medical Stat1st1cs, Faculty of Public Health, Uruvers1ty of Ibadan. Oyo State This quest1onna1re 1s 

an attempt to gather important information 1n other to determine the acceptabil1t)· of prenatal 

diagnosis and termination of pregnancy affected by sickle cell disease DO >:OT \\'RITE '\'OL 'R 

NAME ON THE QUESTIONNAIRE Please note that the compleuon of the quesuonna1re 1s 

entirely voluntary and all information gathered \VIII be treated \,·1th ut1nost confidentiality Thanks 

for taking your time to complete this quest1onna1re. Your truthful responses \\ 111 contnbute 

important information to help determine the a\\'areness and acceptab1ht) of prenatal d1agnos1s and 

termination of pregnancy affected by sickle cell disease. As part of m) respons1b1ht1es. onl} the 

researcher, members of the researcher·s staff and representauves fron1 the Oyo State Ethical

Revie,v Committees n1ay have access to these records. 

Statcn1cnt of �tudy pnrticipant giving inforn1ed con,cnt: 

Now that the study has been ,veil explained to n1c and I fully understand the content of the study, I 

hereby agree to part1c1pate 111 the stud} 

Date. -�/ __ / __ 

nun1bcr· 
--

S1gnatun;. �-- __ 

Statement of research nssistant obtaining inforn1ed consent 

Phone 

I have fully explained this research to the respondent and have given sufficient 1nfom1at1on

including about nsk and benefits to 1nake an inf onned dec1s1on

Nan1e: ______________ _ Signature: ______ _ Date:

_ ,_! __ 
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QCESTIO�'\ �IRE 

ACCEPT,\BJLITY OF PRE� \T AL DIAG'\OSIS OF SICKLE CELL OISE \SE ,.\..'\'D
TER,\ll'\,\ TIO'\ OF AFFECTED PR.EC� A:\C\ 

1. Identification number L

SECTION A 

SOCIO DEMOGRAPIIIC INFORl\'IATJON 

2.Age ___ _ 

3. Gender l:cmalc O Male 0

4. Location Urban D Rural D

S. Marital status Single D Marncd D Divorced O Scparatl!d O W1do,vcd 0

6. Level of education No fon11al r ducat1on D Prin1af')' D Sccondan- D Graduate 0

PostgraduatcO

7. Religion Chr1sllan1ty D Isla1n D 1 rad1t1onal D Others D

8. Occupation Business O Petty trader D Professional D Fanner D Labourer 0

Others O Please specify _____ _
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9. J.:rhnicit,·• Yoruba O Igbo O Hausa O ,- 0 0 vvv.·ie Others Please specif)• 

SEC'flON B 

KN0\\1.,[DGE ABOLT SICKLE CELL- DISE .. \SE (SCD) 

10. I Jave you ever heard of sickle cell disease? Yes 0 No O I don't kno,,· D 

11. If yes, ,vhicb of the follo,riog best describes sickle cell di,case?

Inherited blood disorder O In' · d O · O O 1ectious 1seasc Se,ually transm ·:ed disease Fatal illness 

12. Sickle cell di,ease ,·. ac · d th h h. · · ., quire roug ,, 1ch of the follo ,,1ng ,,a� s? (f1ck one ans,,er) 

Blood transfusion D Inhented from: Mother alone O Father alone O �I other and fatherO 

Sexual intercourse D Others O Please spcci fy 
----------

13. Do you think sickle cell di,casc is curable?

Yes O NoO I don't kno,vO 

14. \Vhat do y 011 think arc the ') n1pton1, of "ickle cell <11,ca,c'? (I ick a, appropriate)

S,velling of hands and feel D I lcadachc D Acute 1\nacn1in O Episodes of pain O Frequent 

infections O Delayed gro,vlh D \ 1s1on problcrns D �lnlarin D \'ornitingO Ston1ach ache 

0 

15. Sickle Cell Oiscnsc can cnusc (l"ick a, appropriate)

<;evcre dcb1htat1ng painsD Stroke D InfcctionsO Organ da1nagc D 

16. \\'hat tin1c do you think i� the appropriate tin1e to test for sickle cell disease'? ( fick one

option) 

During pregnancy D ,\ftcr childbirth D At childhood D At adulthoodO 

17. \\'hat do you undcr�tand by crisis in ,icklc cell disea�e? ("fick one option)
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Patn eptsodes D Confusion episodes Ocry1ng episodes O Others 0Please

specify 
-------

18. Jla,e you e\'er heard of the ,,ord genot)-pe? )'es O NoD I don't kno,\ D

19. If yes, which of the follo,ving is the genot)-pe responsible for sickle cell disease?

AAD AS O SS O SC 0 

? y O ·0 0 I don't20. Ilave you heard of genetic counselling for sickle cell disease. es 

knowO 

21. If yes, ,vhat do you think it is?

SECTION C 

ATTITUDES 'fO\VAllDS SlCKl,l� Cl�l,l, I)ISF \�I�

r for cnch question 
For quest ions 22-30, t ick one op ,on 

- Undecided Disagree �trongl) \!!rec 
ATT11UDES SIN 

\gree 

22 Sickle cell disease is God's ,viii

23 Sickle cell d isease is satan/evil !lpirits

,vork 

24 Sickle cell disease patients live a

normal life 

25 Sickle cell disease patients arc

nuisance to the society

26 It is safe to share food or cat ,vith
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Strongly 

disagree 
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siclde cell disease patient

1
27 

\ Sickle cell disease i� a disease to be
ashamed of 

' 

I 2
8 Sickle cell disease should be kept

I 

I I secret ' 

.__' I I 29 Sickle cell disease is contagious

I 

30 I Sickle cell disease patients are a 

burden to the society 
I 

31. Do you have any family member affected b) sickle cell disease?

Yes D No O I don't knowO 

SECTION D 

I 
' 

I 
' 

KNOWLEDGE AND ATTITUDE TO\VARDS PREN A T,\L Dl,-\GNOSlS ,-\ND 

TERMJNA'fION OF PREGNANCIES ,-\FFECTED B\' SICh.LE CEl,L OISE \SE 

32. (lave you heard of a test carried out on an unborn cbilcl to dctcrn1inc its sickle cell

disease status? (Prenatal diagnosis) 'r'csO \Jo O I don't kno,,· D 

33. If yes, ,vhich of the follo,vin� arc n1cthocls of this test (prenatal diagnosis) for

sicl{le cell disease? ('ficlc as appropriate) 

I 

Ultra sound O A1nnioccntcs1sD S1n1plc blood tcstO Chonon1c \ illus san1pltng D Fetal 

blood sa111plingO 

34. Should prenatal diagnosis be used to test for sickle cell disease? Yes D No D I don't

lcno,vD 

35. If yes, ,,,hat arc your reasons?
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36. If no. what are your reasons?

37 · Are you in support of prenatal diagnosis for other diseases?

Yes D NoO I don't kno"v D 

38. Should termination of pregnancy affected b) sickle cell di,;easc be carried out?

Yes O NoD I don't knowD 

39. If yes, ,vhat are your rca,;on,;?

40. If no, ,vhat arc your reasons'!

SECTION F 

ATTITUDES TO PREVENTlVE POLICIES AND INTRODUCTION OF PRENATAL 

DIAGNOSIS AS A POLICY IN NIGERIA 

For questions 41-44, tick one option for each question 

I S
IN ATTITUDES Strongly Agree Undecided Disagree Strongly 
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36. If no, \vhat are your reasons?

37 · Are you in support of prenatal diagnosis for other diseases" 

Yes D NoO I don't know 0 

38. Should termination of pregnancy affected by sickle cell disease be carried out?

Yes O NoO 1 don't k.nowO 

39. If yes, \vhat are your reasons?

40. If no, ,vhat arc your reason,?

SECTION F 

ATTITUDES TO PREVENTIVE POLICIES AND INTRODUCTION OF PRENAT1-\L 

DIAGNOSIS AS A POLICY lN NIGERJ1-\ 

For questions 41-44, tick one option for each question 

ATTITUDES Strongl)
SIN 

Agree Undecided Disagree Strong!) 
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� I 
' 41 

I 
42 

43 

44 

Genetic counselling would help 

reduce the occurrence of sickJe ceU 

disease 

Prenatal screening of pregnant 

women ,vould help prevent the 

occurrence of sickJe cell disease 

Screening for sickJe cell disease 

should be done for only families at 

risk 

Prenatal diagnosis of sickle cell 

disease should be introduced as a 

policy in Nigeria 

j agree I ! I 
disagree

I I ' 

' 

I 

I 
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INS ITU t f O A �En E RCH .... ti Tft I I G lln.,18 TI 
College of Medicine, University of Ibadan, Ibadan, Nigeria.

Director. Prof. Catherine 0. Falade, M88S (lb). M Sc. FMCP. FWACP

Tel. 0803 326 4593 0802 360 9151 
e-mail: cfalade@comui.edu:ng hllyfunke@yahoo.com 

UUUCH EC Registration "lumber· '\l-IREC/05/01/2008a 
�O'fICE OF FULL \PPRO\' \L AFTER FLLL CO:\Il\llTTEE RE\1£\\ 

R_e: Accepta�ilit) of Prenatal Diagnosis and Termination of Pregnanc) affected b)
51clclc Cell Disease among Adult� in\\ arri, Delta State 
UI,lJCI·I Ethics (on1mittcc as::;igned number· UI. EC'l6,0055

• 

Name of Principal Investigator: 

Address of Principal Investigator: 
� 

Eseoghene Patience \dams 

Departtncnt of Epi<lcn11olog) (.� \led1cal Statistics. 
College of l'vle<licine, 
Uni\. erstt) of Ibadan, Ibadan 

Date of receipt of valid application: 02 03/2016 

Date of meeting when final determination on ethical approval ,,as n1adc: N/A 

• 

This is to inforn1 you that the research described in tl1e submitted protocol, tl1e consent forn1s. 
and other participant information n1ater1als have been revie,\'ed and gi,·en full appro,·al bJ' rite 
UJIUCJJ Ethics Co111111ittee. 

This approval dates fro1n 28/07/2016 to 2 7 /07/2017. If there is dela) in :;tarting the research,
please infon11 the UI/UCI l Ethics Co111n1ittec so that the dates of appro\ al can be aJjustcd
accordingly. Note that no participant accru,11 or ncti\.'it} rcl.1tcd to this research 111a} be conducted
outside of these dates . . All i11for111ecl co11.,£11t /or111, 11.,e<I 111 rlti,· ,r,u(i 11111,r car1:1 rite UI LC I-1 LC 
assignee/ 111011/Jer ancl cl11rar1011 o_( l. l'L Cl I l:C CIJJJJro,·al of tlte .,tutlr It is c'\pcctc<l that )OU

subn1it your annual report as \.\.Cll as an annual request for the project rene\.,,11 to the lll L CI l EC 
early in order to obtain rcnc\.val of your appro\'al to u,·oid disruption or} our research. 

The J\'ational C'ocle for //ealrlt Research 1:·rhic.\ rec111ires _1·011 to co1111,(1• ,,·ith all i11srir11rio11al 
guil/elines, rules c111c/ re.!!,ulariu11s a11cl II itlt rite 1£ 11£ r, of' tltt! C o,lc i11c:/tl(/i11!!, e11s11ri11� t!ttlf all 
acll'er5e even/\ are reJJOrlecl JJro111JJll_1· to the lll/LICI I CC \'o c.!ta11ge., are JJCr1111ltecl i,, t!te 

research H'ithoul prior c11J/Jro,•al h) the l l LICI I LC' cxcc.'JJI i11 circ11111stc111cc, outlinetl i11 tltl! 

Code. Tire UI/UCI l EC reser,·es the r,.�ht to co1ul11c. I cv11111!1a11ce visit to )'Our rer;carclt site
,virhout JJre,•ious 11otiflca/1011. 

-·----------------
-------------------

---

I'rofcssor Catherine 0. I•aladc 
Director. IAf\.1RA'f 

Chairperson. Uf llCII Ethic.-. Com1nittcc

E-1nail: ui uchl"�·c1 �n1.ii l.con1 

• 

R . G & a·oethics Malana Environmental Sct('nccs • [p1d('1niolo9y Rc-scarc/1 & Ser vice 
esearch UnltS enetlcS I 

c R t 8 s 
l & S IS · nces Pharmaceut1cJl Sr111nces ancer ec.earc 1 J erv1ccs HIV/AIDS 

Behav1oura oc1a c,e 
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