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ABSTRACT

Sickle cell discase affects millions of people throughout the world and is pasticularly
common among African descents. Earlier siudies in Oyo State focused on attitude towards
mandatory premoarilal tesling with no infonnation on knowledge, perception and attiiude of
about-to~wed couples towards premarital sickle cell counselling and testing. This study was
thercforc designed 10 investigate the level of knowledge, attitude and perception of aboul-to-

wed couples lowards I’remarilal Counselling nnd Testing (PSCC!) in lbadsn North-East
Local Government Asca (LGA)of Oyo State.

The study design was descriptivc. A three-slnge sampling technique was used to select LGA,
tegistty, and 400 consenting respondents. ‘A semi-structured, interviewer-administered
questionnairc was used to obtain data on respondents’ socio-demographic characteristics.
Knowledge was measuied on a 30-point scale on which scores of S 10, 10 - 20 and > 20
were categonscd as poor, fair and good, respectively Perception towards PSCCT was
measured on a 20-point scale; scores of <10 and >10 were classilied as negative and positive,
respoctively. Aitilude was mcasured on & 20-point scales on which scores of <10 and >10
were classificd 8s negalive nnd positive, respectively. Quantitative data were analysed using

decnptive staustics, Chi-square test and logistic segression a1 p=0.05. Seven In-depth

Interview (1Dls) were conducted on PSCCT and was analysed thematically.

Age was 31.7455 years, 55.0% werc males, 98.0% had formal education, 52 0% were
Christians and 62.0% were self employed. Majocity (81.8%) had positive perception about

’'SCCT. Respondents’ knowledge score was 11.4£5.0 with (63.0%) having e fair knowledge,
Reponted puwiposes of PSCCT were, meking an informed marital choice (28.8%) and

pevenling incidence of sickleresliodisorder amvng Bilsgring (24.0%). Majority (91.5%)



ABSTRACT

Sickle cell disease affects millions of people throughout the world and is ganiculorly

common smong Afiican descents. Earicr studics in Oyo Siate focused on attitude towards
maudatoty premarital tesling with no information on knowledge, perception and attitude of
about-10-wed couples towards premarital sickle cell counselling and testing. This study was
therefore designed to investigot the level of knowledge, sititude and perception of about-to-

wed couples towards Premarnilal Counselling and Testing (PSCC1) in lbadan North-East
Local Government Area (LGA) of Oyo State,

The study design was descriptive. A three-stage sampling technique was used [0 select LGA,
registry, nnd 400 conscating respondents. A semi-struclured, inlerviewer-administercd
questionnaire was uscd to obtain data on 1espondents’ socio-demogaphic chaacieristics.
Knowledge was measured on a 30-poinl scale on which scores of s 10, 10 - 20 and > 20
were categorised as poor, fair and good, respectively Perceplion towards PSCCT was
ineasused on a 20-point scale; scorcs of <10 and > 10 were classified as negative and positive,
respoctively. Attitude was measurcd on a 20-point scales on which scores of <10 and >10
were classificd as negative and positive, respectively. Quantitative data weee analysed using

descriplive statistics, Chi-square test and logistic tegression at p=0.05. Seven In.deplh

[nterview (IDIs) were conducted on PSCCT and was analyscd thematically.

Age was 31.725.5 years, $5.0% were males, 98.0% had forma! education, 52.0% were
Christians and 62.0% were self employed. Mayority (81.8%) bad positive pereeption about
PSCCT. Respondenis’ knowledge score was 11.445.0 with (63.0%) having a fair knowledge.

Reported purposes of PSCCT were; making an informed marial choice (28.83%) and

preventing incidence of sickle cell disorder among offspring (24.0%). Majority (91.5%)

tv



wanied religious institulions 10 encourage PSCCT among intending couples. Respondents’
altitude score was 7.1x! 8. Perceplion score was 12.4x3.8. Many (61.5%) had used PSCCT
service, most of whom used health facilities. Most, {58.0%) spent between N300 - NS00 for
the test and majority (91.5%) said marriage inslitutions should encourage their members to go
for PSCCT. More respondents with formal education (98%) significantly utilised PSCCT
comparcd to thosc that were not cducated (2%). Respondents with formal education were
morc likely to utilise PSCCI' compared to those thal were not educated (OR=4.2; C=1.5-
10.4). (61.5%) of respondents that utilised PSCCT hod good atlitude towards PSCCT

compared to those that did not utilise PSCCT. Utilisation of PSCCT was significantly

associoted with Knowledge of PSCCT. Respondents with fair knowledge were more likely 10
ulilise the PSCCT compared to those with poor knowledge (OR: 2.5, Cl=2.3-1.2).

Respondents’ perceplion score was 12.4+3.7, The [DIs revealed that majority used the

hospital, School clinic and private lnboratoty for PSCCT.

The good knowledge, attitude and perception of respondents townrds PSCCT suggest the
acceplability of the services among intending couples. Thercforc, promotion of premarital

sickle cell counsclling and testing & mairinge registriecs nnd all government approved

churches for weddings is therefore recommended

Keywords: Sickfe cell discase, premarital, genclic counselling nnd 1testing, religious

institulions.

Word count; 468
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OPERATIONAL DEFINITIONS

Knowledge

it is the infonnation, understanding or skills that onc ncquires {rom experience or cducation.

Knowlcdge in this study focuses on respondents’ lcvel of understanding of sickle cell
disorder.

Atlitudc

This is the opinions and feelings 1owards a phenomenon. This study witl focus on level of
perception towards premanital sickle cell counsclling and testing.

I'erceion

This is the view or understanding towards a phenomenon. This study will focus on level of
peiception towards premarital sickle cell counsclling and testing.

Registry

A service provided that assists engaged couples in documenting their macriage eontract.

Aboul-to-wed

These are two consenting adults that acc prepaning for their wedding.

AFRICAN DIGITAL I;%LTH REPOSITORY PROJECT



CHAPTER ONE

INTRODUCTION

I.1  Backgrouod Knowledge

Genetic testing end counselling is a vty ceuctal aspeci of human lives as having details about
one's genctic makeup may help individual make an informcd decision about his or her
marital life. Genetic counselling is the processes by which paticnts or relatives who are a! risk
of an inherited disorder, are advised of the conscquences and nature of the disotder, the
probability of developing or trznsmitting it, and the options open to them in management and
family planning in order 10 prevent, avoid or ameliotate it (Dipika and Kishalaya, 2011).
Genetic counselling provides the link between genetic technologies, several of which have
been acquired through the Human Genome Project, and paticnt care. [t can be defined as a
communicalion process which involves diagnosis, explanation and options. Therefore;
geneltic counselling is branched into diagnostic (the actual estimation of risk) and supportive
aspects.

The sickle haemoglobln (HbS) genc was developed in icsponse (0 scvae malatia cndemicity (Piel

elat; 2010]. It has boen delennined that up 24% of Nigerians have Ihe sickle cell gene {WHO, 2008).
Multiple studies have shown that the sickle cell gene is indeed prolective against molaia, as
hewgozygotic persans wilh a single sickle cell gene (AS individials) have been shown to have a
dcoaca risk for the discase (Rees etal; 2010, Willioms and Obaro, 2011). Homozygotic individuals
(SS individeuals) thot inherited two EIbS alleles from both parents are however not only at greater risk
of contracting molaia, but are also at higher risk of several health pioblems, linked (o the tendency of
the altered red blood cells 10 beoome sicklel, andi then stick 1o blood vessels, cavsing ischazmia o
multiple cells and organs of Uwe body, and resulling in the sickle ccll discase (Rees ctal; 2010,
Williams and Obaro, 2011). Many religious organisations are Qorently megquesuing aboul-to-wed
couples to conduct pte-marital genotype test. 1t I8 belicved Uwl mariage between IWo cniers of
Sickle Celt Trait {HbAS) could only be decribed as an iinational plunge Into troubles and as such, the
couple 1isks the lendeney to produce children with sickle cell anacmia in every four childsen they

have, Mendella principle states that, there Lsthe 1endency that two people who are camers couid give
birth to sickle cell anacmia child’children.

Of all genetic disorders, this study wili focus only on sickle cell disease because it is the
commonxst genetic disorder in this pan of the wotld. Thus, this study aimed to unvcil the
knowledge, altitude and perceptions of ahout 10 wed couples because they ase the popubation

that mosily go [or premarital genctic testing and counselling and 10 provide useful

AFRICAN DIGITAL HiALTH REPOSITORY PROJECT



inforinotion (or appropriate methods and strategics to promote premarital counsclling and
testing in Ibadan North-East Local Govermment Arca.

142 Stalement of the Problcns

Sickle cell discase affects millions of people throughout the world and is pariicularly
common asnong thosc whose anccstors came {rom Africa (CDC, 2011). The World Health
Organization (2010) documents that sickle cell discasc is a heteditary genetic disorder that
occurs when a person has inhetited two abnormal mutant haemoglobin (HB) gencs from bcth
parenis. {t occurs at a frequency of | out of 1600 among black people (Adeyemo et al; 2007),
11 contributes to the equivalent of 5% of under-five deaths on the African continent (WHO,
2005). Nigeria accounts for 50% of sickle cell disease (SCD) births worldwide and about
2.3% of her population suffers from SCD with 25% of Nigerians being healthy cacriers
(Oludare and Ogilli, 2013). Many also die belore their teproduciive age. Sickle cell nnaemia

poses serious health concem, especially in developing couniries. Complications of sickle cell

discase include scrious infections, damage to vital organs, stroke, kidney damage,

respiratosy ptoblems, bone marrow fnilure, growth [nilure, ecognitive impairment,

maturational delay in chiidren as well as high matemal and fectal morbidity and
mortality (Zemel tal; 2007, Ocheni e1al;2007). Awarencss on genetic understanding and
screening 1S not 3 common practice and the diagnosis is usually made when presented wilh
a severc complication (Adeyemo et ol; 2007). Even when tragedies such as two or more
miscarviages, still births, or children die in infancy, many at umes doctors do not order a

blood 1est 10 take n closer look at genetic make-up of parents or tefer them o a genelic
eounsellor.

The chronic nature of SCD requiring life-long medical attention, cxpensive supportive
symplomatic thempy, its specialiscd care, the nssociated high morbidity, reduction in life
expectancy of the nffected, poor school avtendance, the potential risk of developing drug
addiclion, especially 10 opiates, and its burden on the affected families all indicate that the
condition is a major publie health problem requiting attention (WHO, 2006). Prevention of
the discase through carrier identification and genelic counselling temains the only realistic
approach 10 reduce the impaet of the disease and allows better use of available resources in

the low-income countries where the condition is most prevalent Programmes of population
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screening ond genctic counselling can have a niajor impact on the birth rte of children with
SCD and othcr genetic discases (Atrayed, 2005 and Vogel, 1982)

i.3  Justilication of the Study

Despite the large number of people atfecicd with sickle ccll discase, the level of knowledge
about sickle cell disease is still low (Ugwu, 2016). In Nigetia, various studies have repotted
poor knowledge of sickle ccll disorder among students. A study conducted by Adewuys
(2000) among fresh University graduatces in llorin, Nigeria reported poor knowledge of SCD,
as only 43% of the respondents showed litile understanding of the discase. Similar study
conducied in Benin City, Nigeria by Bozuaye et ol; (2009) repoited that majority of the
studcnts (55.1%) do not know their genotype and only 18% had some correct idea about
SCD. Knowledge gap has also been shown by a similar study conducted in Jos, Nigeria by
Olarcwaju et al; (2013) who repor.ed that many of |he students (25.5%) had wrong beliel that
SCD is caused by evil spirit. Study from Ghana bas also indicated knowledge gap despite the

high prevalence of sickle cell carrier status approaching 25% ond the universal newbom

screening program being introduce tecently in Ghana (Ross etal; 2011).

In another study, comparism of the level of knowledge was made among University students
in Fexas and Enugu, Nigcria, reporied that on the average, students are awace of sickle cell
andcmia and its cartier siste, but there is still some knowledge gap about SCD especially
among students in non-medically-reloicd facuhics mony of whom did not know their
genotype (Ogamdi and Onwe, 2000). The SCD strategy for WHQO African region seeks to
increase individual and communily awarencss about SCD and strengthens primay
prevention, teduces disensc incidence, morbidity and mottality, and improves quality of life.
The strategy also contributes towards the achicvement of Millennium Development Goals 4
ond $. Knowledge about SCD is a way of preventing and controlling the scoutge, since
people will be better equipped 10 take informed decision conceming their macriage and the

abaut-to-wed couples are good entry point for interventions aimed at controlling the discase.

Since the matringe regisiry is an institution thot has access to folks from dilferent teligious
backgrounds, it offers a good representation of Nigerian intcnding couples, thero is need (0

assess the level of knowledge, attitude and perception about sickle cell discase becauso an
understanding of these factors will help to fashion appropriate public health education
programs 0 encourage positive 8hitude, perception and knowledge of the condition, The aim
of this study is therefore 10 assess the level of knowledge, ¢rception and attitude of abut-lo-

wed towards premarital sickle cell counselling and testing, 1t is hoped that the results of the
stidy would help in packsging o mgre comorehansive and, goyemment-led premarital screening
3



progrunme in Nigeria. Finally, the result of 1lis study will be useful for health care
providers and policy makers regarding awareness and health education of potential
couples concerming premarital sickle cell discase genetic testing and counselling. This will

in tum enhance making informed decisions about matriage and procreation among them.

1.4 Research Quesilons

The following rescarch questions were set for the study;

1. What is the level of knowledge of respondents regarding issues about sickle cell disorder?

2. What is the respondents’ attitude towards pre-marilnl sickle cell genctic testing and
counselling?

3. What is lhe respondentis’ perception towards pre-marital sickle cell genelic tesling and
counselling?

4. \WWbat is the respondents’ level of utilisation of pre-marital sickle cell genetic testing and
eounselling services?

14.1 Biroad Objcctive

The broad objective of the study was to determine the leve] of knowledge, perception and
aftitudo of about-10-wed couples in Ibadan North-East about sickle cell premantal counselling

and lesting services and its utilisation 10 obtain and provide important baseline data.

1.4.2 Spccific Objectives

The specific objectives that guided the study inctude, to;

1. Assess the level of knowledge regarding sickle cell disorder among panticipants in this
study.

2. Deteamine the attitudinal dispasitions of about.tc-wed couples towards premarital genetic
testing und counselling.

3. To determinc tho perception of about-lo-wed couples lowsrds premantal genctic testing
and counselling.

4, Determine the psevalence of utilisation of premarital sicklo ecll genclic lesting services
among participants n this study .
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4



1.5 Research typotheses
1. There will be a significant relationship between knowledge of sickle cell genctic disorder
and utilisation of premarital sickle cell genetic counselling and testing scrvices.

2, There will be a significon! relationship between perception and utilization of premarital
sickle cell genetic counsclling and testing.

3. There will be a significant relationship between altitude and utilisation of premarital sickle
ccll testing and counsclling.

4. Therc will be o significant relationship between level of education and utilisation of
premarital sicklecell counselling nnd testing.
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CHAPTER TWO

LITERATURE REVIEW
2.1  Prcmarilal Screening Programmes for 1laemoglaoblaopathy
The legal relationship between a husband and a wile, marvisge can maintain good sexual
reproductive health if it is safe or rather create ill-sexval reproductive health in couples, il
1s unsafe (Eltie, 2005). This is partly due o the colossal ignorarice of the public in regard to
scx and hcalth implication of marviage, and paitly duo 1o the fact thal marriage is mainly
controlled by Jawyers and priests or pastors- most of who take no rcgard for the health siatus

o[ would-be couplcs and their offspring- than by would-be couples themselves and mcdical
doctlors (Ettie, 2005).

Precventive genelic services based on population screening are now an integral pant of
matcma! ond child health programmes in many pans of the world. Mass screening and
genetic counsclling have been carried out widely, but they are not as effective as antcnaial

screening programmes. New developments in DNA technology, vltrasound scanning and

assaying maternal blood (aclors gieatly increase the potcntial for improving human heallh
(Kulicv and Modell, 1990)

The prevalence of inherited blood disotders in ccriain pants of 1he world is high, including the
autosomally inhcrited hacmoglobinopathics, thalassacmia and sickle cell disease. Prematital
screening aims 0 identify carriers of the haemoglobin disoidess. in order t0 assess the risk of

having children with a severe form of disease. The couple can then choose whether or not (o
havc an affectcd child.

improved healthcare and management mcans that the numbers of thalassaemic patieots and
their life expeclancy are increasing, and this places cxtra demands on healthcare sysiems,
meaning that some countries are unable to deliver oplimum treaument to all their affected
patients. Effective prevention can maximize the avallable resources ifit is instituted propetly,
preventing up to 95% of affecicd births {WHO, 2006). Healthy camers of bela-thalassemia
can be identified inexpensively and sccuraicly by o simple blood test. Couples who undergo

testing can be informed about genetic nisks and given options for seducing risk, including
prenatal diagnosis (W110, 2006).
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2.2 Listory of Premarital Screening for Thalassuemia and Sickle Cell Disease

Premarital thalassaemia screening was first carried out in 1975 by Silvestroni ond colleagues
(1978) in Latium, haly, as patt of a school prevention programme. Screening for sickle cell
anacmin began before this, in Virginia in 1970, nationwidc screening programmes also began
in Canada, Cyprus, Greece and the UK during the 1970s, with proven success (Tosun efal;

2006) until this peint, the genetc causes of haemoglobinopathy were understood, but little
had been done toprevent them innewboms.

Angastiniotis and Modell (1998) classified countries who deliver premarital screening
programmes into thice calcgories:

Endemic Mediterrancan countrics in which preventive programmes are long-

esiablished, with success rates (preventive) of §0-(00% ond optimum lrecaiment via
spccialist clinics.

Developed, industsialized countries in which prevalence is increasing becsuse of

migiation; 1hese countries can f{und screening programmes, but find it difficult o
reach immigrants with ccrtain cultural backgrounds.

Developing countries in which there are economic difficulties and other health

priontics {c.g. infectious discase control), or other religious and culturat constraints.

In Cyprus, Greece and [taly, premarital scieening for thalassemia has been normal peactice
for a long time because consanguinity is high. Similar prevenlive programmes have been
inwoduced in Bahrain, China, India, the Islamic Republic of Iran, Indonesia, Malaysia, the
Maldives, Singnpore and Thailand, and recently in Saudi Arabia and United Asab Emirates.

In the UK, Northcm Ircland and other northwest Europeon countries, prenatal diagnosis is
available and abortion is a prevention strategy (WHO, 2006)

In China, couples who wish to marty are extensively tested, including physical examination,
They are given premarital health instructions and ‘counselling’ = in the form of waltching
videowpes of the type of child they might coaceive - afler which appropiiale measuses are
laken. This approach has been strongly criticized in lerms of human rights. conuol,

oppression and ecugenics, even though the value of vigilant premarital screening is
acknowledged (Hesketh, 2003)

In Lebanon, thalassacmtia patients are managed in chronic-care centres in colleboration with

the ministrics of Social Affairs and Public Health. Their screening progfamme includes
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providing information, training health professionals and devcloping training materials, with

priority given to disseminating knowlcdge and increasing public awarcness (Inati et al, 2006).

Tosun ct al, (2006) studied the prcmarita! haecmoglobinopathy screening progiammes in

Mcrsin, Turkey, where consanguinity is 30%. If the man and the woman arc both carriers,

results arc given conlidentially and they arc counsclled about their options, including prenstal
dagnosis.

2.3 Role of Culturc and Education in the Success of Screenlng Programmes

*Consanguinity’ refers to relationships by blood or common ancestiy, in which thic chances of
offspring inheriting a recessive allele for a discase are increased; the closer the relationship,
the greatcer the nisk. Marriages between members of the same tribe or extended family group
are favoured in some cultures, including those between first cousins. Consanguineous
marriages are uncommod in Westem countries. Marriage between [irst cousins is forbidden

by the Orthodox Church and Roman Catholic Church, and may be seen as incestuous in (he
United States.

Personal chasacterstics including sociocconomic sigius have implications for the oulcome of
premarital scrcening programmes, Education of the couples who are 10 be screened is
cxiremely impotlant and it is essenlnl to educate all members of the screening team
{laboratory technologists, nurse pmctitioncrs, physicians, counsellors, outicach workcrs and
social workers). According 10 Schmidt (1974), sullicient planning in the educational area
before the first blood sanplc is drawn ean avoid failures of the programme.® The meaniag of
the term “carrier status’ should be made known to members of the public long before they get
married. For successful public cducation, governments and govemment organizations must

cooperate, as weil as community and religious leaders, school parent organizations and heslth
personnel {Tosun et al, 2006)

A siudy by Eshm and colleagues (1989) bascd in LEgypt revealed gaps in knowledge
regarding premarital screening, cven omong cducated people, These people acquired their
knowledge (rom tho masa medio and medical personnel People who responded (o
information aboul premarital screening had {avourablc attitudes towards premarnital
counselling and examination of consanguincous marriages. possibly relating o social
changes, declining illiterocy, increasing economic pressures, increasing numbers of nuclear
familics and longer waiting times before starting a family. People with a negative auitude
towards these tests were mostly unmatied males, Eshra and collecagues (1989) therefore

suggested that education programines aboul the benefits of premantal examinstion should
AFRICAN DIGITAL HEALTH REPOSITORY PROJECT



targct unmarried males, so they can make infonned choices about unmarried females and
CONSaNguUINCOUS marsiages.

Religious belicls restrict lhe suecess of screening progiammes in some communities, In
Southcm lran, premarital screening has been mandatory for 1 years, yet high-risk couples
still get marricd and give birth to children homozygous for beta-thalassacmia. Often this is
because of religious and tiaditional cultural reswaints (Karimi ctal; 2007) in the casc of Islam,

consanguineous ntarriages asc permitied, so thalasscmia persisis in some parts of the
community, making 1thc programmc redundant.

Some pecople belicve Lthat their [ate is determined by God and therefore accept the risk of
having a sick child. A recent report in The Jordan Times (Monaghan, 2008) showed that

many Jordanians vicw the results of their ‘unions’ as fafe. On the contrary, there arc many

1cachings in Islamic culture that promote healthy maiviage and the tole of counselling (Albar,
1999).

Reports by Karimi ctal; (2007), Monaghan, (2008) and AlKhaldi ctal, ; (2007) were from
three difIcrent Islamic countries, and all three provided evidence 1hai religious belicls could
be obstacles (0 the success of premantal screcning programmcs, regarcdless of othes factors
such as educstion level. The same conclusions were reparted long ago in other (non-Muslim)
communities. In 1981, Angastiniotis and lladjiminas, (1981) siated thatl support fsom the

Church was thc main reason for the success of screening programmes in Cyprus and Greece.

24 Genctic Counselllng

Genclic counselling is the process by which on individua! or 8 family oblains informnation
nbout a genelic condition that may atfcct them, so that they can make appropriste decisions
aboutl mairiage, reproduction and hecalth management (Albar, 1999) Genclle counselling
protects the autonomy of the couple, fullilling their right 10 be fully informed about the
disordcr and oll available options (WIO, 2006). Although premarital tests for
hacmoglobinopathies arc reliable and useful, not everyonc with thcse genes responds (o

counseiling. Neal-Cooper and Scott? rcporicd that young couples' concemns abow producing o
child with sickle cell disease arc often off se1 by their strong desire to have children regardless

of risk. The researchers suggesicd that at-risk couples should be contacted directly by
counscllors and encourmged © undertake education and counselling.

Studies of poticnt perspectives about premantal examinations reveal a nced for physicians to

offer counsclling for various health pcohlems before the paticnt asks, so they can tum down

unwanted help mther bring up sensitive issues (Schmitt, 1990). Screxning programmes that
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inforin about the risks associated with child bearing should be perforined well before child-
beoring age. Unfortunatcly, premaritat screening oficn comes oo late for couples to change

their opinions about maiTiage based on their haemoglobin phenolype, because by this point
they are already commilied (o their selationship. Fuithcrmore, it may be "taboo’ for 8 woman

to reject marriage for these rcasons, and itmay affect her social life, preventing her (rom ever
geuting marricd.

One successful approach is ‘solution-focuscd' premarital counselling. Murray and Murray

(2004) discussed how this focuses on a couple’s resources, helping them t0 develop a shared
vision for the marriage. Background information about premarital counselling and solution-
focused therapy provide a framework in which intervention strategies in those confirmed with
positive slalus for a disease can be developed. These solution-oriented inierventions include
solution-orienled guestioas and feedback. as well as a Couple's Resource Map (CRM) which
depicts the support availsble to the couple from various personal, reiationship and contcxtual
resources (Chrisicne, 2008) The availablc choices include avoidance of marriage,
reproductive options for those who proceed with the marriage following prenatal diagnosis,
adoption of the affccted child, donation of sperm, ova or n pre-embiyo from an unafiecled
individual, and pre-implantation diagnosis (Monaghan, 2008). Choosing the best option
depends on availability, cost, and local regulations and religious rules. For cxamplc, in Saudi
Arabia adoption of children is prohibited on religious giounds and prenatal diagnosis is

uscless because abortion is forbidden unless the foctus is malformed. Howcver, pre-
implantation diagnosis is pcmiiticd and afTordable.

Thus the success ol genetic counsclling depends on the approach adopled by the counselioras
well as the education and attitude of the couple. Screening: progratnmes must be cquitable,

accessibie and understood by the targel population, bul most importantly they must comply
with the prevailing cullural, cthnic, economic and societal values.

2.4.1 Cenctic Testing

Genetic testing usunlly involves having a sample of your blood or tissue taken, The sample
will contain cclls that contain your DNA ond can be tested to find out whether you arc
carrying a particular mutation and nre at risk of developing a patticular genetic condition.

Genetic testing is only useful if it is known thot a specific genctic mutalion causes a
condilion. For cxamplc, a specific gene s known to causs cystic fibrasis (a condition whete

there is muscle weakness and progressive loss of movement). It is therefore possible to test a

blood sample for the presence or absence of 1his gene, Some genetic conditions ase caused by
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infoqm about the risks associated With child bearing should be performed well before child-
bearing age. Unfortunately, premarital screening ofien comes too late for couples to change

their opinions aboutl Iniiriage based on their hacmoglobin phenotype, because by this point
they arc already committed to their relationship. Fusthermore, it may be ‘taboo’ for a woman

to rcjcct marriage for these reasons, and it may affect her social life, preventing her ltom ever
gelting masried.

One successful approach is ‘solution-focused’ premarsital counselling, Murrsy and Murmy
(2004) discussed how this focuses on a couple's resources, helping them to develop a shared
vision for the marriage. Background information about premarital counselling and sclution-
focused therapy provide a framework in which intervention stratcgics in those confirmed with
positive status for n discase can Ve developed. These solution-otiented interventions include
solution-oriented questions and feedback. as well as a Couple’s Resource Map (CRM) which
depicts the suppoit available to the couple from various personal, reiationship and contextual
resoutces  (Christene, 2008) The novailable choices include avoidance of marriage,
teproductive options for those who proceed with the marriage following prenatal diagnosis,
adoption of the affected child, donation of sperm, ova or a pre-embryo from an unaffected
individual, and prc-implaniation diagnosis (Monaghan, 2008). Choosing the best oplion
depends on availability, cost, and local reguiations and religious rules. For example, in Saudi
Arabia adoption of children is prohibited on religious grounds nnd prenatal diagnosis is

uscless because abottion is forbidden unless the foctus is malformed. However, pre-
implanwation diagnosis is permilted and affordable.

Thus the success of genetic counselling depends on the approaeh adopted by the counsellor as
well as the education and attitude of the couple. Screening programmes must be equitable,

accessible and understood by the tasget poputation, but most impoitantly they must comply

with the prevailing cultural, ethnic, economic and sociclal values.

2.4.1 Genetic Testing

Genetic testing usually involves having a samplc of your blood or tissue taken. The sample
wil] contain cells that contain your DNA and can be tested to find out whether you are
carrying a pasticular mutation and are ot risk of developing a particular genetic condition.
Genetic testing is only useful if it is known that a specific genctic mutation causes a
condition. For example, a specific gene is known 10 cause cystic fibrosis {a condition where

there is muscle weakness and progicssive loss of movement). It is therefore possible (o test a

blood sample for tha presence or absgnge:af this.gens.Same gsastic conditions are caused by
10



pasticular mutations. Othets can be caused by any mutation in a gene. For example is usually

caused by a few particular mutations, which means it is rctatively casy 10 test for.

A genclic disorder is an iliness caused by abnosmalitics in the genome, especially a condition

that is present from birth congenital. Most genctic disorders are quite rasc and afliect onc
person in cvety scveral thousands or millions.

Genctic disorders are heritable, and arc passed down from the parents’ genes. Other defects
may bc caused by new mutations or changes o the DNA. In such cases, the defect will only
be heritable if it occurs in the germ line. The same discase, such as some forms of cancer,

may bc caused by an inherited genclic condition in some people, by new mutations in other
people, and by non - genclic causes in still other people.

2.4.2 Uses of Cenctic Testing and Cnuusclliag,

Among their many uses, pre-maritol genelic screening most commonly present an
opportunity for individuals to become informed about their genclic predisposition lo disease,
aod (or couples 1o be aware of the possible genctic charactesistics of their unboen children.
Hence, if onc holds the view that onc of the reasons for marrtage is procreation, then
wolrying aboul genclic compatibility and avoiding genetic inheritance of gave consequence
becomes somcthing 1o strongly consider. According to El-l{azmi and Warsy (2011), pre-
manml genctic screening Is the screcning of the prospective couples for a genetic disease,
genctic predisposition (o a disease, or a genolype that increascs risk of having a child with a
genclic disease. [t gives the couples information about their predisposition 1o cerain discascs
and the odds o passing on those discases to their unbom children, It is pant of every couple’s

intelligent wedding plan that provides them with oppottunity for prevention, management and
treatment of diseases.

According to WHO (1999) pre-marital genelic serecning is aimed ot addressing the medical
and psychosocial needs of affected individuals and their familics through early and accurale
clinical and labomtory diagnosis, coordination of the multidisciplinary and long-term
management of patienls, anlicipalory guidance of ptedicted problems based on the natura)
history of the condition, genelic counselling and psychosocial support to the palient and
family. Knowledge of pre-marital genelic screening allows B person to take steps lo reduce
his or her risk. For people at sn increased risk ol ccatnin disonders, healthcare professtonals

may recommend more (iequent screening slarting at an carlicr age. Heallhcare providers may
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also encournge tcguldr checkups or testing for people with a medical condition that runs in

their family. According o WHO (2006), methods of preventing genelic diseases include pre-
maritol screcning and genetic counsclling, prenatal diagnosis, preconception diagnosis and
implantation of nonnal embryos after in-vitro-[enilisation, and in-uterothcrapy using stem
cell \ransplaniation. Prevention of the discase through carricr identification and genelic
counselling remains the only realistic approach to reduce the impact of the discase and allow

betler use of avnilable resources in the low-income countries where the condition is most
prevalent,

2.5 Sickle Cell Disorder

The haemoglobinopathies are autosomal recessive defects of these genes. Over 600 differcnt
vaneties have been described (Huisman et al; 1993), They affect cither the stsucture of fi-Hb
(the variant disorders, e.g. sickle) or reduce the quantity of either a- or -Hb chains (the
thalassaemias). Sickle Hb (S) is a qualitative defect in which 2 DNA substitution in the p-
chain results in an alteration a1 position 6 of the amino acid chain, giving rise (o a structurally
differcnt Hb when the S chains ore assembled in the Hb molecule. This variant aliers the
electric charge of the molecule, thus giving rise 1o clinical pathology and allowing its casy
delection in the laboratory. The thalassaemias sre named afier the chain that is deficient (i e.
a- or f-thalassacmia). The former is usually due to gene deletions, the [atter to non delcwonal
alieles, of which over 100 have been described (Higgs,1993.Thein, 1993). Clinically severe

conditions occur when cither both 3-genes, or three or four achains arc affectcd.

a) Transmission

A distinction must be made between cariers (who have only onc atTeeted globin locus and
remain healthy throughout life, but are at risk of transmitting the discase to their descendants)

and peopie who are homozygous, or doubly hcicrozygote, for & disorder. The conditions arc
recessively transmitied according to Mendelian genetics. Parents have a oae in four risk of
conceiving an affected child if both parents arc caviers.

b) Bcta-thalassncmia

Beta-tholassaemia major is characiciised by deficient or absent =chain production and extia-
mcdullaiy erythropoiesis, Raised levcls of i1b F compensate parjially but death occurs within
ten years unless the resuliont severe anaemia is reversed and erythropoiesis 1s suppresscd by

regular blood transfusions Some individuals inherit two f-ihalassaemia mutations but require

only intermitient transfusions and,their SYYNPIOMS A% NOLSEIGLR:
52



Although signilicant psychosocial problems have been teported, this clinical syndrome arises

as o result of 4 number of genotypes, including mild B-thalassacmia mutations, which allow
some adull 11b {(Hb A) production.

¢) Alpha-thalassocmia

Alpha-thalassacmia major, where no u-globin is produced, is associated with intrauterine

death (except when inuauterine transfusion has been undertaken) nnd polcntially [atal

matemal complications. }Ib H diseasc oscurs when threc of the four a-genes arc non-

functional - 11 1s of variable severity, but generally presents a thalassaemia intermedispicture
(Higgs, 1993)

d) Sickle Cell Discase

The amino acid substitution in S results in polymecrization / crystallization of the S mole<ules
within the red blood cell on deoxygenating Tliis polymerization produces a change in the cell
from a biconcave disc to a crescent or sickle shape. On z-oxygenation, the red blood cell
initially 1eSumes its biconcave disc shape but, after repeated cycles of “'sickling and

unsickling”, 1t is damoged permancntly, becomes dchydroted and irreversibly sickled, and
hacmolyscs (Lane,1996)

26  Models of Screcning

In theory, because of the inherited nature of the haemoglobinopathics, once a diagnosis has
been made, only one definitive test should be necessary during one’s life, as long as that
information is available life-long and whenever that person comes into contacl with health
services. Suintegies that can be adopled include preconception, antenatal, opportunistic and
neonatal screening. A varicly of models of hacmoglobinopathy screening exist and the
service is paichy and ofien unstructured. The varied distribution of the “at-risk” population
may demand differcnt service models, depending on prevalence, but these should be based on
consideration of the benclits and outcoines of screening, the access (o health care of those at
risk, and issues of equily, Screening programmes may be opportmislic or systematic,
targeted or population based. In sclective programmes, siicntion needs %0 be given 1o the

criteria for selection andl the population base (¢.g. community versus hospital).

Many people catry one haemoglobin S gene (sickle<cell trait) with no significant bealth

problems as o resull. But these carriers of the sickle<ell genc can pass the geno o their
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children. Wlicn both Parents arc cariets, they have a one in four (1 in 4) chance with cvery
pregnancy of having o child with sickle-cell anacmia

2.7 Geographical Disteibution of Ilacmoglobin S (11bS)

Certain ethnic populalions have more people who are carriers of the sickle-cell trait. . The
haemoglobin S genc is paticularly common in westcm Afiica and pcople of westemn African
ancestry, and ap estimaled 8 lo 12 percent of all African Americaas carry the sickle-cell gene.
Sicklc-cell anacmia is again found in people from Mediterrancan countries, the Middic East,
and India, or people whosc ancestors came fiom these regions (Eckman, 2006) There is o
wide variation in the prevalencc of the gene in different parts of Africa. However, the
fiequency of the trait has been estimated o be as high as 25-40%. 1n Nigeria the ligure is
about 25%, while the homozygous sialc is found in about 3% of the population (Adekile and
Azvbuike, 1999). Researchers belicve that the haemoglobin S gene is particulasly common in
these populations becausc carriers of the sickle<ell gene are less susceptible to malaria, once
one of the leading causes of illness and death in these malaria endemie regions. The sickle

cell gene confers on individuals the liketihood to resist malacia thereby suswining the S gene
in the populotion.

2.8  Pathophysiology of Slckling

Deoxygenated HbS molecules are insoluble and polymerize. The (lexibility of the cells is
dccreased and they become rigid and take up their characteristie sickle appearance. (These
distoricd cells ace called sickle cells because of their resemblance to the sickle. a lype of
¢rescent-shaped cunting blade used in agriculturc). The process is initially reversible bui, with
repeated sickling, the cells eventually lose thew membrane f exibility and become irreversibly

sickle, This is due dchydmtion (Musphy ctal; 2005). Sickling can produce:

o shoricned red cell susvival, Icading 10 o deliciency of red blood cells, known as
annemin

ympaiied passage of cell through the microcirculation, leading to obstrictlon of small

vesscls and tissue 1nfaschion.

L ]

Sickling 1s precipitated by infection, dehydration, cold, acidosis or hypoxia.

a) Paln Crises
Pain crises in persons with sickle ccll anaemis arc intermittent painfil episodes that are the
result of inadequate blood supply to body lissues. The impaired circulation is caused by the
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blockage of various blood vessels from the sickiing of red blood cells. The sicklcd red blood
cells slow or completely impede the normal fiow of blood ihiough the tissues This leads to
excrucialing pain requiring hospilalization and narcotic medication for relief. The pain
typically 15 throbbing ond can change its location from one body area 1o another. Bone is
[requently affected. Pain in the abdomen with tenderness is common and con mimic
appendicilis.  Fever [requently is associalcd with the pain crises. A pain crisis can be
promoted by preceding dehydsation, infection, injusy, cold exposure, cmotional stress, or
strcnuous exefcise. As a prevenlion measure, persons with sickle cell anacmia should avoid
extremes of heat and cold. The pain episodes of sickle cell disease can vaiy in frequency and
severity. Beginning at 2 young agc and continuing thtough ndulthood, these pain episodes can
prevent individuals ftom attending school and work nnd interfere with daily life (Claster &
Vichinsky, 2003). Children and ndults must be closcly monitored for infcclion and sepsis.
Inlection may be marked by pain, swelling, and fever (Claster & Vichinsky, 2003). Even
low-gmde tempeniures must be coasidered when evaluating an individual for infection
(Claster & Vichinsky, 2003). These infections most often include Solmonells species and
Stapliylococcus aurcws (Claster & Vichinsky, 2003). Humon parvovirus B19 infection is
responsible for approximalely 80% of splastic enses, when red blood cell production is
significantly reduced in the bone marrow (Claster & Vichinsky, 2003).

The haemolysis that occurs due 10 the sickled shape of blood cells can lead to chronic
angemig, jaundice, and delays in growth while increascd red blood cell adherence o the
endothclium incecases the likelihood of vaso-occlusion and otgan danwage Red blood cells
can become (ropped in tlie spleen causing decreased hoemoglobin concentiation and
enlargement of the spleen. This process called splenic scquestration con increase damage 10
the splenic tissue and potential for infection (Claster & Vichinsky, 2003}, As sickled red
blood cells accumulate in the endothelium of the cerebrsl arterics, there 1s a polential for
brain injury.

b) Falipue nnd Annemia

Fatigue 15 a common symptom in persons with sickle cell anacmia. Sickle cell anaemia
causes a chronic form o anacmin which can lead o fatiguc. The sickled red blood cells arc
prone to breakage (rupture) which causes a much shoster life span of these cells (the nonnal
life spon of a red blood cell is 120 days). These sickled red blood cells are easily detected
with a microscope cxamination of a smenr of blood on a glass slide. Typically, the siie of red

blood cell production (bone marrow) works overtime to produce these cells rapidly,
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blockage of various blood vessels (rom the sickling of red blood cells. The sickled red blood
cells slow or complclely impede the normal flow of btood through the tissues. This leads to
excruciating pain reQuiring hospitalization and narcolic medication for relief. The pain
typically is thtobbing and can change its localion from one body area 10 another. Bone is
{rcquently offected. Pain in the abdomen with tendemess is common and can mumic
oppendicitis. Fever frcquently is associaled with the pain crises. A pain crisis can be
piomoted by preceding dehydmtion, infeclion, injuty, cold exposure, emotional stress, or
strenuous exercise. As a prevention mcasure, persons with sickle cell anaemio should avoid
extremes of heat and cold. The pain cpisodes of sickle cell disease can vasy in freguency and
severily. Beginning at a young age and continuing through adulihood, these pain episodes can
prevent individuals from attending school and work ond interfere with daily life (Claster &
Vichinsky, 2003). Children and adults must be closely monitored for infection and sepsis.
Infoction may be marked by pain, swelling, and fever (Claster & Vichinsky, 2003). Even
tow-grade temperatures must be considered when evaluating an individual for infection
(Claster & Vichinsky, 2003). These infections most often include Salmonells species and
Staphylococcus aurcus (Claster & Viehinsky, 2003). Human parvovirus B19 infection is

responsible for approximately 80% of aplastic crises, when red blood cxll production is
significontly reduced in the bone masrow (Claster & Vichinsky, 2003).

The haemolysis that occuss due to the sickled shape of blood cells can lead 1o chronic
anaemia, joundice, and delays in giowth while increased red blood cell adherence to the
endothelium increnses the likelihood of vaso-occlusion and organ damoge. Red blood cells
can become trapped in the spleen causing decrcased hacmoglobin concentration and
enlorgement of the spleen. This proccss called spienic scquesttation can increase damage (o
the splenic lissuc and potential for infection (Clasier & Viehinsky, 2003). As sickled sed
bload celis accumulate In the endothelium of the cerebral arteries, there is a petential for
brain injury.

b) Fatlpue nnd Anaemla

Fotigue is a common symptom in persons with sickle cell anaemia. Sickle cell anacmis
causes a chronic form of enaemia which can lead 1o fatigue. The sickled red blood celis are
prone 10 breakage (rupture) which couses a much shortcr life span of these cells (the normal
flife span of a red blood cell Is 120 days). These sickled red blood cells are easily detocted
with a microscope examinatlon of a smear of blood on a glass slide. Typically, the site of red

blood cell produclion (bone martow) works overtime 1o produce these ceils rapidly,
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atiempting to compensdte for their destruction in the circulation. Occasionally, the bone
marrow Ssuddenly stops producing the red blood cells which causcs o very severe form of

anacmid (aplastic crises). Aplostic crises can be promoted by infections that otherwise would
seem less signilicant, including viruses of the stomach, bowels and the flu (influenzz).

The anaemia of sickle cell anaemia tends to stabilize without specific treaiments. The degree
of anacmia is defined by measurcment of the blood haemoglobin level. Haemoglobin is the
protein molecule in red blood cells which camics oxygen from the lungs to the body's tissues
and retums carbon dioxide from the tissucs to the lungs. 3lood haemoglobin levels in persons
with sickle cell anacmia arc genernlly between 6 to 8 gm/dé (nonnal levels are above 1
gm/dl). Oceasionally, therc can be a severe drop in haecmoglobin requiring a blood

transfusion 1o correct the anacmia (such as in paticnts sufl ering splenic sequestration). Blood

transfusion is wsually rescrved for those patients with other complications,

including pnecumonia, lung infarction, severe leg ulceration, or latc pregnancy. (Among the
risks of blood transfusion are hepatitis, infection, immune reaction, and injury to body tissues

from iron overload.) Transfusions are also given to patients (o prepare them for surgical
procedures. Folie acid is given as o supplement.

Patienis with sickle cell discase may expecience acute chest syndrome, a condition
characterized by fever, chest pain, and/or dilTiculty breathing. The appearance of a new
pulmonary infiitrate on radiological studies of the chest is evidence for a diagnosis of acute
chest syndrome and can be causcd by infection and/or infasction. Both bacteria and viruses
may be the infectious agents respoasible. Howcver, the most common causc of acutc chest

syndrome s a fal embali from an infarction of the long bone which tavels (o the lungs
(Clastcr &Vichinsky, 2003; Wethers, 2000).

¢) Lung and llcart Injury

Aside fiom lung infection (pncumonia), the lungs of children with sickle cell anaemiacan
also be injured by inadequate circulation of blood which causes areas of tissue death. This
lung damage can be difticult to distinguish from pneumonia. These localized arcas of lung
lissue damage are rclerred Lo 0s pulmonary infarcts. Pulmonary infarcts often tequire a
special x-ray test using a dye injccted into the effccicd arcas (angiogran) for diagnosis.
Repeated pulmonayy infarcts can lcad to scamng of tho lungs of children with sickle cejl
onaemia by the time they reach adolescence. The heart is fiequently enlarged n children with

sickle cell anaemia. Ropid heast rotes and murmurs are common. The heart muscle can also
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be injured by infarcts and iron depositing in the muscle as it leaks fiom the ruptured red
blood cells, Injuries t0 tho lungs or heart are treated according to the specific type of damage
and the degree of impaitment of organ function. Supplemeniary oxygen can be fequired.
Infections of the lungs require aggressive antibiotics. Transfusions can sometimes help

prevent further damage to the lung tissue. Heart failure can require chronic heart medications
to assist the heart in pumping blood to the body (Mcdicine net, 1996).

d) Aseptic Necrosis and Bonc Inlarcts

Inadcquate circulation of the blood, which is characteristic of sickle cell anacmio, also causcs
arcas of death of bone tissue {bone infarction). Aseptic necrosis, or localized bone death, is a
result of inadcquatc oxygen supply to the bone. Aseptic necrosis is also rcfcrred to as
osteonecrosis. While virtually any bone can be affected, the most common are the bones of
the thighs, legs, and arms. The result con permanently dainage or deformn the hips, shoulders,
or knees. Pain, tendemess, and disability frequently arc signs of aseptic necrosis. Painful
bone intarcts can be relieved by rest and pain medications.

Aseptic nCcrosis can pcrinanently damage large joints (such as the hips or shoulders). Local

pain can be relieved nnd worscning of the condition can be prevented by avoiding weight
bearing. With moro scvere damage, total joint replacement may be needed to restore function.

c) Eyc Damage

The critical area of the eye that nosmally senses light is called the retine. The retina is in the

back of the eye and is nourished by many liny blood vessels. Impairment of the circulation

ftom the sickling of red blood cells results in damage to the setina (retinopathy). The result
can be paitial or cornplcte blindness.

Bleeding can also occur within the eye (retinal hemorrhoge) end retinal detachment can result
Which in tum lead to retinol detachment can lead to blindness.
Once blindness occurs, it is usually peninanent. Preventative measures, such as laser

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

)] Other Fcitures

Additiona] fcaturcs of sickle cell ancemia include weakening of bones from osteOporusis,
Xidney damage and infection, and nervous system damage. Osteoporosis can lead 10 severe
pain 1n the back and dcformity from collapse of the bony building blocks (vertebrae) of the
spine. Kidney damogc can lead ia paor Kidney finction with a resulung imbalance of bloog

sodium and acidity as well as bleeding into the urine. Kidnay infcction can cause pelvie pain
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and reguire hospilalization with antibiotic ireatment. Injury to the nervous system can result
from meningitis or sickle cell snacmia itself. Poor blood circulation in the brain can cause
stroke, convulsions. and coma, Damage 10 the bmin from stroke ean cause permancnt loss of
function to arcas of the body. Transfusion of blood end fluids intcavenously can be eritical.
Medications to rcduce the chance of seizures arc sometimes added. | [ siroke results in long-

term impairment of function, physical therapy. speech therapy, and occupational therapy can
be helpfil.

Individuels with sickle cell disease have a shortened lifespan in comparison to their healthy
counterpaits. However, cohort studies following children with sickle cell discase {rom bisth
to age 18 years have demonstrated an inctease in the mean age at death and a decrease in
childhood mortality. hifection has been identiiied as the number one cause of desth in sickle
cell patients, but studies are demonstrating a decrcase in mortality rates due 10 infection. This
increase in survival and decreasc in mortslity due 10 infection are attributcd to casly

identilication of disease thsough newbom screening and ecarly intervention through
prophylactic antibioties (Quinn et al, 2004).

29 Mansgement of Sickle Cell Disoriler

There is no universal cure for SCD and trcatment options are rather limited, however
smproved knowledge has greatly advanced medical manegement over the past four decades.
Antibiotic prophylaxis is used to prevent infections especially in children. Other therapies
aim to minimise the clfects of symptoms of the disorder. Painful episodes (crises) ace
managed primarily swith analgesia, and hydration. Analgesic pain control is usually in
progressive stages and requires a variety of medicstions mnging from paracetamol for myld
pain to morphina (or severe pain. Blood transfusions may bc 1equired for stroke and other
complications, and hydroxyurca has also been found to be very effective in reducing the
'sickling’ process and consequently the frequency of pain and hospitnlisations expenenced by

poatients. Bone marvow tronsplantation is a possible cure; however among other critesin. this

requires a matched donor, asid unfoitunately is not feasibla for alt affecied children

2.10 Diagnosis
Sereening 1ests
These wse tests that indicate the presence of 11bS. but do not define the Hb penotype of the

individual. The tests are based either on the morphological changes that occur in red blood
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cells containing 11bS, when subjected 1o deoxygenating (sickling test), or on the poor
solubility of HbS in solutions of high molarities (solubility test).

Haemoglobin Electrophoresis

Sicklc~cell an2emia is diagnosed by a procedure called haemoglobin elecirophoresis, in
which hacmoglobin samples are identificd by the spced of the hactnoglobin when subjected
to an eleciric ficld. Several different media, supporting structures and buffers have been used,
but the most widcly used is cellulose acetate elecirophoresis (buffer pH 8.6). It is fast and
generally reliable.

Citrate agar electrophosesis (pH 6.3) is an altcmative (o cellutose ncetate and should be used

as a confirmatony tesi for suspicious pattems obtaincd with the laner. [t gives good separation
of the common Hb variaists (Adckile, 1999).

2.11 Public Hcalth Importance of Sickle Cetl Disorder

Sickle Cell Discase (SCD) and Thalassacmia are classified as ithe two main Haemoglobin
Disorders, and in recent years have been acknowledged (o have a global impact by the World
Health Organisation (WHQ). SCD comprises a group of inhcrited 1ed blood ccll conditions
that result from the synthesis of vaiant or muiant haemoglobins. Over 300,000 babies are
borm worldwide with SCD mostly in low ond middle income countries, with the moajonity of
these birihs in Africa (Fleming ond Watikins, 2005). SCD onginates in tropical regions as a
resull of its advantage against malaria. 1tis predominant among people fiom Afrlcan, Asian,
Arabian and Meditcrrancan countries; noncthelcss it is a global health probiem because of
population migration. SCD results in carly childhood death il lefi untreated, and its effect on
the burden of health care is being recognised as a global issue in terms of chronic discase.
Inhcritance of o single sickle hacmoglobin (HbS) gene results in a healthy sickle cell carrier
stoic, while the inheritance of the HbS gene from both parents, or HbS with another variant
hacmoglobin gene (e.g HbC, Hbf-thalasseemia) results in symptomatic SCD,

Gencerully, the prevalenco of healthy carriers (sickle cell tralt) ranges between 10% and 40%
across equatorial Africa and decceases (0 between 1% and 2% in nonh<castiem Afiica and
less than 1% in Southem Alfrica. In West Alrican countrics such as Ghana and Nigena, the
frequency of carriers is 15% 10 30% while in East African countries such as Uganda and
Tanzania i shows wide vasiations of up 10 45% in some areas (Adeyemo cial; 2007): This

distribution js thought to reflect current or historio exposute (o plasmodium malana infec tion
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as Saiticrs appear to be protected from malaria associated deaths and thus have impfoved
survival and therelore continued transtnission ofthe HbS gene, The incidence of SCD at bitth
is dctermined by the prevalence of casriers in the population, SCD has remarkable pubtic
hcalth implications (or Africa. It contributes the cquivalent of 5% to under-five deaths in
Afncd, with up to 16% in West Alrica. Thus in Nigeria, with an estimated carrier prevalence

of 24%, 20 per 1000 births are estimated to be alfceted by SCD, resulting in 150.000 children
with SCD bom annoally in Nigeria.

The trauma experienced [rom sickle cell disease cannot be over emphasizad. Katibi (2008)
siated Lthat patients with sickle cell disease may have recurrent illness and be hospitalized dve
to various complications of the disease. The cost implication and menial agony of the parents
in particular ace of signilicant note. He fusther identified physical deformities of the paticnts
such os {rontal bossing, ptotiuding abdomen, thin exiremities and gnathopathy.

2.12 Knowledge and I’ crecption of Sickle Cell among African-Amcricans

A limited number of studies have been conducted 10 examine Alrican-Americans’ knowledge
and perception of sickle cell discasc, sickle cell trait, carricr detection, and newbom
screening. Past rescarch has demonstroted o significant lack of awarencss regarding the
dilTerence between disease and trait status and how trait status incceases the chance Lo have a
child with discase (Midence, 1994; Treadwell, 2006; Wright, 1994). Specifically, one study
of 147 African-Americans between 18-50 years of age found that 31% knew if they were
catriers for sickle cell trait (Wright, 1994). A majority (73%) did identify that sickle cell is a
genetic discase (Wright, 1994). Misconceptions of how one inherits sickle cell discasc have
also been documented among the Alrican-American community. Interestingly, a study of
individuals with sickie ccll disease found that 2356 believed sickle cell trait could tum into
sickle cell diseace (Midence, 1994), A 2006 study was undertaken to look more closely at
Alticani-Amctican community members’ knowledge and misconceptions of sickle cell
(Treadwell, 2006). Thrcc (ocus groups and 282 surveys weie eonducted in o metropolitan
arca of California (Trecadwcll, 2006). Focus group pasticipants were asked Lo identify baniers
‘o (ollow-up counsclling (or sickle cell uait detected by newbom screening. 10 describe their
understanding o (sickle cell disease, and to suggest possible solutions for poor (ollow-up tates
for sickle cell trit counselling (Treadwell, 2006). Common themes amoog commugily
members who patticipated in thesc focus groups included limited visibility of sickle cell

discase and trait nnd the need to use medin 1o promoic awareness (Treadwell, 2006).
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participants discussed the stigma associated with any type of disease in the African-American

community and the need for hcalth care professionals 10 have eompassion and cultural
scnsitivhy whcen discussing sickle cell (Treadwell, 2006).

Surveys wcre designed to detesmine where individuals receive their information abous sickle
cell, what individuals currently know about Sickle cell discase and tmit, if individuals know

their trait status, and the cfiectiveness of diffetent sources of information in improving

knowlcdge about sickle cell (Treadwell, 2006). Among respondents, 86% could identify that
sickle cell causes serious bealth problems, and 91% stated that sickle cell disease is most
prevalent among Afzican-Americans (Treadwell, 2006). Appioximately 86% of respondents
knew that sickle cell discase is inheritcd Gom both parents, and slightly fewer respondents
were able to correcily identify the reproduciive risks of o sickle cell ail carrier (Treadwell,
2006). Eighty-one percent of individuals believed if you have sickle cell irait you have a
chagce o have a child wilh discase, and 78% of individuals believed a child with sickle cell
trait would be at risk to have a child wilth discase in the future (Treadwell. 2006). Of swvey
participants, only 15.9% knew their troit status and of those individuals, 53% leamed their
irait status through discussion with family membeis (Treadwell, 2006). The greatest majority
of individuals receive their information about sickle cell discase ond trait from friends and
acquaintances (I'ceadwell, 2006). Respondenis who received information from ftiends and

family were three tlimes more likely to know their trall stalus (WI10, 2006). These findings
emphasize the benefit of family discussion aboul sickle cell and the 1isk within a famaly-

.13  Attitudes toword Cenelic Tesling

The high degree of perceived benefit fsom genetic testing and counselling for SCD identified
by Gustafson and collesgues (2007) is of significance given thal seveinl research studies
cxamuming the gencial pititudes and beliels of African-Americans loward genetie testing have
found panicipants hold both serious concems and pasitive beliels about the benefits of
1esting. Studies conducted among individuals in clinica), educational, and community gmg,
consistenlly demonsuate that minority pasticipants describe considerable risks associated
with genctic testing including, butl not limited to, the possible misuso of genctie information
for the purpose o fracial discrimination. llowever, minotities also describe benef ts of genetic

testing for prevention of disease (Catz et al. 2005; Kessler et al. 2005, Laskey' et al. 2003,
Zmmecmman ctal 2006).
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[n contrast to the Sludy by Catz and colleagues (2005) which examined attitudes toward
genetic tesling among minorilies with u range of cducational levels, Laskey and collcagucs
(2003) pursucd similar queslioning nmong A fricen.Americon college students in 2
premedical program. These undergraduates also stated thot genetic lesting could benefil
individuals/familics by allowing for prevention or prepatation. However, the group's overall
concems about the risks of genelic testing wese more theoretical in comparison to the
responscs oblaincd by Caiz and colleagues. Concerns aboul genclic testing included risk of

genetic discrimination, inctcasing abottion rales, eugenics, and breach of confidentiality.

2.14  Genetic Testing and Counsclling Services in Nigeria

The diversity and heterogencous distribution of haemoglobin disoiders make it nceessary (o
develop strategies at the counity and stalc level. WIHO has recommended global development
of these services (WHA, 2006). Howcver, service developmen! can be unexpectedly
challenging, because it requifes inclusion of genetic approaches in health systems. This is the
main renson why lhere ace scanty or few numbers of designated centees for sickle cell testing
and counselling services. Though there ase no designated centres for aboul 1o wed couples for
premarital screcning in Nigeria per se, bul almost oll the medical facilities with laboratory
olfer testing and counselling services on demand by patients. Therefore, the service is open to
eny person. Therc arc also some denominations thet compel about to wed couples who ore
their members to do their lesting and counselling in their facilities.
Sickle cell foundation of Nigeria is an organization that has n designeicd package for genelic
testing and counsclling services. ‘They deliver genetic counselling at the Nalional Sickle Cell

Centre, Sickle Cell Clinics and Sickle Cell Clubs with traincd personnel — volunteer or paid
staff (SFN, 2011)

2.15 Tleorctical Framework

Researchers investigaled models celated 1o attitudinal and behavioural change. Health gelicf
Model (HBM) is employcd for this study.

‘The model is a psychological model that attempts to explain and predict health behaviours. 1t
focuses on attitudes and a belief of individuals. The model explains and predicls health
behaviour with special refcrence to preventive health behaviours by focusing on the
perceptions and belicls of individuols. The HBM was fiist developed in the 1950s by social
psychologists 11ochbaum, Rosenstock and Kcgels working in tho U.S. Public Health Services
(Nutional Cancer Institute, 2005). The model was developed in tesponse 10 the failure of a
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frec Wberculosis (TB) health screening program. Since then, the HBM has been adopted to

cxplorc o variety of long- and short-term health behaviours, including sexual risk behaviours
and the transmission of HIV/AIDS.

Perceived suseeptibility -~ measures individual's perception of his risk of possibility of
having and transmilling genetic disorder trait (Sickle cell nait camicr parcnt). The
combination of perceived susceptibility and perceived severity is considered a threat.

Therefore, in this model, if intending couples could be aware of the perceived Susceptibility
and severity of SCD they would initiote a positive heolih behaviour that would preveat
incidencc o SCD.

Perceived scvcerity - perception of potential seriousness of the consequences of disorder if
transmiticd {existence of having a child with sickle cell disorder)

Pcrccived barriers - refer to the negative factors discouraging behavioural change, such as
cost, conlidentiality cum piivacy, deninl of benef ts e.t.c, In this case they represent factors
that may that hinder intending couples {rom utilising PSCCT service.

Perceived bencfits — These include positive aspects of engaging in & behaviour thet have 10
oulweigh the ncgative aspccis such as convenience, lime, money, improved knowledge and
awareness thot will help in the utilization of premarital genetic testing and counselling.
Scif-Elficucy -this is perceived control i.e. lhe self<onlidence an about to wcd spouse have
to utilize pre-marital genetic screening will encourage him/flier to go for it. Self- eflicacy in
this case is the display o fpoicntials that one con cngage ina health promoting behaviour.

Cue 10 Action — refers 10 strategics that art in place to ginger about to wed spouses to 1ake
premarital genetic lesting and counselling. Intending couples may require external factors
such as auvice from close refatives. a physician, and daily reminder such as mass media,
documentasies. Significom others like mocriage counsellor, mentors, dcath of a family

mecmber who had sicklc ccll disorder may also influence intending couples to take action,
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CHAPTER TUREE

METHODOLOGY

3.0 Rescarch design

The study was descriptive, cross-sectional local govemment based and focused on

knowledge, perception and attjtude of aboul.to-wed couples thot contsacted their mnﬂ’iagc

Ibadan North-East Local Government Registry, Oyo state, towards premarifal sickle cell

genclic testing 3ud counselling. Seven In-depth interviews was also employed to colleci data
from respondents

3.2  Describtion of Study Arca

The study was carried out in Ibadan Nonh-East Local Govemment Arca {(LGA) of Oyo Slate
in South Western Nigeria. It was created in 1976 out of the old Westcmn region; and in 2006,
{t bad a population of 6,617,720 (NPC, 2006). lt is bounded in the south by Ogun State and in
the north by Kwara State; on the west, it is bounded partly by Ogun State and partly by the

Republic of Benin while on the cast, it is bounded by Osun Stzte.

Ibadan North-East is one of the 5 urban LGAs that make up 1badan which is the capital of
Oyo State. It contnins 11 LGASs; five urban and six rural. [t came into existence in in August
1991 and was carved out of lbadan Municipal Government with its Administrative
Headquastcrs situated at 1di —Ape. 1t covers o land arca of 51.250s9 km. Using a gfowth rate
of 3.2% fiom 2006 census, 20t0 estimated figurc was put at 374,772. The local Government
has the highest population density of 7,313 persons per sq km in Oyo State. [t is bounded by
Ona-ara, Ibadan South-East and Egbcda Local Govenment Areas. 1badan North-East Local
is an urban centre which forms partof Ibadan Metropolis. The residents arc Yoruba and other
tribes nomble for banking ond trading aclivities. A considerable number of commercial banks
are lined up among major strects of the Local Government Ares. [t has the largest Spase pat
maskets called Araromi market, gate (Iso pas).

Jbadon NosthEast is subdivided ioto (2 waids.

3.3 Population of Study
Population of study consisted of obout-to-wed couples who contracted their mariage in

1badon Nosth-East Local Goverament sccretariot marnioge registfy, Oyo Stote.
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34 Ioclusion Crilcria

Only the registered respondents whowere obviously present at the registyy.

Respondents must conduct their marmriage in Ibadan Noih East morriage registry
during the period of data collection.

Those who came for rcgislmlion to announce their intentions and consented to
participate in the study.
3.5 Exclusion Criteria

About-to-wed respondents that were not sighted al the lime of rescarch were
excluded.

3.6 Detcrminalion of SampcSize

The sample size was obtained by the use of Epi info statistical software,
N =27 p ¢/d* (Leslic Kish, £965)

Where N = minimum sample size

Z is a constant put at 1.96 at 95% confidence intcrval
P = prevalence

Q-l=p

D = 5% desircd precision (degice of accuracy)

‘The design effect is |

P = Assumed prevalence 50%

P=50%

Q=1-0.50 = 0.50

N = ((1.96) ~2 x 0.5x0.5)/0.05"2

= ((1.96)* x .5(.5)) / (.05)*

= (3.8416 x .25) /.0025

« 0.9604 /0.0025

= 384

385 respondents arc needed ‘
However, the sample size (N) was increased 0400 in otder 10 inceease precision in vanables

measured.

3.7  Sawmpling Technigue _ )
Tlie study was conducted to investigstc level of knowlcdge, Perception and attide o Fabout-

, n g
to-wed couples towards premarital sickie cell counselling and testing in |badan North-Fast
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Rl ue mment Arca MATIgE registry in Oyo State. Purposive sampling was used (o
select 400 conscnting respondents.

3.8 Voriablcs

Thie variables were categorised into two nawncly the indcpendent and the dependent variables.
3.8.1 Indcpcndent Variobles
Independent variobles are socio.demographic chamcicristics of respondents, level of

education, religion, curTent activity, living status and oge.
3.8.2 Decpendent Variables

The dependent variables in the study are knowledge, perception, attitude and utilization of
pbout-to-wed Couples townirds Premaritol Sickle Cell Genetic Testing and Counselling in
Ibadan North East Local Govemment Registty, Oyo siote.

3.9 Methods nnd Iastruments for Data Collection

A mixed method was used to collect dala consisting of In.depth interview (fD1) guide and a

questionnaire.

Instrunicnt (or Dutn Collection

(NIn-depth Interview

In-depth interview (IDI) constitutes 10 questions (Appendix. for the 1Df). The Questions werc
framed ond teilored 10 give (urther insigh!s inlo knowicdge, perception and a(titude of
nbout-te-wcd couples towards premarltul sickle cell counsclling nad testing in Ibadan
North-E£ast Local Government Arca, Oyo Statc was used o [acililote the discussion

(i) Qucstionnaire

The collation of quentitative dota was done by means of semi-structured gucstionnaire
(Appendix). The questionnoire was developed afler o review of the literature, The
questionnaire used to elicit quantitative data (rom the respondents consists ol five sections
labelled 1 . V. Section 1 sought information on Age, level of education, Religion, Ethnicity,
Current activity, Living status ond Level o [ Education. Section 1f contain¢d questions relating
10 knowlcdge nboul Sickle Cell Disorder. Section 1tl sought infonntion on utltisation or
Ptemasital Sickle Celi Counselling and Testing services Section IV focused on eliciting
information on Premarital Sickle Cell Counsclling ond Testing. V focused on eliciting

information on perception of sickle cell disorder and health beliefs.

3.10 Validity of the Instruncnt '
To ensure validity of the instmiment (the questionnzire snd ID1 guide) for dota collection, the

following steps were token;
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a
The diafts of qucslionnnirts were developed by consulting relevant literature. The drafl of the
instrument Went through an independent review from peers, my supervisor and cxpert
rescarchers in the Faculty of Public Health, College of Medicine, and University of 1badaa.
The cxpericnccd rescaiehers consisted of specialists in liecalth Promotion, Education,
Population and Reproductive Health, Pre-test of the insirument was conducted between April
and May, 2014 using Ibadan Noith LGA marriage regisuy based on similaritics 10
chamacteristic with the study population. Supervisor review was used in fine-tuning the
instrument. Content validity of the questionnaire was further cnsuted through the
incorporation of the preliminary pretested [DI outputs, Special care was taken to moniior the
quality ol data coliected through supervision during data collection. Forty questionnaires
were administered in Ibadan Notth LGA marviage registry. The compleied questionnaires
were editcd, responses coded and enteied into a computer. The data were then onalyzed using
dcscriptive and inferential statistics.
Based on the pre-test results, the following recommendations were made;
' The title of the study was modified to read *'hnowledge, perception aad attitude
ol uhout-to-wed couples towards premarital siclde cell counsclling and testing
in lbaudan North-East Local Governmicat Arco™
- The questionnair® was roduced to 3-page and the average administiation lime per

Questionnaire was recorded as 30minules.

3.11  Rcliability of the Instruments

To ensure reliability of the instrumcnts (the questionnaire and IDI guide) were seviewed for
quality and consistency. The two instruments were pre-tcsied to asceitain sustainability and
appropriateness (o [icld s:tuation, determine whether thic questions were clear and concise
enough for participanis comprehension and determine the trend in the response of participanis
and the amount of time it took to administer thc qucstionnaire. The two instrwnents used for
data collection wcre pre-tested to ascentain suitability and appropriatencss to {icld situations,
determine  whether the questions weee  clesr and simple enough for participants’
comprehension and deteaminc the trend in the response of participants and the amount of time
it took to administer the qucstionnaire.

The IDI guide was pre-tesicd among about to wed couples in Ibadan North LGA Oyo State
registry. Forty respondents werc interviewed using the questionnaire (represcnting 10% o the

actual sample size for this study)at Ibadan Nosth, LGA marriage registty. The questionnaires

were eleaned. coded and entered into the compulter. The reliability of the questionnaire was

AFRICAN DIGITAL HEALTH REPOSITORY PROJECT

28



detcainincd Using the

Cronbach's Alpha modd technique of SPSS (version 15). The
reliabiliy corrclation co-efTicient of 0.76 was obsained, which indicated that the insttument
was fcliable. The outcome of the pre-test was used 10 correct and modify questions which

scemed rcpeated, unclear o respondent and thosc that were found to be irrclevant were

1emoved and adequate spaces were provided for responses as well as skipping mechanism.

3.11.t Recruitment and Trainlng of Research Assistants for the study
Despites the fact that the rescarch, there was stifl need to recruit and train Rescarch Assistants
(RAs) who would help in data collection. A 4-man team of rescarchers comprising of the
principal investigator was constitutcd. The following selection criteria were employed 10
select the four (4) RAs for training with the aim of selecting three (3) thereafier.

« Educational qualifications of the assistants were ot least Ordinary National Diplomo
(OND), BScin a health and/or science related field, MSc and MPIL.
» The candidates were {luent in English.
* Interpersonal and good communication skills.
- Repoit writing skills.

«  Ability to devote nll hours 0 the research work while it lasts.

3.11.2 Trainlng of Resecarch Assistanis

The ccscarch assisiants werc trained for two days 20™t0 21® March, 2014. A tiaining manual,
plan and timetablc were developed and approved by the project supervisor for the training. A
time 1able was drown for this period of 3 howrs 9a.m-12 noon daily at the students’ lounge of
the Faculty of Public ticalth, University College Hospital. The training commenced with
introduction of the trainer or the principal investigator and trainees. The troinees rescived
l13ining materionls, sessions inttoduced them to the rescarch study, objeclives and
methodology. role-plays on the dnts eollection procedure (entty processes, seeking consent of
potential respondents for the study, signing of confidentiality assurance fonn and
sdministration of questionnaite). The approprinie training methods and malerials for
facilitation were sclected. Tlicse methods included a combination of largely active training
methods such as participatory discussions, demonstration and retum demonsuations and

lectures 1o make the trining participaloly. Review questions for monitoring and assessing

trainces’ comprehension was asked Inteqnittently.
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Demofisiritions weee used o transfer skills for conducting IDI, Transcripiions and report

wriling of lindings, and cspecially for the coprect interprelation of cach item. The

Was revised with them during the training afiler which the
RAs werc equipped with copy of the instiument each 1o be taken home and read over for

questionnaire and the IDI guide

betler understanding with aim of answernbg any buming question that may result the

following doy. The questionnaire was futher teviewed to ensure the consistency in the

numbering and the adequacy of the skip instructions, in addilion, content and constiucl

validity wese reviewed during the uaining of research assistants 1o cnsure uniform

understanding and interpretation by all rescaseh assisiants. Negotiations and logistic plans for

data collection were discussed and stipends paid 10 RAs. The researcher facilitated the
Iraining with supervision by colleagues who are cxperienced and have previously worked as
research assistants. This team helped to assess and score trainces and based on the assessment
scotes, the final three rescarch assistants were selected for the study. Each RA was assigned
potential dales for data collection and were dirccily supcrvised by the resercher. Each RA
reccived a copy of the ficid manual, copies of the questionnaite, onc copy of the cthical
approval from the Statc Minisuy of Jlcalth and writing matcrials all contained in a clear
water proof bag. All RAs participated in the data collection for the pre-test of the

questionnaire in Ibadan North LGA mairiage regisuy.

3.12  Dala Collection Procedure

The siudy was carried out from June to Dec 2014 with the assistance of the three troined
Rescarch Assistants. ‘The principal researcher with the four trained rescarch assistants
administcred the questionnaires to the respondents in lbadan North-East local Govemmenl
Area marrioge registry. The rescarch assistanis were rgined in the following arcas; the
objectives of the study, the sampling procedute, how lo sccure respondents informed
consent; importance of collecting valid data; procedures for questionnaire administiation and

techniques for reviewing questionnaircs for reviewing of the items on the questionnaire to
have adequate understanding of the wsttiument and completeness. The manual of field

opcration was prepaced lo explain how entries would be made, the number of questionnaires

10 be odministcred nnd how variables would be coded. The research assistants with the

researcher were involved in the collection of the dota. Data collection ook place in the month

of June (o early December, 2014 mostly in the moming on week days. Shornt debrieting

sessions were also held ot the end of'cach dll)' where the djy's work was reviewed and the

next plan of action eonveyed to the research ossistants.
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3.12.1 Qualilative Method

A total of seven IDIs were conducted among intending couples in carly June, 2014 for two

days. The sessions werc conducted in a venue that was [ree of distraction, The venues were
carcfully selected with input of craft masters. The venues used were conducive for the
participants to discuss fICer - Each ID! session lasicd for a minimum duration of 45 minutes.

The discussion sessions were conducted by 8 moderator, one note taker, who documented

discussants responses using a fape recorder and through verbatim writing of proceedings. The

discussants were provided with full details of the study ond an assyrance of conf identality of
the disclosed infonmation. Pennission 10 use o tope recorder was sought and verbal consent
was obtained [rom discussants prior 10 commencement of each session. Each discussion was
3 highly interactive as discussants took tums 10 air their views in respect of the issues raised
for discussion. Discussants were encouraged to feel fice to express themselves. Each of the

ID] was later tronsctibed and the informnation used 1o support the report gencroted by the
nolc-1akers.

3.12.2 Quantltarive Mcthod

The quantitative data was collected with the use of a semi-structured questionnaire
administcred in secluded places such as; inside the shops, under the trcc and veranda to
easurc convenjence and privacy of the respondents. The data collection process included the
following steps; visit (0 the over-all head of the registty to scek permission (o conduct
intcrvicws ond administer - questionnairc on the respondents. The semi-structured
guestionnairc was intcrvieswer administered since majority of the respondents were literates-
The sections in the questionnaire included  respondents socio-tJemographic characteristics,

while other section contains information on variables of the siudy.

313 Data Management anci Analysis

The 'ﬂpD-ICCOI'dCd fesponse fmm u.c 1DI were transcribed verbatim and used to updatc the
write up of the recorder, The IDI repoit was onalyzed manually by the rescascher. Content
and context analysis using 8 hcmatic spproach involving the grouping together of similar

themes in each transcript which was followed by identifying emerging trends and ditferences

across transcript.

In respect 10 data analysis from the guestionnaire the following were done:
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All the adininistered questionnaires were checked one by one and edited for the purpose of
complcteness and accuracy. Questionnaires wero serialised for easy identification and recsll
ofa;y problcmatic instrtment and for correet data entry and analysis. A coding scheme guide
was developed after carefully reviewing the respoascs and appropriate scoring was done. The
data was nanually coded and entered into the computer for analysis. Respondents’
knowledge on sickle cell disorder were measured using knowledge scaie. Seven knowledge
qucslions ‘werc asked and points allolted to cach of the knowledge questions (3 points).
Responses that were very close 1o the most correct answer were allolted 2 points €ach. Any
tesponse that was incorrect carricd no point (i.c zero point). The total knowledge score and
the maximum oblninable score for each respondent was calculated. The Knowledge scores
10, 10- 20 and > 20 were categoriscd as poor, fair and good respectively. Perception towards
PSCCT was measured on a 20-point scale; scores 10 and > 10 werr clessilied as negative and
posilive respectively. Attitude was measured on a 20-point scale on which scores 10 and >0
were classilied as negative and posilive respectively. The data were analyacd using [BM/
Switistic Package for Social Science (SP'SS) (Version 16) statistical package Micro soft execl
version 2007 for windows were used in tho data analysis. The descriptive statistical tools
used were mean, standard deviation and the infeceatial statistics of Chi-square (X’) and
logistic regression test were used for the analysis. FreQuency and percentnge tables were
gencrated and Cross (abulations of some variables done using Chi-square (X?) test The
rescasch hypoiheses werc (csted o establish essociations between the independent and
dependent variables using the Chi-square lest at 3% probability level for rejecting the null
hypotheses. Cross tobulation of dcpendent and indcpendent variable was also done 10
establish associations betwcen lhe variable. The results were summarized and presented in

chapter four of this dissertation. In addition, narvatives statemenis were further used to

present the data.

.14  Eihical Considcrutlons

The proposal was submitted for approval and reviewed by the Oyo Siate Ethical Review

Commitico, Informed conscnt was obtained from the respondents by giving them an informed

consent form to fill by explaining it to the best of their understanding. The inform consent

form spelt out the title of tho study, pwpose of the study, justifications for doing the study as
well as the benefit that will be derived at end of the study. The respondent that cannol iead or

wrile verbal information consent wos Sott {fvom the r!.spondcnts before the commencement of

the filling of the guestionnaire,
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paiticipation was volunta’y and there was no criticism of respondents who refuses to

participale.

Participants’ identities like namc or address was not wrilten on the questionnaire so as (0
keep the infonnation given by cach respondent as confidenlial as possible, Howevcr,
participants’ werc given cqual opportunitics to withdraw their consent freely during the
study. Contidentiality of cach participant was maximaliy mainlained during and afler the
¢ollection of his information. Information galhered from the respondent was stored in a
computer System for analysis by the researcher whilc the gquestionnaire filled by the

tespondent was kept for maximum of ten years afier which it is believed that the purpose of

the study would have been accomplished

.3.15 Limitations of the Study

*

Onc of the limitotions encountered during this siudy was getting consenting

respondents.

« Another limitntion was that some of respondents wete not willing 10 divulge vilal
information they felt was private or personal and which were crucial to the relcvance
of this study.

« The researcher minimize these limitatlions by creating a very relaxed atmosphere that

will enhance detailed recall of relevant experiences. not being discriminatory or

Judgmcental and assuring them of confidentiality in order to cncourage their 1o1al
coopcration.
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CHAPTER FOUR

RESULT
Basically, the findings of this study are presenied in this chapter; additionally the qualitative
daln obtained from the IDI is olso included in the results.
The resulls of this study are presented in this chapier. [t consists of socio-demogtaphic
characteristics; fnfonmation presented in this section is intended 10 facilitate the interpretdtion

of key variables rclating 1o the knowledge, perception and atiitude of about-to-wed couples
towards Premoarital Sickle Cell Genetic Testing and Counsclling.

4.1  Soclo-Demographic Characteristies

The socio-demographic characteristies are presented in Table (4.1). The respondents’ age
ranged ftom 20 - 30 years and above wilh o0 mean age of 31.73 £5.508. A lasge proportion
(34.5%) was aged 26 - 30 years while (33.5%) were above 30 yeers of age. 1t is obvious that,
respondents within the 20 — 25 ycars age brackel constituted 31.8%, 55.0% were female
while 45.0%werc male. With rcgards to highest level of education, respondents with tertiary
cducation (79.0%) topped the tist, followed by those with sccondary education (16.8%).
primary education (2.2%), ond no formal education (2.0%). Slightly above half (52.0%) of
Ihe respondents were Christians, fotlowed by adherents of Islam (47.0%) and (1.0%) were
traditionalists. Majority (66.2%) of Ihe respondents were Yoruba, few were |gbo (20.0%) and
6.7% were Hausa. The other cthnie groups erc highlighted in Table (4.1).

Most (39.8%) of the respondents were living with parents, (22.5%) werc living elone, 20.8%
were cohabiting, while £7.0% were living with other people.

Table 4.1 olso presents detatled information obout main cument activity of the respondents,
(38.0%) of the respondents were in paid employment, alinost same proportion 30.8% were

sell-employed, 15.8% wcre schooling, 11.8% were secking for job, 1.8% were doing
housework and 0.8% were retired.
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Table 4.1

Socio-Demographlc Characteristics of Respondents

Tolto]

e N )
20 — 25ycars 123 V7o
26 - 30ycais 138 T
>30 years 134 135
Rt 400 100%
Gender
Al 179 45.0
Female 29 5.0
Total 400 100%
Current activity
Retired 3 0.8%
Paid employment 152 18.8%
Sclf cmployment 123 30.8%
House work 7 1 8%
Schooling 63 15.8%
Job secking 47 11.8%
Total 400 100%
Highest Education Levcl
No formal cducation 2.0%
Primary cducation 9 2.2%
Secondary cducalion 6?7 16.8%
Tertiary cducaiion 316 79.0%
Total 400 100%
Religion .
Christianity 208 52.0%
Islam 188 47.0%
Traditional q 1.0%
400 100%
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Table 4.1 continued

Ll Soclo-demographic characteris(lcs of (he respondents
Ethalcity N (%)
Yoruba 265 66.2%
Igbo 80 20.0%
Housa 26 6.6%
Edo 25 5.5%
Middle belt ethnic minorilies® 4 1.2%
Total 400 100%
Living status

Living alone 90 22.5%
Cohabiting 83 20.8%
Living with parents 159 39.8%
Living with others 68 17.0%
Total 400 100%

Ethnic minorities includes kogi and Benue
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4.2

This seclion presenis respondents’ lmowledge relaling
4.2

Knowledge of Resprondents about SCDH

to SCD and it is highlighted in Tabdle

Majority (76.0%) of the respondents werc of the view that SCD is caused by inherited sickle

cell lraits {rom both parents, only 4.8% chose none of the above. Few of the respendenls

(9.8%) were of the view that the bad bload is the cause of SCD, while a few (9.5%) of the
respondent Seid virus causcs il.

The table also refllects the respondents tespense aboul ellects of SCD, below half of the
respondents (38.8%) said SCD could cause severe debilitating pain, (10.8%) were ofthe view

that SCD could cause organ damagc, 6.0% said sirokes, 7.0% chose infections while 37.5%
believed that SCD could cause al] the mentioned ajlments.

Though, the 1D! discussants could not give a scientific definition of SCD, but majority were
ewarc of the cause of SCD and as such gave their own undecstanding of the health condition.
Typical responses include:
SCD is a serious hereditary heolth condition which causes regular iliness in the
patient. It occurs in children whose parents are carriers of sickle cell traits
* I carmot really gove a scientific description of SCD, but ! know it is a disease that
causes the patient o look pale and feel sharp poins around the foint most especially
during the cold wcather. Sometimes, patients have biisters on the lips and sometimes

have protruding abdomen

o Sometimes, the patients grow lean and their eyes become yetlowish and they fook sick,

thus lune to be on an expeniive and constant medication for survival, in foct it 1akes

aimost a lifetimie o manage SCD

A very few respondents (1.0%) were of the opinion thut SCD occurs in white pegplc only, u
few (1.2%) respondents also said that SCD occurs in boys only, (1.5%) also said it occurs
girls only. Six percent of the respondcnts were of the view it only black people have SCD

(6.8%), while the majority chose that SCD occurs in all categorics of people mentioncd.

Twenty-cight percent of the respondcnt believed that SCD make red cell soft and sickle

(28.0%), while (27.8%) were of the vicw that SCD causes red cell 1o be to be hard and sickle

AFRICAN DIGITAL HEALTH REPOSITORY PROJECT

-



shaped. 26.5% said SCD makes red cells sy 8nd sicklc shaped 9.5%

chose round and soft,
wh“c 8.2% SCD makes red cells S‘iCky aitd appear blue .

Thirty - four percent of the respondents were of the view that SCD could be managod with

the use of pain relicvers (34.2%), while a fow (13.2%) chose blood transfusion, A few

(15.8%) nlso considered liver transplant o Management option for SCD and (15.2%) chose
asMtibiotics. while 21.5% considered none of the options,

The 1DI discussants gave different management options for managing SCD. Their responses

include the following

*  SCD pailents require a lot of analgesics to relleve them from agonizing pains they
experience during their crisis, some of the respondents commenied.

" Just tike an HIV patient, a SCD patient has to live a heolthy life by using his
medications as prescribed by the physician according to semc respondents.

»  Some responderus mentioned blood transfusion and the use of antibiotics as the most

popular treatrent opiions for SCD.,

Minority (1.2%) of the rcspondents did not consider any cure option for SCD, (13.2%) said
rest and 20.8% werc of the view thai ontibiotics could be used. (28.5%) of the respondents
agtced that bone morcow transplants option is the appropriale curative for SCD, while the
majority (36.2%) chose all the fisied options.

Majority (63.8%) of the respondents were of the view that diagnosis of SCD is by simple
blood test, 31.5% said thst they look sick, a very few (1.8%) and (3.0%) were of the vicw that

there is no way of knowing.

Two percent of the respondents were of the opinion thal condom use csn prevent SCD
(2.8%), whilc a subsiantiol ptoportion (78.5%) were of the view thot premaital genetic
festing and counselling coutd prevent SCD, (2.8%) chosc abortion, (3.5%) opted for all the

listed options, ond (12.8%) disogreed wilh ol the options.

Fiflcen percent of 1he respondents were of the opinion thal onc should test for SCD

(15.0%)only when fecling sick, the majority (43.0%) said at say time, while 23.0% felt the

test should be done when one isabout to wed ond 19.0% chose all the listed options. Twenty-

b wpose of PSCCT isto make an
cight percent o ftle respondents werg,of, IA}gIT%_pljg’-\‘L%‘R,E'I:(?StI:O[;s P



formed marital choice (28.83%), whilc 28.2% were of the view that it is to know the Sickle
Celi (SC) trait stotus, 24.0% agyeed that it is to prevent the incidence of SCD.18% of the
respondents chose all the listed options, while a negligible (1.0%) chose none of the ljstcd
options.

Table 4.3 also shows the summary of knowlocdge of intending couples about sickle cell
discasc. Ksnowlcdge scale was used to assess the level of knowledge of the respondents about
SCD. Respondent who scored 10, were rated as having poor knowledge. ‘Those who 10 -20
werc raled as fair in knowledge and respondents Wwith >20 were mted as having good
knowledge. Majority of the respondents (63.0%) had fair knowledge of SCD in comparison
10 thosc who wvero rated good (21.0%) and poor (16.0%) in knowledge SCD. in conclusion,

the mean knowledge scorc of respondents was 11.4 £ 5.0 and 63.0% of them had f{air
knowledpe, while 21.0% had good knowledge as shown in (Table 4.3)
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Table 4.2

Knowledge about Sjckle Cell Disorder

_Variablcs N =
| Causes of SCD

Virus 38 s
Inherited  Sickle cell tmits from both parenics 304 St
Bad blood 39 8%
None of the above 19 1.8%
Total 400 wTOO%
Elfccts of SCD on paticuts

|

Severe debilitating pain 155 38.8%
Strokes 24 6.0%
Inleclions 28 7.0%
Organ damago : 43 10.8%
All of thc above® | 150 37.5%
Tolal 400 100%
Occurrence of SCD
Boys only 5 12%
Girls only 6 1.5%
White people only 4 1.0%
Black people only 3 6.8%
All of the above* 358 89.5%
Total 400 100%
Lffccts of SCD on the reel blood cell =
Round and soft 38 9.6%
Hord aud sickle shaped 111 27.8%
Sticky and bluc 35 8.2%
Stiff and sickic shaped® 106 26.2%
Soft and sickle shaped 112 28.2%
Toral 400 t00%
1

"~




sbie 4.1 conlloued N %
e ————
mmcm of SCD ST
Use o Mentibiotics 6l 15.2%
Liver transplant 3] 1S.0%,
Use of pain reiievers 137 34.2%
Blood transfusion 53 1).2%
None of the above 86 21.5%
ot T —Tow
— N %
Cure of SC1)
Bonc marrow transplants* 14 28.5%
Antlblollcs 8 28.3%
| Rest 8 13.2%
All of the above 148 36.2%
None of the above s 1.2%
Toal 300 100%
I'ossible disgnasis of SCD
Sickling appearance 126 31.5%
Simple blood 1est 228 63.8%
Impossible o diagnese 12 3.0%
Patlents discased look ? 1.8%
Total 19 0%
Prevendon of SCD
Use of condom o oSN
Premarital genetic testing and counselling® 314 0=
Abartion A i
All of thic above - Ly
S1 12.8%
None of 1he sbove
Total 208 et

AFRICAN TH REPOSITORY PROJECT




propriale lesting lime

N %
feeling sick . =
15.0%

t
jrartme m 13.0%
When ono is resdy Lo wed
"jm [ tho abo - e
o ve
76 19.0%
| Towa] 00 — =
Yarpose of premariisl (eating :

r Prevention of incidence of Sickle cell disorder 9% 24.0%
To make an informed marital choice 1 22.T%
None of the above P ) 0%
A“ of the above n 18 0%
U 400 100%

|
Table 4.3 Knowledge Score
Crude Value ;Ng % Mesa 2SD
Poor <10 64 160
foir >10-20 252 163 0 11.4+50
Good [>20 84 '|2t.o
Total “ 400 106.0

AFRICAN DIGITAL HEALTH REPOSITORY PROJECT

ks |




4.3

Utilisation of Premarital Sickle Cell Genellc Testing and Counsclling Services

This scction presents utilization of Sickle Ce]l Counselling and Testing. Majority (97.0%) of

the fespondents knew that one ean check his sickle cell siatus while only 3.0% had no

-Seven pereent of the respondents were aware
ofthe availability of the sickle cell testing service (97.0%), while (3.0%) did not know about

the availability of the service. Meanwhile, 5.0% mentioned femily guidance and counselling

centres, 10.0% mentioncd privete clinics, while most (85.0%) of the respondents mentioned
government hospitals.

knowledge that one con check his status, Ninely

Equal propostion (27.0%) of the respondents live between 2km 10 3km and more than Ikm
away [rom service cenlres, while 33.0% live between 1km — 2km away from service centre
and 13.0% live less than | km from service centre (table §.4)

Majority (61.5%) of the respondents had done Sickle Cell testing, while 38.5% did not
consider it an option. Gf the respondents that had done the testing, 10.0% of the respondents
tested becousc of signilicant olhers; a similor proportion did testing because of statulory
momagc pre-rcquisite from their church, while 30.0% of the respondents opted (or testing
because of thc possible conscquences of marringe between two camricrs. Howcever, 50.0% of

the respondcnts considcred ail the mentioned options.

Out of the 246 respondents that have donc testing (61.5%), (2.0%) did the test at youth
fiicndly cenire, majority had used the gencral hospilal (60.0%), (3.0%) used the church,
(22.0%) uscd the college clinic, while (13.0%) did the test 3t the laboratory ( Table 4.4)

Malortity 195 (79.0%) of the participants that have donc the test paid for the test. while less
than balf 51(21.0%) of the respoodents did the test for [ree. Filtly~ight percent of the
participants poid between N300 - NS00 for the test (58.0%), five percent paid between less
than N100 t0 N200 (5.0%) and majonty of the panticipants paid between N300 to N500,
while 24.0% paid morc than N500 todo the test. A substantinl propartlon (84.0%) was of the
view that SCT is offordable. while o minority [clt that it was expensive. .(44.5%) said the test

was nol time consuming, (52.8%) said it was time consuming, whilc only (2.8%) said it was

too time consuming-

Sixty percent of respondents who hod done testing werc asked about the attitude of the heaith

care workers that attended to them, 60,2% reporicd thet heahhcare woikes Hers knangiy

while 39.8% commented that they %&i&W! E)’lgTi/ﬁ_‘ag!g;i REPOSITORY PROJECT



Respondepis’ Ulilisation.Relaged Statements ¢o SCT.

Variablcy N
g %
'}Qfo you Koow that onc can check his SC statys
(N=100)
Yes 388 97.0%
NO lz 3.0%
Total 400 100%
Do you know SC lesting sites (N=388)
Yes 350 90.5%
No 38 9.5%
Toral
fa 388 100%
II Sites where icst could be done (N= 350)
1 Fomily guidance and counsclling centce 7 5.0%
: Private clinics | 35 |;) 0%
4 (]
Government hospilols 298 85.0%
. (]
Total
350 100%
Shortcst distance of testing site (N=130)
< [km
L 46 13.0%
-2
‘ 116 33.0%
2~ 3km 94 27.0%
>3km
i 94 27.0%
350 100%
Total
Ilave you ever done any form of genetic testing
(N= (400)
246 61.5%
Yes 154 38.5%
No
200 100%
Total
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e 4.4 conid
N %
/ar{ables -
"ﬁ&hag mude you consider {csting (N=246)
Sipnificant others
8 : ™ 24 10%
Mamiage pre-requisite 24 10%
possg:;lc co::cqucnccs of SCD 75 30%
" All of the above 23 50%
Tolal '
246 100%
Where did you do the lesting? (N=246)
| Youth friendly centre s 2.0%
General hospital 148 60.0%
Church 5 3.0%
Universily clinic 49 22.0%
Private laboratosy i 32 13.0%
| Total 246 100%
Was the test free of charge
Yes 12 6.0%
My 232 94.0%
Total
i 246 100%
How much Jid you pay for the test (N= 194) i 5.0%
<N100 7 5.0%
NI100-N200 16 8.0%
N300-N500 16 24.0%
>NS00 194 100%
Total
Would  you  consider  the  fest  cost
Ycs 3 16.0%
No 194 100%
To‘nl AFRICAN DIGITAL HEALTH REPCiSITORY PROJECT
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tion of the test (246)

-

time consuming
Ime consuming

Toa time consuming
‘Total

| Health care werkers attitude (246)

Fricndly
Unfriendly
Totai

109 44.5%
130 52.8%
7 2.8%
246 100%
148 60.2%
98 19.8%
246 100%
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" "Duration of Ihe test (246)

Not time consuming

Time consuming

Too time consuming

Total

Health care workers atlitude (246)
Fricndly

Unlriendly

Total

109 44.5%
130 52.8%
7 2.8%
246 T00%
148 60.2%
98 39.8%
100%

246
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W clkm
®1.2km
B 2-Im
w>3ikm
N= 350
Fig 4.2 Participants’ Responsc Relating to Distance of Sernvice Centres
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Fig 4.3 Prevalence of Utilizatlon

AFRICAN DIGITAL HEALTH REPOSITORY PROJECT




140
120

160 -

100 -

fE— —

Youth
friendly
tenlre

General
hospital

; — ==

Church University Private
clinic laboratory

Fipd d

Distribution of Scrvice Centres

AFRICAN DIGITAL HEALTH REPOSITORY PROJECT

N =246




350 1

250 -
200 -
1S0 1
100
Sl

A

0 +
negative pereption positive perception '

e

Pig 4.9 Perception Score
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Allitude lowa

R, rds Premarital Sjckle Cell Counselling and Tesling

The table highlights respondcnts’ arlitude related statement Majority (93.2%) considered

Premarital Genetic Testing impoitant a1 all cost, while only a few had a contrary perceplion

Only a few (18.0%) respandents considered premarital sickle cell testing and counselling o

waste of time and money, while the majority (82.0%) deemed it very important. Most of the

respondents (78.5%) were of the view that premarital sickle cell testing and counselling

should be made mandatory, while only small proportion (21.5%) had a conlsary view. Most
(91.5%) werc of the viewer that Marriage inslitutions should encourage their membders {a go
for pre-marital sickle cell testing and counselling, while a very few (8.5%) were of a contrary

view. Majonty of the respondents aid they would cncourage their partner to be 1ested
(90.0%%), even if they were tested to hove sickie cell tiait,

Atlitude scale was used to assess tho attitude of the respondents towards PSCCT. Respandent
who scored 10, were ratcd as having negalive attitude and iespondents with >0 were mted as
having good knowledge. Majority of the respondents (8%.0%) had good attitude towaids
PSCCT comparcd o those who were rated to have negative attitude. In conclusion, the mean
allilude score of respondents was 7.4 = 1.8 {Table 4.5 and Figure 4.6),

Majorily of the IDI discussants agreed that PSCCT should be mandatory rather than optional.
Their typical responses include the following.

* If a country like Cypnus irled mandotory of Premorital screening and {1 reduced
incldence of geneltic disoider, paticularly the Sickle cell disorder and some pavt of
Soudi is adopting the some despite the possibility of consanguinity marricge. | see no
reason wity country like Nigeria should not welcome it with o goodopplouse
Ronesily, PSCCT should not be seen ar an accessory for morriage. but prerequisite

Jor morrioge.
. Proper orientation should be given 1o intending couples with respect ro PSCCT so

that they can appreciale its benefit after marriage
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Table 4.5

Respondents Atlityde (owards PSCCT (N=q00)

:_rVnrizblcs

! N %
| Do You cousider premarital gickie cell testin

importaal at all cost 6
Y

i 372 93.2%
:" | 28 6.7%
l’om | Sickl <y o

remarital Sickle Cell Testinp and Co
isa Wastcof Time unsclling
A I K2 18.0%
No 328 1 82.0%
Tolal 400 I 100%
Preninrital Slckle Cell Testing should be mpde
mandalory
Yes 34 78.5%
No 86 21.5%
Total 400 100%
Marriage inslitutions should cncournpe their sl
members o go for pre-marital sickle cell festing
and counsclling |
Yes 366 91.5%
No | 34 8.5%
Total Iaoo 100%
Would you encourage your spouse (0 go for |
premarital sickle cell tesling |
Yes | 360 90.%
No 40 10.%
Tota! 100% |

1400

=
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45 Respondents® Perception of Slckic Celi Disorder and 1{ealth Deliels

‘Majority (39.8%) of the respondents agreed that Sickle Cell Discass is a serious discose;

while a negligible (2.3%) proportion disagrecd. A substantial proportion (70.5%) of the
respondents strongly agreed that having a Child with SCD would be very scary, while only a
small proportion (£3.5%) disagreed sirongly. Above half 77.0% of the respondents had the
perccPtion that Children with sickle call disease are at risk for infections, Pain, pncumonia,
while the minority (8.2%), strongly disagrecd. Most (85.5%) of the respondents weie of the
vicw that If both pastners are carriers of sickle ce!l hait, childien could be at risk. Sickle Cell
Tran is tbansmitable to ofYspring. Slightly above half (60.0%) of \he respondents had the
perccption that anyone may be a caitier of sickle cell trait, while only 24.8% strongly
disagrecd with such perception.

A large (84.2%) proportion of the respondents agreed thot Sickle Cell Disorder can be
prevented in offspring if both partners know their SCT stalus, but only 7.0% were of a
commry view. Most (84.0%) of the respondcits had the perception that knowledge of the
burden of having a child with SCD would make them engoge in pre-marital SCT, while only
(12.8%) strongly disagreed with such perception, A (ew (13.2%) respondents were of lhe
view that Testing (or sickle cetl trait is painful and difficult, while some (63.3%) of them
disagreed with such perception. Only (12.8%) said they would not want to pay for SCT,
because they consideicd it expensive, while slightly above half of the respondents did not

consider it expensive.

Only a small (18.8%) propoition were worricd that their screening result could get into
outsider's hands, while about half (55.5%) of the respondents were nO! anxious about result
gelting into outsiders' hnnd. About half (55.8%) of the respondents did not fecl tha genetic
testing could lead to discrimination hence, did not accept testing, while only 21.0% strongly

fell testing could lead 1o discrimination. A quarler (25.0%) of the respondents were of the

opinion that service centres were distant (o their residence, while half (50.0%) did not agree

that carvice centres were distant lo their residence. Minority (13.0%) suongly agrced that
their culture docs not support premarital sickle cell testing aud counselling. while a larger

(76.0%) propoition werc of a contraiy opinion. Similarly, only a small (13.2%) proportion

said genetic testing contradicts their uith.

Perception scalc was used (o assess the gerecplion of perception about PSCCT. Respondents,

Who scoicd 10, were rated as having poor knowledge. Those who had > t0 were rated as

having positive pedrception. Maojoritsrok Bmsmm%&ay‘s%ﬁﬂ“d bl A, iy e
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Table 4.7 Respondents 1?

creeplion of Sickle Cell Disorder gnd Health Belicfs (N=4100)

[Vartablcs N %
Sickle Cell Discasc is a scrious discasc
Strongly 3gree
Undecided 26 i
Sirongly disagtee H 2 B%
Total 400 100
Having 2 Chithl with SCD would be very scary !
Sttongly agree 282 | 70.5%
Undecided 64 16.0%
Sirongly disagree | 54 13.5%
Total 400 100%
My lifc woutd change if my child had SCD | € \
Sttongly ogree 205 51.2%
Undecided L3 28.3%
Strongly disogree 82 20.5%
Total 400 100%
Chlldren with sickle cell diseasc arc at risk for :
Infcctions, I'ain, pacunionia
Strongly agree 308 77.0%
Undecided 56 14.0%
Strongly disagrec 36 8.2%
Total 400 100%
If both parents are carricrs of sickie cell 1rait, |
children could he at risk 342 85.3%
Strongly agree | 28 7.0%
Undccided 30 1.5%
Strongly disagrce 00 100%
Tolal B i
Sickle Cell ‘I'rait is transmittable (0 offspring | 296 73.8%
Strongly agree 44 11.0%
Undecided 60 15.0%
Sy dpe MEIE S . ==y ][
Total e




| Variables N -
| Anyonc may be a carrier of sicklc cell trait
Strongly agrec
- 240
Undecided 0.8
I 61
Strongly disagrec L2
99 24.8%
Total
400
SCD can Le prevented jf hoth partoers know 180%
theirstatus
Strongly ogree 137 84.2%
Undccided | 3$ | 8 8%
Strongly disagree 28 | 7.0%
el 100 100%
Knowing my sicklo ccll trait will make me |
conflidealt in forming rclationship |
Strongly agrec | 336 84.0%
Undecided |29 7.2%%
Strongly disagrec I 35 8.8%
Total 400 100%
Knowing the burden of having a child with SCD |l
would make me go for PSCCT
Strongly agrec | 301 | 75.2%
Undecided ¥ s
.8%
Strongly disagiee 2 R
|
Total 400 T
Testing for SCT is painful and difficult
Strongly agice i 53 Rl
5%
Undecided | i e
; 253 63.3%
Strongly disagrec
Towl : it 00
It would Iy diflicult convincing my wilc (0 have \
lesting |
88 22.0%
Strongly pgrec
‘ 100 | 25.0%
Undecided
212 53.0%
Strongly disagree
Too 100%
TOID' AFRICAN DIGITAL HEALTH REPOSITORY PROJECT
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able 1.7 contd Respondents percepion of sickte cell disorder and health helicls (N=yg00)

[Varlables = =

[ would not want to pay for PSCCT hecause it is

cxpensive

Sirongly agrec 51 12.8%
Undecided 97 24 2%
Strongly disagree 252 63.0%
Tolal 400 100%%
 am worricd that the test rcsults counld get into

oulsider’s hand

Strongly ngree 15 ' 18.3%
Undecided 103 | 25.8%
Strongly disagree 1222 _55.5%
Total | 400 100%
Genctle testing Iy not acceptable because the )

resull could lead Lo discrimlnation .

Stiongly agree | 84 21.0%
Undecided 93 23.2%
Strongly disagree 223 55.8%4
Total | 400 100%
Scrvice centre arc distant to my residence |

Strongly agree | 100 25.0%
Undecided l 100 25.0%
Strongly disagree | 200 50.0%
Total | 400 100%
MY culiure docs not support PSCCT |

Strongly ggree 52 13.0%
Undecided 44 11.0%
Strongly disagree 304 76.0%
Total 400 | 100%
Genctic 1esting is not ncceptablc by my faith | 53 13.20%
Strongly agree 48 12.0%
Undecided . 299 74 8%
Strongly disagree 300 100%
Tolal AFRICAN DIGITAL HEALTH REPOSITORY PROJECT
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[ablc 4.7 contd Respondeals erceplion of sickle cell disorder

*\./_ariablc.s
i N %
1 wonlq not Want to pay for PSCCT because j s
expensive
Strongly agree 51 12.8%
Undecided 97 24.2%
Suongly disagree 252 63.0%
Tolol 400 100%
|1 am worricd thal the test results could gel into
outsider’s baand
Strongly agrce 75 18.8%
Undecided 103 | 25.8%
Strongly disagrec 222 55.5%
Totol 400 100% —
Genelic testing Is nol acceptable Lecause the |
result could lead to discrimination
Strongly agree 84 21.0%
Undecided |93 23.2%
Strongly disagree 223 55.8%
Total 400 100%
Service centre ure dlistant (o my residence |
Strongly agree 100 25.0%
Undecided 100 25.0%
Strongly disagree 1 200 50.0%
Total | 400 100%
My culture docs not support PSCCT |
Strongly agree E7: 13.0%
Undecided 44 11.0%
Strongly disagtee 304 76.0%
Total 400 100%
Genctic testing Is not accchiahle by my faith 4. 3] 13.20%
Strongly agree ’ 48 12.0%
Undecided 299 74.8%
Strongly disagree 400 100%
Total
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Fig 4.6 Information on Respondents’ Perception
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4.6  Testof Hypothcescs

The swdy (ested four hypotheses, Al

the hypotheses were .
proposed os altemative hypot
o 95% confidence level and 5% ypothescs

level of siatistical significance oiherwise referved 1o as funit
of esror With p value of 0.05. The appropriate test statistics uscd to determine the existence or

absence Of relationship between the varigble of interest for the study was Chi-square (X*)and

= logistic regression model. The rescarch hypotheses were tested by comparison between
utilisotion through variables like, perception, level of education
and willingness to utilise PSCCT.

knowlcdge of SCD, attitude

Hypothesis one (i1))

The first hypothesis which stated that, there will be a signilicant relationship between
knowledge of sickle cell genetic disorder and utilisation of premarital sickle cell genetic

counselling and testing services,

Table -1.8 shows the cross (obulation of sespondents’ level knowledge of SCD with utilisation
using Chi-Square test. There was a significant relationship between respondent level of
knowledge and utilization of PSCCT at 95percent conlidence interval (p<0.05). Respondents’

knowledge has a rolo to play in the utilisation of PSCCT. The null hypothesis was thercfore
rejected

Hy pothesis two (113)

The second aliemative hypothesis which stated that there will be a significant relationship
belween perceplion and utilization of premanital sickle cell genctic counselling ond testing.
Table 4.9 shows the cross fabutation of percception and utilisation of FSCCT using Chi-
Square staiistic, There was a significant relationship between perception and wtilisation of

PSCCT at 95 per cent confidence intcrval (p<0.05). Respondents’ pesception has o jole 10
play in ytjlisationo F PSCCT. The null hypolhcsis was therefore not rejeeted.

Table 4.9 shows the cross (abulation of respondents’ highest level of education with

fespondents’ utilization of PSCCT using Chi-Square fest. There was 8 signtlicant relationship

betWeen respondents® highest level of cducation and prevalence of utllizalion at 95.per cent

AFRICAN DIGITAL HEALTH REPOSITORY PROJECT
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rcpol dence interval (p<0.05). Respondents® level of education is a key factor in determining
)
~ utilization of PSCCT. The null hypothesis was thecefore tejected.

nypolhc.sis three (11y)

The third alternative hypothesis which stated that there will be 2 relotionship between auitude
and utilisation of premarital sickle cell genctic counselling anid testing services Table 4.10
shows lhe cross tabulation of attitude and utilisation of PSCCT using Chi-Square statistic.
There was o signilicant rclationship between nititude and utillsation of PSCCT at 95 per

cent conlidence interval (p<0.05). Respondents® attitude has a role to play in utilisation of
PSCCT. The null hypothesis was therefore rejected,

liypothesis four (1Ly)

The fourth aliceative hypothesis which states thot, there will be e significant relationship
between level of education and utilisation of premarital sickle cell counselling nnd testing.
Toble 4.11 shows Lhe cross tabulation of attitude and utilisstion of PSCCT using Chi-Square
stotistic. There was o significant relotionship between attitude and stilisation of PSCCT al
95 per cent confidence interval (p<0.05). Respondents’ level of education has a pivotal role to

play in utilisation of PSCCT. The null hypothesis was therelore rejected.
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ble 4.3 Level of knowledge of SCD and Utilisation PSCCT

CKnowleclpe score

utilisation of PSCCT

| Strongly agree | Undecided Stromgly dissgree
Freq. (%) Freq. (%) Freg. (%)
Foor 38 (9.9) 15(3.8) 11(2.8)
TFair 190(47.5) 28(2.0) 33 (8.5)
“Good 73(18.3) 5(0.8) 6(33.5)
Total 301(75.3) $8(12) S1(12.75)
£=16.532
df=4
p = 0.002
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Pcrceplion and Utilisalion of PSCCT

Ultllisatlon of PSCCT

l'oor utilisation | Falr utilisation Good utilisation
Freq, (%) Freq, (%) Freq. (%)
2(0.5) 32(8) 39(9.8)

o 0(0) 5(0.8) 6 (33.9)

r— J 2(0.5) 37(9.3) 45(112)

= 10.706

df = 2

p= 0,004
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!b%t 4.10 Relationship between Attitude aad Utilisation of PSCCT

Utilizatloa score

||[:l_mltude score

Poor utilisalion
|

Falr utilisation

Good utilisation

£ = 27.048
df = 2
pl‘ 0.000
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Freq. (%) Freq. (%) Freq. (%)
me gn'iyc attitude 2(05) 26(6-5) l“"O)
Positive ottitude ﬁ 0(0.0) 126(31.5) 230(57.5) |
r| —
‘—To—m’-_—" 12(09) 152(38.0) 246(24.3) -



{_'!c I.11  Level of Education and Prevalence of Utifisation of PSCCT

sevelofl education Have cver done sickle cell genellc testing
Yes No
- Freg. (%) Freq. (%)
Primary 4(1.0) 5(1.3)
Secondary 37(9.3) 30(7.5)
Tertiary 201(50.3) 115(28.8)
fonnal
L:o ‘lm 4().0) 4(1.0)
{ - 246 (61.5) 154 (38.5)

L = 18.693
df=4d
p=0.00]

4.12  Binary Logistic Regression
Categorically, after effecting adjusuincnl, it was 1evealed that respendents with fair

knowledge of SCD were morce 2.5 mor likely to utilise PSCCT compared to those with poor
knowledge (Table 4.12).

Table 412 Pinary Logistic Regression on knowledge about SCD
Varlable Odds ratlo (95% C) | P-value

T{nowlcdgc score

Fair knowledge score (Reference) 2.5 p= 0001
Poor knowledge (2.3-4.2)
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CHAFTER N\VE

DISCUSSION, CONCLUSION AND RECOMMENDATIONS

Knowledge of the cillzensy of a nailon eboy SCD conslitues ag impartant vasisble thai

practice and success of premarial genetic counscllmg. Many
young Women and men enicr int0 marriage with

influences the acceptability,

insulficient mlosmation on sexuality,
reproduction, and family planning (Basien! eral; 2010). This study focused malnly on about

to wed or about-to-wed couples because their belicls and attitudes will affect their choices in
life.

S.1  Socio-Demographic Characteristica

The age of icspondents ranges from 20 10 30 and above, which is similar 1o sge range used by
{Abloye etal; 2009) in a rclated studies among Local Govemment werkers in e [fe. The
selected tespondents made it possible to investigate knowledge, peiception and atiitude ofthe
about-to-wed couples towards premarital sickle cell genetic testing and counselling. [n terms
of gender dilference, 45.0% were male and 55.0% [emale showing (hat the participation was
higher with fcmalo respondents, This i3 in line with Duroroye etal; 201 3where there (45.6%)
nele aud (55.5%%) female. This shows that » rasonabic percentage were self<cmployed which
1 not unconnecled with the unemployment rate (23.9%) in the countrty as documented by

WNational Burtcau of Statistics 2011.

Concerning Jevel of education, (2.0%) had no formal education (2.2%) ettained primary
education, (6.6%) ottained sccondaty cducotion while (79.0%) attained teitiary educstion.
This was in line 1o the outcome of a related study among locdl govemient workers in lle -
\fe by (dbdioye etal: 2009) where the majority (65.7%) of the respondents hed tertialy
education. With regords to icligion majority (47.0%) were Moslems and (52.0%) were
Christinns, This is probabiy due 1o the foel thot the srudy location-Ibadan has a fairly high

petcentage of Christian faithfisl than Muslim.

52  Levelof Knowledge SCD among Respondeats

The IDI findings showed that both mole and femeic Feson

knowledge gbout SCD: malc and femaic alike. The population of female duiing the IDI
d interactions showed that majority, if not sit

dents have generally fair

sessions outnumbcted the male respondents an

were educated.
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+ while reypoadents above 30
‘highest Proportion of fairknowledge geore (63.5%). years of age had

| fair
unlike respondents with o formsl education This shows that education is
instumental 10 better knowledge about SCD. This result is of variang

With fegards (0 level of education, respondents with formal education hod highest
knowledge score,

with a study Durotoye

etal; 2013 findings, which was conducted among SS3 students. The difference couid be
ascrived to the maturity discrepancies between the respondents of the two studies in which
younger students lack the understanding of seriousness of the genctic blood disorders and its

huge impact on the emotional and financial statys of the aflected familics.

Based on cthnicity, Yoruba respondents had highest (65.7%) percentago of fair knowledge
score comparcd to other ethnic group with the highest (34.5%) good knowledge score. In
lenns of rellglon, both the Christians and the Muslims had & similar fair and good knowledge
score. In terms of the living status, respondents living with alone hiad the highest percentage
(21.1%) of good knowledge score and followed by respondenis living with their parents
(20.1%),

Diflerences from the studies were ascribed to difference in education level of the study
participants. A good proportion (76.0%) knew the cause of SCD as an hereditary discase,
which is not in line with Duroroye etal; 2013 findings, which was conducted among SS3
students. ‘The difference could be related fo the maturity discrepancies between the

respondents of the two studies where they lagk the understanding of scizousness of the

genetic blood disorders and its huge impact on the emotiona] and linancial status of the

tffected families.

From this study, Respondents that hod tettiaty (79 0%) education had the highest propottion

ol (84.8%%) favourable knowlcdge score ofwhich is o variaat with Abioye etal; 2012 lindings

e knowledge of SCD,
in which only @ small proporiion (31-0%) of resp<aG=™ had good knowledg

despite being tho mejority (69.7%).

Based on gender, women otso hed beticr knowledge
This is in Support of a study by Arvlagun and

lLiave more knowledge (61.3%) about issucs

(56.7%) and stronger ottitudes toward

the implementation of screening (73.6%).
Adefioye; 2010, found out that woman tend to
telating (0 reproductive and sexual health than their male counterpars.
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fespondents of this study,

mojor proportion
lantation is the only known
fO{ SCD. This resulbt is COQSiS‘Cn[ with (Dwo[oye elal: 2013) and a s; il

E imilar

which (61.0%) of the respondents believed that S¢p IS incurnble (Bazugye e
L 4

Curalive measure
study in Benin in
tal, 2009).

Ia Nigeria, there isa facility for stem cell transplanation i Benin city, Edo state and to date

three sicklers have undergone the procedurc and currently doing well. The major challenge of

bis reatment is the high cost of the procedure and difficulty in finding suitable donors.

53  Attitude of Respondents towards Premarital Sickle Cell Couasclling and Testing.
1D1 discussions showed that female folks had better attitude towasds utilisatioo of PSCCT
saying that, it is very impostant 1o know ones state of health. Most of the women that had oot
done testing promised o conclude all their premantal testing as soon as possible.

From this study, o favourable attitude scorc of §9.0% was documented. However, fcmale
respondents had greater propoition (90.5%) of favourable attitude score, this is in coasonance
with a similar study of (4!-Aama ctal; 20]/]) on anitudes toward mandatoiy national
mommantal screening for hcereditory haemolytic disorders discovered that women also had
benrr knowledge (56.7%) and stronger attitudes toward the implementation of screening
(73.6%). Also, Anulogun and Adefioye; 2010, found out that women tend to have morc
knowledge (61.3%) about issues relating 10 reproductive and scxual health than their male
counterprns as a result, women folks tend to have positive ailitude towaids their sexual
health. Similar studies such as those by Khater and £! Ghazaly; 2003 and Abd Al-Azeemet al;
2012 demonstrated that women were more oriented and as such more knowledgesble (674
and 62.3%, respectively) with impottont health issues related to premarital genetic 3aToung
tban men ($3% and 47%, respectively), which reflected on their beiter attitude.

Concerning auitude towards premantal screening, majority (78.5%) agrecd thal premarital

sickle ccll screening should be made mandatary. The same resull was obtained ffom & similar

L oy S
stuidy among Universily students, majority of the panticipants attitudes towaids PMS were

favourable, where the majority believed that PMS 1s imponant and agreed 10
other Arab countries (Eshmesal,

cany it out In
the future. This is also similar to what has been ,,_-,,oned in .-

i als ceported
1989, A1.Aama esal: 2008, Al.Kahiani etal; 2009) The majonity of the paiticipd

1S3 dl to their
thal they will perform Premarital Screening(PMS) to prevent transmissioa o [ wz: ]
g of the ptcventive
children, This reflects that the paiticipanis had & good undersanding ©

of PMS (Af Kind{ c(a[' 2012 ) AFRICAN DIGITAL HEALTH REPOSITORY PROJECT
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' ] proportion (89. In lems of
-.".“Ude sCOre. Educ‘uonl")’t mmm with lc"i‘ry ml'on Wero |he h- ’
lﬂtﬂ

wion (30.2%) with good anide score, This is no doubt a pointes to the fac
. . 0 {
knowijedge has a direct reiationship with atsjjude \owards pretnarital sickie cell test; -
ing

Some People believe that their fate is determined by God and therelace acocpt the risk of
rsx o

having a sick child.

§4 I'crceptive of Sickle Ccll Disorder

The perception of the femaie IDI discussaais was very high, because most of them said that,
the women are always the pillar of the bouse when it comes to children’s heslth They
corroborticd that, men do not have time. Therefore, women will always bear the baunt if

anything happens to the children in future

This sudy documenied 8 {avoursblc peicepison perceniage scove of B1.8%, which had s
higher proportion (83.7%) of femalc respondents. It shows thal gender plays an impartani
role in the perception. This result is consistent with findings of Al-Aama (2070) in » sludy on
stlitudes lowards mandatory national premantal scieening for hereditary hacmolytic diserders
discovers that women also had better dispasition iowards the implementation of scicening
with a signilicantly higher numbes of (emale respandents believing thal the pre-manial
screening should be mandatory and that tnaniage shovld not bo allowed between two camicrs
of the game disorder. They speculated that the dissovery may ceflect the belicf that women 10

sofue socielies may bear more ofthe burden of a iandicapped or chronically ill child and they
have lcss o ppottunity o a sccond chance than men

Similarly, Arulogun and Adelioye (2010) (ind out thet (emales tend 1o have more \nowicdge

about issues refaling 1o reproductive and sexua) health thas their male coun\apans The

reason they udduced to this is the fact that many of the Chnistian religious organizations hsve

B compulsory counsclling sesslons for intending souples which last for months before the

masriage is conducted. In these counsclling sessions, the intending couples are cdueaied on

ssucs reganding marringe and the home; whercas, in most religious places in Nigeny,

women than men.
relatives had highest proporton of

significant others as (egards

especlally in churches, there are usually more

In tenns of tiving status. respondents living with other

800d perception. This could result from influence of passible

Premarital scteening decisions:.
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Utitisation of Premarital Sickle Cell Genetie Counsclling and Testing

,m study Tecorded & favourable utilization score of 61.5%.Female respondents had higher
proportion of utilization compared to mcn. There is o direct relationship between perception
ad attitude Which in tum increases along the trend of utilzation. Age wise, respondents
belween the age of 26 — 30ycars had the highest yijlization percenlage compared fo

respondents above 30ycars. On the contrary, findings of 2 rclated study showed that older

individuals appear to have higher rates of participation in premarital screentng (Peigang etal;

2013). This may be due to the fact that, as the age increases, people attach increased
mmpor ance to their health. An increasing sense of responsibility with age may also influcnse
participation (Afisri and Afuula, 2004). Increesed concem about birth defects may also be
putially responsible.

Professionally, the cultural literacy and professional characteristics of the scientists and

\eacheis, may give them a more comprchensive and clearer understanding of PMS.

$.6 Implications (o llealth I’romotion and Education

Educational progiams need to be constantly upgraded by literature and cesearch findings as
regands to improving establishment of genetic counselling and testing centres ond also spexial
usit for genetic counselling and testing apast from the conventiona) haemotology deparment.
Health education should include the latcst recommended evidence based litepture most
especially in area of statistics on the utilization of genetic screening. The evidence from the
present stidy indicated o good knowledge of SCD, but most of the screening facilitics are
restriced 10 urban afeas. There is o need at all level to make facilities for genolype screning
and genclic counselling evenly distributed at both urban and rural communitics whese many
Peaple reside.

' ‘ing each othey, and
There is the need for policy in the Country prescnting camers (rom moTYIng

isi jices as
the need for constant education for the youlh to take useful decision 1 mate cho

ich i ' s¢ disharmony
financiz| jmplication o f managing 8 sickler which is a long life ailment can cau

in the faily. |
omole in all marrtage W
Ullunately, there should be a policy suppoit by Govemnment 10 ¥

i i in all mamrisge insufuBoal,
pramote Premasital Sickle Cell Counsclling and Testing units |

"liBiWS. tzaditional and courts.
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Conclusion

findings trom this study showed that majonity of the espondeus were within the
"e

of 26 — 30 years, majority auained testlary ogucation level, and were in paid

mcnt. Most of thern were Christians and (he majority of the responder®y were Yoruba

The respondents had 2 good knowledge of Pramurite) Sickie Cell Genptic Diaarder. The

mitude, POOcPUon and utilization of the service by ihe respondents were oo

e sindy is limited 10 only about-to-wed abow t wed couples who cantracted their naddn,
s bedan North East Loaal Govemment Registry,

44 Recommendations

1. Implomentation of achool and umivensity cducstional campeigns & imptast
(zxproved counselling and adding oew (lopics for coungelling on penetic and chrome
problemns; building bealthy families; reproduction and (ertilsly sro mcommandnd.

2. if skie cell discase control @ruirgies must yicid any mgnificant results, more
education abowt SCD, especially amang secomdary school stisdinta—a—Nigens @
terelare recammended. The use of persons with SCD as peey educators/'coumselion
thould be explared,

i Isvalvwement of community . lcaders and non-governmental organizations &
aEmscllng progiams 1 yauh 10 ise swarenem and chengo el STRde foward

Eniage brtween gEcixolly (acmmpstible partsen.

kw
WEﬁth%ljihbiﬁmh#ﬂﬂmﬂ

religaous icadon

confidentiality, bensficmce wnd repest v

A€, Bl A,
| Edhacal proapies of i, < = Sis will 2

B digsdy asd Disa sateiiagence of pursons shonkd

.m-.}-mwﬁ,Wﬂﬂﬂi_‘“-’
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10.

Ii.

12.

13.

goals, and Tespected thereaficr. These 80als should pever pe
sel

\ ’ | . 1N ways 10 impose
certain genetic screcning or reproductive decisions on individual i
_ als.

screening goincd through accidental [caming, there is an urgent need for the inclusi
jon

of Health Education in the curriculum of Nigerian teriary education o be taught
aso

couise regardlessof discipline.

Govemments should rccognize that within any countty there cxists diversity of
cultures and opinions about n number of issues relevant ta genclics, These inciude
human reproductive issues, community and individual approaches te the signilicance

of disabilities, this diversity should bc respected.

The meaning of the tenn ‘carrier stotus’ should be made known to members of the
public loug before they get marricd, For successful public education, government and
noo-governmental organizotions must coopcrale, as well as community and religious

[eaders, school parcnt organizations and healih personnel.

At-risk couples should be contacted directly by counseliors and encouraged (o

undenake cducation aond counselling.

Although, prevention and ireatment of genetic diseases is virtually impassible: There
is the nced for physicians to offer counsclling for various healih ptoblems before the

patient asks, so they can tum down unwanted help rather biing up sensitive issues.

Implemenlyion of ‘solution-focused’ premarital counselling that focuscs on &
couple’s resources, helping them to develop o shmed vision for the mamage.

Background information about premantal counselling and solution-focuxd |lmwy. 10
provide a framework in which inlervention sirategtes in lhose confirmed with positive

status for o disease can be developed:

0 i jons and {eodbeck. as
A solution-oriented intceventions include solution-atiented quest

‘ lsble to the
well as 8 Couple's Resource Map (CRM) which depicts 1be suppon sval

ianshi ]
couple from various personal, iclat jonship and contextud
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14.  Screcning progmmines nuust pe equitable, pecessibie

’ and unpderstood
population, but most importanily they must o by the target

: : PIY with the prevaili |
cthnic, economic and societal vajyes, prevailing culiunal,
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APPENDIX

Inforged Conscgy

Dear Respondent,

My name is Adeleke, Adeolu Anthony. | am a Master's de

- gree snudent of the
llcalih Piomotion and Education, Facuity of Public Health dcpastinent of

+ College of Medicine, University

of lbadan. | am presently conducting a study titled ‘Knowledge, Perceptions and atiifude of
€0

obout fo Wed couples towards Premarital § ickle Cell Generic Testing and Counselling ;
g in

fbadan North-Last Lucal Govermmeny Registry, Oyo Siate’. The purpose of this studv ;
- study isto

vestigate the level of knowledge, perceptions and attitude lowards premarital sickle cell
scroening.

This questionnaire is designed to gather infotmatlon conceming know ledge about sickle cell
disorder, perceptions, and attitude of about to wed couples townrds premarita! sickle celt

screening in Ibadan North-East Local Government Registry, Oyo state.

The questionnaire was designed based on the cthical principles guiding the usc of human
puticipants in research. All information provided shall be kept confidentialand ina secured

place where no other persons will have access (0 the information given by the respondents.

Thank you for your cooperation.

I
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QUESTIONNAIRE
Sm"’f nuntber......

FOR OFFICIAL USE ONLY

[asiructions: Please do not write your name.

Pleasc give an appropriate answcer by ticKing (‘J) where applicable

i SOCIO DEMOGRAPHICS:

1, Gender

\lale Female

2. Age last birthday less than 20 20-25 26--30 30 and ahove
3. What isyour ethnic origin?

Yoruba Igbo Hausa/Fulanj olhers (specify)

4. What is your currcnt living status?

Alone VVith spousc/partner with parents with other relatives

Wilk varelatcd persons with fricnds others (specily)

5. Highest level of education Primary Sccondary Tertiary
None

& Religion  Christianity [Islam Tradltional Others (specify)

7. What best describes your currcnt main activity?

ia paid employmcot in scIf cmployment Retlred llowsework  Student

j‘*’“"‘jng Others (PIEaST SPechy).ceeresrarceserscsinrmanteonsaontanrnstseassssstonen

I  KNOWLEDGE N
f t L
Please read coc)) yuestion very carcfully and then circle onc answer (hatis the

Remcm ber, only one answer for cach questlon.

1) Sickle Cet) Disease Is caused by
2.2 virug

X Inberited yickle cell traits from both parcnis
€ bad pigod

¢. q0nc ol the ahove
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g)Sickle Cell Discasc can cause

. severe dcbiliinling pain

p. sirokes
¢ infcclions
4. orgar damage

¢ all of the above

10) Sicklc Cell Discasc occurs in
2. boys only

b. girls only

¢. while pcople only

d. black pcoplc only

¢. all of the above

11) Sickle Cell Pain can feel worse than

A 8 broken bone
b. 3 headache

¢ a goashot wound
d.oone ol the abovce

¢. all of the above

12) Sickle Cell Discasc makes red blood cells
3. round gnd soft

b. bard and sickle shaped

¢ slicky and blue

d. sUff and sickie shaped

e.50(t and sickle shaped

13) Sickle Cell Discasc Is easlly managed by

2- anithioics
b

liver rapsplant
© Palo relicve,s
4 Llood transfuslons

& mone of the ahove
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9) Siekle Cell Discase can cause
1. severe debilitating pain

L. strokes

c. infections

d. orpan damage

¢ all of Ike above

10) Sickie Cell Discase occurs in
a. boy's only

L. girls only

¢c. white people only

d. black people only

c. all of the above

11) Sickle Cecll I’nin can (cc) worse than
a. @ broken bone

b. a headache

c. a gunsliot wound

d. none of the above

¢ all of the above

11) Sickle Cell Disease makes red blood cells
a. round and soft

b. bard and sickle shapcd

c. sticky and biue

d. suiff and sickle shaped

e. sofi and sickleshaped

13) Sickle Cell Discase is caslly managed by
a. aniiblotlce

L. liver transplant

¢. pala rellevers

. blood transfusions

e. nonc of the above
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14) Sickle Cell Discase could be cured by

a. Bone marrow transplaats
b. antibiotics
c. res|

(. none of tlie nbove

[S) Whbat Is the best wany of knowing somconc carrics the gene for sickle
cell disecase?

2. They look sick

L. They will eveatually have Sickle Cell Disease

c. With a simzple btoodl tesit

d. Thercis no way of knowinp

¢ None of the above

16) sickle cell dlseasc can be prevenled by

2. Use of condom

b. Premarital genelic testing and counsclling

c. Abortion

d. all of the above

c. noac of the above

17) Whal is the best time of iestlag for sickle cell discase?
a. Wheo {ecling sick

L. At sny lime

¢ whea onc s sbout o wed

d. all of the sbove

18)\Vbat is the purposc of pre-marital sickie cell testing

8. To know thesickle cell (reilsialus

b. To prevent incideace of sickle cell disorder
¢ To make an informed marital cholce

d. none of the above
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Il  UTILIZATION OF PREMARITAL SICKLE CELL GENETIC TESTING AND
COUNSELLING SERVICES.

19) Do you know that one can check lils sickle cefl status?
a. Ycs b. No

20) Do you know about tlie availability of sicklc ceil testing service?
a. Ycs b. No

21) Do you know sites where test Is done?

a. Family Guidance and Counsclling centres

Yes No
b. Private clinics Yes No
c. Govcromoicat hospitals Yes No

d. Others.............. (plcase, specify)

22) The closest distance ofthe centre (o my residence is

Less than 1km ] =2km 2-3m more thar 3km

23). Have you ever donecany form ofgenclic tesiing and counseillog hicfore?
Yes No

24). [l ye¢s, was the test free of chiarge? Yes No

25). [f the test was not frec, Liow much did you pay for the test?

less than #100 N100 ~ #4200 #200—-#300 #300-WS00 more than #500

26).Would you say it is affordable 1o do the testing?  Yes No

27).\Vas the test lime consuming?

00 lime consuming ‘[ime consuming nol ttme consuming

28).Was (he test painful?

too painful Jaloful Not palnful

29).What about the providers’ attitude?
Friendly barb not {riendly
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IV ATTITUDE TO\WARDS SICKLE CELL PREMARITAL COUNSELLING AND
TESTING

Please tick as appropriate

Statcment Yes |No | Don't
| know
3 | Do you consider premarilal genctic testing impurtant
at all cost?
3i | Premarital sickle cell testing and counselling Is 8 waste
of time and moncy. I
32 | Premarital sickle ccll testing and counselling should be |
madc mandatory. |
33 | Marriagc institutions should cncourage their members T
to go for pre marital sickle ecll testing and counsclling.
34 |1 would cncourapge my partner to be tested for the
J sickle cell trait if 1 was found to be a tralt carrier.

A4

— ———

QUESTION ON I'ERCEFPTION OF SICKLE CELL DISORDER AND
IIEALTII BELIEFS

Please rate your level of agreemcent

Perception | Strongly

AfFee

undecided | Strongly
disagree

Sevenity

35) Sickle Cell Dliscase is a aerious disease

36) Having s Chlld with SCD would he very scary

L-

37) My life wounld change if my child hud SCD

38)Cbildren wihth sickle cell discase are at risk for

infections, I’sin, pncumonia snd siroke

| Suscepidiisy

L

39) If both partncra are carriers of sickic cell trwil,

cblldren could be &t risk for Sickle Cell Disorder,
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40)Sickle Cell Trait is iransmiliable 1o offsprin

Sickle c¢ll disorder i3 only preventable if only

of the partncers has sickle cell (rait.

J41)Anyonc may be u carrier of sickle cell tralt

Benefits

42) Sickle Cell Disorder cun be prevenied in

offspring if both partners know their sickic cell

trait stulus.

43) Knowing my sickle ccll trait sintus will make

mc conflident in forming rcinlionships.

44) Knowing the burden of having a chlld witl
SCH would make mc cagage in pre-morltal sickle

cell testing and counselling service.

Buorrlers

45) Testing for sickle ccll trait 5 polnful and
Jifficult

46) My partner would be hard (o convince to hove

tesling

47) 1 would not want (0 pay for sickle cetl trait

lesting liccounse it is cxpeasive.

18) T am worricd that the results could get into

oulsider’s hands,

49) Gencetic lcsl-l_l‘lg I not aceeprialile because the

results way lead 10 ciscriminotion sgainst sickle

ccll {rult caorriers,

50) Service centres are «istant 10 1ny residence,

51) My culturce does not support preimorital sickle

cell testing and counsclling,

$2) Genetic testing 19 not acceptable hy my falth
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DRAFT IN-DEVIIL INTERVIEW GUIDE ON kNOWLEDGE, PERCELT)
ATTITUDE OF ADOUT TO WED COUPLES 1 - ONS AND

CELL GENETIC TESTING AND COUNSELLING In IBADAN NORTH-EAST
LOCAL GOVERNMENT REGISTRY IN DADAN

NORTII- EAST LOCAL
GOVERNMENT REGISTRY, OYO STATE

Good day Sit. My Name is... e veeeriaisirnicneasevensionven .o o« Jhis study is being conducied

as part of 1equirements for the oward of (MPH) Degree of Department of Health Promotion
and Education in the Faculty of Public ticalth, Univeisity of Ibadan.

The study is designed 1o investigate tlie Knowledge, Perceptions and attitude of about to
Wed couples towards Premarital Sickle Cell Genetic Testing and Counselling in Ibadan
North-East Local Government Registry Lacal Government Registry, Oyo State. Your

pasticipotion in this interview is 10 enable me undersiaad your kpowledge, perceptions and
altitude lowards topic.

Pleasc notec that your patticipation in Ihis inicrview is voluntary, hence You may agree of
declinc to participatc. There arc no wrong or nght answers, all respogses are very umpostant

10 this study. [ olso scck your permission 1o capture this inlcrview on a recorder, to caswre no
past of this imerview is lost during analysis

Thank you.
Would you like to patticipate?  Yes No
ADELEKE ADEQOLU
08036169412 B
IONT QUESTIONS | —_ PROBEN) ]
|| What In your vicw obout sickle | + Cunyou really describe w2
<l disorder? | - ]
mybt? ik can couse |+ Does itaflectonly thechild or the enliro
sickle cell disorder? fanly?
| . Can it 1cally bo preveated?
. What c(Ton should be put in place 10 prevent
| - ——alopoans for |
T th—— T now Of Maflgemon| OptiaDS
SCO?
AFRICAN DIGITAL HEALTI-'.E“)&MM&CSI}”““\'? - i =N .

= —



" -

Does it have a cure?

Is it reqlly Casy to get 1he cure?

AT you awate of g successhil cyre jn
Nigeria?

Should Premarital Sjckle Cell
Counsclling and Testing
(PSCCT) be made mandayory?

What j¢ your takc about pSCCT?
Should every MArriage jnciitution enforce or

eNCOUTdRe §(?

Do you know of facititics where one can do
the testing?

Do you think seevice cenires will be
accessible by people?

Do you think it is expensive 10 do PSCCTI?

Do you think PSCCT is

beneficial?

How enthusiastic do you think people are
about PSCCT?

DO you think a sickle ccll carrier should
coaiinue a relationship with another camier

cven if discovered?

AFRICAN DIGITAL HEALTH REPOSITORY PROJECT

AG




the [fonoroble Coau!ufomr'th‘
Oz kel No. AD 13/ 479/

o Aptil, 2015
The Piincipal Invcstigalor, :

Depariment of J{calth Promotion
Faculty of Health,

Collcge of Medicine,
Univessity of Ibadan,
lbadan. 3

Attention: Adele

Ethical Approvnl for the [mplementation of your Resea)ch Proposal in Ovo State

and Educatioy :

This acknowledges the reccipt of the corrected version of your Research Proposat tilleq:
“Knowledge, Perceptions aud Adtitude Sickle cell Genctio Testing and Couagselling in
Ibadan North-East Local Government Registry, Oyo State.”

2. The commitice has noted your comnpliarice with all the ethical conceras raised in
the initial review of the proposal. In the light of this, | am pleased to conyvey to you the

proval of conumiltee for the impl ementation of the Research Proposal in Oyo State,
Nigeria,

J. Please note 'that the committee will monitor closely and . folfow up (he
implementation of the research study, Jlowever, the Ministty of _Ilca!lh would Jike to
have o copy of (he results and. conclusions of the findings a9 this will help in policy
making in the health sector,

4, igjiing L.
Wisliing mell the bes .

Ly i)y, darch & Statistics _ _
%‘ﬂﬁgﬁﬁfﬂbjﬂﬁmmh Ethical Review Commitice
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%ﬂ! € Fug PAC (@ PXLLS

perarsn NSTRY OF HEALTH

= ANNING, RIESEA RCH & STATISTICY DIVISIQN
MAIL BAGC NO. 5027, 0YO STATE OF NIGERIA

r“‘r ‘Jf. j\'ﬂ. 9°c9000000.000g00s0090c0000000vs '
All coswnunicotions should be adibresyed &
e Homroble Camadssloner quating

April, 2015
The Principal Investigator,

Department of Health Promotion and Education
Faculty of Health, i

College of Medicine,
University ol I1badan,
Ibadan. : )

Antention: Adelelic Adeolu
Ethical Approval for the | mplementation of 'Your Research Propasal in Oyo State

This acknowledges the receipt of the corrected vctsi;m of your Rescarch Proposal litled:
“Knowledge, Perceptions and Attitude Sickle cell Genelic Testing and Counselling in
IbaJan North-East Local Govecament Kegisiry, Oyo State.”

2. The committec hos noted your compliance with all the ethical concerus raised in
the initial review of the proposal. In the light of this, | am pleased (o convey (o you the

#proval o £ commilice for the implementation of the Research Proposal in Oyo Staic,
Nigeria

L Please note 'that the commiltee will monitm: .closcly nnd.l‘ollowﬁ| up the
implementation of the research study. Jlowever, the M}mm of Hta!lh woull Itk;to
have o copy of the results and concludions of the findings as this will help 11y policy
making in the health sector.

& Statistics _
h Ethical Review Commiliee
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