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ABSTRACT 

Sidle cell disease nffccts millions or people throughout the "orld and 1s panicuhuly 

common nmong Afriain dt$Cenls. Earlier studies in Oyo Suuc: focused on attitude 1owlltds 

mandatory pn:mDJillll le.sting wilh no infonn11Lion on kno" ledge, perc�ption and atutudc: or 

11bou1-to-\\cd couples 10,vards prcmorillll sickle cell counselling 11nd tcstin&- This study was 

1hcn:rorc designed 10 in\CSligo1e the lc,el or kno,vlcdge, llllltude and perccption or oboul-lo­

,vcd couples 1owim!s l'rcmo.ri101 Counselling 111\d Testing (PSCCl) 1n lbad11n Nonh·East 

Local Govemmenl ArC3 (LOA) ofO)o S1111e 

The study dcsian \\3S descriptive. A thn:c-slllgc: sampling technique \\'US used to selcel LGA, 

rcgislry, and 400 consenting n:spondcots. A semi-structured, in1crvicwcr-adminiS1ered 

qucstionn:iirc was used 10 ob1oin dalll on respondents' socio-demographic ch:uacteriSlics. 

Knowledge WllS measured on 11 30-point scale on which scores of S 10, 10 - 20 nnd > 20 

were cinesonscd o.s poor, fair lllld good, respectively Perception towards PSCCT ,vas 

me:isurcd on a 20-point &eale; scores ofSIO lllld >10 were c1:wilicd llS nel,lllll\'C and pos1thc. 

rcspccthely. Allilude \\11.S me35urcd on 11 20-point SC41cs on "hich scores of slO and >10 

were class11icd :is negative lllld positive, rcspccti,cly. Qulllllitathc dal3 "Acre IIIW)'Scd using 

dcscnpti,c: waust,c.s, Chi-square: lest 11nd 1ogis1ic regression 01 p-0.0S Sc,-cn ln-<lcplh 

1n1crv1c:w (IDls) were conducted on PSCC'r and \\U anal)sed 1hem1tiC4l1y. 

Age wu 31 7:t.S.S )C&n, SS.Oo/a \\ere males, 98.�, hod formal education, 52 <We \\ere 

Chrishans and 62.0% were self employed. Majority (81.8¾) had pos111,e perception about 

l'SCCT Respondents' knowledge ,core "as I l.4t5.0 w11h (630%) ha\lng a flur �,.,,ledge 

Rcponed purposes or PSCCT were, making an informed marital choice (28.8%) and 

prcvcn1ing 1ncidcncc: or &icklc cell disorder i\Jllona otTspnng (24.0%) �ujority (91.So/,) 
-��-�-
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A.BSTRACT 

Sickle cell dise;1sc affects millions or people throushout the world and is pa.r1icul11rly 

common nmons African descents. Earlier midics in Oyo Sllltc focused on altitude towards 

m1llld1uory prcmnrital testing with no infonnation on knowledge, perception ond otlitude of 

about-to-wed couples 10,vnrds pn:mllfital sickle cell counselling and testing. TI1is study ,vas 

therefore designed to investigate the lev.:I or knowledge, onilude ond perception of about-to­

wed couples 10,v11rds Premllritnl Counselling and Testing (PSCC1) in lbadllfl North-wt 

Local Oovemmcnt Are:i (LGA) ofOyo Slllte. 

The srudy design wns descriptive. A tbrcc-stoge sampling technique was used 10 select LGA, 

rcgist.ry, llfld 400 consenting respondents. A semi-structured, intcrvic,ver-administered 

qucstionn11irc wns used to obtoin d3l3 on respondents' socio-demographic ch:uuctcristics. 

Knowledge was mensured on a 30-point scnle on which scores of S I 0, I O · 20 nnd > 20 

were C4tesoriscd 11s poor, fair ond good, respectively Perception towards PSCCT was 

1neosured on o 20,point scale; scores ofSIO nnd >10 were clossified :is negative ;ind positive, 

respectively. Altitude was mcnsurcd on o 20-polnt SClllcs on ,vhich scores or SIO ond >10 

were classified os negative ond positive, respectively. Qunntillltivc dolll ,vcrc analysed using 

descripti're suuistics, Chi-squon: test 1111d logistic rcgrcssion 111 p-0.0S. Seven In-depth 

Interview (IDls) were conducted on PSCCT and ,vus nnnl)'5Cd thcmo.tit4lly. 

Age wo.s 31.7:i:5.S )em, SS.0% were moles, 98.0% hod formal education, 52.0% w-cre 

Christians ond 62.0% wcn: self employed. lvlnJority (81.8%) hod positive pera:ptlon oboul 

PSCCT. Respondents' knowledge score ,vo.s 11.4:i:5.0 with (63.0%) having 11 filir knowledge. 

Reponed purposes of PSCCT were; making on informed morilllJ choice (28.8%) o.nd 

preventing incidence or sickle cell disorder among offspring {24.0%). �lnJorily (91.SY•) 

Iv 
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\Ylllltcd religious instilutions to encourngc PSCCT among intending couples. Respondents' 

attilude score ,vas 7.1±1.8. Perceplion score ,vns 12.4±3.8. Many (61.5%) had used PSCCT 

service, most of whom used health fneilities Most, (58.0%) spcnl bcl\\'cen l'f300 • l'fSOO for 

the test and m:ijority (91.S¾) soid mlll'Tioge institutions should cncourngc their members to go 

for PSCCT. More respondents ,vilh fonnnl education (98¾) significantly utilised PSCCT 

compared to those that were not cduca1ed (2%). Respondents with form31 education were 

more likely to utilise PSCCl' comp:ircd to those that ,vcrc not educat.cd (OR-4.2; C-1.S·

I 0.4). (61.5%) of rcspondcnis lhnt utilised PSCCT hod good ollitude to,vnrds PSCCT 

comp:1rcd to those that did not u1ilise PSCCT. Utilisation of PSCCT \\'ll.S signifi=11ly 

nssocioted ,vith Knowledge of PSCCT Respondents ,vlth foir knowledge ,,..ere more likely to 

utilise the PSCCT compared to those ,vith poor knowledge (OR: 2.S, Cl--2.3-4.l). 

Respondents' perccplion score wns 12.4:!:3.7. The IDb revealed that majority used the 

hospi�l, School clinic o.nd private loborntory for PSCCT. 

The good knowledge, ouitudc and perception of respondents towurds PSCCT suggest the 

11cccpU1bitity of the services among Intending couples. Therefore, promotion of prcn,nrital 

sickle cell counselling nnd testing nt mnrrioge registries nnd oil government approved 

churches for weddings is therefore recommended. 

Kcyv;ords: Sickle cell diSCll50, prcmnritnl, genetic counselling Md testing, religious 

1nstltuttons. 

\Vord count 468 
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OPERATIONAL DEFINlTIONS 

Knowledge 

II is lhe infonncuion, undcrsUIJlding or skills 1h01 one ocquin:s from experience or cducntion. 

Knowledge in this s1udy focuses on respondents' level of underslD.ndiog of sickle cell 

disorder. 

Alliludc 

This i s  the opinions ond feelings townrtls a phenomenon. This study ,viii focus on level of 

perccp1ion 1.0,vards pn:mo.rillll sickle cell counselling and tcsling. 

rcrccptlon 

This is the view or underslanding 1owards a phenomenon. This srudy ,viii focus on level of 

ptrceplion towllfds premarital sickle cell counselling and tesling. 

Rcgbtry 

A service: provided 1h11t assists cngngcd couples in documcnling their mnrringc conll'llCL 

About-to-wed 

These arc two consenting adults thlll ore pn:po.ring for their wedding. 
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CHAPTER ONE 

lNTROOUCTION 

1.1 ll:ickgrouod Knowledge 

Gene1ic 1es1ing 11nd counselling is II VCI)' crucial ospccl of human lives as h11ving details about 

one's gcne1i0 mokeup mny help individual make nn infonncd decision 11bou1 his or her 

marital life. Ocne1ic counselling is lhe processes by ,vhich pnlicnts or relatives who ore 111 risk 

of on inherited disorder, arc advised of lhc conscqucoce.s and nature of 1be disorder, lhe 

probability or developing or transmitling it, and lhc oplions open to lhcm in mnn11gcmen1 and 

family planning in order 10 prevent, ovoid or ameliorate ii (Dipikll ond Kishttlaya, 2011 ). 

Genetic counselling provides lhc link bchvccn genetic technologies, several of which have 

been acquired through lhe Human Genome Project, and p;11icn1 Cllrc. It con be defined as 11 

communication process which involves dingnosis, explanation and options. Therefore; 

genetic counselling is branched into diagnostic (1he actual cs1im111ion of risk) and supportive 

nspeclS. 

Tot sickle hncmoglobln (HbS) gene \VIIS developed in response to seven: maliuin endemicity (Piel 

cw; 2010). It h:u been dctennincd lhnt up 24% orNJgcrlans have the sickle cell gene (\VHO, 2006). 

Multiple studies have shown that the sickle cell gene is Indeed pro1cctl,-e 11s;uru1 malaria. llS

hetcroey&otic pcno1u with a single sickle cell gene (AS individuals) have been sho.-n 10 have • 

dccrcascd risk ror the dlSCllSC (Rees etal; 2010, \VillilllllS and Ob:iro, 2011). I lomoz:ygotic mdtvidu:ils 

(SS individuals) that inherited tYi'O I lbS alleles from both parents arc however 1101 only a.t �lcr risk 

or conllllCllng malari11, but are lllro 01 higher risk or scvcrnl bc�hh problems. linlccd to the tendency or 

the altcnld red blood cells 10 become sicklctl, 1111tl then stick to blood vessels, causing lschxmi11 10 

multiple cells and organs of the body, 1111d rC1Ul1ing In the sickle cell disuse; (Ree., c:tal; 2010, 

Williams and Obmi, 2011). Many n:ligious �Ions arc currently n:qucsung 11bout-10-"ul 

couples lO conduct pre-marital 1tfnolypc test. II ls believed lhnt nwriagc bcl\"Un two c.uricn of 

Siclclc �II Trait {HbAS) could only be described u 11n Irrational plunge Into lroubles and u such, the 

couple riskl the tmdcney to produce children with sickle cell &Mffllia in � four childR:11 lhc) 

have. Mendelh1.n principle swcs th.11, then: Is the tendency lhnt two people "ho arc Cllmcn could &h'C 

birth to sickle cell anaemia dllldfchlldrcn. 

Of all genetic disorders, this study ,viii focus only on sickle cell disC4Se because i t  IS the 

commomat genetic disorder In this p:in or the ,vorld. Thus, thls study aimed to un,cil the 

knowledge, oultudc and pcruptions or about 10 wed couples becauso they arc the popubuion 

tha1 mostly go for prcmori111I 11cnc1lc 1cs1lng 11nd counselhna ond to prov1do useful 
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infonnotlon for appropriate methods nnd strategics to promote prcmnrilAI counselling nnd 

testing i n  lbndnn North-Enst Local Government M:i. 

1.2 Shuement or the l'rohh:n, 

Sickle cell disCllSC affects millions of people throughout the world ond is particularly 

common runong those whose nnccstors came from Africa {CDC, 2011). T11c \Vorld He:1lth 

Orguni1.ation {20 I 0) documents that sickle cell disco.sc is  n hcr'Cditnry genetic duorder that 

occurs when a person hns inherited two abnormal mutnnt haemoglobin (HD) genes from both 

parents. II occurs ot a frequency or I out of 1600 among black people (Adeyemo et al; 2007). 

It contributes 10 the equivalent of s,� of under-five den1hs on the African cont1ncn1 (\VHO, 

2005). Nigeria accounts for SO¾ of sickle cell disease (SCD) births \vorldwide and about 

2.J% of her population suffers from SCD with 25% of Nigerians being healthy carriers 

(Oludarc and Ogilli, 2013). Many also die before their reproductive 11gc. Sickle ccll 11nacmio 

poses serious health concern, cspcci:illy in developing countries. Con1plicn1ions of sickle cell 

discosc include serious infections, dnmagc 10 viu,I organs, stroke, kidney drunagc, 

rcspir.ilory problems, bone marro,v failure, growth failure, cognitive impairment, 

ma1un11ional delay in children ns well IIS high maternal ond foetal morbidily and 

mortality (Zemel etnl;2007, Ochcnl ctn1;2007). Awareness on genetic understonding and 

scm:ning is not o common prac1ice and the diagnosis is usunlly made when presented ,vith 

n severe complication (Adeyemo cl ol; 2007). Even when lt3gedics such o.s IWO or more 

miscarriages, still births, or chlldn:n die in infancy, many nl times doctors do not order a 

blood 1es1 to uke II closer look 01 geneiic make-up of porenls or refer them 10 o &CTietic 

counsellor. 

The chronic nature of SCD requiring life-long medical 011en1ion, cxpcnshi: supponivc 

symptomntie thcrupy, its spcc1aliscd care, the 11SS0tintcd high morbidicy, �uc1lon in life 

expcclAncy or the nlTcctcd, poor Khool ancndnncc, lhe potential risk of de,,:loping drug 

addiclion, especially to opialCS, and its burden on the 11flcc1ed families nll indit:4tc thal the 

condition is a major public hcahh problem requiring oncnlion (\VHO, 2006), Prevention of 

the disease through cnnier iden1irica1ion and genetic counselling remains the only l'C3listic 

oppro:ich 10 reduce 1hc impnel of the disease 1111d allows bcucr use or avniloblo n:soun:cs in 

the low-income countries where the condi11on is most prcvnlcnL l'rogrammcs or population 
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screening nnd genetic counselling can ha.\e n n,ajor impact on the birth role of  children wilh 

SCD nnd othcr genetic discnsc.s (Arrnycd, 2005 nnd Vogel, 1982) 

I.J JUJtiOcntion orH,c Study 

Despite the large number of people 01Tec1cd ,vith sickle cell discnse, the level of knowledge 

about sickle cell disease is still low CUll'vu, 2016). ln Nigeria, various studies have reported 

poor knowledge of sickle cell disorder among sludcntS. A study conducted by Ade,vuy1 

(2000) nmong fresh University gniduotcs in llorin, Nigeria reported poor knowledge of SCD, 

� only 43% of lhe respondents showed little undcrst.onding of the discosc. Simillll' study 

conducted in Benin City, Nigeria by Bnzwiyc et nl; (2009) reported 1h01 majority of the 

studcnlS (55.1 %) do not kno,v their genotype a.nd only 18"/o hod some correct idea about 

SCD. Knowledge gap hos also been shown by a similar study conducted in Jos, Nigcrio by 

Olnn:wuju et 11I; (2013) who reported lhal many oflhe students (25.S"/o) had ,vrong belief that 

SCD is c;iused by evil spiriL Study from Gl111nn bo.s 111so indicated knowledge gap despite the 

high prevnlence or sickle cell carrier SUIIUS nppro:u:hing 2S% lllld lhe universal newborn 

screening prognun being introduce recently in Ghana (Ross etal; 2011). 

In nnolhcr study, comporism of the level of knowledge ,vo.s mode among University students 

in TcXllS a.nd Enugu, Nigcrio, reported thol on the average, students arc o,vnrc of sickle cell 

3llllemia nnd its carrier stoic, but there is still some knowledge gup about SCO cspcciolly 

:unong students in non-mcdirolly-relntcd focuhics mnny of whom did not kno,v their 

genotype (Ogomdi ond Onwc, 2000). The SCD strategy for WHO AfriC411 region seeks to 

increase individual a.nd community a,vnrencss obout SCD and strengthens prim:i.ry 

prevention, reduces discnse incidence, morbidity a.nd mortality, and improves qunlity of life. 

The strategy olso contributes 1ow111ds lhc ochicvcmcnt of MilkMium Development Goats 4 

nnd S. Knowledge obout SCD is a woy of preventing and controlling the scourge, since 

people ,viii be better equipped 10 tnke informed decision concerning their marriage and the 

about-to-wed couples ore good enuy point for interventions oimed ot controlling the disease. 

Smee the marriage rcg1s11y Is nn institution th111 ha.s occcss to folks from dilfcrent religious 

backgrounds, ii offers o good reprcscn1111ion of Nigeria.n in1cnding couples, thcro is need to 

asscs.s the level or knowledge:, ouitudc nnd perception about sickle cell disc.uc bccouso an 

underslllJlding of thelC factors ,viii help lo fashion oppropriotc public health education 

progrnms to encouroge positive 111ti1udc, perception ond knowledge of the condition. The aim 

of ihis study is therefore lo osses.s the level of knowledge, perception &nd attitude of abut-lo­

wed towords prcm11rital sickle «II counselling and testing II Is hoped lh.11 the resulis of \l\c 

srudy �'OUld help in p:idoslng O more c:omprchcnsl\-c and So\'Cl'Tll11Ctll•lcd pmnarila) sm:cning 
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prognunmc in Nigeria. Finally, 1hc resuh or t h is  s1udy will be useful for health care 

providers ll!ld policy makers rcg:uding nwarcncss and hcallh education of potenlial 

couples conccrnina prcn1ari111I sickle cell disca.sc gene1lc 1cs1ing and counselling. This will 

in turn cnhllllce making informed decisions abou1 marriage lllld procrelltion among them. 

IA Rese!lrch Quotlons 

The following rcsurch questions ,�ere set for lhc study; 

I. \Vhal is the lc\'el of knowledge or respondents regarding issues nboul sickle cell disordcr7

2 \Vha1 is the respondents' a11i1udc towurds prc·marillll sickle cell genclic testing and 

counselling? 

3. \Vhnt is lhe respondents' perception 10,vnrds prc-marillll sickle cell genetic testing and

counselling? 

4. \Vbat 1s the respondents' level or utilisolion of prc•mnrilal sickle cell genetic testing and

counselling services? 

1.4.1 13ro:\d Objccth·c 

The broad objective or the sludy \\US 10 delcrmine lhc tc,el or knov•lcdge, perception and 

nnhude ofnbou1-10-"cd couples in lb:idM North•wl about sickle cell prem11nul counselling 

;ind teshng services nnd IIS ulilisation 10 ob111in nnd provide import.a.nl b3scline d.itA. 

1.4.2 Spccinc Objcc1hc3 

The spccinc objccti"c:s th11t guided the study include, 10: 

I As5C5s the lc,cl or lmowledge reg,uding sickle cell disorder nn,ong panicip:mlS 1n lhi.s 

,1udy. 

2. Determine the a1utudinal disposilions of 1bout·to-\\ed couples to\\ords prcmari�I genetic

tcslln& and counselling. 

3. To dctcnnino the pcrccpllon of obou1-10-wcd couplu toward$ prcmantaJ acnctic lc5ling

and counselling 

4 Dc1ennine the prc"nlcnce of utilisation of prcmarillll sickle cell genetic testing SCNICC3

among pan1c:1pan1S 1n this "udy 
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1.5 Ranrch Rypotheses 

I. Tilcrc will be a significant relationship bel\\een knowledge of sickle cell eenctic disorder

and utilisation of premorital sickle cell genetic counselling and testing scrvie<.s. 

2. There ,viii be a significonl relationship between perception ond utilizotion of �marital

sickle cell genetic counselling and testing.

3. There \\ill be II signific11n1 rclationship beiween 111titudc 1111d utilisallon of premarital sickle

cell testing and counselling. 

4 There will be o significont relationship between level of education and utilisation of 

prcmlllital sickle cell counselling 11nd testing. 
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CTIAPTER T\VO 

LITERATURE REVLE\V 

2.1 Prcmarillll Screening Prog111mmc.s for 01tmoglobl11op1lb)• 

The: legal rehuionship bcl\vccn a husb3.nd and o wife, manioge can mainUJn good sexual 

reproductive h�lth if i t  is safe or rather crc:ite ill-sexual reproductive health in couples, 1f 11 

IS unsafe (Euie, 2005). This is partly due to the coloSS31 ignorance of the pubhc in regnrd to 

SC.'< and health impliC4lion of mmiagc, and partly duo to the fact th:11 m:irrfoge is mainly 

controlled by 111,vyers and priests or p:i.stors- most or \\ho lllko no rcgnrd for the health s1:1tus 

of would-be couples and their o!Tsprins- thllll by \\OU Id-be couples themselves nod medic.I 

doctor� (Ettie, 2005). 

Preventive: genetic services b:i.scd on population screening nro now an integral p;art of 

m:itcmol and child henhh progrummcs in many 1>3ns of the world. Mus screening and 

gene1ic counselling h11"e been cnrried out widely, but they arc not as effective os antcn3llll 

screening programmes New dcvelopmcnu in DNA technology, ultrasound M:41nnmg and 

assaying malcmnl blood factors greatly increllSe the polc:ntial for improving human hcallh 

(l<ulicv and Modcll, 1990) 

·nie prevalence of inherited blood d1SOrdcrs 1n ccnain p.1rts of the ,vorld i, high, including the

11u1osom11lly inherited hacmoglobinop:llhics, lh11la..s�cmi11 and sickle cell diS04SC. Premarital

serecning 01ms to 1dcnufy carriers of the haemoglobin disorders. In oilier 10 o.sscss lhc risk of

h1Y1ng children w11h II severe form of diSC4Sc. The couple Clll1 then choose ,.,,bethcr or not to

lia,c an a!Tcctcd child

Improved hcalthC4re and manoscmcnt means that the numbers of thalas.saemic patients and

thtir life expccl.llncy a.re Increasing, and this places cittn demands on h�lthcarc �terns.

meaning th111 some countries arc unable to deliver optimum treatment to 111 their affcctC'd 

patients. Cffcctive prc\lenllon co.n mulmiu the available n:sourccs , r i l  I) 1nst11u1cd propcrl), 

preventing up to 95% of 1!Tectcd births (\VIIO, 2006). Healthy carriers of beta·tha�1a 

C4n be identified lnexpcns1,;ely and DCCu.rolcly by • ,imple blood tesL Couples who undergo 

testing C4n be inrormcd about gcne1ic nsl..s and gl,;cn options for reducing nsk. including 

prcnal.111 diagnosis (WI 10, 2006). 
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2.2 Uistory or Premarital Screening ror Th1lass1eml1 and Sickle Cell Disease 

Prcmorillll thal:i.ssaemi11 $Crccning "'as first c:uricd out in 1975 by Silves1roni ond colleoi'JeS 

(1978) In Lotium, Italy, os p:ut of o $Choo! pre,cntion programme. Screening for sickle cell 

11m1cmi11 begnn before this, in Virginia in 1970, n111ion,vidc $Crccning programmes also began 

in Coniul11, Cyprus, Greece nnd the UK during the 1970s, with pro, en success (Tosun etal; 

2006) until this poinl, the gcnelJC c;i� of hacmogloblnopathy were understood, but hule 

had been done to  prcvcnl them in newborns. 

Ang�tin,011s 11nd l\lodcll (1998) classified countries who deliver premori111I screening 

programmes into lhrcc C41cgories: 

• 

• 

• 

Endemic l\leditcmincnn countries in which preventive programmes are long­

cs111bli5hcd, ,vith success rates (preventive) of 80-100% ond oplimum treatment via 

spccl111ist clinics. 

Developed. induslrializcd countries in which prcwlence is increasing becousc of

migration; these countries con fund screening programmes, bul find it difficult to 

reach ,mmigrnnts ,,,th ccn11in cultuml b;\ckgrounds. 

Developing countries in which thcrc 11rc economic difficulties 1111d other health 

priorities (e.g. infectious dlscnsc control), or other religious :ind cultur.ll constnunts. 

In Cyprus, Greece 11nd holy, prcm11rillll screening for thnluscmi11 hllS been normal pr11eticc 

for 11 long time bccouse consanguinity is high Simi1111 preventive programmes ha,e been

introduced in Oahrnin, China. India. the lsl11n1ic Republic of lrun, Indonesia. 1'i&la}sia, the 

M11ldives, SinQGporc ond Tim1l11nd, and rcccnlly in Soudi Arnbi11 and United Arab Emir11tcs. 

In the UK. Nonhcm Ireland and other norlhwcst l!uropcon countries. prenatal dillgnosis is 

a,-.il:ible nnd abortion is 11 prevention s1111tegy (\VHO, 2006) 

In Cluna, couples ,,ho \Yish 10 morry o.rc extensively tested, including ph)-sical euminalion. 

lncy arc given pn:mnri111l h0IU1 instructions and 'counselling' - In the form of \\atching 

,.,dco111pcs of the 1ypc of child they might co,,ce.-o oner \\hich appropriate measu:cs are 

t.1ken. Thi.s oppro:ich has been strongly criticized in terms of hun,nn rights, conuol, 

oppression and eugenics, c,en though the wlue of vigilant prcmllfillll screening 1s 

acknowledged (Hcskclh, 2003) 

In Le�on, thalass:icnua patients ore mt1nogcd III chronlc-<aRI centres In collaboration '"th

the rrunislries of Social A fT1irs and Public Hcallh. Their �rccnlng programme Includes 
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providing information, training health prorcssionals and dc�clopin& tninin& materials, with 

priority given 10 dis.semin:11ing kno,vlcdgc nnd incrt4Sing public a"'ucncss (lnati et al, 2006). 

Tosun cl 111, (2006) studied the prcmlltiUII h::iemoglobinop;ithy screening pro&Jl,ll'lmCS in 

�1crsin, Turkey, ,vhcre consnnguinhy is 30¾. If lhc man and the ,vomon nro both carriers, 

results 11rc given confidentially and they lll'O counselled obou1 their options, including prmD141 

d111gnosis. 

2.3 Role or Cullurc 11nd Education in the Succcs.s of Scrccnlni: Programmes 

'Consanguinity' refers to rcla11onships by blood or C-Ommon onccslly, in which lJ1c chances of 

offspring inheriting a reccssi�e allele for o dise<uc ore increased; 1ho closer the relationship, 

1he grc::itcr the rist.. l',,larringes bel\,een members of the some tnbe or extended family group 

arc favoured in so1nc cullurcs, including those betv.ccn first cousins. Cons::inguincous 

marriages :ire uncommon in \Vcstcm countries. �lnrrillge between first cousins is forbidden 

by the Orthodox Church 11nd Rom11n Catholic Church, o.nd m11y be seen as ,nccstuous in the 

United Sllltcs. 

Personal ehoroc1enstics lncludipg sociocconomic sllltus ha,·e impllt11tlons for the outcome of 

prcmariUII screening programmes. Edut1111on of the couples who arc to be screened is 

cxtn::mcly important o.nd it is csscntu1I to educate oil members of the scrcenins tc::im 

(laboratory technologlSlS. nurse pmctilloncrs, ph)'sicinns, counsellors, outrc4eh "'orkcrs and 

social worlccrs). According to Schmidt (1974), sufficient planning 1n the cducotionl\l orc:.i

before the firsl blood s:unplc is drawn C4n nvoid fllilurcs of lhc programme.· The mc::inmg of  

the term 'C41T1er sllltus' should be m::ide known 10 members of the public long before they get 

married For succcS3ful public edut1111on, governments and govcmmenl organizations mu.st 

cooperate, llS "'cll llS community o.nd religious leaders, school parent orgon11.111,ons and hcallh 

personnel (Tosu.n et nl, 2006) 

J\ study by Eshra and collcasucs (1989) baled 1n Egypt revealed gaps in knowledge 

re111rdmg premDrit.al screening. c,cn nmons educated people These people ecquu� thcll' 

knowledge from lho mo.s, mcdin and medical personnel People "ho rupondcd 10

1nformo11on about premonllll screening hnd f11vou111blc attitudes to,vatds prcmant.al 

counselling lllld ex.aminnuon or consanguineous marriages. possibly relating to social 

changes, dcelin1ng 1llitcrocy, incrc::isang economic pressures, lnc�ing numbers or nuclcu 

wnihcs and longer Wlllllna times berorc ,111r1lna I family People with I ncgatl\ C attitude 

tow111ds 1hcsc tests \\ere mostly unmarried mates Eshra and collca&UCS (1989) therefore 

sul!8c11ed 1ha1 educntlon proanim1ncs about the benefits of preman141 C.'Ulmlnauon should 
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1Argc1 unmamed males, so they C4l1 muc infonncd choices oboul unmamed females and 

collSllllguincous 1narri3ges 

Religious beliefs rcs1ric1 lhc succ:css of screening programmes in some communi1ics. In 

Sou1hcm Iron, premarital screening bllS been mMd111ory for I O ycnrs, yet high-risk couples 

still gel m31Ticd and gh c binh 10 children homozygous for be111-1hlllassocmio. ORcn lhis is 

becousc of religious and tradihonal cultural rcstr11ints (Karimi ctnl: 2007) in the c:o.sc of Islam, 

consnnguineous nwri11gcs arc pcnnittcd, so thalosscmia persists in some pans or lhe 

communily, muing lhc prognunrnc redundant, 

Some people bclie,e lha1 their fate is dctcnnined by God ond therefore oc«pt the risk or 

having a sick child. A recent repon in The Jordnn Times �lonaghan, 2008) showed thnt 

many Jord:inians vic,v the results of their 'unions' ns fate. On lhe contrary, there nrc mll.lly 

tCJchings 1n Islamic culture 1hat promote hC3.lthy m11rringc and the role or counselling (Albnr, 

1999). 

Reports by Karimi ctnl; (2007), Monaghan, (2008) nnd AIKhnldi cllll. : (2007) Y.crc from 

three di[fcrcnl Islamic countries, and oil three provided evidence tlull religious beliefs could 

be obsucles to the success or prcmantnl screening proarommcs. regardless or other fnctors 

such ns educotion level. The some conclusions \\ere n:poncd long ago ,n other (non-Muslim) 

communiucs In 1981, AngllSliniolis ond lladjiminns, (1981) stated thol suppon from the 

Church w.u 1hc main reason ror the success or screening programmes in Cyprus and Greece. 

2.-1 Ccncllc Counsclllni; 

Cicnc11c counsclhna is the process by "hich on individWII or II f11111lly oblAins infOl'ffllltion 

about a genetic condition that may 111Tcct them, so that they can make 1ppropri11e decisions 

about marriage, reproduction and health monogcment (Albnr, 1999) Gcnclle counselling 

protects the autonomy of the couple, fulfilling their right to be fully infonncd about the 

di.sof'dcr and DII av3ilablc opuons (\VI 10, 2006). Although pn:maritol tests for 

haemoglob,nop:i.thics a.re reliable Md useful, not e,el')-onc "1th lhcsc genes responds 10 

counselling. Ne11I-COOpcr and Scou1 rcponcd that )'OURS couple•' concerns 1bou1 producina D

cluld w,th sickle cell discue a.re oncn offset by their �trona desire IO ha,o children rcgfflllcss 

of nsk. The f'CSj!lll'Chm ,ugses1cd lhllt at-risk couples should be ton!Kled dtrectly b) 

counsellors and encouraged 10 undenoke education and coun!oelhng 

Studies of potic:nl pct>pcctl,cs aboul prcmanlal C'llfflinations rc,ca\ • need for phys1c111ns to 

offer coun1elhng for v11ious health prohlems before \he pahcnt asl..s, 10 the) CM tum doY.11 

unwanted help rather brina up scnsilhe issues (Schmitt, 1990) Scrccnma programmes tha1 
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infonn about the risks associated ,vith child bc:aring should be perronncd well before child· 

bcl1ring age. Unfonunotcly, pn:ml1rillll screening oflcn comes too late for couples lo change 

their opinions about marriage based on their haemoglobin phenotype, because by this point 

they ore already committed 10 their relationship. Furthcnnorc, it may be 'lllboo' for n woman 

to reject mnrrioge for these rcnsons, and it may Rffcct her socilll lire_ preventing her from ever 

gcning mnrricd. 

One successful npproach is 'solution-roeuscd' pn:morital counselling. Murray and l\llurroy 

(2004) discussed ho\v this rocuses on II couple's resources, helping them 10 develop a shared 

vision for the m111Tiage. Background information about prcmllrillll counselling and solution­

focused therapy provide a framework in which intervention Slrlllegies in those eonfinncd ,vith 

positive status ror a di5C.'ISC CllJ1 be developed. These solution-oriented interventions include 

solution-oriented questions nnd feedback. as well as a Couple's Resource M11p (CRM) which 

depicts the suppon a\flliloble to the couple from vllrious personal, relationship and contcxllllll 

resources (Chrhtcne, 2008) The ovailoblc choices include avoidance or marriage, 

reproductive options for those who proeccd with the m11rriage following prenollll diagnosis, 

adoption of the offcctcd child, donation or sperm, ow or II p�mbryo from an unoJTcctcd 

individual, and pre-implon1111ion diagnosis �!onoghan, 2008). Choosing the best option 

depends on availability, cost, ond locnl regulations and religious rules. For cxomplc. in Snudi 

Arobia adoption of children is prohibited on religious grounds and prenatal diagnosis is 

useless bcenusc abonion is forbidden unless the roctus is malfonncd. llowc,·cr, pre• 

impl11n111tion diagnosis is pcnnincd nnd affordable. 

Thus lhe success of genetic counselling depends on the approach adopted by the counsellor os 

well llS the educ.ation and allitude of the couple. Screening proi;nunmcs must be equitable_ 

ncccssible and understood by the target populntion, but most imponantly they must comp!} 

with the prevailing cultunil, ethnic. economic ond societal values. 

2.4.1 Ccnctlc Testing 

Genetic lcsting usuolly involves having II sample of your blood or ti»ue taken. The sample 

will contain cells that contain your DNA Mid cnn be tested 10 find out \\'hcthcr }"OU arc 

carrying o p;inicul11r mutation and lll1l at risk of developing a paJticulnr genetic c:ond11ton. 

Genetic tesung is only useful if 11 is known that II specific genetic mutntlon causes 11

condilion. For cXllmplc, o specific gene is known to cn1150 cy51ic fibrosis (a condition "here 

there is muscle wcnkness ond progrcssi�e loss of movement}. It is therefore possible to test a 

blood sample ror the prcscnce or absence of this gene. Some genetic conditions nrc caused by 
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inform about the risks associated ,vith child bearing should be performed ,vell before child­

bearing ogc. Unfortunately, premarillll screening often comes 100 late for couples 10 chonge 

their opinions about 1n11tri:iitt boscd on their bocmoglobin phenotype, because by this point

they arc olrendy con,mittcd to their rclotionship. Furthermore, it may be 'toboo' for a woman 

to reject morrioge for these reasons, and it may affect her social life, preventing her from ever 

getting married. 

One successful oppro3cb i s  'solution-focused' premarital counselling. Murray and Murray 

(2004) discussed ho,v this focuses on o couple's resources, helping them to develop o slw'cd 

vision for the mQffiagc. Background info=tion about prcmorillll counselling and solution­

focused therapy provide a framework in which intervention 51r:ilcgics in those confirmed wi1h 

positive status for o di� Ctlll be developed. These solution-oriented interventions include 

solution-oriented questions Md feedback. as ,veil as a Couple's Resource Mnp (CRM) which 

depicts the support avoiloblc to the couple from various personal, relationship ond contcxtU31 

n:sourccs (Christene, 2008) The o,•oilnblc choic.cs include ovoidnnec of marriage, 

reproductive options for those who proceed with the marriage following prcnoUII diagnosis, 

adop1ion of the affected child, donation of sperm, ova or o pre-embryo from on unafrccted 

indivlduol, nnd pre-implnnllltion diagnosis �lonoghnn, 2008). Choosing the best option 

depends on availability, cost, ond local regulations ond religious rules. For eX411lplc, in Saudi 

Arabia adoption of children is prohibited on religious grounds 11nd prenatal diagnosis is 

useless because abortion is forbidden unless lhc foetus is malformed. Ho\vever, pre­

imphlnllltion diagnosis is pcrmiucd ond 11£rord3ble. 

Thus the success of genetic counselling depends on lhe opproach adopted by the counsellor llS

well a.s the education and attitude of lhc couple. Screening prosrammcs must be equitable, 

DC«$Siblc 11nd understood by the tnrgct populotion. but most imporuntly they must comply 

with the prevailing culturnl, ethnic, economic ond socicllll values. 

2.4.1 Genetic Testing 

Genetic testing usually involves having o Slllllplc of your blood or tissue taken. The Sllmple 

will contain cells thnt contain your ONA and can be tested to find out whether )'Ou are 

conying o pnrticul:ir mu111tion nnd nre 111 risk of developing a particular genetic condition. 

Genetic testing is only useful if it Is known that a sp«ific: genetic mutotlon causes a 

condition. For ex.ample, o specific gene is known 10 cowo cystic fibrosis (o condition \\hero 

there is muscle "'cakncss ond progrcssi\·c loss of movement). It is therefore possible 10 test o 

blood sample for Ilia presence or absence of this gene. Some genetic conditions are caused by 
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p:irticulnr mutations. Others can be caused by nny mutation in n gene. For exnmple is usually 

cnused by n few particular mutations, which mCilJ'IS it is rclath·cly easy 10 lest ror. 

A genetic disorder is nn illness CilUSCd by abnormalities in the genome, cspcciolly o condition 

thnt is present from birth congcnillll. Most genetic disorders ore quite 11110 nnd nCTcct one 

person in every several thousands or millions. 

Genetic disorders :ire heritable, and arc pa.ssed do,vn from the parents' genes. Other dcrccts 

mny be coused by new mutations or chnnges to the DNA. In such cases, the defect will only 

be heritable if i t  occurs in the germ line. The same disease, wch as some forms of cancer, 

may be caused by an inherited genetic condition in some people, by nc,v mullltions in other 

people, and by non - genetic C3uses in still other people. 

2.4.2 Uses of Genetic Testing and Cnuoselling. 

Among their mnny uses, prc-marillll genetic scrccning most commonly present an 

opportunity for individuals to become informed about their genetic predisposition to disease. 

and for couples 10 be aware of the possible genetic chll/'llcteristics of their unborn children. 

Hence, if one holds the view 1h01 one or the reasons for mlUTiage is procn:.u.ion, then 

worrying about genetic comp;itibility and avoiding genetic inhcri1.ance or grove consequence: 

becomes something 10 strongly consider. According to l!l·llazmi ond \Vorsy (2011 ), prc-

1nari1al genetic screening Is the screening of the prospective couples for o genetic disease, 

genetic predisposition to a disease, or a genotype thnt incrcnscs risk of luiving o child ,vith a 

genetic diSC4SC. h gives the couples information about their predisposition 10 ccn.ain diseases 

and the odds of J)llSsing on those disco.scs to their unborn children. It is 1>3n or every couple's 

intelligent wedding pion th11t provides them with opportunity for prevention, management nnd 

Lreatment of diSCAScs. 

Ac:cording 10 WIIO (1999) prc-murillll genetic screening ls aimed 01 addressing the mcdicol 

o.nd psychosocial needs of offcctcd individunls ond 1l1cir families through early and ac:cunatc 

cliniail ond laboratory diagnosis, coordination of the multidiscipliruuy and long-tenn 

management of p:uicnls, anticipatory guidance of predicccd problems bo.scd on the natural 

history of the condition, genetic c:ounselllng and psychosocial support 10 the patient and 

family. Knowledge of pre-mnritnl genetic screening 11lt0,vs a person to take steps to reduce 

his or her risk. For people at on increased risk of ccl1llln disorders, healthcare profess100Als 

m11y recommend more frequent screening stoning al en earlier age. I Ieahhcorc providers may 
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also encourage regul11r checkups or testing ror people wilh a medical condition that runs in 

their ramily. According to WI 10 (200G), methods of preventing genetic diseases include pre,­

m11ritnl screening ond genetic counselling, prcnotal diognosis, preconception diagnosis and 

imphmt:1tion or normal embryos after in-vitro-renilisntion. and in-utcrotherapy using stem 

cell trunsplMtotion. Prevention of lhe disease through c:onicr identification end genetic 

counselling remains the only re:itistic approach to n:duce the lmpBCI or tho disca5C and allow 

better use of 11V11il11blc resources in the lo,v-income countries ,vhcre the condition is most 

prevalent. 

l.5 Sickle Cell Disorder 

The hacmoglobinopathics ore autosomal rc«SSivc defects of these: genes. Over 600 different 

v11nc1ics h11vo been described (l luismQn et Ill; 1993). They affect either the structure of l}-Hb 

(the vari:10t disorders, e.g. sickle) or reduce the quantity of either a- or l}-Hb chAins (the 

lhalassacmins). Sickle Hb (S) is 11 qualitative defect in which 11 DNA sub�1i1u1ion in the jl. 

ch3in results in an :1ltcro1ion at position 6 of the nmino acid chain, giving rise to a structurally 

dilTcn:nt I lb ,�hen the S chains arc assembled in the Hb molecule. This Vlll'iant alters the 

electric ch:irgc of the molecule, thus gi11ing rise to clinical pathology and 111lowing its easy 

detection in the laboratory.The lhala.ssncmiu a.re nlllt\cd af\cr the chain that is deficient (i.e. 

O· or l}-thlllBSSOcmio). TI,e former is usually due to gene deletions. the taller 10 non delcuonal 

ollclcs. or which over 100 h1i,e been described (Hiw,t993;1bcin,1993). Clinically severe 

conditions occur when either botlt !}-genes, or three or four a-chains arc 4ffcctcd. 

11) Tnansmisiion

A distinction must be mnde between carriers ("'ho h1111c only one 111Tcctcd globin locus and

rem1in halthy throughout life, bu1 arc at risk of 1mnsmi11ing the disease to their dcsccnd411ts)

and people ,�ho arc homoZ) sous, or doubly he1erorysotc, for • d1SOrdcr. The conditions an:

recessively t.r:lflSl1lilted according 10 Mcndclian 11ene11cs. Parents ha,c o ooc 10 four riik or

conccivin1& an alTccted child 1fbolh partnts ore carriers.

IJ) IJCIQ•lhDIIISJPCmlo 

Dclll-th11lnssacmi11 major is chAroctcriscd by deficient or absent �hain production and c,tra­

mcdulbry crythropoiesis. R111scd le�cls of I lb F compcnsnlc partially but death occurs within 

1cn )UIS unless the rcsullllnt SC\-crc onacmu1 is mi:rscd and ef)lhropoics1s ts suppre55cd by 

regular blood 1mnsfusions Some ind1,.1du11I, inhent l\\O Jl-1halassacml11 mutation., but require 

only Intermittent trunsfu1lons and their S)-mptoms arc not sc,i:n:
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Although signllicant psychosocial problems have been reported, this clinical '}'ndromc arises 

ClS 11 n:5uh of u number of genotypes, including mild P·thal.usacmia mutations, \vhich allow 

somo 11dull I lb (Hb A) production. 

c) Alpb11-tbala,sacmla

Alph:i-1hal�cmi11 major, where no u-globin is produced, is ClSSoeiatcd with intrauterine 

de.ith (except when intrauterine transfusion has been undenakcn) 11nd potcnti11lly fatal 

maternal complications. I lb H dise:isc OCCW'$ when three of the four a-genes nre non­

functional It 1s of vari;iblc SC\trity, but generally presents a thBIBSS:lemin intcrmcdiopicturc 

(Hiw. 1993) 

d) Sickle Cell Disc:isc

The amino 11cid substitution in S results in polymcriz.ition / crystallimtion of the S molecules

\Vithin the n:d blood cell on deoxygen,uing. This polymerimtion produces a change in the cell

from a biconcave disc to 11 Crc5e<:nt or sickle shape. On n:-oxygenation. the red blood cell

initially resumes its bicone11vc disc shape but, after reputed cycles or "sickling llJld

unsickling", 11 is d.imogcd pcrmD.llcntly, becomes dchydrlltcd ond irreversibly sickled. and

bicmolys<:$ (Lane, 1996)

2.6 !\lode ls or Screening

ln theory, because of the inherited n;iturc of the haemoglobinop:ithics, once a diagnosis has 

been made, only one definitive test should be nc:ecs�ry during one's life, as long as that 

information is 11va_iloblc life-long and \�hc:ncvc:r that person c:omcs into contac:t with hcallh 

services. Strategies that c;in be adopted include preconception. antenolll, opponunistic and 

nCOD11llll 1ercenlng. A vnricty or models or h11cmoglobinopathy screening ctist and the 

service 1s patchy nnd often unstruetured, The varied distribution or the "11-riik» population 

may demand difTcrcnl service models, depending on prc\-alcncc, but thc:sc should be based on 

consideration or tho bcnclits and outcoinc:s or sc:rc:c:nln11. the access to hulth CMC or those 11

n1k, and issues of c:quily Screening prognimmc:s may be oppommistic or S)'Slcmaric, 

targeted or populntion bAscd. In sc:lc:cti\c: programmes, ellcnhon needs to be gi\c:n to lhc 

criteria for selection and the: population b.uc (c.g community \crsus hoipl1.1I) 

1'.lnny people carry one haemoglobin S acne (slcklc:-ccll llllil) with no significant health 

problems IIS 11 n:sull Out these carricr1 of tho sickle-cell gene can p:w the g,cno 10 their 
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cbildn:n. \Vl1cn both parents llrC carnets, they h:ivc II one in four ( I in 4) chll.nce w11h every 

pregnancy ofhoving D child with sickle<cll an:ltll'lia. 

2.7 Geographical Dlstribution of Uacmoglobln S (libS) 

Ccrt3in ethnic populations ha\'c more people who arc earners of the sickJe<cll lrait. . The 

h3emoglobin S gene is 1™1iculorly common in wcs1cm A frico 1111d people of w•cstem African 

anccsuy, :ind :in eslimntcd 8 to 12 percent of all Afric:in Amcricons carry the sickle-cell gene. 

Sickle-cell ruu1cml11 is ogoin found in people from Meditcrmnc:in countries, the Middle East. 

Md India, or people \\hose onces1ors c.ime from these regions (Eckman, 2006) There is o 

wide vorialion in the prcvnlcncc of 1hc gene in differenl plll'IS of Africa. However, the 

frequency or the trait hllS been estimated 10 be ns high as 25-40%. In Nigeria the ligurc is 

about 25Yo, while the homozygous Sllltc is found in about Jo/• of the popuh1tion (Adekile and 

Azubuike, 1999). Researchers believe that the haemoglobin S gene is porticulo.rly common in 

these popul:itions bccousc corners of the sickle-cell gcno ore I= susceptible to molari11, once 

one or the lc:iding c:iu.scs of illness and denth in these mol11na endemic regions. The sickle 

cell i:enc confers on individuals the li.kelihood to resist malori11 thereby sustaining the S gene 

in the population 

2.8 Pnthophysioloi:y of Sickling 

Dcoxygcn:itcd HbS molecules 11re insoluble and polymerize The flexibility of the cells is 

decreased :ind they become rigid o.nd tllke up their ch:iractcrislic sickle appearance. (These 

distoncd cells arc coiled sickle cells because of their resemblance to the sickle. a type of 

crcsccnt•shllpcd culling bl�de used in 11gncuhuro). The process is lnil111lly rovcrriblc bul, with 

rcpc4tcd sickling, the c:clls eventually lose their membrane flcx.ibility and become irreversibly 

,ickle This is due dehydration (Murphy ctnl, 2005) Sickling c1111 produce:

• o shoncned red cell survivlll, leading to o dcliclcncy of red blood cells. known as

llllllC ITT II 

• ,mp;iired p:issagc of cell through the mlcrocirculation, le:ading to obsll\lctlon of small

,c.m:ls and tissue 1nfim:11on.
• Sickling 15 prcc1p1111ted by inf«tion, dch)dn11ion, cold, 11cidosls or hypo."<111

a) r:iln Crl.'lcs
Pain crises in persons with 11cklc cell on1eml11 an: intermittent painful episodes th.tt � the

result of Inadequate blood supply to body tissues The impaired circulation is uiucd by the
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blockogc or various blood \Weis from the sickhng or red blood cells. The sicklcd red blood 

cells slow or completely impede the normal now of blood through the hssucs. This I� to 

excruciating p:iin requiring hospilllliution and norcotic med1cotion ror rcUef The pain 

1yp1cally IS throbbing ond can chru,ge its loc:otion from one bod)· area to another Bone is 

frequently 11fTcc1ed. Pain in the abdomen ,vith tenderness is common nnd can mimic 

oppendicitis Fever frequently is nssociatcd with the p.,in crises A poin crisis can be 

promoted by preceding deb)drutlOll, 1nfcct1on. tnJury, cold exposure, cmotio1111I stress, or 

strenuous exercise. As o prc\ention measure, persons ,vith sickle cell anaemia should avoid 

extremes of heat and cold. The p.,in episodes of sickle cell dise4SC c1111 vo.ry in frequency and 

severity. Beginning 0111 young ogc and continuing tluough ndullhood, these p.,ln episodes con 

prevent individuals from 1111end1ng school ond work 11nd interfere ,vith doily life (CIIISler &. 

Vichinsky, 2003). Children 1111d 11dults must be closely monitored for infection and sepsis. 

Infection moy be marked by p.,in, s.,..-clling. 1111d fever (CIIISlcr &. Vichinsk-y, 2003). Even 

low-gmde temperatures must be considered ,�hen cvoluoting on individuol for infection 

(Clllster &. Vichinsky, 2003). These 1nfcc11ons most oficn include Salmonella species ond 

Staplrylococcus aurc11S (Cluter &. Vich1nslcy, 2003). llumon pat\ ovirus B 19 Infection 1s 

responsible for opproJOmotely 80,o of 1ph1st1c ensc.s, ,�hen red blood cell production 1s 

si�ificantly reduced in the bone mllffl>w (Cl:ister &. Vichins.ky, 2003) 

The h.iemol)s1s th:it occurs due to lhe sicklcd shopc of blood cells cnn lend 10 chronic 

onocmio., jaundice. and dcl.iys in gro,vlh "hile incrc:ucd red blood cell adherence to the 

cndothclium incrcosc.s tl1C likelihood of "3.SO-OCclusioo ond orgllll domoge. Red blood cells 

CGn become trapped in the spleen cousins dccrc.'\SCd hncmoglobin conccntralion and 

enlargement of tho spleen. This process coiled splcnic scquestrotlon con incrc.i.sc dom1se to 

the splcnic tissue and potcnual for infection (Cl:ister & Vichinslcy, 2003). As sickled red 

blood cells nccumulatc In the cndolhclium or the cerebral arteries, there 1s a pot.ential for 

broin injury. 

b) Foticue nnt.l A11nen1ln
Fatigue 15 0 common symptom m persons wilh sickle cell 11n11em111. Sickle cell onacmu1

causes a chronic form o f  on11Cmia \\hich t111 le.id to fouguc. The sickled red blood cells arc

prone to bre:tkage (rupture) which couscs o much shorter life spon of these cells (the nonn1I

hfe span o f  II red blood cell Is 120 dBys). These slcklcd red blood cell, arc cASily cJctcctcd

with II microscope ciu1mination of n smc11r of blood on • glnss slide. Typically, the site of red

blood cell production (bone marrow) \\"Orks o,crume to produce these cells rapidly,
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blockage or vnrious blood vessels from the sickling of red blood cells. The sick led red blood 

cells slo,v or complc1ely i1npedc the norm11I Oow of blood through the 1issucs. This leads to 

excruci1uing pain requiring hospitalizn1ion ond nnrco1ic medication for relief. The pain 

typically is lhrobbing and can change its loca1ion from one body ma to anolhcr. Bone is 

frcquenlly affected. Poin in the abdomen ,vlth tenderness is common ond c:an munic 

oppcndicilis. Fever frcquenlly is associated "•ilh 1he p:iin crises. A p:iin crisis can be 

promoted by preceding dehydration. infection, injury, cold exposure, emotional stress, or 

strenuous exercise. As o prevention mcosuro, persons ,vith sickle cell QI\Dcmio should avoid 

extremes of hea1 and cold. The pain episodes of sickle cell disease cnn vory in frequency 1111d 

severiiy. Beginning at II young age ond continuing through adulthood, these pain episodes can 

prevent individu:ils from Dltcnding school ond ,vork ond interfere with daily life (Closter & 

Vichins�)', 2003). Children and adullS must be closely monitored for infection and sepsis. 

Infection may be marked by pain, swelling. and fever (Cl:istcr & Vichinsky, 2003). Even 

low-grade temperatures must be considered when cvoluating an individual for infection 

(Closter & Vichinsky, 2003). These infcclions mos1 oncn include Salmonella species and 

S1aplryloc:occ1is ourc11s (Chisler & Viehinsky, 2003). Human parvovirus B 19 infection is 

responsible for opproximo1cly 80% of 3plllStic crises, when red blood cell produc1ion is 

significantly reduced in the bono mo.rro,v (Cla.ster & Vichinsky, 2003). 

The h3cmolysis that occurs due 10 the sickled shape of blood cells con lead 10 chronic 

oruiemia, jaundice, 1111d delays in growth while increased red blood cell adherence lo the 

endo1hclium intm1Ses the likelihood of vaso-occlusion and orgnn damoge. Red blood cells 

can become lropped in lhe spleen causing decreased h11cmoglobin conccntrolion o.nd 

enlargement of the spleen. This process called splenic scqucstrotlon C4II increase dll.magc to 

the splcnic 1issuc and potenlial for infection (Cla.s1er & Vlehlnsky, 2003). As sickled red 

blood cells occumula1e In 1he endolhellum of 1hc cerebral arteries, there is • polcntial for 

brain inju.ry. 

b) Fntli:uc unll Anncmln

Potiguc is o c-0mmon symptom in persons with sickle cell anaemia. Sickle cell anacm,11

C4USCS a chronic fonn of oruiemlo which can lead to fatigue. The slcklcd red blood cells are

prone 10 breakage (n1p1ure) ,vhlch causes II much shorter life span of these cells (the normal

life sp11n or o red blood cell ls 120 days). These siokled red blood cells 1n1 caslly detected

wi1h a microscope eXJ1mina1lon of a smear of blood on a gl11SS shde. Typically, the site of red

blood cell production (bone ma.rrow) works overtime 10 produce these cells i.pidly, 
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ottcmpting to co1npensotc for their destruction in the circulation. OCCllSionolly, the bone 

n1arrow suddenly stops producing U1c red blood cells ,vhich causes o very severe form of 

onncmi11 (nplostic crises). Aplostic crises can be promoled by infections that otherwise ,vould 

seen, less significant, including viruses of the stomach, bowels and the nu (in0uell7.il). 

TI1e aJ111emi:1 of sickle cell o.n:iemio lends to sto.bilizc without specific lrelltments. The degree 

of o.nocmi.1 is  defined by me.'\Surcment of the blood haemoglobin level. Haemoglobin is the 

protein molecule in red blood cells which conics oxygen Cron, the lungs to the body's tissues 

Md returns cnrbon dioxide from the li"ucs to the lungs . .Blood h:iemoglobin levels in persons 

,vith sickle cell o.nacmi11 arc generally between 6 to 8 gm/di (nonrutl levels are above 11 

gm/di). Oce:isiomllly, the.re can be a severe drop in haemoglobin requiring n blood 

transfusion to correct the nnncmio (such os in pnticnts suffering splcnic seques1ra1ion). Blood 

transfusion i s  usuolly reserved for those pntients ,vith other complications, 

including pneumonia, lung infarction, severe leg ulceration, or l11Lc pregnancy. (Among the 

risks of blood tronsfusion arc hepatitis, infection, immune reaction, nnd injury to body tissues 

Crom iron overload.) Transfusions arc also given to patients to prep:irc them for surgicnl 

procedures. Polle ncid is given os o supplement. 

Patients ,vith sickle cell discnsc mny experience ucutc chest syndrome, n condition 

clwucteriz.cd by fever, chest poin, ond/or difficulty breathing. The appcMUlce of a new 

pulmonary infiltrate on rodiologicol studies of the chest is evidence for a diagnosis of acute 

chest syndrome ond tllD be caused by infection nncl/or inforction. Doth bacteria and viruses 

mny be the infcc1ious ngcnts responsible. Ho,vcvcr, the most common cause of 11cu1c chest 

syndrome is a fa1 emboli from nn inf:irction of the long bone ,vhich lr.lvcls to lhc lungs

(Clutcr &Vichinsky, 2003; \Vcthcrs, 2000). 

c) Lung nntl llc11r1 Injury

Aside from lung infection (pncumoni11), the lunG,S of children ,vilh sickle cell anaemia can

11lso be injured by inodequ111c clrcul111ion of blood which causes arcu oflissue death. This

lung d.unage can be difficult to dis1lnguish from pneumonia. These localitcd areas of lung

1issue damage are rcforrc:d 10 o.s pulmonnry lnforcl.$. Pulmonary info.re!.$ oOcn require a

special x-roy test using a dye injcc1cd into the o!Tcctcd 11tC11J (nngloi;nun) for dl11.gnosls.

Repeated pulmonary infarcts can lend 10 scarring of lhll lung, of children with sickle cell

onncmin by the iime they l"CllCh 11dolcsccnce. The heart Is frequcnlly enlarged in children with 

sickle cell anocmi11. RJipid heart roles ond munnurs arc common. The heart muscle can also 
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be injured by infnrclS nnd iron depositing in the muscle 45 it tcnk.s from the ruptured red 

blood cells. Injuries 10 lho lungs or heart arc treated oc:cording Lo the specific type of domogo 

ond the degree of impairment of organ function. Supplcmcnllliy oxygen con be required. 

Infections of the lungs require oggrcssive antibiotics. Transfusions= sometimes help 

prevent further d11mage LO the lung tissue. Heart failure= require chronic hcort medic111ions 

to assist the heart in pumping blood Lo Lho body (Nlcdicinc net, 1996). 

d) Aseptic Necrosis and l3onc lnforcis

ln11dcquote circulation of the blood, "hich is chomct.cristic of sickle cell nnocmio, olso 011usc:s 

a.n:;i.s of dcoth of bone tissue (bone infarction). Aseptic necrosis, or loc:olizcd bone dcnlh, is o 

result of inodcqu;itc oxygen supply to the bone. Aseptic necrosis is nlso referred to os

osteonecrosis. \Vhilc virtulllly nny bone cnn be affected, the most common arc the bones of 

the thighs, legs, and arms. The result con permanently drunagc or deform the hips, shoulders, 

or knees. Pain, tenderness, nod disnbiliiy fn:qucntly arc signs of aseptic necrosis. Painful 

bone infi1rc1S can be relieved by rest and pain medications. 

Aseptic noorosis can pcnnanently damage forge joints (such ns the hips or shoulders). Local 

pain enn be relieved nnd \VOrscning of the condition cnn be prevented by avoiding \veight 

bc3Jing. \Vith more severe damage, tollll joint replacement m11y be needed to restore function. 

c) £ye Damage

The critical an:n of the eye thM normally senses lii;ht is collc<l the retina.. The retina is in the 

back of the eye and is nourished by many tiny blood vessels. lml)3innent of the circulation 

from the sickling of red blood cells results in damage to the retina (rc1inopalhy). The resul1 

c:41\ be partial or cornplctc blindness. 

Bleeding can also occur within the eye (retinal hcmonhogo) and retinal delllchmcnt con result 

wh 1ch in tum le.1d to relinol dctochmcnt can lead 10 blindness. 

Once blindness occurs, it is wunlly pcnnQOent. Preventative measures, such ns loser 

treatments, can be used if bleeding into the eye and retinal detachment arc detected early. 

I) Other Fc:11ures
AddilionnJ fcoturcs of sickle cell DJU1cmia include weakening or bones from ostcopol'OSis,

kidney domoge nnd infection, and ncl'\'OUS system damage. Osteoporosis can lcrut Lo sc,-crc

pain i n  the b.ick ond dofonnity from collopse of the bony building blocks (vcrtcbme) of the

spine. Kidney dumogc can lead 10 poor kidney func1ion with II rcsuhrng imbaloncc of blood

sodium o.nd acidity 115 well 11.S bleeding Into tho urine. Kl<lnay Infection can 011uso pelvic pain
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nnd require hospillllization ,vilh antibiotic treatment Injury to lhc nervous system can result 

from meningitis or sickle cell onacmln ltsetr. Poor blood circulntioo in lhe bruin can cause 

stroke, conwlsions, nnd comn .. Dnmnge 10 the brain from stroke cnn couso pcmumcnt loss of 

function 10 nrca.s oflhc body. Transfusion of blood nnd Ouids intn1,•cnously cnn be critical. 

Medicntions to reduce the chnnce or seizures arc sometimes added. lf stroke results in long­

term impairment or function, physical 1111:rapy. speech 1hempy. nnd occupational thcrnpy can 

be helpful. 

lndividunls ,vilh sickle cell dise� have o shortened lifespan in compilrisoo to lhcir healthy 

countcrpnrts. Ho,vevcr, cohort studies following children with sickle cell disease from birth 

to ngc 18 years have demons1rn1ed oo incrca.sc in the mean oge nt denth ond o dccre:i.sc in 

childhood morllllity. htfoetion has been idcnlilied as the number one cause of death in sickle 

cell patients, but studies ore dcmonstmting a dccrcnse in mortality ralcs due to infection. This 

incrcnse in survival and decl'C4Sc in mort11lity due to infection DrC ottribulcd lo early 

identilicntion of discGSe t.hrough newborn screening nnd early inlcrvcolion through 

prophylactic on1ibio1ics (Quinn et al, 2004). 

2.9 l\1nn11gcmc111 or Sickle Cell Disorder 

There is no universal cure for SCD nnd lrclltmcnl options ore rather limi1.ed, however 

improved knowledge has greatly ndvnnccd medical monngcmcol over the pnst four dccndcs. 

Antibio1ic prophylaxis i.s used 10 prevcn1 iofcc1ioos especially in children. Other therapies 

11im to minimise lhe erfccts of symptoms of the disorder. Painful episodes (crises) 11re

managed primarily with onolgcslo, end hydration. Anolgcsic pain control is usually in 

progressive stngcs a.nd requires o variety of mediC11tions ranging from pllffleetomol for mild 

pain to morphino for severe pain. Dlood transfusions may be required for stroke ond other 

compllcn1ions, and hydroxyurco hBS also been found to be very errcc1ive In reducing the 

'sickling' process nod consequently the frequency of pain and hospillllisntions experienced by 

p111ien�. Bone marrow 11'11nspl11nuulon is a possible curo; howc¥cr omona other cri1cria. this 

requires o matched donor, ond unfortun111cly is not fe45lblo for all 11ffccted children. 

2.10 Diagnosis 

Screening tc,ls 

These are tests ihai ,ndlcnlc 1he pracncc or I lbS. but do nol define the I lb genotype of the

individual. The tests llIC b3SCd cilhcr on the morphologlc:ol changes that occur io red blood
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cells conlnining llbS, when subjcclcd lo deo,cygcn:iting (sickling test), or on the poor

solubility of HbS in solutions of high mol3rities (solubility test). 

Baemoglobin Electrophon:sis 

Sicklc-«ll an:iemi:i is diagnosed by a procedure c.illcd hncmoglobin clec1rophoresis, in 

\\'hich haemoglobin samples are idcn1iticd by the spc:c-d or the hac,noglobin when subjected 

to an electric Cicld. Several dil'fercnl media, supporting slruclurcs and bul'fcrs have been used, 

bul the n1os1 \vidcly used is cellulose aceiatc electrophoresis (bulTcr pH 8.6). ll is fost and 

generally reliable. 

Cill'llte ognr electrophoresis (pH 6.3) is nn oltcmo1ive to cellulose ncclllle and should be used 

as a confirmolory lest for suspicious pauems oblllincd \Vilh 1he loner. II gives good scp:11111ion 

of the common Hb va.rionts (Adckilc, 1999). 

2.11 PulJlic T:lcollb ln1por1nncc or Sickle Cell Disorder 

Sickle Cell Disc:.ise (SCD) and TI1al.issacmio are cl:usitied ns lhe l\vo main Haemoglobin 

Disorders, and in recent yenrs hove been ncknowlcdgcd to ha�e a global impact by lhe World 

Hcnhh Orgnnisotion (\VHO). SCD comprises o group or inhcri1cd red blood cell condhions 

th:11 result from tho synthesis or vllriont or mutant haemoglobins. Over 300,000 bnbies are 

born worldwide with SCD mos1ly in IO\V 11nd middle income countries, \Vith the mojoril)' of 

lhese births in Africa (Fleming 11nd \Vall.kins, 2005). SCD onginales in h'Opicol regions as 11 

result of its 11dvnntage ago inst molario. l l  is predominant among people from AfrlC!ln, Asian, 

Anlbinn 1tnd Mcditcrronc.tn counlrics; nonclhclcss it is a glob.II he.tllh problem bcc:ause of 

popuhuion mlgrotion. SCD results in cnrly childhood dcolh if  lei\ untrClltcd, and its effect on 

lhe burden of hcollh core ls being recognised os a glob:il issue In terms of chronic disensc. 

lnhcriiance of n single sickle haemoglobin (HbS) gene results in II hcollhy sickle cell carrier 

s1111c, while the inheritance or 1he HbS gene from both parents, or HbS ,vilh ono1her ,'arion1 

haemoglobin gene (e.g HbC, Hbjl-1holaSS11cmla) results in symptomatic SCD. 

Gcncrully, lhe pn:valcnco of healthy cnrricrs (sickle ccll 1ruh) ranges between 10% and 40% 

ncross equatorial Africa ond dccn:ascs lo between 1% nnd 2% in nonh-t1Ulcm Afrk:a ltnd 
less lhon 1% in Soulliem Africn. In \Vest Afrlcnri counllics such o.s GhllllA ond Nigen:i, the 

frequency or carriers is IS% to 30"/o while in Enst /\friC411 counllics such as Ugundll ond 

TWWU1io it shows wide vnricuions or u11 10 45% in some a.rcu (Adeyemo ctnl; 2007) This 

distribullon ls thought 10 n:nccl current or hbtorio oxposuro 10 plasmodium ll\lllma infection 
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ns C3rricrs appear to be protected fron1 111alaria associated denths Md thus luivo improved 

survival nnd thcrcrorc continued trnns,nilSion of the HbS gene. The Incidence orsco at birth 

is dctennined by the prevalence of carriers in the populntion. SCD has remarkable public 

hcnllh implic11tions for Africa. I t  contributes the cquivnlcnt of S% to under-five deaths in 

t\fric.i, ,vilh up lo 16% in \Vest Africa Thus in Nigcri11, with nn estimated oorrier prcYlllence 

of24%, 20 per 1000 births arc estimated to be arrcetcd by SCD, resulting in I S0.000 children 

,vilh SCD born lllll111lllly in Nigeria. 

The traun10 experienced from sickle cell disease cannot be over cmphnsiud. Kotibi (2008) 

st:11ed lhat potients ,vith sickle cell diS<:IISC mny have recurrent illness 11nd be hospilllliud due 

to various complications of the disease. 111c cost implication DJ1d menLDI agony of the p3l'Cnts 

in p111ticul11r :>.re of significant note. He further identified physical deformities of the pnticnts 

such os frontal bossing, protruding abdomen, thin extremities and snnthopnthy. 

2.12 Knowledge and l'crccption or Sickle Cell 11111011g African-Amcrlc11ns 

A limited nu.mbcr of studies hove been conducted to exomine African-Americans' knowledge 

and perception of sickle cell discnsc, sickle cell trait, cnrricr detection, ond newborn 

screening. Post rescnrch hos demonstrated o significant lock of owurcncss rcgurding the 

dilTen:nce between disease and t:mit status ond ho,v trait status increases the chnnce to hnve o 

child ,vith disease (Midence, 1994; Trc:ndwell, 2006; Wright, 1994). Specifically, one study 

of I 47 African-Americans between 18-SO ye.irs of ago found that 3 I% kne,v ir they \\'Crc 

carriers for sickle cell trait (\Vright, 1994). A majority (73%) did identify that sickle cell is a 

�cnetic disease (\Vright, 1994) l'-li=nccplions of how one inherits sickle cell disuse luve 

also been documented among the /\fncan-Americnn community. Interestingly, a study of 

individuals with sickle cell disease found tlull 23% believed sickle cell trait could tum into 

sickle cell d15ense (Midence, 1994). A 2006 study ,vns undertaken to look moro closely at 

AfriC41l-Amcricon community members' knowledge ond misconceptions of sickle �II 

(Tn:odwell, 2006). Tiucc focus groups and 282 surveys ,vcro conducrcd in o metropolil4n 
lll'CO of CAiifornia (Trcod,,cll, 2006). Focus group pntticipants ,vcro asked to Identify barrier, 

to follow-up cou1UClling for sickle cell troll detected by newborn si:�nini, to describe their 

understanding of  sickle cell disease, 11Rd 10 sui&est possible solutions for poor follo,v-up rues 

ror sickle cell trait counselling (Treadwell, 2006). Common themes lllTIOog community 

members who pnrticipnted In these focus groups Included limited visibility of sickle cell 
disco.se and lruit nnd the need 10 use medh1 to promote awareness (Tread\\·tdl, 2006). 
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rarticiP311lS discussed lhe s1igm11 11.SSOcialcd wilh any 1ypc of disease In the African-American 

communi1y and the need for hcnhh cru-c professionals 10 have compassion and cul1ural 

sc:nsitivi1y ,vhcn discussing sickle cell (Treadwell, 2006). 

Surveys ,vcrc designed to detcnninc where individuals receive 1hcir infonnalion obout sickle 

cell, what individuals currently know abou1 sickle cell disease and tmi1, if individuals know 

their t.rail Sttllus, and lhc c1Tcc1ivcncss of dilTcrcnl SOUl'CC$ of infonnation in improving 

kno,vtcdge about sickle cell (Treadwell, 2006). Among respondents, 86% could idcn1ify thal 

sickle cell c:iuscs serious bcnhh problems, and 91% sllllcd lha1 sickle cell diSC3SC is most 

prc�cnt among AfriC31l-Amcricans (Treadwell, 2006). Approx_imalcly 86% of respondents 

knew thal sickle cell disease is inherilcd from bolh p;ircnts, o.nd sligh1ly fewer respondents 

were oblc to corrcc1ly idcnlify lhc reproductive risks of o sickle cell truit co.rrier (Trc:idweU, 

2006). Eighty-one percent of individuals believed if you have sickle cell trait you have a 

chl\llcc to hove 11 child ,vilh disease, ttnd 78'Yo or individWlls believed a child wilh siclcle cell 

1t11it would be III risk to have o child with disease in the ru1urc (Trc:.idwcll. 2006). or survey 

pmicipMts, only 15.9% knew their trait stolus nnd of !hose individuals, 53% !corned their 

trait stntus through discussion wi1h family members (Treadwell, 2006). The �test maJority 

of individuals receive their inform:11ion about sickle cell disease 11nd ltllll from liicnds ond 

a.cquain1anccs (Treadwell, 2006). Respondents who received inform11tion from friends and 

wnily were lhrcc times more likely 10 know their 1n1it s111tus (\VJ 10, 2006). These findinas 

emphasize the benefit or family discussion nbout sickle cell and the risk ,vithtn II fiun1ly 

2.13 AUltudcs tow11rd Genetic Tcslin� 

The high degree of perceived benefit from genetic testing and counselling for SCD Identified 

by Gu.stnfson and collC4gucs (2007) i1 of signllieance gi,-en !Nit sc,·eral rcsu.n:b studJcs 

e.umLDlng the general 111utudes and beliefs of Africon-AmcrietUIS toward gcnclie testing have 

found p:inicipont.s hold bolh 5triOUJ concerns and poslli\e beltcfs about the bcnefit.s of 

lCS1tna. Studies conducted amona indivu.lumls in clintc:al, cdua111onal, and oommuni'Y a:tllnp 

consisic:ntly demonstrate t.hllt minority particl]),'11\ts describe cons1dcnsble risks associated 

with genetic testing including. but not ltmited to, the possible mbuso or �Lie information 

for the purpo� of racial discrimination. I lo"cvcr, mlnorillcs also dc,cribc benefits of genetic 

testing for prcvcnlion of  disease (Catz cl al 200S, �wlcr et al. 200S, �C) cl a.I 2003, 

Zimmcnnan et al 2006). 
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In contrast to the SlUdy by ClllZ o.nd colleagues (200S) which examined nttitudes towurd 

genetic testing nmong minoritie.s with u runge of cduciuionlll levels, Liiskey and collC11gucs 

(2003) pursued simih1r questioning nmong African-Amcricnn college students in n 

premedical program. TI1csc undcrgraduntes al.so stated that genetic testing could benefit 

individunls/fnmilic.s by nllowing for prevention or preparation. Ho,vevcr, the group's overnll 

concerns obout the risks of genetic testing won: more theoretical in comporison to the 

rcsponsc.s obt11incd by Clltz llnd colleagues. Concerns about genetic testing included risk of 

genetic discrimination, incrc11Sing abortion rates, eugenics, and b�ch of confidentiality. 

2.14 Genetic Tc.sting ond Counselling Servlcc.s In Nigeria 

The diversity and heterogeneous distribution or haemoglobin disorders make It necessary 10 

develop strntegies ot the country and sllltc level. \VI 10 hlls recommended global development 

of these services (WHA, 2006). Ho,vcver, service development can be unexpectedly 

challenging, because it requires inclusion of genetic approaches in health systems. This is the 

main rcnson why there ore scanty or fe,v numbers of designated centres for sickle cell testing 

and counselling services. 1l1ough there arc no dcsignntcd cenlrCS for obout to wed couples for 

premorillll screening in Nigeri11 per se, but almost all the medical facilities with laboratory 

olTer testing and counselling services on demand by patienu. Therefore, lhc service is open to 

nny person. Then: ore nlso some denominations thot compel about to wed couples who ore 

their members to do their testing nnd counselling in their facilities. 

Sickle cell foundntion of Nigeria is on organizntion that has n designnlcd package for genetic 

testing nnd counselling services. l11ey deliver genetic counselling at the National Sickle Cell

Centre, Sickle Cell Clinics nnd Sickle: Cell Clubs wllh trolncd personnel-volunteer or pnld 

stnlT(SFN, 2011) 

2.15 ·r11corctlcol Fromcwork 

Researchers investigated models n:hlted to ottitudinnl and bchnviourul change. Hcnllh Belief 
Model (HDM) Is cmplo)cd ror this 41udy.

11te model is O psychological model that ouempts to cxplnin and predict health bch11viours. It 

focuses on attitudes and O belief of individuals. 111c model explains and predicts health 

bch · ·11 · I rercrcnco 10 preventive hcnllh behaviours by focusing on the11v1our w1 1 spccta ,, 
· d bel" r f · d "tvidunls The HBM \Yll.S first developed in lhc 19S0s by socialpcrccpuons on 1c,s o m 

I • I I b R nstock nnd Kegels working in lho U.S. Public Hcollh Servicespsyc 1olog1sts J. oe 1 oum, osc 

(N · 
· 200S) The model \VDS developed In response to lhc f11ilurc of 11011onal Cancer tns111utc, 
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free tuberculosis (fI3) health scrttning prognun. Since lhcn. the HDt-.1 has been adopted to

o:<plorc II vnriety of long- llJld short-tcnn health belmviou.rs, including sexual risk behaviours 

nnd lhe transmission of HIV/AIDS. 

Pen:dvcd SUJeeptibility - mCllSurcs individu1tl's perception of his risk of possibility of 

hnving llnd t.mnsmilling genetic disorder lnlil (Sickle cell trait cnrricr pn.rcnt). The 

combinotion or perceived susceptibility 011d perceived severity is considered II threat. 

Therefore, in lhis model, If intending couples could be O\\'llJ'C of the perceived susceptibility 

111\d severity of SCO they \VOuld initintc a positive hcnhh behaviour 1h01 ,.,.ould prc.,.cnt 

incidence: or SCO. 

l'erceivcd severity • perception or potential seriousness of the consequences of disorder if 

trunsmittcd (existence of hnving a child w11h sickle cell disorder) 

l'crcelvcd borrler, • refer 10 lhc negative fnctors discouraging behavioural change, such as 

cost, conlidcntinlity cum privacy, dcninl of benefits e.t.c. In this case they represent foctors 

1h01 moy thnt hinder intending couples from utilising PSCCT service. 

Perceived bencOts - These include positive aspcclS of engaging in ll behaviour I.hot hove lo 

ouhvcigh the ncg111ive uspccts such as convenience. time, money, improved knowledge and 

n,vnrcncss thot ,viii help in the utillzntion of prcmnritnl genetic testing and counselling. 

Sctf-EfOcncy •this is perceived control i.e. lho sclf-conlidencc on nbout lo ,vcd spouse have 

10 utilize prc-m11ritnl genetic screening ,viii encourngc him/her 10 go for it. Self· cffit11cy in 

this case is the display ofpo1cn1inls 1h01 one con engllge inn health promoting behaviour. 

Cuc to Action - refers 10 strategics that arc in place to ginger about to wed spouses 10 lllkc 

prcmoritnl genetic le.sting and counselling. Intending couples may require external factors 

such as 3tJvicc fron, close relo1ivcs. 11 physlcion. and dnily reminder such as mass media. 

documcnwics. Signiliconl oll1crs like mnrriagc counsellor, mentors, dcol11 or a family 

member who had sickle cell disorder may also influence intending couples 10 lnke ac1ion. 
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Severity of SCD 

Will my child 

get SCD? 

Perception and modilylng factors
Aslessment 

, 
Socio-demographlccharacterlstla Perceived bencfl1 of 
(oge, sex, culture), Cultural belief may preventing SCD In 
be unfavourable towards a child with oHsprlns which 
SCD and his !amity. ,-

overrides porcefved 
-4 

Soclo-physlologlc;al variables barrier of lime, cost 

{personality, social das.s, peer group) Involved In premarital 

Structural varlables lncludlng prior 
testln.11. 

knowledge about SCD 

l 
Ukellhood of 

underaolng premarital 

Perceived serlousnoss of SCD If not 
testing and 

prevented by pre martial screening. 
counselling to prevent 

i.ro 

Perceived suscepllbllity to SCD by 

offspring from union between 
c.irrlers Perceived threats of

SCD 

I 
Cue to action; media ampalgns, advice 

of significant others reminders from 

physician, general public, art Ides, 

magazines, workshop c.1.c 

Fig 2. I Appllcatlon or Jlciallh Deller !\lode! to Utlllsotlon or PSCCT 
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CllAI'TRR TILR.£E

METIIODOLOGY 

3.1 Rcsc11rch design 

The Sludy wns dc.sc:riplivc, cross•section;il local govenunenl based nnd focused on
knowledge, perception nnd ouitude of 11bou1-10-,ved couples thot contracted their maniogo
lb4dnn North-Eost Loc11I Government Rcgisuy, Oyo state, 10,vards premnrillll sickle cell
genetic testing 311d counselling. Seven In-depth interviews \YIIS olso employed 10 collect dalll
from respondents 

3.2 Oc.1crl111lon of Study ArCll 

The study ,vns carried out in lb:idnn North-East Locol Government An:;i {LGA) ofOyo Sllltc 

in South \Vcstem Nigcri11. II ,,11s created in 1976 out of thC) old \Vestcm region; ond in 2006, 

It bnd o population or6,617,nO (NPC. 2006). It is bounded in the south by Ogun State ond in 

the nonh by K,vnro St.otc; o n  the ,vest, it is bounded po,1ly by Ogun St.ote ond p11t1ly by the 

Republic of Benin while on the c.i.st, ii is bounded by Osun Sllltc. 

lbndon North-Eost is one of the S urb3n LOAs that moke up lb:idnn which is the copilllJ or 

Oyo Slllte. It conll'lins 11 LGAs; five urbnn and six ruml It come into existence in in August 

1991 and \YIIS carved out or tbndnn Munic:ipol Government with its Adminlstmtive 

HClldqullrtcrs situated at !di -Ape. It covers a lo.nd o.rca of SI .250sq km. Using a growth rate 

of3.2% from 2006 census, 2010 estimated figure ,vns put at 374,772. The loe:tl Government 

hu the highest population density of 7,313 persons per sq km in Oyo Slllte. It is bounded by  

Ona-ara, lbndan Soulh-Eost and Egbcda Local Government Areas. lbndnn North·E4st Loe.ii

is on urban ccnlrC which forms port of lbadan lvlctropolis. The residents arc Yorub4 nnd other

tribes notable for banking ond tmding activitics. A considemblc number of commercial �ks

arc lined up an1ong major streets of the Local Government Are:i. It has the lorgcsl spru-c port

rnnrkels called Araromi market, gntc (lso p:ist). 

lbad11n North-East is subdivided ioto 12 wards. 

3.3 Populotlon or Study 

P I · f d · 1 d of obout-10-,ved couples ,,ho eontn1Ctcd their marriage inopu allon O Sfll y COD.SIS C 

lbadon North-Bast L.oail Government sccrctnriot mnrriogc regisuy, Oyo S1111e.
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J.4 Lnchulon Critcrl11 

•

• 

Only lhe rcgis1crcd rcspondcnlS ,vho ,vcre obviously prcsenl ot the rcgisuy •
RcspondcnlS must conduct lheir marriage in Ib.idM Nortl1 Easl marriage registry
during the period of dllta collection.

• Those ,vho came for rcgistnllion to IU\nouncc their intentions ond c:onsen1cd 10

porticipale in the study. 

J.S Exclusion Crlleri:i 

• Abou1-10-,�ed rcspondcnlS thal were nol sighlcd al the lime of research ,vere

excluded.

J.6 Dctcrininnlion of Snrnplc Size 

The sample size ,ws obtained by the use ofEpi info stotislielll sofuwre. 

N -1! p q/d1 (Leslie Kish, I 96S) 

\Vherc N "'n1inimum sample size 

z. is n cons1an1 put 111 1.96 01 9S% confidence in1crv11I

P • prevalence

Q-l•p

D • So/o desired precision (deg,,:c of accuracy)

1110 design effect is I

P • Assumed prcvnlcnce 50%

P=SO¾

Q= I - O.SO • O.SO

N • ((1.96) "2" O.S"O.SV 0.05"2

• ((1.96)1 x .5(.S)) f (.OS)'

• (J.8416 x .25) I .0025

• 0.960-1 / 0.0025

.. 384 

385 n:spondenlS ore needed . . _ . . · ascd 10 400 in order to increase prcc1s1on 1n wnoblcsHo,vcver, the sample s,u: (N) ,vos incrc 

me115urcd. 

3.7 S:11npllng Technique . . 
. . level of knowledge, pcrupuon Md a1111ur.le of obou1-

TI1c study was conducled 10 ,nvesugnie
. • • ickle cell counselling and 1es11ng ,n lbadan North-l!o.st

10-wcd couples 1ownrds prcmnnllll s 
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Local Government Arca ma.rrionc rco'"'"' • o o o1·-., 1n )IO Stoic, Purposive srunpling WllS used to
select 400 consenting respondents. 

J.8 Vori11blc.'I 

The variables ,vcrc c.11cgonscd into l\vo ruuncly the ·,nd d d th de d · bi · cpcn enl an· c pen enl Vllflll cs. 
3,8, I l ndc11endeot V11rioblcs 

lndcpcodent variables ore socio-dcmogrnpbic clwuctcrislics of respondents, level of 

educ.it ion. religion, current activity, living status ond ogc. 

3.8.2 Dependent Vnrlnblcs 

111e dependent variables in the study m knowledge, perception, 01ti1udc nnd uliliution or 

obout-10-,vcd couples 10,vnrds Prcmo.rito.l Sickle Cell Genetic Testing o.nd Counselling in 

lbadon North Ensl Local Government Registry, Oyo state. 

J.9 l\lethods nnd l05tru1ncnu for 01110 Collcclion 

A mixed method \VBS used to collect dJl1n consis1ing of In-depth in1crview (TOI) guide and 11

questionnaire. 

lnstrun1col for Dnh1 Collccllon 

(l)ln-dcplh lntervlc,v 

In-depth i111c:rvie,v (IDI) consthulcs 10 questions (Appendix, for the 101).1111: questions ,verc 

frruncd ond tnilorcd to give further insighlS into knowledge, pcrecpllon and 11Clilude of 

nboul-lO-\\'Cd couples 1ow11rds pnmarltol sickle cell eounsclllng and lcsling In lb11d11n 

North-Ensl Loc:11 Govcmn1cnl Aren, Oyo St11lc ,vns used 10 fncilil.Dte the discussion 

(II) Qucstiounnire

The collation or quantitative data ,vos done by mcons of semi-structured qucs1ioM11irc 

(Appendix). The questionnaire ,vns developed afler o review of the literature. The 

qucstionnnirc used to elicit qU110ti1ntivc dnta from the respondents consists of five sections 

labelled I - V. Section I sought information on Age, level of education, Religion, Ethnicity, 

Current 11ctivity, Living status ond Level of  Education. Section II contained questions rel11ting 
to knowlcdsc nbout �lcklc c.:11 Disorder. Section Ill sought lnCbrmntlon on ullllsollon or 

Prcmaritnl Sickle Cell counscllins nnd Testing services. Section IV focused on eliciting 
infonnntion on Premarital Sickle Cell Counselling ond Testing. V focused on eliciting 
infonnntion on perception of sickle cell disorder and health beliefs. 

J.10 Validity of the lns1run1cnt 

To ensure validity of the instrument (the questioMnirc ond IDI guide) for dotn collection, the

following steps ,vcrc token; 
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1110 drui\s of questionn:im:s were developed by consuhing relevant literature. The draft or tho 

insuumcnt went through 1111 independent review from peers. n,y supervisor Wld expert 

rc:sc;irchcrs in the Faculty or Public Health, College of �1cdieine, ond University of lb:idM.

Toe experienced researchers consisted of specialists in lJcalth Promotion, Education, 

Population nnd Reproductive Hc;ilth. Pre-test of the insttument \VIIS conducted between April 

nnd Moy, 2014 using lbadM North LGA mruriagc rcgisuy b45ed on similnritics in 

choroctcristic with the study J)Qpulation. Supervisor review ,vas used in fine-tuning the 

instrument. Content validity of the qucstioM&ire ,vas further ensured through lho 

incorporation of the preliminary pretested !DI outputs. Special Cl\fe wns t11kcn to monitor the 

quality of dotn coltcetcd tJ1rough supervuion during data collection. Forty questionnaires 

were administered in lb:idM North LGJ\ mruriagc registry. The completed questionnaires 

were edited, responses coded 11Dd entered into o computer. The data ,vere then onolyzed using 

descriptive nnd inferential sl.Dtistics. 

OtLSCd on the pre-test results, the following recommendations were mcidc; 

• The title of the study wu modified to read "lu1owlcd1:c, perception and 1110tudc

or nhout•t0-1\Cd cou11lC$ to,\'onb prcn111rltol sick.le cell counsclllni; and te.\tlni;

In IIJudon Norlh•Enst l..oc11I Govcrnn,cnl Arcn"
• The qucstionnoiro ,vo.s reduced 10 S-p:ige and the average odministrlltlon time per

Questionnaire ,v115 recorded as 30minutd

3.11 Rclinbility of the Instruments 

To ensure rcliobllity of the instru.mcnts (the questionnaire and !DI guide) ,ven: reviewed for 

quality 11Dd consistency. The 1,vo instruments \\'trt pre-tested to ascertain sustll.innbility and 

appropriateness to field situation, determine whether tJ10 questions were clear o.nd concise 

enough for participants comprehension and determine the trend in lhc response of 1>3rtic:ip:ints 

and the 11,nount of time it took to administer lhc questionnaire. The rwo instrUments used for 

dntn collection ,vcrc pr e-tested to 11SCer1Aio suitability nnd oppropriotencss to licld sihlolions, 

d · 
h lh lh qu· .. ·,ons were cleor o.nd simple enough for pnnicipnnts'cterm,ne ,v e er e ...,, 

· d d · th trend in the response of pnrticipanlS nnd the amount of timecomprehension 11D eterm1nc c 

it took to ad1ninister the qucstionm1ire.

Th · d ong about to \',ed couples in lb.ldnn North LGA Oyo SI.Diee IDI guide ,vos pre-tcstc nm 
· 

F d Ls vcro interviewed using lhe qucstionnoiJC (representing lOo/e of thercg1suy. orty respon en , . . . 
b d N rlh LGA marringe registry. The qucshonnatrCS

nctu11l sample siz.e for this study) nt I n .in ° • 

. . . · h computer The reliability of the qucshonmure ,vo.s
were elc:ined, coded and entered 1010 t e 
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detcnnincd using the Cronbach's Al h od . 
. . , . 

P 11 m cl technique or SPSS (version IS). The
reh:ib1hty corrcla_11on c:o-<:fficicot of o 76 b · · was o llllned, which indit11tcd that the instrument
,vns rcli:iblc. 1110 outcome or the n: t P • est WllS used to corTCCt lllld modify questions ,vhich
seemed repeated, unclenr to respondent and those that were round to be irrelevant ,vere
removed and adequate spaces were provided for responses as ,veil as skipping mechanism.

3.11.l Recruhmcnl and Trninlng of J{cscarcb Assislonu for the study
Dcspitcs the fact that the research there, ..... "'i'II need 1 

· 
d · R --L • 

• ...... �· o recruit on train ese.u .. 11 i\,55istanls

(RAs) ,vho would help in dato collection. A 4-m1111 team of n:scan:hcrs comprising of the 

princip3I investigator ,vus coristitutcd. T11e follo,ving selection criteria ,vcre employed to 

select the four (4) RAs for training ,vith the oim of selecting three (3) thertafler. 
• Educational qualificutions of the ossiSlllllts wcro ot least Ordinnry National Diplom11

(ONO), BSc i n  a he:ilth and/or science related field, fvtSc ond MPI l.
• 

• 

• 

• 

The candidotcs Y.Cre fluent in English .

Interpersonal ond good communication skills .

Report ,vriting skills .

Ability to devote 1111 hours to tJ1c rcscan:h work whilo it lasts.

3.11.2 Tnilnlng or Rcse"rch A.\.1ls1"111S 

The =rch nssistnnts ,vcrc trained for hvo diiys 20111
10 21" Man:h, 2014. A ll"llining m1111ua!,

plnn ond tintctDblc \\-ere developed and approved by the project supervisor for the tniining. A

lime table ,vns dnivm for this period of3 hours 9a.m-12 noon doily 111 the students' lounge or

the Focuhy or rublic I lcolth, University College Hospi111I. 1l1e training commenced ,vith

introduction of the tniincr or the princip:il investigator and trainees. T110 lniinees received

1111ining moieri11ls, sessions introduced them 10 the rcsc=h study, obj�tivcs Md

methodology, role-ploys on the dolll collection procedure (entry processes, seeking corucnt of

potentiol respondents for the study, signing of confidentiality o.ssuranco ronn 11nd

administration of questionnaire) The appropriate trainins mcthoch and matc_rials fOf

focilitotion were selected. These methods included 11 comblnntion of largely active tnintng

methods such IIS pnrtlcip111ory discussions, demonstration and rerum dcmonstrauons 11nd

leetun:s to make the training pnrtlcip111ory. Review questloris for monitoring and assessing

trainees' compn:hcnslon was oskcd lntcnnlttcotly .

... 
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Demonstrations ,vcro used to transfer skills for conducting lDI, Trnnscriplions and rcpon
,vriting of findings, and cspccinlly for the correct interpretation of C4ch item. The
qucstioMoirc ond the ID! guide \VOS revised with them during the t.rnining after ,vh ich the
RAs ,verc equipped with copy of the instrument each to be taken home and read over for
better understanding v.•iU1 airn or answering any burning question that may result the
follo,ving doy. The questionnaire "'ns further reviewed to ensure the consistency in the
numbering and the adequacy or U1c skip instructions. In addition, content and construct

validity ,verc revie,ved during the training or research wistants to ensure uniform
understanding and interpretation by oil rcsCllreh nssistants. Negotiations and logistic plans ror
data collection ,vere discussed ond stipends p;iid 10 RAs. The researcher facilitated the
lrilining with supervision by colleagues who are experienced 311d have previously worked as
rescnrcl1 assistants. 1l1is team helped to assess and score trainees and based on U10 a.ssc:ssment
scores, the final three research ass istMts were selected for the study. Each RA ,� assigned
potential dotes for data collection and were directly supervised by the rcsc:m:her. &eh RA
received o copy of th e  field manual, copies of the questionnaire, one copy of the ethiclll
approvol from the State �linistry of I lcolth and "riting materi.ils all contained in a clear
,voter proof bag. All RAs panieipatcd in the dot.o collection for the pre-test of the 

questionnaire in lbadan Nonh LGA marriogo registry. 

3.12 Data Collection Procedure 

The study \YllS carried oul from June 10 Dec 2014 with the n.ssistance of the t.htc,c troincd 

RcseGrth Assistants. 1l1e principGI rcscDJ'Cher ,vith the four trained rc=h assistants 

administered the quesuonnaircs to the respondents in lbadan Nonh-East local Go�-cmment 

Arca m:uriogc registry. The research assistllnts were lnlincd In the follo"·ing nrc.u; the 

objectives of ihc Sludy, the sompllng procedure, ho,v 10 sccurc respondents informed 

I r II I• g valid data· procedures for qucstionnm_irc odminisuution ondconsent; mpor\llncc o co cc 1n 
. . . · · " · wing of the items on the questionnaire totechniques for rcv1ew1ng qucs11onna1n:s ,or rcvrc 

· f u tru cnt and completeness. The manual of fieldhave adcqu11tc undc:rstand111g o 10 uu m 
. • · I · h v entries would be made, the number of qucst1onrwresope11111on ,vas prepared to exp 1110 o, 

. . · Id be coded The mclll'Ch assistants "1th the to be administered nnd how vonablcs ,vou · 

, , th 11 ,·on of the dot11. D;ua co!!eclion took ph1.cc in the monthresearcher v.·erc involved 1n e co cc 1 

4 I ·n the moming on \\/CCk days. Short debriefingof June to early December, 201 most Y 1 

d r h day whcrc the day's ,,-ori( '"as rc,•iewcd and thesessions were also held al the en o c:1c 

next plan of a.et ion conveyed to the rcscoJCh osslstllllts

••
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J.12.l Qunli111tivc t.1clhod

A tollll of seven lDls ,vere conducted nmong intending couples in Cllrly June, 2014 for rwo
dnys. The sessions ,vcrc conducted in II venue thnt ,vas free of disl?llction. The venues were
c.11JCfully selecrcd with input of cran masters. The venues used ,verc conducive for the
p.uticipnnts to discuss freely. Each ID! session l11.S1cd for a minimum duration of 45 minutes.
The discussion sessions ,vcrc conducted by a moderator, one note taker, who documented
discuss:ints responses using 11 Ulpe rceorder and through verbnlim writing of proceedings. The
discussnnts ,vere provided ,vith full detnils of the srudy ond an DSSUmncc of e-0nfidcntiality of
the disclosed infonnotion. Pennission to use o tape recorder ,vas sought ond verbal consent
was obtained from discussMts prior to commencement of each session. Each discussion \YIIS

11 highly interactive as discussants took turns to nir their views in rcspecr of the issues raised
for discussion. Discussants ,vcrc encoumgcd to feel fn:e to express themselves. Each of the
ID! ,vas later transcribed and the information used to support the report generated by the
note-takers. 

J.12.2 Qunnll1n1ivc l\lcthod

The quantitative data wus collected with the use of o semi-structured qucstio1UU1ire 

administered in secluded plnc:c.s such os: inside the shops, under the trcc o.nd veranda to 

ensure convenience and privacy of the respondents. 1110 dal4 collection process included the 

following steps; visit to the over-all hC.ld of the registry to seek permission to conduct 

intcrvic,vs nnd administer qucstioMairc on the respondents. The scmi-stnlctun:d 

questionnaire ,vas mtcrvie,vcr administered sinec mnjority of the respondents \\"ere liicr.ites. 

The sections in the questionnaire included respondents socio..Jcmog:rnphic chlll'llctcristics, 

while other scc1ion contains information on variables of the siudy. 

3.IJ O:it:i f\'1:anagcmcnt anti Analysis 

(i I IOI \\CIC lrullSCribcd ,-crbatim a.nd U5Cd to update theThe 1J1po-rce-0rdcd response rem t 1e 
• 

Th IOI port was onalyzcd manll.llly by the researcher Contentwrnc up of the recorder. e re 
• • . , h 11 approach involving the grouping 1ogethcr of son1lar and context 0Jllllys1s using o t cmo c 

r. 11 wed by idcnilfylng emerging trends and d1ffcrenecsthemes In each tmnscrlp1 ,vhich \YII.S ,o o 

across transcript. 
. Mn ire the follo,ving \I ere done:

In respc<:t to dnto analysis from the qucsuo 

••
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All the odrninistercd questionnaires \\'ere checked one by one 1111d edited for the purpose of 

con1plctene1s nnd oecuracy. Questionnaires wero scruiliscd for easy idcntific:otion 1111d ra:all

of nny problcmntic instrument ond for oorreet data enll)' nnd analysis. A coding achemc guide

\V.IS developed afier carefully reviewing the l'CSpOI\S(!S ond appropriate scoring wns done. The 

dnto \YQS rnonunlly coded 1111d entered into the computer for 1111alysis. Respondents' 

knO\Vlcdge on sickle cell disorder ,ven: measured using knowled11e scale. Seven knowledge 

qucs1ions \vcrc asked and poinlS olloucd to each of the knowledge questions (J poinlS). 

Responses thot \vcrc very close to the most correct al\S\ver \Ven: olloned 2 points CACh. Any 

response that wos incorrect c:orricd no poinL (i.c zero point). The 101111 knowledge score and 

the mo.x.imum oblllinable score for each respondent was c:olculated. The Knowledge scores 

I 0, 10- 20 nnd > 20 ,vcrc c:otegoriscd ns poor, fair D11d good rc.spcctivcly. Perception towards 

PSCCT ,vos measured on o 20-poinl sc:ole; scores JO and >10 were classified as negative 11nd 

positive respectively. Attitude was n1cnsured on n 20-point scale on which scores 10 and >10 

\YCre clnssified ns negative and positi�e respecrively. The d.114 ,,-ere nnalyzcd using ffiM/ 

Suitistic Paclrogc for Socio! Science (SPSS) (Version 16) slatistical package �1icro soft excel 

version 2007 for ,vindows were used in tho data 11n11lysis. The descriptive staristical tools 

used were n1can, standnrd deviation and the inferential statistics of Chi-square (X2) and 

logisiic regression test ,vere used for the analysis. Frequency 411d pcreenlllge tables were 

generated lllld Cross tabulations of some vunablcs done using Chi-sql131'C (X2
) tCSL The 

research hypotheses \\'ere tested to establish a.s.sociotions bcl\veen the lndependcn1 and 

dependent variables using the Chi-sqllllrc test at 5% probability level for rejecting the null 
hypotheses. Cross t.obul111ion of dcpcndcn1 and indcpcndcn1 Vllriablc \\-as also done to 
esublish '1SSO<:iations bcl\vccn lhe variable. The resullS ,vcre summarized and prcscnuxl in 
ehap1cr four of this dissertarion. In oddi1ion, nomuives su11emcnts ,verc further used to 
present the data. 

3.14 Erhlcul Consh.lcrntlons 

TI b · d r, opprowl and reviewed by I.he O)o S101c EthiClll Review1c proposal ,� su mule or 
bl4.ned from 1hc respondents by giving them 1111 informedComm1nco. lnJormed conscn1 \Vll.5 o 1 

I · · ·t 10 the best of their undersw,ding. The 1nfonn collSl:nlconsent form to fill by exp 01nmg 1 

d rposc of the study juslificotlons ror doing the mid> asform spell out the title of tho stu Y, pu 
• d r 1h Sludy The respondent that cannot read or

well o.s the benefit thai ,viii be derrvcd ot en ° O 

fi the rrcnnndcnts before the commencement of
write verbal information consent ,vns sort rom ·-,--

the filling of the questionnaire. 
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Participalion wos volunwy ond I.hero ,vas no criticism of respondents who refuses to 

participate. 

P4rtioipants' identities like nmc or address was not written on the questionnaire so os to 

keep the infonnation given by each respondent as confidential o.s possible. Ho,vcvcr,

pruticip11nts' ,vere given equal opportunities to withdraw their consent freely during the 

study. Confidentiality of each participant ,vns m11.'<imolly mainlained during and afler the 

collection of his infom1ation. lnformntion g;ithen:d from the respondent '"as stored in a 

computer system for analysis by the researcher v. hilc the questionnaire filled by the 

respondent wus kept for mn..xlmum of tc:n years nfler which it is believed that the purpose of 

the srudy would bave been accomplished 

. J.15 Limitations of the Study 

• One of the li.mitotions encountered during this study v.•as getting consenting

respondents.

•

• 

Another lin,itntion \VllS that some of respondents were not ,villing to di\/\llge vital

infom1ation they fell ,vns private or personal and ,vhich ,vcrc crucial to the rclcvoncc

of this study.

The researcher n1inimize these limitations by cre.iting a very relaxed atmosphere th:it

will enhance detailed recall of rckvnnt cxpc.ricnccs, not being discriminatory or

judgmcntol nnd assuring them ofconfidcnti11lity in order to cncourogc their total

cooperation.
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CTiAPTER FOUR

RESULT 

Da.sic11lly, lho findings of this study lll'C presented in this cMptcr, odditionnlly the qlllllhntive 

dolD obtained Crom the IDI is olso included in the results. 

The results of this study are presented in this chapter. It consists of socio-demographic 

characteristics; Information presented in this section is intended to facilitate, the inlerprctilion 

of key vnri3blcs rclQting to the knowlcdg� perception ond attitude of nbout•IO-\\cd couples 

townrds Prcmoritnl Sickle Cell Ocnctic Tc.sting and Counselling. 

4.1 Soclo-Dcmogra phic Char11cterijtlc:s 

TI1e socio.<fcmogrnphic ch11r.1ctcristics lll'C presented in Toblo (4.1 ). 1110 respondents' age 

ranged from 20 - JO YCGIS ond above ,vilh o m= oge of J l.7J *5.508. A l111gc proportion 

(J4.5%) ,vos ogcd 26 • JO ycors while (JJ.5%) were obovc 30 yc111S of age. It is obvious that, 

respondents ,vithin the 20 - 25 )'C4fS age brnckct constituted 3 l.8Yo, SS.0% ,vcrc female 

while 45.0%werc mole. \Vith rcganls to highest level of education, respondents ,vilh tertiary 

education (79.0%) topped the list, followed by lhoso with sccondory education (16.8%), 

primary education (2.2%), ond no formal education (2.0%). Slightly above holf (52.0%) of 

lhe respondents ,vcrc Christians, followed by ndhcrcnis of lslnm (47.0%) and (1.0%) ,vcn: 

lr.ldilionalists. Majority (66.2%) oflhc respondents ,vcre Yoruba, fe,v were lgbo {20.0%) ond 
6.7¾ ,vcrc Housa. TI1e other ethnic groups arc: highlighted in Tobie (4.1). 

MOSL (39.8%) of the respondents were living with parents, (22.5%) ,vcrc living a.lone, 20.8% 
wcn: cohabiting, while 17.0% ,vcrc living ,vilh other people. 

Table 4.1 also presents dclDllcd information obout main current octh•ity of the respondents, 
(38.0%) of the respondents were in paid employment, allnost same proportion J0.8% ,vcrc 
self-employed, 15.8% \\Cre schooling, 11.8% wcn: seeking for job, 1.8¾ were doing 

housc,vork ond 0.8¾ were retired. 
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Table 4.1 Socio-Dcn1ogni(lhlc Characteristics of Rcs(lOndc:ntt
Age 

N {%) 
20 2Sycar, 

128 12.0 
26 - 30ycars 

138 34.S
>30 years

134 33.5 
Totw 

400 100% 
Gender 

Male 179 45.0 
Female 221 ss.o 

Total 400 100% 
Current ncllvlly 

Retired 3 0.8% 
Paid employment IS2 38.8% 
Self employment 123 30.8% 

House ,vork 7 1.8% 

Schooling 63 IS.8% 

Job seeking 47 11.8% 

To1al 400 IOOo/o 

lligbcst Eduentlon Lc,•cl 

No rorrn.11 education 8 2.0% 

Primary education 9 2.2% 

SccondllJ')' education 67 16.8% 

TenillJ')' education 316 79.0% 

Tomi 400 100% 

Rclii;ion 

Christianity 208 52.0% 

lslnm 188 47.0% 

Traditjonol 4 1.0% 

Totol 400 100% 

•
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• 

Tobie 4.1 con1inued 

V:1ri2blcs 

Ethnicity 

Yoruba 

lgbo 

Ht1usa 

&lo 

Socio-demographic ch11raclcrlstlcs or the rcsponcJcnlJ 

Middle belt ethnic minorities• 

Tollll 

Living slntu,s 

Living olone 

Cohnblling 

Living ,vith pnrcnts 

Living ,vilh others 

Total 

ctlmic n,inoritics includes kogi and Bcnuc 

• 

• 

-·

N 

26S 

80 

26 

25 

4 

400 

90 

83 

159 

68 

400 

(%) 

66.2% 

20.0% 

6.6% 

5.5% 

1.2% 

100¾ 

22.5% 

20.8% 

39.8% 

17.0% 

100% 
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4.2 Knowlcclgc or Respondents about sco

This section presents respondents' knowledge relating to SCD Md it is highlighted in Table
4.2 

t-,lajority (76.0%) or the respondents \\,:re or ll1c viC\v thnt SCD is caused by inherited sickle
cell lnlits from both parents, only 4.8% chose none of the above. Few of the rcspondcnlS
(9.8%) were of the view that the b3d blood is the t11USO of SCD, while a fc,v (9.5%) of the
respondent said virus t11uscs it. 

1110 toblo olso renecis the respondents response about effects of SCD, bclo,v half of the
rcspondcnlS (38.8%) said SCD could cau.se severe debililllting pain, (10.8%) were oftho view
that SCD could cause organ drunogc, 6.0% soid strokes, 7.0% chose infections while 37.S¾
believed that SCD could cause all the mentioned ailments.

Though. the IDI discUSS3nts could not give II seientilie definition of SCD, but majority ,vcre 

oworc of the co use of SCD nnd os suc:h gave their own understanding of the health condition. 

Typic:nl responses include: 
• SCD Lr a serious lttred11ary lrco/tl, conditlor, wl,lcll cai;scs reg11lar illness In till!

patient. It occurs fr, clrtldren whose pannts are carriers of slcJcle cell traits.

• J car,1101 really gn-e a scientific description of SCD, b11t 1 know It is a disease tl,ot

causes the patient to look: pale and fat/ sharp poins around t/,e JofnJ most espccla/ly

d11rl11g the cold wcatlrer. Sometimes, patftnts have blisters on tire lips OJ1d sometimes

luNo pro1rodtt1g obdom•n.

• Son1ttin1es, tire pa1te,11s grow lean Olld tl�ir t'}U become yellowish and they look: sick:,

11,11.r l,m•c lo be 011 an expensive 011d constanl mcdlca1lon for survflVII, In fact ft taku

al111os1 a llfetln,e to 111a11agt' SCD.

A r. d (I o•') , ... ere of1he opinion that SCD occurs in ,vhito people only, 11very ,e,v rcspon cnts . 70 

few ( 1.2%) respondents 111so said that SCD occurs in boys only, ( l.S%) also said it occurs

· I · f h ndcnts \\"CIC of the view lhnt only black people have SCDg1r s only. Six pcrccnl o I e rcspo 

(6.8%) while the n1ojority chose that SCD occurs in all catcgoric.s of pcoplo mentioned.
• 

d I bclie,-cd that SCD make red cell son and sickle
Twenty-eighl percent of  the respon en 

· I SCD causes red cell to be 10 be hllrd and sickle
(28.0%), ,vhilc (27.8%) were of the v,c,v t iot 
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shaped, 26-5% said SCD makes red cells stiff and sickle shaped 9.SY. chose round and son,
while 8.2% SCD makes red cells sticky o.nd appear blue.
Thirty • four percent of the respondents ,verc of Ilic view lluu SCD could be mB1U1gcd ,vith
the u se  of pajn relievers (34.2%), while ll fe,v (13.2%) chose blood llllnSfusion. A fc,v
(IS.SY,) 111so ccnsidercd liver tr.uuplD.Ol a man;igcment option for SCD and (15.2%) chose
antibiotics, while 21.S¾ considered none of the options.

The lDI diS"llSS'1lllS gave different management options for mllnllging SCD. Their responses 

include the follo,ving 

• 

• 

SCD parfenrs require a lot of ana/ge.rfcs ro nlftn'C rhem from agonl:lng paf11s rlH1y 

e.xperfcn<:f! during rlielr crlsit, some of tl1e ruparidents conin,cnrtd. 

Just like 011 HJV pahent, a SCD patient has ro ffi� a l1tofll1J1 lift by using his 

111edlcnrlont o.r prrscrlbcd by tl,e plr)'.rfcfan «xording to some rrspandtnts. 

• So111e r.:spo11d.:1us 111enrio11ed blood tro,ufusfon and /he we of a111iblo1tcs as the mast

popular rrcotn1c11t apr/01u for SCD.

Minority (1.2%) of the rcs-pondcnLs did not consider any cure option for SCD, (13.2%) said 

rest and 20.8% \\ere of the view that ontlbiotics could be used. (28.S%) of the respondents 

agreed that bone morrow trunsplo.nts option is the appropriate curative for SCD, while the 

majority (36.2%) chose all the listed options. 

Majority (63.8%) of the respondents ,vcre of the view 11101 diagnosis of SCD is by simple 

blood test. JI .S% said 1h01 they look sick. a very rew (1.8%) and (3.0%) ,vcrc of the vic,v tluu 

there is no ,vay of knowing. 

1\vo percent of the respondents ,vcre of the opinion thnl condom use C4l1 prevent SCD 
(2.8%), ,vhilc O subslnnliol proportion (78.S¾) vvcrc of the view that premoritol genetic 

Seo (2 8%) chose abortion, {3.5%) opted for oil thetcstlng and counselling could prevent , · 

listed options, ond {12.8%) disogrc�d ,vith oil the options.

f the opinion th3l one should test for SCDFiOeen percent of the respondents were 0 

· · (43 OY.) snld 111 a.ny time, \\bile 23.0% felt the
(15.0¾)only ,vhcn feeling sick, the mn1onty · • 

. . 
d d l9 O¾ chose all the listed options. Twenty·

test should be done when one i s  obout 10 we on · 
r PSCCT I ak . 1 11 that the purpose o s 10 m e on

eight percent oft l1e respondents ,vcre ofllic opin ° 

-·
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infonncd marillll choice (28.8%), while 28.2% were of the view lhllt it is to knO\Y the Sickle

Cell (SC} trait stotu.s, 24.0% agreed lh;u it 1s to pre\'cnt the incidence of SCD.18% of the

respondcnu chose nll the listed options, while n negligible (1.0%) chose none of the listed 
• 

opttons. 

Table 4.3 olso shows the sumn1ory of knowledge of intending couples about sickle cell 

disease. Knowledge sc:olc \\"35 used 10 nssess the level of knowledge of the respondents about 

SCO. Respondent who scored I 0, \\ere rated u having poor knowledge. 111ose who I O -20 

were ruled as foir In knowledge ond respondents with >20 were rated os having good 

knowlcdr,c. Majority of the respondents (63.0%) hsd fair knowledge of SCO in comparison

to those \\•ho ,vero rated good (21.0%) and poor (16.0%) in kno,vledgc SCD. In conclusion, 

the mean knowledge scorc of respondents \VOS I 1.4 ± S.O ond 63.0% of them had fnir 

knowledge, while 21.0% hod good kno\\•lcdgc os shown in (Table 4.3)

UNIV
ERSITY O

F IB
ADAN LI

BRARY

AFRICAN  DIGITAL HEALTH REPOSITORY PROJECT



Table 4.2 Knowlctlgc :about Sickle Cell Disordtr
V11ri11blc.1 

N 1/e 

Cause., or SCO 

Virus 
38 9.5% 

lnherilcd Sickle cell lruilS from both parents• 304 76.0% 

Bad blood 
39 9.8% 

None or 1hc above 
19 4.8% 

Total 400 100% 

Effects of SCD on patients 

Severe debilitnling pnin ISS JS.So/, 

Slrokcs 24 6.0% 

In foci ions 28 7.0% 

Orgon dllmogo 43 10.8% • 

All of lhc nbove• ISO 37.5% 

Toi.Ill 400 100% 

Occurrence ofSCD 

Boys only s 1.2% • 

Girls only 6 1.5% 

\Vhltc people only 4 1.0-/4 

Bliick people only 3 6.11% 

All of the above• 358 89.So/o 

Tollll 400 100% 

EITccls or SCD on the rctl blood cell 

Round nnd son 38 9.6% 

Hnrd 1111d sickle shaped 111 27.8% 

Stiel.')' nnd blue 35 8.2% 

Stiff ond sickle sltoped• 106 26.2% 

Son 1111d sickle shaped 112 28.2% 

To14I 400 100% 

L • ft 

•
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-:T,blc -',1 c_oatlnucd 
N % 

t11rt.hlu 
-

r14.thl• man11,mcn1 nrSCI> 

u"'° of  11.n11b1011 ., 61 IS.2% 

Liver 1r1nipl&i\1 6) IS.9'4 

UMI ofp1ln rello�cn 1)7 342% 

DlooJ tnunfusion SJ 1).2% 

None of the lbc» c 16 2l.S% 

To11I -100 100% 

• 

"' % 

Cure orsco 

Oon11 m11rro\v ll"IUl!planu • 114 21.S¾

Antlbloilc. ll 21.m

Rcsi j) 13.2% 

All or tho Obo\ C 14S )62% 

Nono of 1ho Dbo\ll s 1.2% 

Tou1I -'00 100% 

rossllltc dl11tn0Jb or CD

Sickling Dppcnruncc 126 31.5% 

Simple blood IC.SI 22.S 6).1% 

lmposslblc to Ji11an0)c 12 ).0% 

Pa1lcn1S ollc:ucd look 7 18% 

To141 �00 100% 

Pni,·cn1lon or SCD 

Use of condom 10 2.50% 

�m:inud gcnclic: u:�tina o.nd counselling• 314 78.5% 

Abonioo I I 2.8% 

All of1hc above 14 3.5% 

None of the above SI 12.8¾ 

Tol4l 
400 100% 

' 
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Appruprf.111 lolin1 11n1c 
N � 

.,.. hen r,,hn 11 .. k 
60 IS� 

"'°"Y umc
,n -4) o,� 

\\ hen ono Is raJy lo wed 92 23 <We 
All oftho 1bo"-c 

16 l9� 
lotal 

,oo 100% 

l'urtHIJt or prcm1rl111I 1r1tla1 
RnowlcJ&c or .ckl.c ccll 11111 M•tus 113 21.n.

l'ro\cntlon or Incidence or Sickle cell dltOnScr 96 2-4 0% 

I To make on informed mar11al choice 115 um 

.. I cm 
None of the above

All of lhc 11bo�c 72 ''°'' 

Total -400 lO<m 

Talllt -1.J 

Cratic Vuluc 'o - % \lcaa�D 

l'oor :S 10 '64 16 0 

fair >10.20 252 ,63.0 11,-' * 5.0 

Oood >20 84 21.0 

rota I -100 100.0 
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,..3 Utilisation or Premarital SlckJc Cell Ge II T · nc c esllng and Coun-5clling Services
This section presents utili2.111ion or Sickle Cell Counselling nnd TcstU1g. Majority (97.0%) of
the rcspoodcnts knc\v lhat one can check his sickle cell Sllllus Y.hile only 3.0% hod no
knowledne lhal one con check his slllt"• N. " -· tncty-scvcn percent of lhe respondents ,vcre O\YRIC

of the ovailabillty of the sickle cell 1cs1ing service (97.0-/o), while (3.0%) did 001 know about
lhe avnilnbility of lhe service. MCllllwhilc, S.0% mco1ioned f11mily guidMoc 1111d counselling
centres, I 0.0% men11oncd privole clinics, while most (85.0%) or 1hc respondents mentioned
government hospilllls. 

Equal propor1ion (27.0%) of lhe respondents live between 2km 10 3km and more than 3km 

away from service ccnlres, \Yhile 33.0% live between 1km - 2km owny from service centre 

and 13.0% live less 1.han I km from service cenlre (lnble 4.4) 

l'vfajorily (61.So/o) of the rcspondenlS had done Sickle Cell testing, while 38.S¾ did not 

consider ii nn option. Oflhe respondents lh11t h11d done the testing. 10.0% of the respondents 

tested beC11usc of signlliC411l 01.hers; 11 similnr proponion did testing because of s1n1u1ory 

mnmnge pro•n:quisite from lhoir church, while 30.0% of I.he respondents opted for testing 

because of the possible consequences of m11rrioge bet,vccn two 011mers. However, S0.0% of 

the rcspondenls considered nil the mentioned options. 

Out or the 246 respondents 1h01 have done testing (61.5%), (2.0%) did lhc lest al youth 

friendly ccnlrc, majority had used the general hospillll (60.0%), (3.0%) used lhc church,

(22.0%) used the college clinic, while (13.0%) did lhc Lest 01 the lnborutory (Ta_ble 4.4)

Majority 19S (79.0"/o) of the por1iciponls I.hot hove done lhc lest poid for the test. ,vhilc less

lhan ruilf s 1(21.0o/o) of the rcspoodcnlS did the lest for free. Fifiy-eight percent of the

p:111icipan1s paid between N300 • NSOO for lhe test (SS.0%), live percent paid between less

lhnn NI 00 10 N200 (S.0%) ond mnjonty of the pa_nieipants p;iid bet,vccn N300 to NSOO,

while 24.0% pllid more lrulll NSOO 10 do the 1esL A substllllliol proponlon (84.0%) ,vo.s of the

vic,v lhol SCT is affordable, while II minority felt 1h01 ii WM expensive .. (44.S¾} said the test

· · (S2 8"') c,;d ii was time consuming, while only (2.8%) snid it wo.s
was not 11me consuming, . 70 -

loo lime consuming. 

. h d d iesiing \\Crc 11.Sl.ed 11bout the 11t1i1Ude of the health
S1x1y pcn:cnl of rcspondcnlS who o one . 

60 2,y. eportcd lhol hcahhClll'C ,vorkers \Vere fncndly,
core \VOrkcrs thnl nncndcd 10 them, · • r 

while 39.8% commented 1h01. they ,vcro unfricnd1Y·

•• 

• 

• 

•
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Table 4.4 Rc.1poodeots' Utilisn1ioo-Rel;a1ed Slaltmcnts lo SCT.
Variables 

N % 
Do you koo,Y tb11t one can check his SC alalus
(N-.100) 

YCJ 
388 97.��

No 
12 3.0% 

Tolol 
400 100% 

Do you know SC tcsling silc.s (N•388) 

Yes 
350 90.5% 

No 
38 9.5% 

Total 
388 100% 

Sites ,vhcrc tc.,I could be done (N• 350) 

Fnmily gu1dnnco ond counselling centre 
17 S.0% 

Privo1e clinics 
JS 10.0% 

Govemmcn1 hospitols 
298 85.0% 

Tomi 
3S0 100% 

Slior1c.s1 dls111ncc or testing sllc (N•350) 

<lkm 
46 13.0% 

l-2km
116 33.0-/4 

2-Jkm 
94 27.0% 

>Jkm
94 27.0% 

Totnl 
3S0 100% 

I lnvc you ever done :any rorm of genetic testing
• 

N• (400) 

246 61.5% 

Yes 
154 38.5% 

No 
400 100% 

Toto! 

• 
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r Ta"blc 4.4 cooed 

V1rl1blcs 

\Vbat m1ulc you consider tcsllng (N=246)

Significant others 

Marrlogc pre-requisite 

Possible consequences ofSCD 

All of the above

Toinl 

\Vhcrc clhl you clo lbc resting? {N•246) 

Youth friendly ccn1rc 

Gcncrol bospilDI 

Church 

University clinic 

Privnte laborotory 

To1al 

\Vns rite 1cs1 fr1!c of chnl'l;c 

Yes 

No 

Total 

llow 1nuch tlitl you pay for lhc lest (N• 19.t) 

<NIOO 

NIOO-N200 

N200-NJOO 

N300-NSOO 

>Nsoo

Total 

\Vouhl )'OU consider the ICSI 

affonloblc?(N•I 94) 

Yes 

No 

Total 

-�

COSI 

'N 

24 

24 

7S 

123 

246 

5 

148 

7 

49 

32 

246 

12 

232 

246 

10 

10 

16 

112 

46 

194 

163 

JI 

194 

% 

10% 

10-/4 

30% 

SO% 

100% 

2.0% 

60.0Y, 

3.0% 

22.0% 

13.0% 

100% 

6.0% 

94.0% 

100% 

5.0% 

5.0% 

8.0% 

S8.0% 

24.0¾ 

100¾ 

84.0'/4 

16.0% 

100¾ 

•
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Duration of the Iese (246) 
• 

Not time consuming 
109 44.5% 

Time consuming 
130 52.8% 

Too time consuming 
7 2.8¾ 

Total 
246 100% 

Ae11llh care ,vorkcrs alliludc (246) 

Friendly 
148 60.2% 

Unfriendly 
98 39.8% 

Total 
246 100% 

• 

• 

•

UNIV
ERSITY O

F IB
ADAN LI

BRARY

AFRICAN  DIGITAL HEALTH REPOSITORY PROJECT



Duration or lhc •�• (246) 
• Not 1imc consuming 

109 44.5% 
Time consuming 

1)0 52.8% 
Too time consuming 7 2.8% 
Tollll 

246 100% 
He:illh c:irc ,vorkcrs 11tlitudc (246) 
Friendly 

148 60.2¾ unrricndJy 
98 39.8% 

Toltll • 

246 100% 

• 
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N=3S0 

Fig -'-2 

acJ� 

• 1-2km

•2·3un

a>lkm

Pnrrlclpnnts' Rcspon.!c Rclorlng 10 Dlsl11ncc of Sen Ice Ccnlrcs 

• 

• 
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.&..I Atliludc towards Prcm:arllal Sickle Cell Counselling and Tt.1llng
The uible highlights rcspondcots' alliludc rcla1cd s1a1ement. Majori1y (93.2%) considered
Prcmariml Gcnelic Testing imporuint 01 all cost, ,vhlle only a few had a contra,y perception.
Only a few ( 18.00/4) rcspondcnis considered prcmarilal sickle eel) tcsling ond counselling a
\Vll,Sle of time and money, while the majority (82.00.4) deemed it very importllnl. Most or the
respondents (78.5%) \V� of the view that prtmllrillll sickle cell lcsting ond counselling
should be made mandatory, ,vhilc only smaJI proportion (21.5%) had a contrary view. Mosl
(91.SY.) ,vcrc of the vie\ver thnt Marriage insti1u1ions should encourage lheir members 10 go
for pre-moritol sickle cell testing and counselhng, while a very few (8.S%) were of a conuury
View. Mnjoruy or the rcspondcnlS said they would cncounigc their !)4rtncr to be 1cs1ed
(90.0'Yo), even if they ,vcrc tested to hove sickle cell trait. 

Attitude scale ,vas used 10 assess lho attitude of the rcspondenlS towards PSCCT. Respondent 

\\ho scored I 0, ,verc rnlcd o.s hoving ncQ11tivc nuitudG nnd respondents \vlth >I O �-ere rntcd GS

having good kno\vledgc. Majority or the respondents (89.0%) had good 011irude toWGrds 

PSCCT compnrcd 10 those who \\-Crc rn1ed 10 hnvc ncgotivo attitude. In conclusion, lh.e mcnn 

altitude score or respondents ,vn.s 7.4 ::t: 1.8 (Tobie 4.S and Figure 4.6). 

Majority or the IDI discussants agreed 1h01 PSCCT should be mandatory rather than optional. 

Their typicaJ responses Include the following. 
• If a country like Cyprus tried ma11dotory of Prv11orltnl screening and It red""d

incidence of genetic disorder. partic11larly the Sickle cell di.sorrier and some part of

So11d1 Is adopting the some despite t/11! possibility of coruanguinity tnarrio:gr. 1 see no

reason wiry country like Nigeria should not welcome It with o good opplOJJ.Sr.
• Honestly, PSCCT should not be seen tU 011 occessory for marriage, buJ �requu,re

for n,orrlogo.

• { !Id n" coun/es with rt.SfMCI to PSCCI' JOPro�r orfe11101lo11 s/,011/d bi! gll'c11 to nit '·.,. ..,,. 

that they ca11 appreciate Its bl!r'll!jit ojltr marriagl':.
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Table 4.S Hc.spondents Alli rude townnb PSCCT (N-.,OO)
Variablcs 

% 
Do you consider prem11rit:al sickle cell testing · lmporl11ol al 1111 cost 

�Yes 
372 93.2% 

No 28 6.7% 
Torol 400 I 000/4 
Prcmarilal Sickle Cell Tc.sting and CounseJllngis 11 \Vnslc of Time 
Yes 72 18.0% 
No 328 82.0% 
Tollll 400 100% 
Pren1nrllnl Sickle Cell Testing should be rnndc
mnndntory 

314 18.SYoYes 
No 86 21.5% 
Total 400 I 00% 

l\lorrlagc lnstllutlons should cncourngc tbcir 
members 10 go for r�rnnrllnl sickle cell lcsllng 
:ind counselling 

366 91.S%Yes 
• 

No 34 s.s,,.

Total 400 100% 

\Vould you encourage your spou5e lo go for 
premnrlt:il sickle cell testing 

• 

Yes 360 90.% 
No 40 10.% 

Total 400 100% UNIV
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Tiblc 4. 6 Alllludc Score 

Cratic Value 1'f! o/. l\laia :tSD ,Negative < 10 44 I 1.0 

'atttudo 

roshivc >10 356 890 7.11I B 
nttitudo 

Total 400 100.0 

•

• 
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4.5 Respondents' Pcrccplion orstckJe Cell Disorder and llcollh Drliers

Mojorily (89.8%) of the respondents 11greed thnt Sickle Cell o·t•••• · · d' 1......,.. 1s 11 senous 'SC4SC,
while II negligible (2.8%) proportion disagreed. A substuntiaJ proportion (70.5%) of the
respondents strongly ogreed that hoving II Child with SCD ,vould be �cry scary, ,vhile only 4
small proportion (I 3.S¼) dis.igrccd strongly. Above half 77.0% of the respondents had the
perception that Children with sickle cell disease are ot risk for infections, Pain , pneumonia,
,,hilc the minority (8.2o/o), strongly disogrccd. Most (8S.S%) of the respondents were or the
vio,v that If both partners are carriers of sickle cell trait, children could be ot risk. Sickle Cell
Tmit is lnlnSmittoble lo olTspring. Slishtly obovc holf (60.0%) of the respondents hod the
pcrccplion that anyone may be o cnrrier of sickle cell lnlil, while only 24.8% strongly
disagreed with such perception. 

A forge (84.2%) proportion of the respondents agreed that Sickle Cell Disorder con be 

prevented in oO'spring if both pnrtncrs kno,v their SCT stntu5, but only 7.0% ,vere or a 

conunry vie,v. Most (84 0%) of the rcspondc111s hod the perception that knowledge of the 

burden of having n child ,v1tl1 SCD ,vould mnke them engage in pre-marillll SCT, whjle only 

(12.8%) strongly disagreed ,vith such perception. A few (13.2%) respondents were of the 

view thot l'esting for sickle cell tmit is painful ond difficult, while some (63.3%} of them 

disagreed ,vith such perception. Only (12.8%) s:iid they would not ,vnn1 lo pay for SCT, 

because they considered ii expensive, while slightly obovc holf of the n:spondent.s did not 

consider it expensive. 

Only o small (I 8.8%) proportion were worried lhot their screening result could get into 

outsider's hands, ,vhilc about hnlf (SS.S¼} of the respondents were not OAAious aboul =uh 

gelling into outsiders' hnnd. About holf (55.8%) of the respondents did not feel that genetic

testing could lead to d iscrimination hence, did not accept 1.csting, while only 2 I .0% slrongly

' · · · · · A nrter (25 0%) of the respondents were of the ,eh testing could lead 10 d1scnmma110n. qu · 
· · 

I · dlS' •··t 1o their residence, while half (50.0%) did not agreeop1.n1on t 101 service centres ,verc "'" 

tho1 service centres were distnnt 10 their residence. Minority (13.0¾) strongly agreed 1ha1
· ··-' · Ide cell testing 11J1d counselling. while o largerll1c1r culture docs nol support prcmanuu sic 

(76.0%) proportion ,vcrc of o control)' opinion. Similarly, only o small (13.2%) proportion

�id genetic testing contradicts their foilh.

lion of perception obout PSCCT. Respondents,
Perception sc.ilc ,vo.s used 10 assess the rcrecp 

. r knowledge. Those who hod > I O wcn, rated o:s
who scored 10 \\·ere rated as having poo • . . • 

. dcnlS (81.8%) had positive perception 1n
hnving positive pe4rception. MaJority of 1110 rcspon 

• 
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compared 10 ( 18.2%) of lhe respondents who had ncgntivc percep1ion. In conclusion, 1!1e rnWt perception score of respondents 'Y:lS 12.'I ± 3.8. (Table 4.7 1111d Figure 4.6) . 

• 

• 

•• 

•

• 
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T11blc 4.7 Respondent., Pcrceplloo of Sickle Cell o· d d uor er 11n Rcallh Delicf.s (N-400) 
V11rioblcs 

Sickle Cell DisClllc i.s a scriou.s disc:uc 
Strongly ngrce 

Undecided 

Strongly diSllgree 

Total • 

11:i"lnc n ChlhJ ,vi1h SCO 1vould be ,,,ry sc::iry 
Strongly agree 

Undecided 

Strongly disagree 

Total 

l\ly lire would chnngc tr my chlld l1ad SCD 

Strongly agree 

Undecided 

Strongly disogrce 

Totnl 

Chlldrcn 11·ilh sickle cell disc:uc arc ac rl.sk ror 
lnrccrions, Pain, pacuo1onia 
Strongly agree 

Undecided 

Strongly diS3grce 

Total 

Jr both purcn1s ore cnrrlcrs or sickle cell 1ral1, 

children could he ut risk 

S1rongly agree 

Undecided 

Strongly disagree 

Total 

Sickle Celi Trnlc is trnnsmilCalJlc lo offspring

Strongly agree 

Undecided 

Strongly disagree 

Total 

N % 

3S6 89.8% 

30 1.S% 

I I 2.8% 

400 100 

282 10.S% 

64 16.0% 

S4 13.S% 

400 100% 

20S S1.2% 

113 28.3% 

82 20.5% 

400 100% 

308 77.0% 

S6 14.0% 

36 8.2% 

400 100% 

342 SS.SY. 

28 7.0% 

JO 7.S% 

400 '�" 

296 73.8% 

44 11.0% 

60 IS.0% 

400 100% 
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Variables 

Anyone n111y be a carrier of sickle ccll 1nalt
Strongly agree 

Undecided 

Strongly disagree 

Total 

SCD c:111 be prevented if both p:irtocrs know 
11,cir status 
Strongly ogrcc 

Undecided 

Strongly disagree 

Tollll 

Knowing n1y sickle cell trait will make me 
conlidcnt In forming relationship 
Strongly ogrce 

Undecided 

Strongly disagree 

Totnl 

Knowing the burden of bovine :a child with SCD 
would n111kc n,e go for rsccr

Strongly agree 

Undecided 

Strongly disagree 

To1al 

Testing for SCT is painful and difficult 

Strongly :igrec 

Undecided 

Strongly disagree 

Towl 
It would be difficull conv,nc,og m . . )' wire 10 hove 

tCSling 

Strongly ogrec 

Undecided 

Strongly disagree 

Toto! 

"/4 

240 60.0% 
61 IS.lYo 

99 24.8% 

400 100% 

337 84.2% 

35 8.8% 

28 7.0% 

400 100% 
• 

336 84.0% 

29 7.2%% 

35 8.8% 

400 100% 

301 75.2% 

-18 12.0% 

51 12.8% 

400 100% • 

53 13.2% 

94 23.S% 

253 63.3% • 

400 100% 

88 22.0% 

100 25.0% 

212 53.0% 

400 100% 
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Table 4.7 contd llc.spondcnis perception or I kl s c c cell disorder and health belicrs(N-.,OO)
Variables 

J "ould not 1van1 lo pay ror PSCCT hccau_se It is
expensive 

Strongly agree SI 

Undecided 

Strongly disngrcc 

Total 

I :im 1vorrled that the lest results could get Into 

outsider's hand 

Strongly ns,ce 

Undecided 

Strongly disagree 
• 

Total 

Ccncllc testing Is 1101 acceptable b�u5c the 

re.suit could lend tu tlbcrlrnlnntlon 

Strongly agree 

Undecided 

Strongly dis:igrcc 

Tollll 

Sen•ltc centre are dlstoat to my residence 

Strongly ogrce 

Undecided 

Strongly dis:igrce

Total 

�ly culture docs 1101 .1uppor1 rsccr

Strongly agree 

Undecided 

Strongly disagree 

Tollll 

Ccnctlc IC.Sling Is not ncccptnblc by my faith

Strongly ogrec 

Undecided 

Strongly dis:igrce 

Total 

• 

97 

2S2 

400 

1S 

103 

222 

400 

84 

93 

223 

400 

100 

JOO 

200 

400 

S2 

44 

304 

400 

S3 

48 

299 

400 

N ¼ 

12.8% 

24.2% 

63.0% 

100% 

18.8% 

25.8% 

SS.S¾ 

100% 

21.0% 

23.2% 

SS.BY. 

100% 

25.0% 

2S.0% 

S0.0% 

100% 

13.0% 

11.0% 

76.0% 

100% 

13.20% 

12.0% 

74.8% 

100% 
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Table 4.7 contd Respondents 11erceplion of · kJ SIC e cell disorder and ht2lth be_llefs(N-400)V111illblcs 

I would not n•11nt to p11y for PSCCT bccau_se it Is
upcnsh·c 
Strongly agree 

Undecided 

S1ron11.ly disagree 

Tollll 

I 11m \Yorrlctl th11t the test results could get Into 

outsider's bnod 

S1rongly 11grcc 

Undecided 

Strongly disagree 
.

Tollll 

Genetic tcstioi; Is not acccpt11ble bctAUSC tbc

result could lend lo ducrin1iu111lon 

Strongly ogrec 

Undecided 

Strongly disagree 

Tollll 

Service ceolrc urc tllstnnl to n,y residence 

Strongly agree 

Undecided 

Strongly disagree 

To111l 

l\ly culture docs 1101 support PSCCT 

Strongly ogrcc 

Undecided 

Strongly disagree 

Total 

Genetic tc.sllng Is 1101 nccc11ro1Jlc by my fnltb
Strongly ogrec 

Undecided 

Strongly disogrcc

Total 

58 

SI 

97 

252 

400 

75 

103 

222 

400 

84 

93 

223 

400 

100 

100 

200 

400 

52 

44 

304 

400 

53 

48 

299 

400 

N •1.

12.8% 

24.2% 

63.0% 

100% 

18.8% 

25.8% 

SS.S% 

100% 

21.0% 

23.2% 

SS.8% 

100% 

25.0% 

25.0% 

S0.0% 

100% 

13.0% 

11.0% 

76.0% 

100% 

13.20o/e 

12.0% 

74.8% 

100% 
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4.6 Tcsr or llypothcscs 

'(be study tested four hypotheses. All the hYPolhcses ,,·ere proposed a.s altcrnctivc hypotheses
al 95% confidence level and 5% level of Slllllstic::il si=ili'"•"ce olhe · r. d 1. . .,,. -· nvise re,crn: to as unu 
of error ,vith p vnlue of0.05. The oppropriale lest statistics used 10 d · lh · c1ermme e cXJstcncc or 
obscntc ofrclolionship bct,vccn the variable of interest for lheS1Udy was Chi-square (X2) and
logistic regression model. The CCSCllrch hypotheses "ere tested by comJ)llrison bcl\vccn
utilisation through vnriablcs like, perception, level of education, knowledge of SCO, attitude
:u,d ,villingness to utilise PSCCT . 

• 

HypothcslJ one (111)

The first hypothesis \Yhich slllled thnt, there will be a significant relationship bcl\vcen 
knowledge of sickle cell genetic disorder and utilis.-ition of premarital sickle cell genetic 
counselling ond testing services. 

Tobie 4.8 sho,vs the cross tabulation of respondents' lc,cl knowledge ofSCD wilh utilis.-ition 
using Chi-Square test There was a slgnificonl relationship bcrwccn respondent level of 
knowledge and utiliution of PSCCT at 95pcrccnt confidence interval (p<0.05). Respondents' 

knowledge has o rolo to piny in the ulilisotion of PSCCT. The null hypothesis ,vo.s therefore 
rejected. 

Hypothesis h,·o (IIJ) 
1l1c second oJ1cmativc hypothesis which stated that there ,viii be a significant relationship 
between perception ond utilization of prcmo.rit41 sickle cell genetic coun�lling and testing. 
Table 4.9 shows the cross lllbulntion of perception and utilisation or rsccr using Chi-

, · I · h" between perception 110d utilisation ofSquare stalistic. There ,vns o s1gn1fieMt re auons 1P 
• <O 05) R pondcnts' perception has n role 10PSCCT 31 95 per cent ccnfidenCC tntcrvaJ (p • · CS 

play in utilis:ition o f  PSCCT. The null hypothesis wus thcrcforc not rcjc:cted.

. ndcnts' highest level of education ,v,lh
Tobie 4.9 sho1vs the cross U1buln11on of respo . • . h" . 1 S ore tcsL There was a significant relations 1p
"'°"' d • ·1· · f PSCCT us,ng Ch. qu ·-..-,n cnts utt tZ3lton o 

f llimtlon nt 95 per cent d tion ond provolcnce o ut between respondents' highest level of c uc:t1 
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confidence interval {p<O.OS). Rcspondcnis' level of education is o key factor in dctennining 

utilimtion of PSCCT. The null hypothesis wus lhcn:fore rejected. 

ffypothc.,is three (Jl.,)

The third ohcmGtivc hypothesis which S\11,led lhllt then: will be II relationship between 111iludc 

Md utili54tion of pn:maritol sickle cell genetic counselling 11nd testing services. Tobie 4.1 o

shows the cross lnbulotion of auitudc and utilis.ition or PSCCT using Chi-SquMo statistic.

Then: ,vos o signllicnnt relationship bcl\vccn nttitudc and utllls11Uon or PSCCT ot 95 per

cent conlidcncc interval (p<0.05). Respondents' attitude has a role to ph:iy in utilisation or 

PSCCT. 111c null hypothesis ,vas therefore rejected. 

llypothC3is rour (11�) 

The founh ahcmativo hypothesis ,vhich Sllltcs thnt, there will bo o signifiC411t n:lotionship 

bct,vcen level or education ond utilisntion or prcmorital sickle cell counselling and testing. 

Tobie 4.11 shows the cross lllbulotion or ouitudc and utiliSDtion of PSCCT using Chi.Squorc 

stotistic. Thero ,vns n signific.int rclotionship between attitude nntl utlluation or rsccr at 

95 per cent confidence interval (p<0.05). Respondents' level of education hos o pivo111I role to 

plmy in utilisation or PSCCT. 1110 null hypothesis ,va.s therefore rejected. 
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Table 4.8 Level or kno"'lellJ!e or SCD :anll Utilisation PSCCT 

• J(nowlclli;c score

roor 

Fair 

Qood 

Total 

-l • 16.532 

df•4 

p• 0.002 

utilisation or PSCCT 

Stroni:ty agree Undcchlcd 
Freq.(%) Frt<1. ("lo) 
38 (9.S) I S(3.8) 
I 90(47.S) 28(7.0) 

73(18.3) S(0.8) 

301(75.3) 48(12) 

62 

Strongly disagree 

Freq.(%) 

11(2.8) 

34 (8.S) 

6 (33.S) 

SI (12.75) 
•
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table 4.9 Pcrccplion 11nd Utilisalion or PSCCT 

r perception score

Poor 

Good 

Tollll 

,- 10.706 

df• 2 

p• 0.004

Utilisation or PSCCT 

Poor utilisation Fair utilisation 
Freq, ("le) Freq.(%) 

2(0.S) 
1

32(8)

0(0) S(0.8) 

2(0.S) 37(9.3) 

63 

Good uliliJatlon 

Freq. ("le) 

39(9.8) 

6 (33.S) 
45(11.2) 

•
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Table 4.10 Rc-1alionship bctwrrn Altitude aad Utlllsatloa orPSCCT 

Attitude score

I 
Negative attitude 

• 
positive ot1i1udc 

Tollll 

t .. 27.048

df•2 

p• 0.000 

Ullllulloo scott 

Poor utilisalioo 

Freq. (•/e) 

2(0.5) 

0(0.0) 

2(0.5) 

Fair ulilisalloo Good ullllsalioa

Freq. (•/4) Freq. (•f.) 

26(6.S) 16(4.0) 

126{3I.S) 230(57.S) 

152(38.0) 246(24.J) 
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Table 4.11 Level of Edutation and Prev 1 11 ence or Ulilb 1i 
· 1,c,·cl or education

II ODO PSCCT r 
Ha\'C ever do · kl nc arc c tell gcnellc ltjlfng
Yes 

Primnry 

Secondary 

Tertinry 

No ronnol 
• 
To1t1l 

' 

( .. 18.693 

df=4 

p .. 0.001 

Freq. (%) 

4(1.0) 

37(9.3) 

201(50.3) 

4(1.0) 

246 (61.5) 

4.12 Dinory Logistic Rcgru.,ion

No 

Freq. (1/,) 

5( 1.3) 

30(7.S) 

115(28.8) 

4(1.0) 

154 (38.5) 

Cll1cgoricaUy, oficr 0Cfcc1ing adjusuncnt, h \VOS revealed lhn1 rcspondcnlS \vilh fair

knowledge of SCD \Vere more 2.5 more likely lo utilise PSCCT compared 10 those with poor

knowledge (Table 4. I 2). 

Table 4.12 Dinory Logislic Regression on knowledge 11bou1 SCD 

Vorloblc Odds r:1110 (95% Cl) P-Vllluc

Knowledge score

Fair knc,vlcdgc score (Reference) 2.S
p,. 0,001 

Poor knowledge (2.)-4.2) 
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Cl IAPTE.R FIVE

DlSCUSSION, CONCLU JON AND RECO�L\lENDATIONS

Knowledge of lhc citlrcruy of I ruitlon llbou1 SCO ,. ..... tl , ...,... lUlcs l1ll 11Dpor1llnl \'1111blc lM1
influences lhc ncccplobillty, practice Dnd SOJC«Ss of .,,...,. • .;,_, · 

11- f - ,. .... -,.., gcnel1c counsc mg 1,, llllY
young women and men enter into marriage w,lh IJUUffitlcnl mfi lio 1· OrmA O on SCXWI ,ty,
reproduction, and family planning (Bastan/ ttal, 2010). This study focused rruilnly on aboul
lO Y.cd or about-to-wed couples because lhc:11 beliefs and atlitudcs will affect 1heir choices in
urc. 

S.1 Socio-Demographic Cl111nic1crullcs. 

The ago or rcspondcnu ranges from 20 to 30 and abo,i:, Y.hich IS similnr 10 age ninge used by 

(Abfoyc ttal; 2009) 1n 11 rcl11tcd 51udiC$ 11t11ong Local Government Y.'Orkm in fie ire. The 

sclcc1cd respondents mode it possible 10 in,CJ.1ipte knowlc:dge, paccption and auitudo oflhe 

abou1-10-wed couples to,YDlds prcnuarhal "cl.le cell genetic 1cs1in1 and counscllina. In terms 

of gender difference, 45.0% ,,ere male and SS.0% female showing thll1 the JW!lcip:ulon wu

higher w11h fcmolo l'C)pondcnu. This 1s 1n hne with D,ur,toyo ctnl, 10/Jy,hcrc there (45.6%) 

male 1111d (SS.s�,) female This sho\\� lh:111 rc:1S011Ablc pcrunlage y,crc 5Clf-cmploycd which 

IS nol unconncc1ed '"Ith the unemploymcnl rate (23.m) In the counuy a.s documented by 

No1iom1I Ourcou of Stn1lst1c.s 2011 

Concerning lc\lCI or cduc.:iuon, (2.0%) 113d no formal cdue111ion (2.2%) altaincd primary

cducn1ion, (6.6%) llllllincd secondary cducotion while (79.��) 111U1incd tertiary cducolion.

This ,vos In lino 10 the outcome of II rclotcd study among local government workers in lie -

lfe by (Abfoye etal; 2009) '"here the majority (65.7%) of the respondents had tertiary

cduc:otion. \Vith n:gords 10 religion majority (47.0%) were Moslcms nnd (52.0%) "·ere

Christinns. This is prob:lbly due 10 the ficl th11t the srudy location-lbndon hlls n fairly his),

pcrccnlllge of Christia.n fo.ithful thnn �lu.slim. 

5.2 Level of Knowledge SCD nmoog Rcspontlcnts

Th . th both ale and female respondents h11ve gcnerully fair
c IOI findings showed 01 m 

I J'k The population of female during lhc IDI
knowledge nboul SCD: male ond fcmo c 11 1 c. 

. . . 
d lS d intcrac:tions 5ho,ved that mnJOnly, 1f no11111

sessions outnumbered the male rcspon en 1111 

,vcre cduc:o1cd. 
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The rclat1onsh1p between respondents' knowledge al..... • kl . · auwt SN: c c:cll duonkr and theddnOW'Ph1c clwac1.crutie5 concenung age· sliov.-s lhit• n:tpOodents bcrwccn ages 20 - 25had highest good knowledge scon: (26.9'-e) "'bile n-a,,,,,,-'-ts .... 30 • ·-r-uucn tWU\C )'CUS of age hnd highest proportion of foir knowledge JCCm (68.!¾).

\Vith regards to level of education., rapondcnts with formal education hod highest fair
knowlcdse &eon:. unlike rc.spondcots with no format cducallon. This shows that education is
insuumcntlll to  belier knowlcdtc about SCO. This resull is DI ,wn1 \\-ilh I study Duroto)e
ctal; 2013 findings. which wu conducted amons SSJ students. The difTmnce could be
ascribed lo the maturity discrt:pancics bcl\\ccn the rt:Spondcnts of the two ,tudies In \\hlch
)'Ounger students lock the understanding of scnousncss of the gmctic blood disorders and its
huge Impact on the cmouonal and fioanciDl itlll:us of lhc afTcctcd wnilies.

Dosed on ethnicity, Vorub.i n:spondcnts hnd highest (65.7%) paccntDgc, of fair knowledge
score comp:lf\\d 10 other ethnic group \\1th the hlghes1 (34.5%) good knowledge score. In
1enns of rcllglon, bo1h 1hc Christisns anJ the �hull ms had II similar fair and good knowledge
score. In terms of the living suitus, ruponJcnts livlns with alone 113d the highest pcruntagc
(21.1%) of good k.nov,•ledgc score and follo\\'cd by respondents living with their parcnt.s 
(20.1%). 

Differences fron, the studies ,\ere �ribed 10 difference in cdUC11t1on level or the study 

p;irticipunts. A good proportion (76.0%) knew the cause of SCD IU an herttlilAry disease, 

\\hich is not in line \vith Durotoye ttal: 10/J findings. \\hich wu conducted among SS) 

students. 11,c difference could be rclMed to the maturity discrepancies between the 
• I k ,La drnwiding or seriousness of thel'C.'lpondenls of the I\\O ltud1cs where they 11c u ... un 

· h tiolllll 1111d Cinnncial status of thegenetic blood disorders Md its huge impact on t c emo 

1rrcc1cd frunilic:s. 
• (79 I>¾) education had the highest proportionFrom this study, Respondents th:11 hod tcrt1111)' · • 

• • 
• 1 wilhAbfoyc ctol: 2012 findings of(84.8%) favourable kno\vlcdge score of which 15 11 vanan 

-�"cnts IJAd good knowledge of SCD,
in \\hich only o smoll propor1ion (31 0%) of re.s.,...-

dcspile being lhc mojoriiy (69. 7%). 
ll'tudcs IO\wrclkn wlcdge (56.7%) and stronger o a 

Dosed on gender ,vomcn olso hod better O 

1 and . 
, 

. This is in support of a 51udy by An1 ogun 
the 1mplcmcn1ntion of screening <73·6%). 

led (61.3¾) about issues 
d 10 1uivc more know gc • 

Arkjioyc; 20 I O, found out that ,vomo.n ien 

h I n their male counterparts.
rcl�1ing to reproductive and scicuol hcnlt t 18 
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l)eSpitc the good kno\vledgc of SCO by the rrrnn d . -yvn cnts or this study, major pro rtioo(71.5¾) did not kno\v that bone marro,v transplantat" . th 
po 

. . . ion IS c only known curative measure
for SCD. TI11s result ,s cons,stcnt \vilh (Durotoyc ctol· 2013) . . . . • and II s1m1lnr study m Benin in
which (61.0%) of the respondents believed lhnt SCD is ·1 c bi (D n uro e tzi:UDJ't' etol, 2009).

In Nigeri3, there i s  n facility for stem cell tmnsphuuniion · B · 1 Ed ,n enm c ty, ·• o &14te and 10 date,
lbrcc sicklers hove undergone the procedure and currently doing well. Tho major challenge or
Ibis treatment is the high cost of the procedure and difficuhy in finding suitable donors.

5.3 Altitude of R�pondcnL� ton•11nls Prcm:irit11l SlckJc Cell Counselling ond Testing. 

IOI discussions sbo\ved thol female folks hod bcuer attitude to\vnrds utilis.1lioo of PSCCT 

S3yiog thot, i t  is very important to kno\Y ones state of health. ?\<last of the women uuu h:td not 

done testing promised to conclude all their premarital te5ting os soon as possible. 

From this study, n fovoumble attitude score of 89.0% was documcnlcd. However, fc:malc 

,cspondcnts hnd greater proportion (90.5%) of fnvournble altitude score, thi.s i.s in consonance 

wilh n similar study of (AI-Aama ctal; 2011) on auitudcs towurd mlllldatory n11tioMI 

pmnarlllll screening for hcrcditnry haemolytic disorders discovered that ,vomen also had 

beutr knowledge (56. 7'Ye) nod stronger attitudes 1ow11rd the implemen1111ion of saeaiing 

(73.6%). Also, Arologun and Adtjioye; 2010, found out that women tend to hin-e more 

knowledge (61.3%) obout issues n:lating to reproductive and sexual health UW1 their male: 

COWlterp::uts o.s a result, ,vomcn folks tend to ha\c: positive onlludc: towwds their saual 

bcalth. Similar studies such os those by Klwttr 011d Et Gharaly; 2003 and Abd At-A:ttmtt at; 
10/2 ckmonstr:11c:d th:at women were mol'C oriented and u such more knowledpblc (67 4

Ind 62.JY., n:spcctively) with (mpor1Jlnl health usucJ rclAtcd 10 prcm11ri1al genetic scrccnini 

Owl men (53% nnd 47'Ye, respectively), which rcnectcd on their better aui1ude. 

· · · ty (78 s %) ,..,...cd that prcnurital
Concerning auitude towards premarital screening. m1Jon · .,..-

sicltle cell screening should be m4dc mandatory The same result w'lll obtained Ciom • similar

• f h ,,,.,,jcj,.,,nls' 111i1udcs 10wards P�-lS """"
5tlldy ornong University s1udc:nu, m1Jonty o t c .--· ,- ·  ...,....i 

. . MS · n,vtant and apccd to carry 1t out II\
favouroble, where the moJOnty bcllc,cd that P 15 un.--· 

nnned ln other Arab counlmS (E.sNottal.
the finure. This is alw similar to ,vhat 1w been re,-· 

Th 'onty or lhe participants rcponcJ
1989,.AI-Anma eta/, 2008, Al,Kal11011I etal, 2009) e ffllJ • 

••C\ to \Cnl tranmu.ulOI\ of dLJUl'Cl ID their
that they will pcrfonn Premarital Scrccning(l',• .... , pre 

_, 
_, undcr1tlllding or the prc,-cnu�-c � .. i»

children. This reflects that the particlp.utlS hlld I ti...,.. 

of PMS (Al Kindl ttal; 2012) 
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Rq211llng ethnicity, Yorub.a rcspofldcnts v.erc lh •·-c -bcn ptOpoltlOII (89.4%) 1n  lcmu or
good alUludc sc;orc l!ducauonally, respondents w'lh . 1 lfflill)' cduu.!,on "'""' I.he hi�proportion (90.2Ye) w11h good lllltudc acorc Th's dou . . 

I IS no bt I p0tnlet to I.he racl that
knowledge hM o direct relatlonsh1p with auhude •----'- . --.. ..., ptcnwi111 51clde cell testing.
Some people believe tluat their fote is determined by Ood ..... .... ,, ...... '""rc,orc 11C«pt I.he ruk or havlna a ,lck chlld. 

5.4 P,rccptlon or Sickle Cell Di.son.ltr 

Too pcrccpllon or the female IOI discusS411lS "'IS ''tt)' high. because mosa or them said I.hat, 

the \\Omen ore 11lw11ys the plllo.r of lhe howe \\hen II comes to children'• health They 

corrobomtcd lh111, men do not h.i,e lime Therefore. "'Offlm ...,;u always bear the brunt ir 

anything happens to the children in futun:. 
This study documented II f'llvounblc pcrccpc10n pcrecn11� ICOft or 11.8%, ...,h,ch hid 1

higher proportion (83.7".4) of rcmal, �dents h lhow, that ,ender plap an 1mponan1 

role In lhc perception. ThlJ result 11 cocuur<nt with findings or Al•Aa,na (1010) i n  I study on 

1nltudcs towanb rnandatory natlol\/ll pmnan11l sc1ccning for hcrcd11.11y hAcmolytic disorders 

d1sco,·crs that ,vontcn abo II.id bcllcr ,llsposition towards the lmplcmn111lion of a:1ccning 

,�11h a sl11nlllcontly higher numbtt of female r�nll believing that the prc-manll.l 
screening should be n,1111da1ory and that marriaao should Ml be allov.cd bcl"ccn rv.-o carrim 

of1he 5111110 disorder. TI1cy spccul11cd that the disco,cry may reflect the bchcfthat ,1,·omcn in

some societies n,oy bce1r more or I.he burden or I t=dic:.,ppcd or chronically ill child and they 
ha,,: lclS opportunity to II second cho.ncc INlll men. 

Simi11rly, Arulogun nnd Adelioyc (1010) find ou1 that fcma.lcs tend to ha,-c more tno,.I�

•bout issues rchtting to reproductive nnd sexual hc.alth than their male counlapl/'\S- The

r the Chnsuan rclig.ious org:uiiutions ba,-e
l'CIJOn I.hey adduced 10 1hls is the fi1ct that many o 

· nJ' tc.s which Ltst for months before lhc • compulsory counselling sc"lons for ,ntc mg coup 
· • the Intending couples arc cd�tcd on

marriaac as conducted In these counsclhna SCSSlonJ. 
_ ,, _ h--·• In m�t reliaaous pl1a:-s ,n •icna.

wucs rcgru-dlng mnrringc and the home; 11 � ....... 

Clpeclnlly In churches, there nrc wually more "'Offlcn lhan men.

h other rel1th'C.S had hiahest PfOflOffiOO t'f
In lcnns or living 5t111us. respondents ll11lng 1111 

C of possible significant Qlhcn IS fCSvds
Sood perception llds could rcJult from inllucnc 

Prcmnrhlll acrcenlng decisions 

69 

UNIV
ERSITY O

F IB
ADAN LI

BRARY

AFRICAN  DIGITAL HEALTH REPOSITORY PROJECT



S.5 Ulilisntioo or llrcmnrilnl Sickle Cell Gen .11 C c c ounsclllng •nd Tcstin 
'Tbc study recorded a favourable utiliution score of 61 s•� F 

g 

. . . 
. ,o, cmole respondents had higher

p,opanion of u11hznt1on compared lo ntcn. Tiicre is d' . 
. . . 

n tccct rela11onslup between perception
and attitude \Vhtch 1n tum 1ncn:a.scs along the trend f •11 . o u11 i.a11on. Age 11•1se, respondeni,
b(I\\CCD the :ige Of 26 - J0ycnrs had the highest rr u 1 1za1ton pen:cnll!ge comp11ted 10

respondents abo\•c 30yc:us. On the contmry findings or O rcl I d d .L ' 11 c Siu Y .u1011cd that older

individuals oppenr to ha\•c higher rates of pmicipation in premarital · 
(P 

. 
scrccn111g tiga11g ttal; 

10/J). This may be due to the fact that, llS the age increases, people DIIAch increased

anpartance 10 their health. An increasing sense or responsibility with oge moy olso inOuenc:e 

pll'licipation (Afisri a11d i\tfu11la, 200.f). lncrcoscd concern about birth defects moy also be 

putfa.lly responsible. 
Professionally, the cultural literacy lllld profcssiono.l characteristics or the scientists and 

teathers, may give them a more comprehensive lllld clearer understanding of PMS. 

5.6 lmpllc:itions to l:lenllh Pron1otion 11nd Educ:ation 

EduClltional programs need lo be consl.Dntly upgnided by literature and research findings IIS

rtprds to improving establishment of genetic counselling and testing c<ntrcs and obo special

unn for genetic counselling lll1d testing op:irt from the convcntiolllll Memotology dcpanmcnL

Health cdUC4tion should include the la1cs1 recommended evidence !wed litenuurc mOSt

especially in tll'C3 o f  statistics on the u1iliu11ion of genetic screening. The evidence from the

present srudy indicated o good knowledge of SCO, but mos, of the screening facilities are

�cted to  urban areas. There is n need 01 nll lel'el 10 malce facilities for genotype scrcc:ning

and genetic counselling evenly di5tribu1ed at both urban and rural communities 11'herc many

people reside. . • hothcr 111d
There is the need for policy in the Country pre1cn1mg C41TICIS Crom ITIMT)'tn8 cac • 

the need for conslllnt education for the )OUth to t.lke useful decision I mate choices a.s

fllllncl.tl implication o f  mnnoging a slcklcr 11hich ls• long life ailment WI cause disharmony

IQ the f1111il)'. 
UI . b G mmcnt 10 promOlc in a.II ma.ma� II>

lunately, there should be a policy support Y o\c 

.,. · ts in all marriage UUlll\lUOII�

Promote Premaritnl Sickle Cell Counselling and • cst111g uni 

religious, traditional and courts.
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�., Conclu Ion 
• 

n,e flll.i•l\iS rrom lhls study sho"'cd �1 m•Jon1y or lhc ttsJIOlldcnu "'� "1thln lhc 1 

� of 26 30 )c.1r,, mqjon1y lllain<d ltl1Wy edUWion 1e�c1, and 11,'Cl't III paid
c:npjoymml �lost of lhcm "''CR Christwis and lhc m.t)Olity of the rtspoodcnu _.en Yon,
Tbe re.spondents had • £ood knowledge of Prtnw;w Sickie Cell Ometc Oi:sonfcr The
attl!J1dr, pclCC'plion and utillution of the scn-ice by the rc:apondcnu 11,cn p,od 

l1le => is lin11tcd ID only abou1-to-"'"Cd ._,, 10 ¥tcd couplca 11.ho C-Ontlaclcd lhdr 11.edifir. 

If him North wt Lot.al Oo\-cmmc"t Rcguuy, 

SJ RC('OmmcadatlolU 

1 lmf·'" o+"uWIOl'I or school and univa,iiy C1lucauOtW campaip b inspt:m. 

lmpo\'ftl counscllin& and lddina new IOpks for coun,cllJ"I oo � 111d 

2. 

' 

p,•it!II ,a, bu11dina hallhy familtcs; rtpn>ducuoa and (C111llly 1te NCICJlln/N Ddod.,

1r sattk c:cll disease control ltnlkJlcs mwa )'iclJ any 11pifkaoi1 

el'1r<:1t!ti,t aboul sco. C$J)CCl&II) amon, ICComb,y a.::bool .... IIU ID :,.;;G:C'UI � 

� rccouw1cndcd. The I.lie of IJCIICN wilh SCD u peer 

O:,clldben.plcred 
l::nlll�cm.m of cormnunll) leldcn UIJ �,cnunenul 

� proc,mb '° )'OUIJI IO ralsc ••aie1s.:" and dia� lhcil 

Clirri2,tc btnlun p:zllCl.blly b:ompadble p.11tncr .. 

I& 
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7. 

8. 

goals, and respected thereafter. These goals sh Id • • • OU never be set in wny, to imposeccrtntn genetic scrcenmg or reproductive dcci , . . s,ons on tnd1vlduals.

To encourage n transfonnation from passive knowlcd · . go 1n pre-man1:il geneticscreening gained through accidental learning, there is nn urgent need for the inclusion
of Health Education in the curriculum ofNigcri•ft tc"'"innt d 1· be 
course regardless of discipline. 

-· " -� C UC.I ion 10 lllUghl IS a

Governments should recognize llmt ,vithin any country there cxjstS diversity or 

culrurcs and opinions nbout n number of issues relcvnn1 10 gcnctica. Thde include 

human reproductive issues, community and individual appro:ichc.s 10 the signilicancG 

of disabilities, this diversity should be respected. 

9. The mcn.niog of lhe tcnn 'carrier status' should be made k:no,vn 10 members of the

public long before they get rnnrricd. For sv�ssful public education, government and

noo-govcmmcntnl orgM.izotions must coopcrulc, a.s well as community and religious

IC3dcrs, school p:in:nt organwitions and health personnel.

10. At-ris.k couples should be contacted directly by counsellors and encouraged IO

undcnruce education and counselling.

11. 

12. 

13. 

Although, prevention and treatment or genetic diseases ls vinually impossible. There 

is the need for physicians to orrcr couruclling f0< wrious health problems before the 
. -·' h I rather bring up scnshi\"C issues.patient a.slcs, so they cnn tum down un\\untcu c P 

lmplcmcnuuion of 'solution-focu5ed' premarital counselling tlW focuses on •

... 1 stw-ed vision for the llWTiqc.
couple's resoun:es, belplng them to .,._\e op • 

• 1 llina and solution-focused th«aPY to
Background mfonn111ion about prcmanta counsc 

. • . 
les in lhose c:onflnned \\llh po,1t1\�

provide a fnunework in \I, hich int.cf\-enuon nraica 

,tatUJ for a disease con bo developed 

d lution-oric.nted queslion.s and fec-dbecl. &S
A solu11on-oricn1ed intcrvcntloru inclu c '° 

,..,...,.. '·blc 10 the 
hlch ckptcU the aupt)Of1 l\aJ,. 

well u a Couple's Resource Map (CRt-0 " 

I nship and coateJtual ru,ow«S.
couple from Vllrious personal, rclal 0 
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'"· Screening progmn11ncs n1ust be equitable:, occcssible and understood by tho waeipopulotion, but most importnnlly they must comply with the prevailing cultural. ethnic, economic and societal volucs.
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APPENDIX

Informed Corucot

ow Respondent, 

My nlllllC is Adclckc, Adcolu Anthony. I nm n �laster's degree student of the dcp.uuncnr orllullh Promotion and Educ.ilion, Faculty o f  Public llcalth, College of�fcdiclnc, Universityofl�dan. I 11m presently conducting a study tilled 'Knowledge, Perctptions at1d allitude of
obo11t to ll'cd caup/es to111ards Pre111arital Sickle Cell Ge11ctlr Testing a11d Counstlll11g In lbada111Vortlt-Easr Lact1/ Govcrr1111e11t Regutry, Oyo State'. The pul'J>O$C of this study i s  10
investigate lhc level of kno\vledgc, perceptions and ollilude rownrds prcmnrilJII sickle cell
scn:cning. 

This questionnaire is designed lo gather informnrlon concerning kno" ledge about sickle coll
disonlcr, perceptions, and attitude of obout to wed couples townrds prcmarirol sickle cell
scn:cning in lbodnn North-East Local Government Registry, Oyo SIJlle.

The questionnaire \Vil$ designed b3sed on Lho elhit11I principles guiding the use ofhum11J1
puticip3.llts in research. All information provided shall be kept confidential o.nd in o sccwcd
place where no other persons \viii hn,·e access to the uuormotion given by tho rcspondcnt.s.

Th1111k you for your cooperation.
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QUEST! ONNAUlE

StriJll nun1bcr ........

FOR OFFICIAL USE ONLY

taslruclions: Plc:isc do not ,vritc your nanic.

Please give on opproprintc RnS\vcr by licking(-./) ,vbcrc appliahlc
(. SOClO DE�IOGRAPm.cs: 

1.Gender

�!tie Female 

l Age l�st birthday less tbnn 20

3. \\'b:it is your ethnic origin?

20-25 

Yorub:1 lgbo lfnusn/Fuhani 

4. \\'bat iJ your current living slot us?

26--JO JO and abo,·c 

olhers (sptclfy) 

Alone \Viab spousc/pnnncr ,vith parents "ilh other relmtlves 

\Vilb uorcl:itcd persons ,vith friends others (specify) 

S. Highest level of cducntion

�ODC

Prin1nry Secondary 

6. Rtligioo Christianity Jsl:1111 Trndltlonul Others (specify)
7. \fut best dcscribcs your current main nctlvlty'?

Tertiary 

Ii paid cmployrncot in self employrnent Retired llouscwork Student 

Job• ... kJ I c I lr) ·················-.... t ng 01 acr;s p case srec y ..... · ····························· 

U KNO\VLEDGE 

• 

Pt i I ne on5'Vtr that Is tbe baL
tasc read each question very carefully and then c re c 0 

Remember, only one an_swcr for e:ich qucsllon. 

11 Sickle Cell Olse:asc Is cau_scd by
1• 1 "lrus 
b, labcrited alckle cell tr:alts from both parents
c. bad blood
d. none or the :ibovc
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S. klc Cell DisCASc can cnusct) ,c 

ere debilitating pain
.. jt\ 

b. strokcs

c. ia£cclions

cl. organ dan1agc

e. all of 1be above

10) Sitklc Cell Discnsc occurs in

L boys only

b. girls only

c. while people only

d. bbck people only

e. all or Che 11bovc

II) Sickle Cell Pain cnn feel ,vorsc lhnn

LI broken bone 

b. a be:ad:icbe

c. a gonsbot ,vound

d.11ooc of the above 

e. au or tbc above

12) Sickle Cell Disc:uc mo kcs red blood cells

a. round and sofl

b. hard and sickle shaped

t. sticky and blue

d. ,,trr and sickle slu1ped

c.10r1 and sickle shaped

13) Sickle Cell Oisl'!lsc Is c:islly m:in11i;cd by

1• ••lliblollc,
b, lilcr 1nansphu11
c.P•lo relle,crs
d. hlOOd lran,ruslons
t. •one or lhc above

Al 
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9) Sickle Cell Olse11sc can cnusc

n. SC\'Crc dcblli1111lng p:1111

b. slrokcs

c. infections

d. ori:an dan111i:c

c. 1111 of lhc 11bovc

I 0) Sickle Cell Dlscuc occurs in 

a. boys only

b. girls only

c. "'hltc people only

d. bl:11:k people only

c. all of the above

11) Sickle Cell Pnin can feel worse thnn

a .. a broken bone 

b. a b�dnchc

c. :a i;uruhot "ound

d. none of the 11bove

c. a.II or 1bc above

11) Sickle Cell Disease mnkcs red blood cells

a. round 11nd soft

b. bird and sickle 1ha1ied

c. slkky and blue

d. a11rr and sickle 1b11pcd

c. son and 1lcklc 1h11pNI

13) !>ickle Cell OIJcase ls ntll)' man11:cd by

a. anllblollc,

b. liver transplant

c. palo rclle\crs

d. blood 1nan1rusloni

e. none of the abo\e

13 
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14) Sickle Cell Dise:ise could be cured by

a. Done morro"' trnnspl:ant,

b. nnllbiollcs

c. rest

II. none or the nbo,e

IS) \Vbnt Ls tbc best \\'ny of lcno,vi.ng son,conc carrics the gene for sickle 

cell disease? 

11. They look sick

b. They \\ill c,•cntually ba,•e Sickle Cell Dlse:ue

c. \Vith n situplc blooll tcst

d. There is no ,vny or knowing

c. None of lhe obovc

16) sickle cell dlseosc cnn be prevented by 

a. Use or condom

b. Prcm:irlt:il genetic testing and counselling

c. Abortion

d. :all of the :above

c. none of the above

17) \Vbal IJ the best time of testing for sickle cell dlsciuc?

11. \Vhco fttling sick

b. Al ID)' time

c. �bco one IJ about lo wed

d. all of the above

18)\Vbal ls the purpose of pre-m11rltal 1kkle cell 1u1lng 

a. To kJlow the skkle ctll trail staluJ

b. To pre, cot Incidence of 1lcklc cell disorder

c. To make an Informed marital choice

d. none or the above
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lll UTlLIZA TlON OF PREl\'1ARJTAL SlCKLE CELL GENETIC TESTrNG AND 

COUNSELLING SERVICES. 

19) Do you kno,v that one eao check his sickle cell st11tus?

11. Yes b. No

20) Do you kno,v about the :ivnllabllity of sickle cell testing service?

:i. Yes b. No

21) Do you lo10,v sites ,vhcrc test is d1)ne?

a. FnmiJy Guidance and Counselling centres

b. Pri,•atc clinics

c. Go,•croo1cnt hospitals

d. Others .............. (plcnsc, specify) 

Yes 

Yes 

Yes 

22) The closest distnoce of the centre to my residence IJ

Leu than 1km 1-2km 2-Jkm more than 3km 

No 

No 

No 

23). Have you ever done 1111y forn1 or genetic testing ond counselllng hefo�? 

Y es  No 

24), lf)CS, "·a.s the test free of chnrge? Yes No 

25). lf the test w:u not free, l.10,v much did you pay for the test? 

lcsJ tb:in #100 #100 -11200 #200 -#300 #J00-#500 mo� than #500 

26).\Vould )OU Sllf 11 Ls orrord11bte 10 do the 1u1lnl,l? Vl':) 

27).\Vu the 1cs1 time con,umlng? 

100 time coruumlo,: 'Time consumlo,: not time conJumln1t 

28).\VaJ the 1cs1 painful? 

too 1>alnful Painful 1'01 painful 

29).\Vbat 11bou1 the pro••lders' a11itudc7 

J1rteodly b1nb not friendly 

15 
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IV ATTITUDE TO\VARDS SICKLE CELL PRE�IARITAL COlJNSELLINC AND
'fESTING 

Please tick ns npproprintc 

St11tcmcnt • Yes No 

30 Do you consider premarital genetic testing irnport11nt 

111 11II cost? 

31 Premorit:il sickle cell testing nnd counselling Is II waste 

of time ::ind n1oncy. 

32 Prcn111rltol sickle cell testing ond counselling should be 

m::idc n1::ind:itory. 

33 l\Iorriogc institutions should encourage their members 

to go for pre m::iritol sickle ecll lcstini; ond coun.sclllng. 

34 I ,vould encourage my ponncr to be tested for the 

sickle cell trnlt If I w0.1 found to be n troll carrier. 

V QUESTION O PERCEM'ION OF SICKLE CELL. DISORDER ,\NO 

IIEAL TJJ DELCEFS 

Please r.alc your le, cl of oi;rccmcnl 

J>uuptlon Strongly undecided 

ai;rtt 

Sc-•uity 

JS) Sickle Cell OIJCJUc Is a s,rtou_s dbcue 

36) na .. tng • Child ... 1111 SCD would be ,cryK•ry

37) l\ly life ,.-ould cbaagc If my child bad SCD

38)Cblldrcn "'Ith 1JckJe cell dlseue a� at rl1k for

Infections, l'atn, pneumonia and 11roke

Susuptlblll(y 

39) If both partners arc c11rrlcrs of skkle ctJI trail,

cblldrtn could be al  risk for Sickle Cell Disorder.

86 

Don't 

know 

Strongly 

dlni:rtt 
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40}Slcklc Cell Trnlt L, tr1111sn11ltoblc 10 offspring

Sickle cell cJisordcr IJ only prevcntqblc 1r only one 

or the p11rl11crs ba, slckJe cell trail. 

4 l)Anyonc 11111y be II cnrrlcr or slckJc cell tl'llil 

Bc111'}11s 

-12) Sickle Cell Disorder cun be pre,•cntcd In

offspring 1r both partners kno,v their sickle etll 

tniit slnlus. 

43) Knowing n,y sickle cell tr-.1lt status "'Ill m11kc

1110 conficJent in forn1ing rcl111ioruhlfls.

44) Knowing the burden of having :a child \\ ilh

SCJ) \\
1

ould make me eogqgc in prc-morltol sickle

ccll tcsllng ond counselling sen•lcc.

Barriers 

45) Tcstlni: for sickle cell lniit IJ pnlnful and

,llmcult 

46) l\'ly pnrtncr ,vould be hard lo convince 10 hove

ICStlng 

47) I ,vould not ,vant to pay for sickle cell trait

tcsllng hctJ111sc It I s  expensive. 

al8) I nn1 worried 1l1111 lhc results could get inlo 

ouUhlcr's hnntl:1-

49) Genetic tcsllui: Is 1101 ncccptn hie bcc11usc lhc

rc.-sult, 1n11y lead lo tllscrimluolion Dl!Dinsl aid<lc

cell trnlr Cllrrlcrs.

50) Service ccnlrcs ore dlstnnt to rny rcsltlcnce.

51) J\,ly culture tloca not 1u11por1 prcrnorilal sickle

cell lcsllng 01111 counselling.

52) Genetic tcJllng l_s 1101 ncc:cp111blc by my fnllh

87 

UNIV
ERSITY O

F IB
ADAN LI

BRARY

AFRICAN  DIGITAL HEALTH REPOSITORY PROJECT



DRAFT IN-OEl'Til 11''TERVTE\V GUIDE ON KNO\VLEDCE, PERCEl"flONS ANDA,·rrrUUE 011' ADOUT TO \\/ED COUPLES T 0\YAJIDS PRE�tARJTAL SICKLE
CELL GENETIC TESTING AND COUNSELLING IN IDADAN NORTH-EAST
LOCAL GOVERmlENT REGISTRY lN IDADAi'l NORTH- EAST LOCAL
GOVERmlEl'\'T REGISTRY, OYO STATE

Good dny Sir, !Illy name is.·· .... ...... .. ......... ..... .. .. .... .. ,this study is being condueled 

35 part of requirements for the nwnrd of (t-lPI I) Degree of Dcpa,tmcnl of He;alth Promotion 

and Educ:ilion in the Fnculty of Public I lcilllh, Unlvcrsiiy of lbadan.

111c study is designed to investigGte llit Knowltdgt, Ptrctplions and a11i1udt of aboUJ to

ll'td ca11p/c.) /Olllflrtls Prc111flrital SlcJ.lt Ctll Gtnttlc Testing and ColUUtlllng In lbad11n 

('l'orlll-East Local Go,·cr11111c111 Registry Laca/ Go1'trnn1tnl Registry, Oyo S/au. Your 

p;u1icipnlion in this intcrvie,v is to eMblc me understand your knowledge. pe1ccpllons and 

altitude to,vards topic. 

Please note that your piltticipation In thtS interview is volunwy, hence: )'OU IN)' agree « 
dccltnc to pllrticipntc. There Gre no \\TOng or nghl answers, all raponsc.$ an: \'Cl)' unporunt 

to this srudy. I also scel.. your permission 10 c:ipturc Ibis interview on a recorder, to cusurc: no 
p;u1 of this intcf'"ie,Y is losl during analysis 

Thank you 

Would you like 10 participnto? 

ADELEKE ADEOLU 

08036169412 

SIN QU l!STIONS

Yiow about sickle I What la  your 
c:cll d110rdcr'1 

lh l nk can c.iusc 2 What do you 
1lcklo cell dis ordcl'/ 

l OJlllOnl'I

• 

• 

• 

• 

• 

• 

No 

PROBE 

Co.n you really describe 11'1 

Doc, II atlc,;t only lhe child or lho entire

r111111ly? 
Can It rcall) be prc,�ntcJ7 

\Vhll c0br1 ,tioulJ l'C rut ill r� '° ptc''ftll

·11' 

i 
IA>)' u l.no� of n»Nicmcat ordoN bf

\(01 

h It tM p Of C\('tl\il\C?

••
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• Docs it have II cure?
• Is it �lly cuy 10 gee rhe cure?

Arc you aware or a successful cure in
Nigeria?4 Should Prcn1arital Sick.le Cell • \Vhat is your 14kc about PSCCT?Counselling and Testing • Should every miuriage institution enforce or(PSCCT) be mode mandatory? encourage it? 

• Do you know of facilities where one can do
the lcsling?

• Do you think service centres ,viii be
accessible by people?

• Do you think ii is expensive to do PSCCT?
s Do y ou think PSCCT is • How cnthusin.stic do you think people lirebtneficiol? about PSCCT?

• DO you think a sickle cell comer should
continue o relationship with 1111othcr earner
even if discovered?

•
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"1t� �'!• hu. ur.1'fU1L•

DEl'ARTl\
���y OF HEALTH

rntvlTE I\IAJT., DAG N; 
ll£SEAnct1 & Sl'ATISTICS DMSION 

J·OIII, lftj: !•lo •.................. J ... ········-

. 5027, OYO STATE OP NIGERIA
All CW11111111/aJ1/o1111!t,,uLJ 6e oJ.:hutd 10
11w 11.xtONbft Commlulon,, 9UOIJ/tt 
OurRtJ. No. AD 13/ 4791 __ 

The Principal Invcstigntor, 
Department of Health Promotion and Educ.ition,Fnculty of I lealth, 
College of Medicine, 
University of lbadan,' 
lbadnn, • 

Attention: Adclclco Adcnlu 
Ethical A rovnl for lhc Im 

• 

April, 201S 

ur Resenrch P 
This ackno,vledgcs the receipt of the com:c1cd vcrsi�n of your Rcs=rch Proposal tilled;"Kno,vlcdge, Perceptions nud Altitude Sickle cell Gcnclic Tc:$ling 11nd Counselling infuadan North-East Local Government Registry, Oyo Stnte."

I 2. The commillee has noled your co1npli1111ce 1vilh nil the ethicru coomn., raised inthe initial revic1v of the proposal. ln the Light of this, I nm plensed to con1·ey to you theapproval of con1mit1ce for the impl emcotntion of the Rcscnrch Proposal in O}·o State,Nigeria. 

3. Please note thot tJie commillee \\ill monitor closely and follow up the
implementation of the rcscnrch sludy. 1101,-evcr, the �1inistry of _ll�th woul� tile_ toha,-e a copy of lhc results nnd conclu-,ions of the fmding.s DJ this ,,,U help III polic} 
makjng in the health scclOr. 

4. 

I 

Wis · ou all tJ1e best.
CII 011/CAt �

f.

I 

• 

• 

' 
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• 

I 

"''� MIN'I �•I"&, "'*' ,.c,�u�•

DEl'All"fl\lENT OF p��
Ny OF HEAL TH

I G, RRS£Ancu & ST PRIVATE l\IAlL UAC NO SO . 
ATISTICS DIVlsfON. 27, OYO STATE OPNJCERIA

1Mlr 1t,t /\•a. .......•...•.•.•.• , ........... .. 
AD _,,,..,.1cr,,io,u ,holll.J 1,,, o.Jdrustd,., 

11w Jfonon,1,/,, Cottunlutonu quo1bi11 

o-RrL No. AD 13/ -179/ __

Toe Priocipnl Jovcstigotor, 
Depnrtn,ent of Health Promotion and Education 
Faculty o f  Health, ' 

Colh:gc of Medicine, 
University of lbadnn, 
lbadan. 

Allcntion: ,\t.lclclcc At.lcolu

• 

April, 201 S 

Ethical Approval for U1c l mplcmcntntion of your Rcscnrch Prooosnl in  Qyo State 
This nckno,, ledges th.c receipt of 1�10 co�cted vcrsi�n of your Rcscm:h Proposal lilied·
"Kno,vle<lgc, Perceptions nnd Altitude Sickle cell Genetic Testing ond Counselling in 
lbacJan Nonh-East Local Government Registry, Oyo Stntc." 

I 
2. The commiltee hns noted your compliance with o.11 the ethical concerns ni.i:.cd in
the initial revic\v of !he proposal. In Ilic light of thi,, I IUD plenscd to convey to you the
approval o f  committee for the implemcntnlion of Ilic Rcsenn:h Proposal 1n Oyo Swe,
Nigeria.

3. Please note lhot the committee ,Yill monitor closely nnd follo,v uJ> the
implemcntotioo of lhc research study. I lo,vcvcr, the �linistty of .H�th "vul� like. 10

have o copy of the results ond concl�ions of tbc findings cs thi, \\1II help lll pohcy 

m3king in the health sector. 

4. Wi11 · , ou all the bc:it.
CU llll/(At �f 

I 

• 

• 

•
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