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ABSTRACT

Many illnesses that affect people are either partly or wholly related to genetics. Diabetes and
sickle cell are of no exception. On this premise, this study examined the perception adults with
genetic disease have about genetic counselling, their illness beliefs and its impact on their mental
health. The study used the concurrent triangulation mixed method approach. A sample of 330 and
12 adults (18years-75years, mean age 44.2) with genetic conditions (i.e. diabetes and sickle cell)
were conveniently and purposively selected. The study employed the mixed method approach for
its methodology. The data was analyzed using the analytic cross-sectional approach and the

thematic approach fo ively. The results of the

quantitative study revee depression and anxiety

but not stress. This fur on their psychological
wellbeing. Sickle cell  repall - han type 1 and type 2
diabetes. Gender and | 0 ) ] ] | health_problems. Perception of
genetic counselling, i on coping mechanisms,
and beliefs about ge the qualitative data.
Qualitative findings co > mental health of adults
with genetic conditions ith sickle cell reported

more mental health prok )ondents in the qualitative

study had fair knabout g¢ Ch"was not aye al le in Ghana, they
perceived genetic counseW’nd testin _g to be ve _y essenti em and those at risk of
. -y J i r

T rF FI MU 5
developing a genetic condition. Participant further revealed that genetic education should be done
not only at the health service but also all levels of education because knowledge about heritable

diseases is low in Ghana. This implies that appropriate psychological interventions, education and
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counselling will improve their psychological wellbeing and mental health as well as help those at

risk take precautionary measures.
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CHAPTER ONE

INTRODUCTION

1.0 Background of the Study

Genetic predisposition and environmental factors play an essential role in development and
health (Boyce et al., 2021). Several illnesses that affect people are either partly or wholly related
to genetics (National Human Genome Research Institute, 2018). According to the National
Institute of Health (2018), genetic illnesses are conditions or diseases that are partly or wholly
caused by a deviation of the DNA sequence or order from the normal. Furthermore, Bushman

(2000) defines a geneti at is caused by an alteration

in the genetic makeup t tors (Khan et al., 2015).
ough new ones are still
being discovered, sic Ie_cell disease, diabetes, cancer, Kidney disease and other rare genetic
is current study focuses
on three health conditia o]: ~ diabetes, type 2 diabetes
| explore thoughts about
genetic counselling a the condition of these
diseases. Also, these twa e'chosenin | etailed beliefs about their
condition and its ental caltr

The focus.!of the SWM on the adult
FI ED‘

help to obtain experiences of partrcrpa

hese COI‘IdItIOI‘]S This will
esmfate""ﬁe ch0|ce of sickle cell and

diabetes over other genetic conditions.
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Although these conditions have a genetic basis (Brorsson et al. 2015; Doumatey et al.
2019), it is important to note that, the genotypes are expressed often in conjunction with
environmental factors. The Harvard School of Public Health establishes this point in a publication
which states that genetic factors make a small contribution to putting an individual at risk of falling
victim to a particular medical condition and that “our genes are not our destiny” (Genes Are Not

Destiny, 2016).

In a recent study, Boyce et al. (2021) argue that health is the product of crucial protective
factors during critical or sensitive developmental phases, which might promote the expression of

protective genetic ele gradually disclosed as

primarily interacting t nt-time domains). They

have begun to bridge t et al. 2021)
Usually, peoplé s but have the potential
of passing off this defec With improved average
life expectancy of 54 ith sickle cell disease
(Lubeck et al.,2019), peing and psychosocial
functioning of those a i cal well-being lal part of human health
that contributes to overall ha | 4 .
| P N — JE’TL H
Whilst there seem o-lfdlrtgqgﬂqrpl mg}jmﬂﬁ_q, iverse research reports on

the epidemiology of SCD in primary healthcare facilities exists. From January 2013 to December

2014, a systematic review of the health files of all SCD patients (aged 13 and older) at the Ghana
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Institute of Clinical Genetics, Korle-Bu, revealed that 5,451 SCD patients accessed the facility’s
health services, with 20,788 clinic visits. Per a study, about 2% of all neonates are detected as
having SCD, and at least 25% of the Ghanaian population possesses the sickle cell trait (Edwin et

al., 2011).

Sickle cell disease is a recessive gene disorder that presents itself with severe pains known
as crisis. This crisis occurs as a result of dehydration, extreme weather conditions, and other
infections. These complications that arise as a result of the dormant gene may affect other organs

of the body. Due to the obvious formative obstacles and illness issues associated with SCD,

patients ultimately req d dignified experiences

(Crosby et al., 2015). treatment protocol that
can be pricey, complex ental wellness, or their
ability to reach their fu I.,2020). Psychological
well-being assessment of people with chronic
illnesses (Forrester et 3

Inastudy in G ence of positive mental
health in adults with ive at suboptimal level
though they found hig at there is the need to
explore other aspect of psye problems alone. This study

opted to explore th Jhtary information

for future resear(:: ‘ teﬁl’ﬁﬁﬁihp HMEM: :

wellbeing; environmental mastery, autonomy, purpose in life and self-acceptance, personal growth

5 of psychological

and positive relations with others (Ryff,1989).
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In the sub-Saharan Region, chronic non-communicable diseases with genetic markers are
increasing at an alarming rate (Hall et al., 2011; Mohan et al., 2019). Diabetes, for example, which
is largely genetically transmitted is reported to be high in Africa and most people with the condition
are undiagnosed (Mohan et al., 2019). The situation is similar in Ghanat, a developing African
country. Diabetes is a disorder in which the body’s cells do not create enough insulin to keep
glucose levels in check (Kumar & Clark, 2002). The World Health Organisation describes diabetes
mellitus as a metabolic condition characterized by abnormalities in lipids, carbohydrate protein
metabolism and chronic insulin caused hyperglycaemia, insulin, or both deficiencies (World

Health Organization, 2021). Chronic diseases are on the rise in Sub-Saharan Africa (SSE).

Diabetes and hyperten astest-growing chronic

disorders (Danquah et ¢ hanaians, a figure that
is expected to rise short ), 2012). With diabetes
being a hereditary cont 0 rth being examined by
looking at the rising pr‘ ana (NDAG), 2012).
Genetic testing y detection decisions in
cases such as diabetes. h less likely to receive
genetic” counselling a e increasing healthcare

disparities, it is vital to com ic examination and it being

|
accepted. People familial history in

1

some European nations and the mameEWWE ounselling and testing to

check if they have an inherited cancer gene mutation” (Moyer, 2014). Knowing the risk of
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hereditary diseases might help healthy people make health-care decisions, such as getting frequent

check-ups or having surgery, to lower the risk of further development (Axilbund & Peshkin, 2010).

Public approaches to genetic testing have been generally found to be positive for disease
risk (Etchegary, 2014; Haga et al., 2013). In a study in USA, about 97% of participants showed
that genetic testing was something they were interested in at least somewhat, with the majority
having a positive attitude towards genetic investigation and approving the use of genetic testing to

detect diseases (Haga et al., 2013). A Netherland survey also reports that 64 per cent of people

thought genetic testing would help people live longer, for that reason, they had positive attitudes
towards genetic testing eman e 17 ‘. 0 e publ so concerned by the use
of genetic test results ta i inate @ people v e geneti edisposed to illness and
that genetic testing ma ‘ the g 7 ‘ abellif e as “o00d” or “bad” genes

(Henneman et al., 201

In the previous ¢ s and services available,

language barriers, risk ated negative emotions

and uncertainty about t to accessing the genetic

ia (Allford et al., 2013;
Appiah et al,2020, I_Edyyi‘ , ; .
=) =
The current study ﬁ'&nvestiwe > factors that.might mrriers or facilitators to the
~—1 INTEGR| PROCEDAMUS T-—

uptake of genetic counselling. The focus will be on awareness; knowledge, illness perceptions, and

testing of cancer by etl

attitudes towards genetic testing for genetic conditions, and reasoning for and against testing. As

has been established, genetic disorders affect the psychological well-being of people who have
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been diagnosed or are at risk. McAllister et al. (2007) confirm that having a genetic condition or
being at risk of having a genetic condition can affect psychological health, hence, psychological
health issues such as sadness, guilt, unease, redemptive alteration may be present with genetic
disorders. These psychological health issues are also largely influenced by the perception of illness

of those affected.

In a study, illness perception has indeed been recognized as a key factor influencing self-
care habits, psychological distress, and other health outcomes among people living with chronic

illnesses such as diabetes (Alzubaidi et al., 2015; Kugbey et al., 2015). The link between illness

perception and medical outcomes.could. ve C e fact that engaging in self-care
activities necessitates e e dec 1 g s infly by how people with the
disease perceive theiri L ‘in tern ether it : ; 1t mprehensible, treatable,
episodic, and catastrop | gbey; 7 | 017). ‘ - hanaians with chronic
illnesses found that th; overall a 0 cness has an impact on their level of

psychological discomfc

Whilst the relat al wellbeing seem linear

and simple, the interme e in point, Morgan et al.

(2014) highlighted that Ibeing are a corollary of

the way, the individual 1 Ne beliefs about a disease

o ‘ |
consequently influ haviours, WF turn affect cal wellbeing. Edgar

* e e———————— 3
(2003) also establishes th Iﬁéﬁﬁﬁptpﬂmﬂimﬂtﬂ@; on-psychological wellbeing
because it defines a belief that is to an extent a repfgsentation of the individual’s coping, whether

negative or positive.
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Genetic counselling plays a vital role in the management of genetic disorders. According
to the World Health Organization (2010), genetic counselling is the process by which trained
experts disclose information on the genetic features of maladies with somebody who is at an
elevated risk of either acquiring an inherited genetic disorder or passing it on to their new-born
child. A genetic counsellor provides information on the transmission of diseases and the
possibilities of repetition; considers the implications it has on patients, families, and healthcare

professionals; and assists patients and families grappling with these disorders.

Although the field of genetic counselling is relatively new, Duric et al. (2003) reveal that

genetic counselling hel 2r management. Genetic

counselling is now pla of many industrialized

countries, thanks to res se is now being fulfilled

in less developed natio

In Ghana, little tic counselling because

the field is still emergi ling services (Appiah et

al., 2020). This study pproach to explore the

perception of genetic cc 5. Further to this, it seeks

to explore how different th ave had genetic counselling

|
before the onset o enefits of genetic

counselling serwce‘s-to th rWlﬁEeGﬁ]ePtHME}ﬁﬂhﬁ

genetic counselling in the country makes thls study very important. The outcome of this study will

|
e-scarcity of professional

help project the vital role genetic counselling may play in terms of people’s perception Of
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genetically related conditions which will enhance the management of these conditions or diseases.
This study will be crucial to the emerging field of genetic counselling in West Africa and help
practitioners provide better services to all. It is essential to note that the early detection and
management of inherited diseases will go a long way to delay the onset or reduce the severity of

genetic diseases in Ghana.
1.1 Statement of Problem

As of now, there are no effective means of preventing the spread of genetic conditions such

as sickle cell disease in Ghana and West Africa at large. Sedrak and Kondamudi (2021) point to

the fact that “sickle cell atening complications.”

Only prior counselling to use. The prevalence

of genetic conditions s high because 30% of

Ghanaians carry either sickle cell disease was

In Ghana, gene ViC stimate ed somewhere between

3.3 and 6% of the over tion have di jith thi increasing with age and

\
anguah et al., 2012; IDF

Diabetes Atlas Group, 20 ‘ 1g services are non-existent

5u

|
in Ghana (Rusu et s the fact that very

]

B 7 |
few people have a good i dMquﬁmeﬂW& en-confirmed by the few
available studies (Allford et al., 2013; Appiah et éIEOZO, Edwin et al,2011) and also the paucity

of studies on genetic counselling in Ghana. The genetic aspect of conditions and its implications
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are understudied especially in Ghana where genetic counselling services are few or not in existent
(Appiah et al,2020). It is against this backdrop that the current study seeks to examine the
perception adults with genetic disease have about genetic counselling, illness beliefs and mental

health.

As it has been established earlier, there is the need to explore the perceptions adults with
genetic disease have about genetic counselling. Little is known about the beliefs of people
concerning genetic counselling in Ghana (Appiah et al., 2020). This study will generate this

information from participants and further address the reasons for the patronage of genetic

counselling from the in ently affect one’s adult

life. Most importantly ely or positively affect
wellbeing. Most studie rence/non-adherence to
treatment (Amaltinga, n households in Ghana
(Tagoe, 2012). Other re g with chronic illnesses
in Ghana (Tanor et al. s they hold about their
genetic conditions and ologically. Few studies
have examined the gen ellbeing both in Ghana.
Some of these studies 2dictor of mental health

problems (Nuworza,201

understood sicklmms'd good attittide®eWard genetic
found that illness béti ewmrp ta il

among type 2 diabetes patients in Ghana. Another study in Ghana showed that level of religiosity

orted that young Ghanaians

Jbgey et al. (2015)

/chological distress
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but not illness perception, predicted mental health problems among diabetic patients in Cape

Coast(Amartey,2019)

When people have certain genetic conditions, there is the tendency to focus only on the
biological effects of the disease, but very little attention is given to the psychosocial effects of
living with a genetic condition or predisposition as Bolton and Gillett (2019) suggested. With
healthcare being multi-dimensional by employing the biopsychosocial model, this study will fill
in the huge gap on the scathing effects of the selected genetic conditions on the mental health of

the participants. Further, there is insufficient research focus on the beliefs people have about their

illnesses and how these i et al., 2016). The gap

in this area will be fille eliefs and psychological
wellbeing (via their sca s with genetic disease.
Finally, much of what ealth beliefs is that they
consider the religious o pmfeh, 2020). However,
itis very important to e abetes about the genetic
aspect of condition and led. This study, through
the qualitative method of patients with genetic
conditions. The choice depth illness experience
to improve health care for ge

S =)

| ‘ . 7.|E‘ ll |
1.2 Aims and Objectives Ii INTEGR| i’HﬁjﬂEbﬁm B
The specific aim of the thesis is to explore the perception adults with genetic disease have about

genetic counselling and examine the impact illness beliefs have on their mental health. Specific

10



University of Ghana http://ugspace.ug.edu.gh

objectives of the study include:

1. Explore the perceptions adults with genetic disease have about genetic counselling.

2. Examine the relationship between illness beliefs and psychological wellbeing of adults
with a genetic disease

3. Examine the relationship between illness beliefs and mental health-related problems of
adults with a genetic disease

4. Investigate which dimension of illness belief would have the greatest variance on mental
health-related problems of adults with genetic disease.

5. Examine difference with a genetic disease

based on differe
1.3 Relevance of the S

This study wiII 00K 3 hanaians a o nselling as well as the
factors influencing th ic illnesses in Ghana.
Recognizing these co yundwork for including
mental health treatmen ith identifying frequent
mental health problem ,. ‘ | i attitude and knowledge
levels are likely to influe iental hea ; estigated. This is because
both personal and s@ .

etal, 2021).

Since this study is one of the few in the domain of genetic disorders and mental health

outcomes, the findings will provide physicians with knowledge on how to meet the mental health

11
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requirements of patients with chronic genetic conditions in Ghana.

The study’s findings will aid policymakers in making decisions by suggesting ways to improve
diabetes patient care. This study will add to the present understanding in the domain of sickness
perception and diabetic effects because related research is scarce, if not non-existent (mental health
problems). Additionally, this study will be relevant to the West African Genetic Medicine Center
whose focus is to improve access to genetic health care in Ghana and Africa. In the long run, this
research will assist to change the existing predominantly biological management of genetic

precursor illnesses by including more allied health specialists into the care plan.

12
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CHAPTER TWO

LITERATURE REVIEW AND THEORETICAL FRAMEWORK
2.0 Introduction

This chapter consists of two sections. The first section is a survey of the theoretical and
empirical literature that illustrates the theories that serve as a basis for the study. The second part
is an evaluation of previous research on the key variables in this study. Furthermore, the chapter
presents the hypotheses of the study, and operational definitions of several essential terms and

ideas.

2.1 Theoretical Frams¢

The two theorie gui 5 al ie el and the Leventhal’s
self-regulation theory.

2.1.1 The Health Belie

The health beli is theory has been used

largely as predictor of e 1950s and was most
recently updated in the ged on the premise that
an individual’s desire o nfluenced by the kind of
perceptions they have conce

=0

The HBM! is predjzﬁ;m psychological and behavioural's ool of thought, with two
i s : ;

segments of health-related behaviour: OﬁHé! tﬁ: ﬁg_%‘gt%/ﬂiding disease or, put another way, the
belief that a particular health action will reduce the risk of developing illnesses; and two, the belief

that a specific clinical intervention will thwart or promote healing. Finally, an individual's views

13
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on the benefits and drawbacks of physical exercise are influential in determining their behaviour.
HBM is a well-known framework for figuring out why patients participate in disease prevention
efforts or don't (Glanz et al., 2008). The HBM contains six elements that “predict if and why people
might take action to prevent, identify, or manage sickness conditions,” according to the researchers
(Glanz et al., 2015, p. 76). Perceived susceptibility, severity, perks, impediments, cues to action,

and self-efficacy are the factors to consider.

It has been revealed that a person's beliefs of their genetic problems and self-care
behaviours influence the types of maintenance and self-care activities they employ (Tan et al.,

2018). Some of the facta as follows; One is that the

sufferer of the conditi yer healthcare practices

(perceived susceptibilit t a change in the current
ill-conceived self-care tcome at a cost that is
bearable and beneficiali 0 are competent (self-efficacy)
to overcome perceivel e practice) to succeed,
according to the model ived vulnerability to the

illness, are much more e et al., 2012).

HBM was used ople take precautionary

measures. What is the pur 0 2 managed? This framework

|
has principally bee ases and behaviour

to avoid illness and"genet' diﬁdr’ﬂg-@m ﬁmﬂﬁﬁmﬂﬂ&

and precise model to predict behavior and HBM made available in health measures (Jeihooni et

|
et-al., 2016), with a vital

al., 2015).

14
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2.1.2 Self-Regulatory Model of Illness Perception (Levanthall et al., 1980, 1997)

Iliness perception is a subjective perspective that focuses on one’s experience and situation
as a consequence of an illness, and it can help chronic patients maintain their health practices. It is
influenced by cognitive and emotional variables such as the illness's expected timeframe, the
illness's life implications, how the illness is controlled or treated, the diagnosis and source of the
illness, and feelings of dread or fear linked with the illness. Individual disease perception is linked
to psychosocial and clinical outcomes in patients and serves as a driving factor and starting point

for illness coping and action plans (Chilcot, 2011).

Patients' percep ic symptom are referred

to as illness perceptio enthal's Self-Regulation

Theory (Leventhal, 19 components of illness

representations have be tity, which is concerned

with a threat's title or Ia S). The next is Timeline,

which is concerned wit chronic, cyclical). Also,

there is the symptoms individual's anticipated

outcome in the event o or or major). The fourth
\
point to consider is the he person perceives the

ailment is caused by inherite D the sickness under control

| ‘ |

or cure it. This pha ing-to Lau and Hartma ing whether or not
* e '

something can be done t CME@W@[H@E!E@HW&E nce refers to how well a

person's views regarding the condition are aligned.
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The field of cancer is a good example of how people perceives illness. A young woman
notices a strange bulge in her breast. The word "cancer” comes to mind for a lot of women
(identity). The word "cancer" conjures up images of pain and potentially life-threatening
repercussions, as well as long-term treatment (cure) and likely speculative causes. A strong
emotional response of anxiety and terror is triggered at the same time. This is why cancer is
sometimes referred to as a "hot cognition,™ in which disease representations and affective reactions
are merged (Benedict et al., 2020). Two sorts of memories shape illness perceptions. The first
category includes conceptual or referential memories or information derived from the individual's

abstractions of sickness experiences. In contrast, schematic memories, the second form of memory,

represent the recall o otional correlates (i.e.,

experiences of what th her believes that illness

perception as explained ng of participants.

2.1.3 Criticisms of tha

Abbatangelo-G odel is reductive since it
ignores social factors, & sOme. al fa hey went on to say that
HBM arose from a des 2rning only unidentified
illnesses. It is also a "re e carefully identify and

analyze the advantages (2010) claims that this

disregards behavic@gmics resear

performing the mental Iiorwfegﬁlﬁ[$ﬁﬁ&iﬁﬁmﬁﬁaatn every. potential decision

consequence.

==

rates how. fre uéople fall short of
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In its place, people frequently make decisions based on mental shortcuts and mental rules
of thumb (Kendall, 2010). Individual variations like sensation-seeking or primary personality type
are not taken into account. Individual differences in attention to health messages, as well as their
processing and motivating value, could have an impact (McCrae & Terracciano, 2005). Another
limitation that is seen in the HBM is that it appears to favour a more descriptive approach than the
provision of an explanation for people’s health beliefs. It further makes no recommendation for
the alteration of health-related behaviours. This current research will bridge that gap through the
qualitative studies which will explore areas of health belief not covered by this theory. Previous
study on preventive care measures indicated that perceived vulnerability, benefits, as well as

restrictions which were ceived severity was not

often connected to desi actors are advantageous

depending on the desir t effective, it should be

paired with other mod d provide modification

approaches.

2.2 Review of Related
2.2.1 Overview and Sc

According to th n genetic disorders and

constantly new ones are be idovich and Fridovich-keil

|
(2020) revealed th er cent of postnatal

]

infant death. Additionally, thirty ﬂ‘iﬁﬁf ﬁ”ﬁ@@lﬂ&n fadult hospitalization are

mostly as a result of genetic causes (Fridovich & Fﬁdovich-keil, 2020). Human genetic disorders

come in many different forms, and they can be classified as coming from chromosomal, single-
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gene Mendelian, single-gene non-Mendelian sources or multifactorial (Fridovich & Fridovich-
keil, 2020). This study will be based on genetic conditions, which are caused by multiple
(multifactorial) genes acting together with environmental factors. Examples of such are heart
disease, and diabetes etc. Most treatment of genetic diseases revolves around managing the
symptoms of the disorders to improve patients’ life. Diabetes causes most limb amputations as a
result of damage to the nerves due to reduced blood flow. It also causes blindness and the nerves
in the retina gradually get damaged. Kidney diseases, heart attacks and stroke are also some
consequences of diabetes (WHO, 2015). Roughly 463 million individuals (20-79 years) have
diabetes. Before the year 2045, this figure is projected climb to 700 million, accounting for 79%

of persons with diabete ). This literature review

demonstrates the comkﬂ nselling.

With regards to
had an objective to d ‘ A ; ‘ ounselling would differ by
gender and also whethe
obtain data from respo
random selection to rec
and attitudes toward ¢ gender disparities were

detected among students, [5) discovered that gender

had minimal imp%" , ind]mixed pattern of
influence. | e 7 !
S )

Gerard et al. (2019) sampled 1389 collé(;e students from 230 in the sciences at 23

universities across the United States to determine their awareness, perspectives, understanding,
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and enthusiasm towards genetic counselling. Their research indicated no significant differences
in pre-survey enthusiasm for genetic counselling with regards to gender, but substantial disparities
in post-survey interest in genetic counselling, with females expressing higher levels of interest in

general.

Considering the religious nature of most Ghanaians, it is useful to investigate the role
religion plays in attitudes towards genetic counselling. Siani and Ben-Zvi (2015) examined the
attitudes of Israeli undergraduate students regarding genetic issues, and how these are influenced
by their discipline of study, their affiliation to religion, and their gender. A total of 490 students

were sampled for the stud iables was students' religious

devotion. More secula tests, especially those

religious students who s students display more

critical thinking of gene

Furthermore, G had them complete an

anonymous survey rega d attitudes on it, as well

as their views on its ai ic counselling services.

Despite the fact that se ounselling, they all had

positive perceptions a , demonstrated trust in

elling corresponds with their
|

genetic counsellors' knowled

beliefs. %

2.2.2 Knowledgehébout nd%ﬁé@ﬂ'ﬁﬁﬁﬂEﬂi;ﬂuan -

Knowledge plays a vital role in people’s perception about their illness as well as their

attitude towards genetic conditions and genetic counselling. Veritable examples to confirm this

19



University of Ghana http://ugspace.ug.edu.gh

assertion are discussed in this study under this theme. Rolf et al. (2013) in their study to assess the
attitudes and knowledge of genetic counselling in the U.S revealed that genetic counselling on
Hemophilia was mostly done by nurses and Physicians which mostly created some inconsistencies
in the information provided to patients. Further, Sheppard et al. (2016) examined how awareness
affected Genetic Counselling and Testing (GCT) for Hereditary Breast and Ovarian Cancers

(HBOC).

A telephone survey involving 50 Black at-risk breast/ovarian cancer survivors was

conducted. The use of GCT was assessed across a continuum (awareness, referral, and use). HBOC

expertise was the main igher self-efficacy were
significantly associated

Sutton et al. (2 ic counselling to 5110
persons before to sequ uIts. Many participants
seemed to have no kno ere unfamiliar with the
discipline, according ta not require counselling
prior to sequencing. C eeing the neutral results
after sequencing. The re Jenetic counsellor would

be worthwhile.

|

researched around
77,7‘ - T - — s \.H - -

the world. Bener et-al. C ‘ itudes—concerning premarital

screening and genetic counselling in Qatar. The study found that the public's understanding of the

genetic counselling program was limited, and sentiments concerning genetic counselling were not
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very positive. The researchers opined that educational campaigns at schools and universities are
critical for reinforcing program understanding and increasing motivation to comply with it.

Jacobs et al. (2021) studied patients' familiarity with, understanding of, and attitudes of genetic
counselling (GC) services in Ethiopia. A student's t-test was used to compare the results of 102
patients to those of North American populations. Thirty percent of respondents said they were
familiar with GC, largely from the media or healthcare practitioners. Patients had reasonably good
opinions regarding genetic counselling, saying that they would rely on the information supplied
by a “genetic counselor and that GC is consistent with their values. When compared to results from

North American populations, knowledge of GC exhibited comparable patterns overall.

Van etal. (2016 from patients in South

Africa. Overall, 22 (36 ities for evaluation and
testing, whereas 32 (52 ajority (38/61, or 62.3
per cent) were unaware eved that patients should
be counselled before ints were aware of the
possibility of paternal i and their penetrance.
Moving to Africa, stuc nts in Accra have little
knowledge about gene 020). Thirty-two (32)
young individuals from a pled ugi_[lg an exploratory
descriptive qualita ‘ Jl twelve in-depth
interviews. The st:u ; 'aing of sickle cell
disease (SCD) and, as a result, had favorable attitudes regarding genetic counselling in SCD. They

were, however, unaware of any genetic counselling services available in the country.
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2.2.3 lllness Belief and Psychological Wellbeing

A study by Sin (2016) among persons living with cardiovascular disease suggested that
high psychological well-being played an active role in their treatment and positive outcomes. The
researcher found that enhanced psychological wellbeing had the potential to affect persons with
cardiovascular disease in three possible ways. This could be through (a) a direct effect on the
patient’s neurobiological processes; (b) indirect effects through the adoption of healthy behaviors;

and (c) the promotion of psychosocial resources ne o buffer the toxic effects of stress on the

person.

Sin’s (2016) being on patients with

cardiovascular disease‘t d several variables that
explain such relationsh )18) reported a complex
series of direct and i al wellbeing and better
cardiovascular health t psychosocial factors. It
was also reported by among patients with
cardiovascular disease
social and environmental fa

- - 7.‘
reduce deteriorative pro eSSt

strength to increase restora

Boccardi and Boccardi (2019) also reported that intervention to reduce depression, anxiety

and stress among adults living with genetic disorders through enhanced psychological wellbeing
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promotes healthy ageing. The researchers found that stress, anxiety and depression modulate the
ageing process especially among adults with genetic disorders. They even found that long term
effects of these mental health issues (that is, depression, anxiety and stress) have a role to play in
the subsequent development of metabolic disorders and dementia. Recommendations from this
study show the need to put in active measures to promote the psychological wellbeing of persons

living with genetic disorders to slow down the ageing process.

In a study conducted in Ghana, Nuworza (2013) discovered that the level of religiosity of
diabetic patients had no significant relationship with mental health concerns. However, their

generalized symptoms o as degrees of obsessive-

compulsive disorder, s , were significantly and

strongly connected wi ing multiple regression
analysis found that the ngly determined by the

impression of sickness.

Genetic conditi portantly one’s beliefs

about genetic conditio ost studies on genetic
diseases in Ghana foc (Amaltinga, 2017), the
financial burden these 2012). Other research

showed the low quality of It ‘ ‘Ghana (Tanor et al., 2019).

However, little is @b th ;
: E‘%L R

affect their well-being psy QWFE‘EHJ ﬁHEDﬁMUE "

Tang and Gao (2020) looked into Chinese patients with type 2 diabetes' disease perceptions

and associated predictors. The study employed a descriptive, exploratory and correlational design.
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Between September 2016 and February 2017, the Revised lliness Perception Questionnaire,
Chinese Version, was used to gather data. Patients identified less than five of the fourteen frequent
symptoms of type 2 diabetes on average, according to the study. Moreover, dietary behaviours had
the greatest mean score of the six causative components, whereas psychological factors had the
lowest. The majority of patients had no idea what type 2 diabetes was. They saw it as a chronic
and stable condition with no negative affective response that they could manage on their own or

with treatment.

2.2.4 Genetic Conditions (Sickle Cell and Diabetes) and Mental health

Diabetes and sit s that has genetic basis.

With the many symptc two conditions, Adults
living with these genet issues. Some literatures

reviewed on genetic co

Jonassaint et al. isparity in the incidence

o o S—

of mental health disor ans and those and those

without any condition a non-institution led,
community of black U adults, theyfindi gale y of the sickle cell group
reported having at least ¢ they had a mood disorder,

2-4% said they ha ting disordi . anxiety pr Iand 11.8% with a

childhood disorder which \W\ilarto Black adults Witﬂgtuemrllnon heritable conditions.
LS ‘HT e | UE? -

However, Black adult without anyg-ﬁﬁéaﬁﬂ%ﬁ_squ%werﬂccurrence of mental health

disorders. The study revealed that many unaccounted factors across medical conditions links to

mental health disorders.
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Using the Becks Depression Inventory fast screen, depression symptoms were identified
in a cross-sectional investigation. Jenerette et al. (2005), with Sickle cell disease patients in a
sample of 232 African Americans, revealed that there were greater levels of depression (26%) and
depressed symptoms (32%) among adults with sickle cell than the entire American population
(9.5%). This study highlighted the importance of including mental health screening and care in
adults with genetic conditions. However, it is important to explore their perception about their

illness as well. This is that which this current study seeks to achieve.

Appiah et al. (2020) explored the proportion of Ghanaian people with sickle cell disease

who report good mental hez eceiving care at the Ghana

Institute of Clinical Ge

used in a quantitative ¢

The results sh d functioning with no

significant difference the participants were
functioning on the s opathology. This study
emphasises the need f¢ kle cell to avoid future
psychopathologies. Th support or counselling

alth.

A study in @j explor p*“that ex-i_s@ coping strategies,
anxiety, socio- demographlﬁaedlcal characerlstlcs” amongugql)e 1 and ,2 diabetic patients
et TS89 e bty o

Tuncay et al.(2008), found that ants e‘xperlenced anxiety It further

provided to adults with

revealed that sociodemographic characteristics influenced anxiety in patients with diabetes. The
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sample adopted coping strategies such as religion, planning, positive reframing, emotional support,

self-distraction and acceptance to help them manage their condition.

The results of additional prevalence studies on diabetes patients’ mental health outcomes and the

factors that influence them were also examined.

A 12-month prevalence rate of anxiety, mood and alcohol use disorders was estimated by
Lin and Korff (2008) among population samples of diabetes individuals. After adjusting for age
and gender, he evaluated whether relationships that exists between certain mental problems and

diabetes were consistent across national boundaries. The results showed that when age and sex

were maintained consts Dping mood and anxiety

disorders than people

Liuetal. (2010 China, discovered that

majority of the patients; A m of complication or the
other.” The study alsa lar and micro vascular
difficulties.” Age, dura icant influence on their
level of chronic compli itients' glycemic control

was influenced by the

In relation to __se an ' M al. (2009) investigated the

occurrence of anxi

study used the self- cﬁmemm .

therefore the impacts of the respondents’ demographic and clinical aspects on their level of anxiety
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and depression were explored. According to the findings, women had three times as many cases

of anxiety symptoms than males did.

Again, with regards to symptoms of depression, women had a percentage twice of that of
men. In addition, When the association between sex, body mass index (BMI) and age and
symptoms of depression and anxiety was explored, it was discovered that high BMI favors the

incidence of mild to severe symptomatology, with the risk rising with each additional BMI unit.

Roupa et al.’s study sheds light on the fact that “patients’ gender can influence their mental

health outcomes.” Indeed, application of this finding can be useful in the development of gender-

related mental health i

Similar study b ear connection between

diabetic problems and reported poor self-care,
adherence issues, and‘ ; carch showed when left
untreated, it results in 2 study did not allow for

causal references beca

Naranjo et al. essive disorder and its

associated variables we According to the study,

patients' experiences of ne \ ignificantly predicted the
=%

é correlations and

GMEEH_IS%EMJ , de'ﬁ'rﬂession and stress

symptoms correlate with those of a group of controls.

development of fu
|

whether Diabetes Mellit

r
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Just as other studies among diabetic patients, Bener, et al (2011) explored whether Diabetes
Mellitus (DM) patients' elevated levels of anxiety, depression and stress symptoms correlate with
those of a group of controls. Findings emanating from their study showed that most of the
investigated healthy controls (30.9%) and diabetic cases (33.6%) cases belonged to the 40-49 age
range, and substantially more Diabetes Mellitus subjects than healthy controls, reported severe
anxiety, severe depression and severe stress. Additionally, the research found some predictive
relationships among the study variables such that obesity, duration of diabetes and systolic blood
pressure. These were found to be significant predictors for high depression ratings among
diabetics. Again, obesity, systolic blood pressure and smoking were the key predictors for high

anxiety ratings among re, physical activity and

systolic blood pressure

The outcome o , women with diabetes

scored higher on stres; ant connection was seen

between the complicati a [T€ [es,.an ession.

Identifying rel ing the prevalence of

psychological discom non-diabetic sufferers.
Jimenez-Garca et al. (20 1t diabetics had a greater
prevalence of mental
psychological ang
younger age, fem:a
and emergency room attendance within tﬁe last ye:'ir Were a;nong diabetic variables suffering a

mental disorder and psychological distress.”
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A hospital-clinic based prevalence study was conducted by Shakya et al. (2012) to ascertain
the prevalence of psychiatric illnesses in diabetic patients who were undergoing therapy.
According to research, of the 200 diabetic patients in the clinic, 136 (68%) had a GHQ-12 score
of 2 or higher, i.e. psychiatric cases”. Again, it was realized that, 105 (52.5%) had moderate (13-
24), 15 (7.5%) had severe (25-36), 9 (4.5%) had no symptomatology and 71 (35.5%) had mild (1-

12).

The most highly rated item on the GHQ-12 was "felt that you couldn't solve your issues"
(39.0%), followed by "feeling always under strain” (37.5%). In their outcome-based conclusion,

the researchers suggested. that “‘psy ychiatric problem i among patients with diabetes.”

From a critical analysis dicators in assessing the

mental health of patien

Similar to the e association of socio-

medical factors, demog

were performed on diakt

ing epidemiological and
cross-sectional study d d physical examinations

g to Medical OPD.

Further, by use toms were screened for.

Findings from their study: eight, and diabetic were
found to have dep i4like sym o th of th {iabetes patients. Once
more, people W|th“exten5| ies of diabetes and taking.mu

NTEGR| PFIDEEDAH*JE'

more likely to experience depreSSIon -

a |d|abet|@ drugs were much
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The study also revealed that ischemic heart disease was a concomitant medical condition
that affected 25.9% of diabetic patients. The main focus on mental health was depression and this

gives room for other mental health problems to be explored.

Diabetes patients "have considerable levels of anxiety and depression that warrants them
for clinical diagnosis," according to Jadoon, et al. (2012) in their prevalence study. It was found
that the diabetes patients' characteristics such as sex, age, marital status, employment status,
exercise, income, level of glycemic control had a considerable impact on the heights of sadness
and anxiety. These results add more understanding to “the diabetes- mental health link.” It is

however noteworthy to admi e processes by which patients

come to interpret their . Fhi ( ilIness ption has been reported

The risk factors iabe _ explored by Rahimian-
Boogar and Mohajeri-‘ y of a descriptive kind.
Between 2010 and 201 convenience sampling
from Tehran Universit nd the lranian Diabetes
Society. Once more, ents with and without
depression were observe d functional disability,
longer duration of diabetes | care,_(iomplications from

|
life events.

i TEGFH DAMUE

Nevertheless, the researchers observe no S|gn|f|cant dlfference in sex, age and socio-
economic status between the two groups. One thing to note is that, the sampled group was not

representative considering how varied diabetes mellitus in the study population is.
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A study by Kugbey et al. (2015) examined the relationship between illness Perception, type
2 diabetes and Psychological Distress among patients with type 2 diabetes in Accra, Ghana. The
study further explored whether this association is influenced by demographic features such as age,
level of education and sex. Moreover, “a sample of 139 persons living with type 2 diabetes were
employed from Accra in Ghana, precisely the Teaching Hospital (Korle-Bu). Demographic
questionnaire, the Brief Illness Perception Questionnaire and the Brief Symptom Inventory were
administered to the participants.” Pearson product moment correlation and Hierarchical Multiple
regression analyses helped us to come to know that "illness perception has a significant positive

connection with the amount of psychological trauma among patients with type 2 diabetes.

This shows tha nment and age have no

appreciable impact on sychological distress in
people with type 2 diah ght patterns about their

condition should be changed as a

Similar quantita entral region of Ghana

was conducted to find osity, and mental health
and illness perception ey design, “a sample of
103 diabetic patients ength of Religious Faith
Questionnaire by (F?Iap_t & tory Derogatis (1993) and
Brief illness Perce - | ‘
showed that the I(;,'\‘khef- i 0t itiness, p: _ i ict al health problems.
Again, findings revealed that female diabetic patients had a better mental health than male

(AMARTEY, 2019).
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A more recent study by de Alba et al, (2020) which aimed at studying mental health
comorbidity prevalence in patients with type 2 diabetes and its associated type 2 diabetes outcomes
in Spain EpiChron Cohort. Using an observational study where age, sex, and comorbidities were
controlled, logistical regression models was used to analyse the prospect of 4-year mortatlity,lyear
all-cause hospitality, and type 2 diabetes hospitalization. Out of 63,365 adults in the cohort who
had type 2 diabetes, 19% of them had concurrent mental health comorbidity. It also reported that
there were more women in the group with at least one mental health than the group with no mental
health comorbidities. Findings revealed a higher mortality risk in type 2 diabetes patients with

comorbid mental health problems. Also, comorbid mental health problems increased

hospitalization for patie

In conclusion, t kle cell and the mental

health problems patie seeks to explore both
conditions as genetic cond IIness which contributes
to mental health issues. understanding of adults

with genetic conditions
2.3 Statement of Hypt

beliefs and mental health-

iIInesg beliefs and the

1. Therewould be a
related prob fadu tSW

2. There would be r%.‘ = 7
psychological wellbemg ‘of adults mFuh Fla mgen EIEI DI A

3. Female adults with a genetic disease would have higher mental health-related problems

compared to males.
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4. There would be education level differences in mental health-related problems.

5. llness Belief, Stress, Anxiety and Depression will predict psychological wellbeing.

6. Illness beliefs will predict mental health-related problems of adults with genetic disease.
a.Emotional representations dimension of illness beliefs would have the highest variance on

mental health-related problems of adults with genetic disease.

b. Cognitive illness representations (I1iness concern) dimension of illness beliefs will have

the highest variance on depression

c. Cognitive illness representations (Illness concern) dimension of illness beliefs would

7. The mental he i ici n the type of genetic
condition. A . :

2.4 Research Questio

1. What does gene

2. How do people w 70l 3} about enetic counselling?

TEGRI PROCEDAMUS |

2.5 Conceptual Model e e—————
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Figure 1: Hypothesized Model

Mental Health
Problems

Gender
Education
Type of condition

\ 4

Psychological
IlIness Beliefs Wellbeing

The hypothesized model predicts that socio-demographic factors such as age, gender, education,
and type of genetic condition will influence mental health problems. The model also believes that

illness beliefs will pre

2.6 Operational defin

Genetic counselling: trained professional

provides information tc etic disorder and its
health implications.
Mental Health Outco e of Stress, depression
and anxiety which occ ing with.

IlIness beliefs: This refe 1ding give thei "1 nditions such as diabetes

mellitus and sickle ; belng Miness perceptions and illness
beliefs are use int{erc ) mean the sam \ here:

—T

IlIness Perceptio;&ﬁﬁponéilﬁsrﬁéa_!e Elﬂ;ﬁ_ﬂﬁ;w&

Control, Personal Control, Concern, Emotional Response and Perceived Causes

Consequences, Treatment

Symptoms and Coherence,
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Psychological wellbeing: This study focuses on the following aspect of psychological
wellbeing; the establishment of quality ties to others; self-acceptance; the ability to manage
complex environments to suit personal needs and values; a sense of autonomy in thought and
action; continued growth and development as a person; a sense of purpose in life and the pursuit
of meaningful goals. It is introduced in this study in order not to overlook such areas of the life

of persons living with sickle cell and diabetes.

———
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CHAPTER THREE
METHODS

3.0 Introduction

The protocols observed during data collection, the equipment utilized, how the scoring was
done, and the results from hypotheses testing are summarized in this chapter. It also includes a
summary of the research concept, survey type, questionnaires and screening procedures,
participation and omission conditions, and ethical guidelines for gathering data from participants.
The method section has the information for quantitative (Study I) and qualitative (Study II). The

research design describe erned with the structure of

the research challenge ¢ 2003).

A concurrent tr e research. It is made up
of the qualitative met licated reality and the
meaning of acts in a gi; en a antita . seeks to gather accurate
and reliable measurem
gathering both qualitat ' ~ € dition, a mixed-method
approach can be used ' potential A )S\ ‘ oncerns in a variety of
socio-cultural settings : he airr mixed method approach

is to properly define relati cenil bel C alth using both qualitative

and qualitative st@well jve) was a ?@e study that used

survey method to collect imion from participants . gn.lheimions of sickness, and their
~—-1 INTEGR| PROCEDAMUS - —=
mental health. On the other hand study H(qualitative study)-used semi-structured interviews to

gain in-depth information on the illness beliefs and mental health as well as explore respondents

perception of genetic counselling. This mixed method design was chosen to help each study
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validate the other with its results (Creswell,2013). In study Il (qualitative), participants were
interviewed one on one to learn about their experiences, which the quantitative study was unable
to capture. Because of its usefulness in addressing possibly inexplicable psychological disorders
in a variety of socio-cultural contexts, a mixed-method approach was adopted (Creswell, 2013).
3.1 Study I (Quantitative Phase)

3.1.1 Research Design

For guantitative data collection, a survey was employed to study the illness beliefs and

mental health of adult . This strategy entailed

handing out questionna ed to participants). This
survey technigue was | ause N ge collecti st amounts of data in a
short amount of time. 1

problems and psycholo
3.1.2 Research Setting

The research toc Accra within the Greater

Accra region. The data te of Clinical Genetics,

Achimota hospital, andr he Gr. | - : ‘ I ) in Lo a regional-level

analytical survey '-l-.; ctec | atistica ' I!otal population of
| = ]

4,943,075 people, With 2 2 30@5%@@%5%@ 201-9‘)'.'HThese areas were

chosen within the Greater Accra Region because it is a national and international capital with a

cosmopolitan environment that attracts people from diverse racial and socio-demographic
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backgrounds. The focal areas were regarded as very good settings, along with their large adult
demographics, to explore their beliefs about genetic conditions they are diagnosed of and how it
shapes their mental health.
Inclusion Criteria

Adults 18 years of age and older who are diagnosed of diabetes and sickle cell, not
critically ill and are willing to participate in the research were eligible for the study.
Additionally, participants (diagnosed with type 2 diabetes) gave a verbal confirmation that they
have a family history of the condition (suggesting that their condition was inherited) to have
them participate in the study.

Exclusion Criteria

Patients who ho confirmed that the

condition was not as a rom the study.

3.1.3 Population

The study was : w 37 7 r i d above who have been
diagnosed with geneti eCifie jabe ' | d sickle cell. Research
shows that genetic dise i 4t mo the mutati le genes interacting with
some environmental fai 3 012) which justifies the
reason for the age group sele ' lat : o with genetic diseases at the

- ' _— =i

|lable for the study

i { b » ol J— L
because they care for-patie Wﬂmﬁ?rﬁﬁﬁﬁﬁw ming-'f'rﬂom all part of the

Accra and even beyond the Capital of Ghana. These sites were helpful in terms of gaining a more

representative sample of the population being studied.
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3.1.4 Sample/Sampling Techniques

The nested concurrent sampling design was used. This is one of the sampling methods for
mixed method studies which allows for a small group of people selected from one stage of the
study (i.e. study 1) to participate in the other part study Il (Onwuegbuezie & Collins,2007). This
sampling design helped corroborate findings in both study as the purpose of mixed method study
seeks to achieve. The study used a sample size of 330 for the quantitative study out of 400 people
approached. According to Field (2009), to be able to obtain a medium effect size and a high
statistical power as well as conduct multiple regression, there is the need for a bigger sample size.

This contributed to the sa tudy 1). The number of

persons who willingly ¢ e 20(out of the 330) who

also participated in the

3.1.5 Quantitative Sa‘ ole (Stud

To collect data ce sampling technique

was used. This was ai 0 take a sample of the

population that was clo tionally, the study sites
\
recorded fewer numbe nt sampling was helpful

in getting the target sample ample size parameters were
. !

ere k = number of

|

ariables are illness

determined using t 007) method:

Independent varlab]‘és N= arlﬂeﬁ&ﬁmt@mw

beliefs, stress, anxiety, depression and psychologlcal wellbeing. This means that the sample size
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for this study should not be less than 90 since N> 50+8(5)= 90. Therefore, the sample size 330

was used. A total of about 400 patients were approached but had only 340 questionnaires answered.

3.1.6 Quantitative Measure

Standard scales were obtained to form a survey for the study. Selected questionnaires were
obtained from studies who have looked at similar areas to this research and the scales were assessed
for appropriateness. This section explains the scales used for quantitative study. This study
assessed for the following demographic information: age, sex, marital status, religion, education,
condition diagnosed and duration of diagnosis in the section A. The section B of the quantitative

measure explored th epti ici illness wi e_Brief illness perception

questionnaire. To exa Anxiety and stress scale

was used. Lastly, the to assess some areas of

their wellbeing as expl
3.1.7 Quantitative ins

Brief Illness Percepti

Brief IPQ asses iliness including one’s
perceptions of illness ent control, symptoms,
coherence, concern, emo g, an Ises. The & 1 single item approach to
assess a person’s petception of their , Ch item is rate on
all point-Likert.!ScaIe frm tenln to 10 hi g) Wlth the exception of

- p.mu

item 9, an open-ended question that measures e C Jsa actor. Evidence shows the Brief IPQ to

be a valid and reliable measure of illness perceptions in a variety of illness groups with a

Cronbach’s alpha is r=.70 (Broadbent et al, 2006). For this current study, the scale had a
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Cronbach’s alpha of 78. Examples of items on this scale include ‘How much does your illness
affect your life’(consequence), ‘How much control do feel you have over your illness’(Personal
control). According to Broadbent et al. (2006) items 3,4 and 7 are scored in the reverse and added
to items 1,2,5,6 and 8 to obtain a total illness perception score. The higher the score the more

threatening interpretation of illness

Depression Anxiety Stress Scale (DASS) (Lovibond & Lovibond,1995).
Mental Health of adults with Genetic disease was measured using the Depression Anxiety
Stress Scale (DASS).The Depression, Anxiety and Stress Scale - 21 Items (DASS-21) is a set of

three self-report scal ea Ire Lo s of depression(items

3,5,10,13,16,17 and 2]+ ems 1,6,8,11,12,14,18).

The depression scale as erest, anhedonia etc. The

anxiety scale assesses bjective experience of

anxious affect. The stre usal, being easily upset

and impatient. Participe e on the extent to which

they have experienced are ‘I couldn’t seem to

fficult to relax’ (item for
\
yften and almost always

experience any positive
stress). Responses rang
respectively. The Iowgs'; -
scores on DASS

anxiety and .76 for
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Ryff’s Psychological Wellbeing Scale (Ryff, 1989)

Psychological Wellbeing would be measured using the 18-item version of Ryff’s
Psychological Wellbeing Scale (Ryff, 1989). This scale assesses autonomy, environmental
mastery, personal growth, positive relations with others, purpose in life and self-acceptance. Items
1,2,3,8,9,11,12,13, 17 and 18 are scored in the reverse. Higher scores for each category reflect
a higher control over that area of life whiles lower scores shows participant’s struggles in that
aspect of wellbeing. Higher scores reflect higher psychological wellbeing. Examples of items on

the scale include, “I like most part of my personality’’, ‘‘in many ways I feel disappointed about

my achievements in | point Likert scale with

responses ranging fro ble score on the scale is
90 indicating high leve e score is 18 indicating
low levels of psycholog e in this current study is

7.

3.1.8 Procedures for L

Before conduct s included conducting a

pilot study to evaluate Idy began with obtaining

ethical clearance f Universitye _ ittee f?@ities (ECH) (refer
to appendix 4). The approm ECH was taken to_the Ghan I SerVic_a for permission to

E ML =
conduct the study in the various hospltar! i@;ﬁlonally, ‘a separate research approval and
permission was sought from Achimota hospital, Ridge hospital and the Institute of Clinical

genetics which enabled the research to be conducted at their sickle cell day clinic at Korle-bu.
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Participants were given a detailed consent form that explained the study. Participants were also
made aware that they could choose whether or not to participate in the study. To ensure
confidentiality, the questionnaire was designed in such a way that no participant was implicated.
Participants were given the option to answer the questionnaire either on goggle form or hard copy.
However, all the participants opted to answer the questions using paper and pen. The questionnaire
took about 10-15 minutes to answer for those who answered on their own. Some participants who
needed assistance in terms of reading or clarifications took 20 to 30 minutes to complete the

questionnaires. Data collection was completed after four weeks for once a week at each study site.

3.1.9 Data Analysis

Participants we 0(97% of the sample)

responses were eligible ale, the scores from the
various scales were ad sing the IBM Statistical
Package for Social atistics on demographic
characteristics were cc sing skewness indices
ranging from -2 to +2 fined by (Das & Imon,
2016). It was intended t ons were excluded from
the analysis, however, ct dimensionality of the

study variables, explorate each variable. EFAs were

done on each scal@m‘dent y b variaﬂ@i,multidimensional

factor structure. The prinﬂ%mpone_nt _analysis_(PCA).m 2 as utilized to extract the
S INTEGR | AMUS "
Y

factors. The Kaiser—Meyer—Olkin (K 4)-sampling adequacy assessment and

Barlett's Test of Sphericity were used to analyze data factorability (Bartlett, 1954). The number of

components to keep was determined using Cattell's scree test and Kaiser's criterion (>.40; Field,
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2009) was used to calculate the minimum factor loading for item retention. Cronbach's alpha was
utilized after the EFASs to calculate internal consistency reliability for each subscale. To determine
internal consistency for each of the multidimensional scales used in this study, Stratified Alpha
Reliabilities (Moussa, 2016) were calculated. Cronbach's alpha coefficients and stratified
coefficients are shown in Table 2 in the results section.

Seven hypotheses were tested in the study using a set of statistical tests depending on how
each was stated. The next section in this chapter presents the hypotheses and the statistical results
for each hypothesis. Hypotheses 1 and 2 were tested using bivariate correlation, 3, 4 and 7 were

tested using One-way Multivariate Analysis of Variance (MANOVA). Hypothesis 5 and 6 were

tested using standar f linearity, normality,

multicollinearity, and ere was no significant

violation.

3.1.10 The Pilot Stud

The pilot study sis for the pilot test was
to determine the scales juide's capacity to elicit
the appropriate replies ing for the quantitative

questionnaires

| L, o -
4 INTEGRI PROCEDAMUS |
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Table 1: Internal Consistency (Cronbach’s Alpha) for Scales Used

Scale a No. of Items
Iliness Belief .83 11
Stress 81 7
Anxiety .79 7
Depression .89 7
Psychological wellbeing .84 18

It is informative to mention that the pilot test involved a total of ten patients. Participants were

invited to complete the they encountered while

doing so. From the res ales were necessary.

3.2 Study Il: Qualita

3.2.1 Research design

The qualitative oach, which focuses on
subjective beliefs abo d their knowledge and
perception of genetic » an explanation for the

difficulties raised in the asearcher conducted semi-

structured, in- dep@q interviews.™ : i
understanding of some r£?ﬁwﬂﬁw in-the e

perception of genetic counselling. The study's 0'm0109ical_a_r'1d epistemological setting was the

jews-was to gain a deeper

> as well as explore their

fundamental reason for favoring individual interviews over other methods of obtaining qualitative
data, such as focus group discussion. Individual interviews, rather than other observational data
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collection methods, are the only way to gain richer and better information from this event.

3.2.2 Research setting

This study used patients with diabetes and sickle cell attending the Greater Accra regional
Hospital (Ridge Hospital), Achimota Hospital and the Ghana Institute of Clinical genetics, Korle-
Bu. The Ridge and Achimota hospital were the main site for collecting data from patients with
diabetes since there was no specific clinic for sickle cell patients in the above hospitals so very
few patients with sickle cell were recorded in these two sites. The Ghana Institute of Clinical

Genetics was the main unit for most participants with sickle cell. The unit cares for about 20- 30

sickle cell patient eve because they care for

people from all part of cility in the Capital city
Accra. This site caters )ve. Hence the site was
chosen to be able to rea
3.2.3 Population and ¢
and above with genetic

condition specifically s tute of Clinical genetics,

Korle-Bu.
Purposive @Was Uti : '“Tesearcher needed
subjects with specified deW&ips.JPu_rp_os_ivq sampling is wher archer selects a responder
~——' INTEGRI PROCEDAMUS, '—

based on the characteristics they possess. (Etikan et al.,-2016). Selection of participants for
qualitative data was based the respondent’s ability to speak fluently preferably in English.

Additionally, participants with type two diabetes were selected upon verbally confirming that their
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condition was inherited. Twenty participants confirmed they will participate in qualitative study,
However, only 15 out of the 20 were available to participate. According to Mason (2010), the
saturation point in qualitative research is when participants stops coming out with fresh
information. Saturation was attained after 12 participants have been interviewed. The qualitative
sample consist of 5 males and 7 females. It also had 4 respondents with sickle cell,2 with diabetes

type 1 and 6 with diabetes type 2. Participants’ ages ranged from 20 years to 61 years.

3.2.4 Qualitative measure and instrument.
This study gathered information on demographic characteristics of participants such as age,

sex, marital status, religion, ed ion of diagnosis in the first

part of the interview g

A semi-structuJ
was developed based
interview guide consisted Of 0 nded questions with sub-questions o help probe further when
needed. Examples of g at comes to mind when
you hear genetic coun Of genetic counselling”.
Other handy items use and a recorder for data
collection. Many rese 0-recorded interactions

(Sutton & Austin, 2015). ance of figld'notes in thi 5 to critically examine and

take notes on beha@?nver ables that 1\1@ have been noted

by audio- ding. e I ,
y audio-recording. 3 mgﬁﬁﬁH&Eﬂﬁﬂm )
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3.2.5 Data collection Procedure for Study 11

Participants were briefed about the study and its purpose and consent was read out and
clarified to them. Participants were allowed the time to give their consent and signature to the
form. Confidentially was highly assured by avoiding any form of identification on the
questionnaires and assuring them that their responses are only for academic purposes. As much as
possible the research ensured participants are not harmed in any way. The participants were
informed of their right to withdraw from the study at any point. As a result of the corona virus
infection, researcher and assistants strictly observe all the COVID -19 protocols in the process of

collecting data to ensure the safety of participants. Interviews were recorded at a quiet but open

place within the hospif ing. An interview took

about 45 minutes to an egan and ended within

the same period as qua

3.2.6 Qualitative Data

Qualitative datg ematic analysis. This is

the type of analysis tha )rds and sentences. Data

recorded were transcrik 1, and sort into themes (

Braun and Clarke.,2006 es in the thesis topic as

well as the research que 0 ‘ h assistants who had good

. |
knowledge in tran searcher also went

]

through all the qualitative

|
the transcribed data were

recoded by another person to check for any differehzes in themes generated by the researcher.
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3.2.7 Pilot Study for Qualitative Phase.

Four interviews were conducted, recorded, transcribed, coded and lastly themes generated.
This pilot study helped the researcher to check if there is need for any corrections to be done. The
pilot study also helped the researcher to check if the semi structured interview guide was eliciting
exactly what it seeks to measure. Results of the pilot study revealed that the semi structured
interview guide measured exactly what the research seeks to measure. However, the order of the

questions was change to make it coherent.

3.2.8Trustworthiness of Q

To ensure trus ali : f it d dards were adhered to.
Credibility was ensure / T | Iticipants Wil lingly d to participate in the
research. The interview i vith; ipants. The audios were
transcribed and informé a true representation of
their ideas, experiences ‘ e as coded & into themes relevant to
ere re coded by a third
0 enable replication of
ill address the issue if

this study, details of

reliability. This prqcedure C dards p_r_gposed by Shenton

(2004),
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CHAPTER FOUR

RESULTS

4.0 Introduction

This chapter presents the quantitative (study 1) and qualitative (study I1) findings. The
quantitative findings are addressed first, then the qualitative findings. For Study I, it offers an
initial analysis of data and descriptive statistics. Because the methodologies used in the two

investigations were so diverse, separate analyses were required. The findings are shown below.

4.1 Results of Quantitative

4.1.1 Descriptive Stat

Table 4. 1: Demograp ive study.(N=327)

Variable M+SD
Age 44.9(18.3)
Gender

Education

Religion Christianity 292 89.3

Islam 31 9.5
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Traditional 4 1.2
Marriage Single 144 44.0
Married 128 39.1
Divorced 20 6.1
Widowed 34 10.4
Genetic Diabetes Type 1 41 125
Condition Diabetes type2 129 39.4
Sickle Cell 157 48.0

As shown in constituted 63% of the

sample whiles males ¢ rity of them fall in the
category of tertiary (42 hen primary and below

(19.6).

Table 4.2: Summary ¢ s of Variables

Variables Kurtosis
Iliness Belief -.394
Stress 405
Anxiety i ‘ 54 3.6398] 7 : 637
Depression IV MS%E‘%H!%ME;EE{”J_@_- SWIY 1.188
Psychological Wellbeing 98.8914  12.17199 a7 -.606 .258
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Table 4. 3: Descriptive Statistics and Bivariate Correlations between the Study Variables (N = 330)

Variable 1 2 3 9 10 11 12 13 14 15
1. Age? -
2. Gender A5%* -
3. Education -34** - -
A7
4. GeneticP -62%* - 12% . 204%*
Condition
5. llIness Belief  -.06 .03 - 15**
6. Stress -.10 .01 -.03
7. Anxiety -29*%* 02 01
8. Depression -22** .04 -.03
9. Autonomy A7** .10 -.09 -
10. Mastery 21** 01  -.02 21%* -
11. Personal -.01 -01  -01 29%% 19** -
Growth
12. Positive 29** .09 =17 24F*  17F* Q3x*
relations
13. Purpose inlife  -.02 -.02 .034 5% .08 -
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14. Self- A5** .05 .01 -.01 -25%* - 25%*% L 22%* L 32**
Acceptance

15. Psychological .24** .05 -.08 -11 -24%* - 35%* - 36** -.38**
Wellbeing

24%*

55**

39**

56**

18**

55**

27**

61**

A3*

A42%*

.66™*

Correlation is significant at the 0.01 level (2-tailed).»

Correlation is significant at the 0.05 level (2-tailed).~

aMale=0, Female=1.

bGenetic condition= Diabetes type 1=1,Diabetes type 2=2,Sickle cell=3
Education=primary=1,secondary=2, Tertiary=3.
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Table 4. 4: Correlation among llIness Belief subscale and Mental Health problems

Variables 1. 2. 3. 4. 5. 6. 7. 8. 9. 10.

1. Consequences

2. Timeline 242"
3. ldentity A423**
4. Concern .335**
5. Emotions 492%*
6. Treatment -.086

7. Coherence 137**
8. Personal -.184** . : / 06 036

9. Stress 191%* ; 117 070

10. Anxiety A74%* .062 144%*  679**

11. Depression .286** 111 B11**  643**

Correlation is significant at the 0.01 level (2-1

Correlation is significant at the 0.05 level
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4.1.2 Hypotheses Testing

Seven hypotheses were tested in the study using a set of statistical tests depending on how
each was stated. This section presents the hypotheses and the statistical results for each hypothesis.
Hypotheses 1 and 2 were tested using bivariate correlation, 3, 4 and 7 were tested using One-way
Multivariate Analysis of Variance (MANOVA). Hypothesis 5 and 6 were tested using standard
multiple regression analysis. Assumptions of linearity, normality, multicollinearity, and

singularity were checked before analysis and there was no significant violation.

Hypothesis One (1): een illness beliefs and

mental health problems ith genetic diseases.
The Pearson product- the association between
iliness beliefs mental h ndividuals with genetic
diseases. Preliminary in sumptions of normality,
linearity, and homosce nd stress, there was a
ess beliefs linked with
, there was a significant,
positive association bet S | - ked with high levels of
stress (r = .35, n = 263, 'u TS ' : L ‘ there asr a_qsubstantial, positive

association betwee
|

(= .40, n = 263, p=.01). JHEGFH EH&EE}FRH*J'?L =

.
e{/els of depression
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As a result, at the .01 level of significance, hypothesis one, which claimed that there will be a
significant positive relationship between illness beliefs and mental health problems, was

supported. Refer to table 4.3 above for this hypothesis.

Hypothesis Two (2): There would be a significant negative correlation between illness beliefs and
psychological wellbeing among adults with a genetic disease.

The Pearson product-moment correlation coefficient was used to evaluate the association between
illness beliefs and psychological wellbeing as measured by the Ryffs psychological wellbeing
scale among individuals with genetic diseases. Preliminary investigations were carried out to check

that the assumptions of eie not violated. The analysis

revealed a significant, | )sychological wellbeing

with an increase in neg wellbeing (r=-.24,n=

240, p=.01). See table

Hypothesis Three (3) \ dise igher mental health-

Table 4. 5: Summary | . r den er difft nental health
measures ‘
Variable
N Mea i p n?
~ )| INTEGR; panceoAMUS I
Stress 500+ 410 — 49584397 =T -1260 . 806 .000
Anxiety 4.0+ 3.56 4.05+3.82 .013 .908 .000
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Depression 3.88+ 4.06 4.11+3.76 213 .645 .001

To investigate gender differences in mental health problems, a one-way between-groups
multivariate analysis of variance was done. These variables are conceptually related and as
suggested by Pallant (2011), were eligible for MANOVA. Three dependent variables were used:
Measures of Stress, Anxiety and Depression which make up the DAS 21. The independent variable
was gender. Tests to determine the normality, homogeneity of variance, multicollinearity, the
presence of outliers and other assumptions were performed with no serious violations observed.

Difference between m

he combined dependent

variables, F(1, 261) = ared = .003. Therefore,

the hypothesis that ther lems was not supported

by the data.

Hypothesis Four (4): ital health-related

problems

Table 4. 6: Summary ences in mental

health measures

Variable
P
Stress . e ©2,259_.802 .449 .006
o : |
Anxiety 4.0 91(3.82) 113 893 .001

269 .765 .002

Depression  4.16(3. 8I)| 1' Eﬁﬁé)FHD@GMﬁJE

NOTE. SD = Standard deviation; p<0.05
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To investigate educational differences in mental health problems, a one-way between-groups
multivariate analysis of variance was done. These variables are conceptually related and as
suggested by Pallant (2011), were eligible for MANOVA. Three dependent variables were used:
Measures of Stress, Anxiety and Depression which make up the DAS 21. The independent variable
was educational level. Tests to determine the normality, homogeneity of variance,
multicollinearity, the presence of outliers and other assumptions were performed with no serious
violations observed. Difference between levels of education were NOT statistically significant on
the combined dependent variables,f(2, 260) = .834, p >.05; Wilks’ Lambda = .981; partial eta
squared = .010. Therefore, the hypothesis that there would be educational level differences on

mental health problems

Hypothesis Five (5):

wellbeing

Table 4. 7: Summary

T Sig.

Constant 44.457 .000

IlIness Belief 5 -.993 322

Stress -1.250 212

Anxiety : 137 -1.563 119

Depressmm-;I -.638" _'ZL _"=|2.450 .015
o - - !

EQ — e _J
The capacity of four m as'L!‘_HJ Eﬁﬂi @%@na d depression) to predict

psychological wellbeing was done using a standard multiple regression. Preliminary analyses were
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carried out to confirm that normality, linearity, multicollinearity and homoscedasticity
assumptions are not violated.

Table 4. 8 : Summary of standard regression (DV=Stress

Model B Std. Error B T P

(Constant) 1.036 .893 1.160 247
Consequences -.090 .091 -.068 -.985 .326
Timeline -.028 .062 -.027 -.455 .650
Identity 263 .090 184 2.910 .004
Concern 592
Emotions .000
Treatment 402
Coherence .189
Personal .502

After entry of the 4 var awhole was 16%, F (4,

239) = 12.89, p < .001.
In the model, only dep significantly predicted
psychological wellbei >.05), anxiety (beta = —
137, p>.05) and stres

Hypothesis Six (
IIness beliefs wil

Table 4. 8: Summary of standard regression (DV= Stress)

To test this hypothesis, a standard multiple regression was used. Preliminary investigations were
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performed to ensure that the normality assumption, linearity, multicollinearity, and
homoscedasticity were not violated. According to the results provided in the table above, the model
explained 19% of the variance in Stress and that overall disease belief measures are a predictor of
Stress, F (8, 269) = 8.67, P=.000. Only Identity (beta =.1, p =.004) and Emotions (beta =.362,

p=.000) were significant predictors of the mental health problem of Stress. However, Emotions
(beta=.36, p=.00) was a significant predictor of stress and had the largest variance of 36 percent
among all factors. As a result, the hypothesis that the emotional component of disease beliefs will

have the highest variance on Stress was supported.

b. Cognitive illness re ss beliefs will have the

highest variance on d

Table 4. 9: Summary
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A standard multiple regression was carried out to test this hypothesis. Necessary assumptions
essential for this analysis were checked and the outcome showed no major violations. The results

as shown in the table above indicated that, the model explained 24% of the variance in Depression

Model B Std. Error B t P

(Constant) 1.012 .780 1.298 196
Consequences 127 .080 106 1.598 111
Timeline -.038 .054 -.039 -.694 488
Identity .040 .079 .031 509 611
Concern 425
Emotions .000
Treatment 759
Coherence 357
Personal R .023

and that the overall ill (8, 270) = 11.81, P=

.000. Of these variables | Emotions, (beta= .453,

p=.000) were significa The variable of interest,

IlIness Concern (beta= pression. Therefore, the

62



University of Ghana http://ugspace.ug.edu.gh

c. Cognitive illness representations (Iliness concern) dimension of illness beliefs would have

the highest variance on anxiety.

Table 4. 10: Summary of standard regression (DV=Anxiety)

A standard multiple regression was carried out to test this hypothesis. The results as shown in the

table above indicated that, the model explained 19% of the variance in Anxiety and that the overall

Model B Std. Error B t p

(Constant) 1.293 .760 1.701 .090
Consequences .786
Timeline .666
Identity .166
Concern 673
Emotions .000
Treatment .990
Coherence .093
Personal 017

iliness belief measures Of these variables, only

Personal Control, (beta =".1

predictors of the m@]th roblem of
i

-.048, p=.43) was not a si fimﬂﬁﬂﬁ’r

Hypothesis Seven (7): The mental health problems of participants will differ based on the type of

genetic condition.
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Table 4. 11: Summary of MANOVA results for differences in genetic condition and mental
health measures

Variables Diabetes Diabetes Sickle Cell F P n2
typel type 2 (N=112)
(N=36) (N=113)
Mean +SD Mean+SD Mean + SD
Stress 50+£425 449%417 500%+4.30 1701 185 .013
Anxiety 3.78+3.12 299+3.13 517+4.09 1043 .000 .075
Depression 3.75+290 3.13+290 5.02+4.6 7.16 .001 .053

Table 4.11 illustrates the mean differences in scores on mental health measures acquired by people

with type 1 diabetes, type 2 diabetes, and sickie y.assumptions were tested,

and no serious violati variables, there was a

statistically significant =.000; Wilks’ Lambda

=.90. Bonferroni’s corr ndings were considered

|
|

in isolation, practically. aly variable that failed to

approach statistical sig f.017, was on the Stress
subscale, F(1, 261) ll, the data show that
participants with type 2 followed by those with
type 1 diabetes, then S anxiety and depression,

indicating that they had m health problems. As a ndings partially confirmed

|

< INTEGRI PROCEDAMUS.
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Table 4. 12: Summary of Post Hoc Tests (least significant difference) for differences in
genetic condition and mental health.

Dependent  (I)Gene Condition  (J) Gene Condition Mean Sig
variable Difference (I-J)
Anxiety 1 Diabetes Type 1 2 Diabetes type 2
3 Sickle cell -1.39192 .044
2 Diabetes Type 2 1 Diabetes type 1
3 sickle cell -2.1785° .000
3 Sickle cell 1 Diabetes type 1
2Diabetes type 2 2.1785P .000

Depression 1 Diabetes Type1l 2 Diabetes type 2

.000

.000

As shown in Table 4.1 ignificant Difference to

identify where the diffe ted with superscript ‘a’,

there was a significant 2|l in anxiety, (p=.044).

Superscript ‘b’ and ‘b’ cell and diabetes type 2

icant difference in diabetes
=%

also in anxiety(p=.000). The
*ased on Diabetes

type 2 and sickle

type 1 and sickle celt: mm mm pe 2. Depression

differs based on Diabetes type 2 and sickle cell. 7
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Descriptive statistics was used to analyze item 9 on the Brief illness perception scale.On
the perceived causes of the genetic conditions’ diabetes and sickle cell, 189 reported that their
conditions were biological. Lifestyle and Diet was another perceived cause that had 147 responses

and finally 31 believed it was a result of Spiritual causes.

4.1.3 Summary of Quantitative findings (Study I)

® There was a significant negative correlation between illness beliefs and mental health-
related problems of adults with a genetic disease

® There was a significant positive correlation between illness beliefs and the psychological
wellbeing of adi .

® Gender differer
problems

nfluence mental health

® Depression was » aria 2 _ icted ological wellbeing.
IlIness beliefs stress
lliness beliefs ‘s dimensions ‘pe 2 and ‘e i vere significant predictors of Stress
and Anxiety. |
® There were di to the types of genetic
conditions. Par ental health difficulties
followed by typ s recorded by sickle cell

participants
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4.2 Qualitative Study Results (Study I1)

Table 4. 13: Demographic characteristics of participants

Characteristics Total number (N). M+SD
Sex 12

Male 5

Female 7

Age range(20-63yrs) 2,(12.39)
Marital status
Single

Married

Widowed
Religion
Christian

Muslim

Level of education
Primary

Secondary

Tertiary

Diploma
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Genetic condition diagnosed 12
Diabetes type 1 2
Diabetes type 2 6
Sickle cell 4

Table 4. 14: Summary of themes and subthemes in Qualitative finding.

Themes Sub-themes

Perception of genetic counsellin Knowledge about genetic counselling

tic  counselling

ication of genetic

enetic counselling

Causes of the genetic

Impact of the genetic

Education on self-care

Prayer
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Five major themes emerged from the qualitative data, which include perceptions of genetic
counselling, causes of genetic condition (diabetes and sickle cell), the impact of genetic condition,
coping mechanisms and beliefs and reactions about illness. Verbatim quotations are provided to

illustrate each theme and subtheme extracted from the data.

4.2.1 Perception of genetic counselling

This theme centers on how participant perceives genetic counselling. Participants’
narratives indicated that four major factors (sub-themes) describe their perception of genetic
counselling. These are: participants’ knowledge about genetic counselling, their perceived

importance of genetic counse etic counselling and

services they suggest g es are explained

below.

4.2.2 Knowledge abo

Most of the par‘ at is, the majority of
the participants (n=9) i Iling. The participants
could tell that genetic ¢ d the words: educate,

advice, counsel, to exp 0es. Some participants

|
id not have tertiary
education. Two participants who appeared to be more knowledgeable about genetic counselling

explain the phenomenon as follows: The first explained genetic counselling in relation to the
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genetic conditions he is diagnosed with. “Genetic counselling has to do with hereditary if you

know the case that we have, you know like AS, SS and all that. I think I’ve heard something like

that so for instance if you re going to marry for instance yeah what type and which blood group

or type and all those stuff” (Participant 1, male, diabetes type 2). However, the second

participant was able to relate the field to other genetic conditions aside the one she is diagnosed

On the other hand

Genetic counselling, what comes, what comes to my mind that is erh your genes. Er herrh

your genes, how your how you were formed, er herrh. Whether the genes from the er the

mother or the f m the paternal or

maternal er her sickness. Because if
you are, err an , the weather, you
know how you ild is a sickler or
myself they wi b us, there are so many
there. | can say that and that, how you
will go about he ng, they will tell you

so that you kno ¢ : 3 7. articipant 12, female,

|
school said that

“No, I've never heard of it efMefEﬁﬁlppmlEﬂﬁm ) after”he was asked about

genetic counselling. It should be noted that the part|C|pants source of knowledge about genetic
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counselling varied as well such that whereas some learnt about it from school, one participant

acquired her knowledge from friends (Participant 4, female, diabetes type 2).

4.2.3 Importance of genetic counselling

Another sub-theme that emerged under this theme is the importance of genetic
counselling. Although some participants were not fully knowledgeable about genetic
counselling, all of them (n=12) acknowledged that genetic counselling is beneficial. Among the
benefits, all the participants indicated that genetic counselling serves as a precautionary measure
in making decisions about their health. The following extracts illustrate some participants'

reflections on how geneti had gotten it earlier: One

participant had this to s etic, my dad died out of

it but because I didn't properly. Because if 1
knew of it very well, | be” (Participant 4,
Female, diabetes type %), She believes tha Ige abou onditions through genetic
counselling would have
Another participant beJ
preventing so genetic re s. Prevention is better
that I've carried this

than cure. If curing is t

omes too late. ”

(Participant 11, fe«@?etes ype 2 | _— 7 @u!
I.D ﬁ ﬂ V F

In addition, some participants (n g) repoR ea %at genetic counselling aids in choosing a

disease. It is better to fi

life partner. In many cases, would-be couples are required to undergo medical screening including

genetic tests to know if they are compatible or otherwise. Individuals who get access to genetic
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counselling are, therefore, able to select compatible partners thereby, minimizing the risk of a
person with hereditary diseases. One participant explained that genetic counselling prevents future
family crises. He said: “Yeah it’s a good thing to get people to know especially young men who
want marry in church you know.... they do a white wedding and shortly after that there’s a problem

or they give birth, young life and then the crises in the situation” (Participant 1, Male, diabetes

type 2).

4.2.4 Introduction and Intensification of genetic counselling
Furthermore, the participants reported that genetic counselling needs to be introduced and

intensified in Ghana to

adeveloping a genetic condition
(diabetes and sickle cel oLgh | counse ces ar 0 be fully established in
Ghana, most participa ‘ A are service that will be
embarrassed. One part ounselling services has
been long overdue. He; had th ‘ Jue ] uhm, it will be based on
cus, but why, why now?
So like why, why have t e, Sickle cell).
The data showed that ge all spheres of life. Some
participants indicated ‘be left to only health

professionals. They report

syllabus to let the @m‘neratlo 3 . particj.r_)@his to:

“Yes, itshouldn’t.!lzeone-@a.u ould be all round. It.shetld'bglin eduq_dtion system. It
~—— INTEGR] | DAMUS '—

should be err the health system: They-sh eby, we are all, all we could,

0 be made part of schools’

we all have, so that we all have the knowledge. When we have it aa, we can pass it on... to the

next generation ” (Participant 3, Female, diabetes type 1).
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Another participant reported that passing genetic counselling to the next generation is the way
forward. He had this to say: “So we mentioned leaders, we could also say teachers also where from
the tender age they could be taught so they have it at their back of their mind; ooooh we have
hospital schools, polyclinics and we have the other social centers. You see if the people are aware
they’ll start asking questions and will definitely get answers to them yeah “(Participant 1, Male,
diabetes type 2). To him, as early as possible, genetic counselling education should be given to

people wherever they find themselves.

4.2.5 Suggested services that Genetic counselling should provide

Lastly, on the s elling should offer; three

areas of needs emerged igma others have about

genetic conditions, int d a cure for the pain.
Participants also sugge onditions have a better
life by educating the pub! Jma ] e _\\ jenetic_conditions. Two participants
recalled a story of stig

Back in secona I was sick. I had crisis.
And someone e d then the person came
to ask one of m he knows that we don't

live up to 18 yea y I'm still alive. laugh.

So, when @came 0 te lally,@, I was like,

wow. So, komeoneﬁa where thinkin ave to die._[ParticipantS,
o INTEGR PROCEDAMUS I'—
female Sickle cell)

To her, people expected her life to end at a younger age which is one of the myth about sickle

cell patients. This can pose some mental health problems to them. Another participant also
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recounted a similar incident cause her cousin who had sickle cell’s death. He explained that he
had to avoid an activity he enjoys as a result of stigma and being tagged as someone whose life is
short. This was what he said:
Cause of the way they sometimes are not around the way they talk about you. | remember
in a church. Okay. | remember, something happened. I'm a sound engineer. Okay. | did
for that for fun. So it got to a time because of what was going on, | just, | decided not to
do it again | wanted to stay at home. Okay. And | remember one of my friends came and
told me that this elder said something about you and | wanted to ask, is it true? And he

said what? They say you may die tomorrow because you are the type of people who may

die anytime. ( I've been hearing lot

of these. These sin died early so I will
be avoiding th
Participants further stal ce people with genetic
conditions are able to and take medications.
Therefore, the genetic ross that “ this is not a
death sentence. Yes. pant explained that one
can equally live a Ion ifestyles and take their
medications. He said: ...
be eaten, ignore w

diabetic patient ca
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Most participant who were diagnosed with diabetes suggested that the genetic counselling field
should focus on educating people on familiar illnesses, this will help prevent or reduce the future
happenings. On had this to say:
Now a days | can say diabetics has been more than malaria. It's rampant, so if the genetic
counsellors, they will just have or they will err bring people together or educate them. So
if he educate you, you know that oh in case you, you don’t know but later when you
know that your family you have this condition, then you already have the education, so

you know how you will take your steps.” (participant 12, female, diabetes type 2)

One of the participants porate with other health

professionals to find 1 She said: “I think they

should, they should he the pain. Yeah. So that

even, even when it's rai )int pain. So something,

something that will re ticipant 8,female,sickle

cell)

4.2.6 Causes of illness
|
It should be note th diabetes or sickle cell

such that six participants 7 two were diagnosed with

|
type 1 diabetes. Fo therefore, captures

]

}

the main causes of partici niﬂ(fsgqsﬁ_s‘ Vﬁhﬁ@ﬁm‘g factors involved in their

disease. Subthemes that emerged are hereditary, Iiﬁ;tyle, culture and lack of knowledge.

Hereditary
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Most of the participants (n=12) reported that their condition was due to hereditary. They indicated
that someone in their family had already been diagnosed with the disease and therefore, theirs was
transferred to them as a result of their blood relations with the person. The disease was contracted
through a close relative notably, their mother, father or sister. Although some participants knew
their close relatives had the disease, they did not believe they are susceptible to the disease, hence
they failed to take any precautionary measures. Some participants shared their ordeal in the
following extracts: “It would have, because though I knew my mother was (diabetic), | never knew
I could get it so easily and all my life I thought it was when you eat real sugar ” (Participant 2,

Female, Type 1 diabetes). Another participant said: “Okay in the first place | know my mum is

diabetic, my dad died ¢ I wasn't taking care of

myself properly. Beca of myself properly that |

R i

won’t be” (Participant

Some participal in their families. This

prevented them from t3 nt had this to say:

“Since from the onset | d me a lot. Seriously, it

would have even saved ip. It would have

\
ipant 3, Female, Type 1

prevented me from goin
diabetes).
|

the condition was

|tﬁéﬂﬁﬁmlrpmmmd50 edge ﬁbout their genotype

before they were born and diagnosed. One of the part|C|pants explained in the following extract:

All participants w

]

inherited. However, they i
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“It all about knowledge. If my mother and my father were educated early enough, | think this
won't happen.” (Participant 9, male, sickle cell)
Lifestyle

Another subtheme that emerged under this theme is lifestyle. From the data, it was evident
that the lifestyle of participants contributed massively to the causes of diabetes but not sickle cell.
These lifestyle choices include their eating habits. It was evident that all of the participants
practiced poor eating habits and sedentary lifestyle. One participant observed that “along the line
working and schooling, | was eating late too. So late eating too was part and sedentary life, like
sit in your car, go to work, sit in the office, come down ” (Participant 1, Male, Type 2 diabetes). To

him, late-night eating s was reported by the

participants as one of t

The choice of f at some foods increase

a person’s chances of ¢ drates, as well as foods

that are high in choles tributory factor. Some
participants shared thei
“Hmmm it's true, our ¢ verything we have

4,female,diabetes type

part and sedentary life like sit in your car, go to wbrk, sit in the office, come down without doing
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any exercise ” (Participant 1, Male, Type 2 diabetes). They observed that not exercising made them
more susceptible to the disease.
Culture

Some participants also observed that culture is a contributory factor to the causes of
diabetes and sickle cell. The geographical location of a particular people and their way of life
determine the kind of food they consume. The participants reported that culture dictates the kind
of food they should consume and since these foods are high in carbohydrates, they ended up
contracting the disease. For instance, one participant had this to say:

Our culture, I would say our culture, our way of eating. | think the carbohydrate part of

the meal is alw | ‘ rought up with that, so
upbringing of way of
eating to a heal rticipant 2, Female,
Type 1 diabete
With regards to cult ticipant indicated that
arranged/betrothed ma disease. He said this:
Yes! arranged say can lead to that

because some o en, you know, yeah. An
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4.2.7 Impact of Genetic Condition

This theme discusses how diabetes and sickle cell has affected the participants individually.
Some of the subthemes that emerged are loss of physical strength, changes in social relations,
emotional impacts, financial burden, education and work and lastly relationship and marriage.
Loss of physical strength

Most of the participants (n=10) reported that their physical strength has reduced
following the disease. The reduction in sugar intake implies that the energy the body needs
reduces as well. Individuals who have diabetes then start to reduce in size. Therefore, since their
physical strength reduces, they stop engaging in activities that require a lot of energy: “Yes.it has

affected my physical st call somebody to come

and lift for you. (Partici es the changes in his
body due to diabetes a
Truly because f ‘ med somehow. So, it
cannot make m osed to do, in terms of
strength, I can re. Somehow because, : saying some work, I'm
e down, | can't
do”(Participant
To some participants, ‘d to quit their jobs. In

p to the whole family. One

I

g'oe tfirst, I had a lot of
| iy e 5 |

strength but for now it-has reduced afittle; ﬁﬁmgmuiﬁ_e type2).

Changes in social relations
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Most participants (n=10) reported that the genetic diseases have altered their social
relations in so many ways. The participants reported that being diabetic or sickle cell has restricted
their social relations as well as their lifestyle choices, notably where to eat, what to eat and the
kind of people to hang out with. To some participants, being diabetic implies that they cannot hang
out with their friends anymore because most of the places they hang out are not conducive for
people with their conditions. The following extract explains further how social relations are altered
because of diabetes:

It has restricted me from certain things, certain aspects. Some things that I used to do to

have fun now I can’t do it again. I have realized it’s not a healthy way of living.

Emotionally so this, you go there you

are restricted, nwhile you know it’s

because of you
Participants with sickle airs because they would
not want to get into cri reserved to avoid some
negative comments anc one participant had this
to say:

When | was in § ant to mingle with
anybody. | wou ( here was crisis.
when I was in, um, | ed o call_r_l-ne a “sickler”.
Okay. I did " lem with It ke i ing it Mmt's irritated me.
Mm. So I'I.I"teil the Hﬁrﬁﬁﬁﬁﬁﬁmsﬁ ouare 'z;lways falling

sick. A person who is always falling sick is called a sickler. | say that | am not. even up

till now. it irritates me when | hear that word Sickler. (Participant 8,female,sickle cell)
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Another participant had to stop church activities which made him happy because they mostly
spoke ill of him. “So, it got to a time because of what was going on, | just, | decided not to do it
again | wanted and to stay at home. (Participant 9, male, sickle cell). This is detrimental to his
mental health.
Relationship and Marriage

The genetic diseases sometimes make some participants lose friends and other relatives.
To some, they lose friends after disclosing their condition. Others also reported that some friends
stay with them but eventually leave them due to advice and judgements from those around them.

One participant indicated that: “I don’t even have a life  because nobody wants to associate

themselves with someo ou... so you don’t have
normal life” (Participa
Additionally, people yorted very challenging
relationship life as a r lost their partners upon
disclosing they had sic ould match with theirs,
their family was again ‘ s articipant L deal:

Is there anythin I don't think so. Well
mm-hmm. At f 5t in me that this was
the situation. Sa that was really
difficult. But then‘ ' to be with you will be

with you.

Emotional Impacts

81



University of Ghana http://ugspace.ug.edu.gh

Emotionally, some of the participants reported that the disease caused them sadness as well
as anger. These feelings were, however, much evident in the initial stages of diagnoses.
Occasionally, these emotions resurface. One participant explained the emotion she goes through
in the following extract: “A little bit sad but | knew that was not the end of the world. And was at
the same hospital I was taking my mother for her routine checkup. So, I wasn’t happy of this. 1

never want it at that age ” (Participant 2, female, diabetes type 1).

Participant who were diagnosed with sickle cell reported severe emotional and

psychological distress which could lead to mental health related problems. Some reported they

were scared of dying |A y st - a1t elt left out whenever
the family engaged in s ad frequent panic
attacks as a result of fee et panic because it
brings this sort of fear,
Sickle cell participan‘ problems compared to
participants with diabe bther complications that
comes with the genetic ometimes I don’t talk to
anyone, | just come int emale, sickle cell).
Another participant exp er he is in public places

ybe if you die by
|
ree), sometimes it bothers

me a lot.” (Participant 9, male, sickle cell)
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It should be noted that the disease did not affect only the participants but rather, their entire families
were affected by the disease. Most of the participants (n=5) indicated that the disease (diabetes)
brought changes in the family diet. Diabetics are restricted from eating some kinds of foods hence,
most families tend to change the diet of the whole family to suit the diabetic. In some households,
different meals are prepared for the diabetic and the other family members. This was what one of
the participants shared:

For four years, I’ve never tasted sugar and so anytime anybody or even as I’m around

they know sugar is not something they should take. In any form both natural or... at

times they try to hide with honey but they know that it’s they realize it’s not making

things better. It when (Participant 1,

male, diabetes
Some participants repo ers more cautious about
their lifestyles and he ereditary, other family
members have aIready ad this to say: “...So |
always advise him. Yez > of vegetables, because
that helps him” (Partic people around them are
well informed about th s. One participant said:

“so I've made everyone

v they do. Okay. So they
have an understanding... ”. (F

- -'I
Education and Wp@- -—@

-y S,
Lastly, on the sub-theme e udﬂdﬁgﬂﬂqrﬁ Hmym%f} reported that they had no
impact on their work as a result of the conaition. H6WeVer, participants with sickle cell reported

that their conditions affected their education. They indicated that they had crisis often throughout
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their education. One said ; “iz did really affect me because | wanted to go to school and get to the
highest level. But I couldn't. And so it just really affected me”.(Participant 9,Male, sickle cell)
They also reported that frequent sick leaves affected their work life which made it difficult to work
for people. Here are some abstract to explain their concerns:
I remember when | was during my national service, it was like every two weeks, | was
always taking sick leaves. Like I'm not well. So just, after my national service, | just told
myself. You know what? | don't want to work for anybody because people do not really
understand what is going on. They might feel, you are just being lazy. You just don't
want to work, but you, yourself, you know, what is going on with you. (Participant 8,

female, sickle ¢

4.2.8 Coping mechani

This theme disc ect of having diabetes.

Two major subthemes ¢ rayer.
Family support

Some participants (n= of coping strategies
employed in curbing th support as well as
financial support to pa > financial, every

so they were with me.
' ipan‘g_ %,female,Diabetes

|
n. The following

quote summarize;The-role ftﬂfmﬁ_]cgpnﬁ:@(ﬁ‘m% e-cell

My mom has been the one doing everythin'g like <affirmative>. Yeah. Since | was born

and oh, working. So she, she really helped, like, she's been really helpful. Oh, okay.
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Because she always makes sure you take your drugs, you do what you have to do so that
you wouldn't get into crisis because when you get into crisis, the whole family also gets
into crisis. Yes. Yes. So she really, she she's really doing a good job. I know sometimes
I'm stubborn and all that, | had people around me who were always telling me what to do
and what not to do. Oh, . So | had my grandpa, . Always waking me up to take my folic
acid and other, um, drugs | had take, | had my mom always ensuring | wear my socks and
my pajamas and all those things when it was cold. So I, | understood it's early, so anytime
it's cold, 1 know I have to wear my socks. | have to wear my cardigan. | have to do things

not to get any crisis. (Participant 8,female ,sickle cell)

Education on self-car

Some participa ay of coping with
these genetic diseases. and other health
professionals play a ma ou go o the clinic, they
teach you, they give yo‘ age, they, its like
helps.” (Participant 7, f dividual of some of
the foods they should s S, serves as a
precautionary measure. ould, the education
should be more. Becaus eased. If I had known, |

wouldn’t have been in this

& . .-
o) WrEGH PROGEGRMS \—

Some participants also indicated that find hope in praying to God for healing and

protection. They are able to cope with faith in God and prayer. One participant said that she
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believes she can get healed as she continues to have faith in God. She said...." But God he works
in a mysterious way so when we spiritually ask God to heal, intervene, he is our healer.”
(Participant 12, female, diabetes type 2).” Another participant says she is now able to do things
she could not do because God helps her to do that:
...You have to pray about it. So, you tell God, you don't want to fall into any kind of
crisis because you are trying to live. Okay. Yes. So now | do most things I, I didn't used
to do when I was in secondary school, in the, or in the university. Now | do it. | go for
walks. I, I, I even climb the mountain. I, I do stuff. Okay. And now | mingle, like,

whatever people are doing normal. (Participant 8, female, sickle cell)
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CHAPTER FIVE

DISCUSSION

5.0 Introduction

The chapter discusses the findings of this current investigation. The quantitative and
qualitative findings are addressed separately for clarity and convenience, with the quantitative
(Study 1) findings coming first, followed by the qualitative (study II) findings. The findings are
also explored in relation to the study's objectives. Finally, the findings are integrated to get a better
understanding as well as fulfil the mixed method objective.

5.1 Quantitative Finding

One objective i0-demographic factors

(gender, type of genetic h of people with genetic

conditions. On gender | did not differ on mental

health problems as meé he findings from other

studies differ from the 021) found out that men

were more depressed t eaka et al. (2019) found

that women were more at women with Type 2
\
diabetes reported more at men. (de Alba et a.,

2020). A possible fact.or‘th d no role in mental health of

|
nder roles in which

adults with genetic

] o .  — —_— H
both men and women share roles f@@m@ﬁwmﬁd& family. Also, the study found

that like gender, level of education played no role in the mental health problems of people with

genetic conditions. The researcher assumed that higher educational levels meant more
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understanding of the specific condition. However, this was not seen the analysis of the data
available. One reason that can account to the fact that level of education did not play a role in the
mental health of participants will be the fact that education on these conditions are not limited to
the classroom only. Education on most illnesses happens at the various clinics, through the media
as well as community educational talks, which helps people become aware of these illnesses
thereby reducing fear after diagnosis. This was confirmed by some participants of the qualitative
study. They reported that the talks given to them by some health professionals (dieticians, doctors,

nurses) have been informative in terms of understanding and managing their conditions.

Further, the stu disease plays a role in

mental health problem diabetes or sickle cell
influenced mental heal ssion. This finding is in

consonance with that o at patients with genetic

conditions such as si riad of mental health

challenges. Similar to 020) who found out that

people with sickle cell alth problems with their

study zeroing in on the ores for depression than

those with diabetes. Si _ study. The mental health

=
Another objectlve Wudy was to examine the_LeIatLd etween_nlllness beliefs and
.q;E AMUE -

he analysis fevealed a substantial, negative

problem, ‘stress’, was not ir

mental health of people with a genetlc cond|
association between illness beliefs and mental health problems with an increase in negative illness

beliefs leading to lower mental health. Further analysis of the subscales showed that the Identity,
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Personal control, Consequence, Concern and Emotion components of illness belief lead to an
increase in stress, depression and anxiety. The self-regulation model of illness(1980) explains how
one's experience and position as a result of an illness might help chronic patients maintain their
health habits. It is regulated by cognitive and emotional factors such as the illness's predicted
duration, the illness's life implications, how the sickness is controlled or treated, the illness's
diagnosis and source, and feelings of dread or terror associated with the illness. Individual disease
perception is associated with psychological and clinical outcomes in patients, and it serves as a

motivator and starting point for sickness coping and action plans (Chilcot et al., 2011).

In this study, ad vith genetic conditi m identified.their conditions through the

many severe symptoms sion, anxiety and stress.

Additionally, this stud they have no personal
)f emotions to represent
the illness resulted in th n. Findings in a research
by Fortune et al (2002) ance in health outcomes
compared to demograf edicted diabetes related
distress (Paddison et a inson’s disease patients
(Evans & Norman, 200 a, which discovered that

general mental health p

(Nuworza, 2013) @_ ' - -_@_ﬁ

. I& It |
lliness beliefs wer Idﬂﬁwwﬁnmhﬂbﬂﬁl inthis study. Considering

“with illness perception.

the composite scores of psychological wellbeing, total illness beliefs led to a decrease in

psychological wellbeing. A cursory look at the specific effects on the subscales of psychological
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wellbeing showed that it led to a decrease in mastery, positive relations, and self-acceptance. This
is supported by previous findings of Morgan et al. (2014) who realised in their study that Iliness
perceptions were linked to measures of psychological well-being. In both sadness and anxiety,
regression analysis revealed that disease perceptions accounted for a considerable fraction of the

variance.

Findings in this regard are explained by the health belief model which posits that an
individual’s desire or intent to alter their health behaviours is majorly influenced by the kind of
perceptions they have concerning their health (Boskey, 2019). Concerning the individual

perceptions, it was reali eived seriousness of the

disease affected their ex cal wellbeing. Similarly

adults who perceived t ealth problems and poor
psychological wellbein d seriousness of disease
and perceived threat ar; ne mental health of persons.
In this study, differenc ental health problems
experienced by adults. rsonal control over their
illness suffered poor pg 09), such perception of
having no personal co on on the side of adults
with genetic disease.

|
perceived benefits
1

and perceived barriers to alMﬁEﬁﬁ@MﬁW@ th-action. In this study, it
was discovered that adults with genetic disorderrséwho entertained negative illness perception

reported poor mental health symptoms such as depression, stress and anxiety. In this wise, Tan et
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al. (2018) who assessed the authenticity of the health belief model in health and healthcare
explained that, for healthy outcomes, persons with specific illness should believe that a change in
the current ill-conceived self-care practice would lead to a significant positive outcome at a cost
that is bearable and beneficial to them (perceived benefit) while believing also that they are
competent (self-efficacy) to overcome perceived barriers to action for the behavior (self-care
practice). In this study therefore, it was realized on this premise that those who entertained negative
illness perception had less perceived benefits of taking health actions but more perceived barriers
such as no personal control to effect a positive change in health outcomes. This definitely explains

their high measures in mental health problems pertaining to stress, anxiety and depression.

5.2 Qualitative Findi

The qualitative the phenomenological

experiences of the parti n the quantitative study.
Findings from study 2 e various challenges in
their lives as a result of

The study fou as influenced by the
participants’ knowledg importance of genetic
counselling, as well as e study found that the
participants had a fair idea of g icipagtf appearing to have
o role inthe mental

| | ‘ - H
health problems of partici NMFE\GWPMHHM d.-interestingly, the study

more knowledge a

diseases because they did not have genetic counselling and this affected their mental health upon
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diagnosis and after. This finding could clarify what was seen in the quantitative study which
showed that as illness beliefs got more negative, it led to more mental health problems and
subsequently reduced psychological wellbeing. The findings of this current study are consistent
with other studies that revealed that genetic counselling is an essential health care which will be
embraced in Ghana, even though, there is fair knowledge about it. (Appiah et al., 2020).
Additionally, this study findings on whether genetic counselling will be pursued was congruent
with another study that revealed that patients had reasonably good opinions about genetic
counselling and would rely on the information provided to them by genetic counsellors. (Jacobs et

al.,2020). Lastly, llesanmi (2013) in his study concluded that there is the need for the introduction

of genetic education st‘ nal level to help create
awareness of genetic ¢ | i i icati ufferers.

Further, this st s on the causes of their
conditions. Similarly, t le in their mental health
and psychological well alluded to the feelings
of isolation as a result the psychosocial health
of people with a genet bthemes of hereditary,

lifestyle and cultural i ses on causes of illness

|

he loss of strength,
ase brought undoubtedly
affected their mental health. This is congfuent Withﬁthé findings of the quantitative study where

the correlation analysis showed that the ‘consequence’ component of illness beliefs led to an
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increase in all mental health problems as assessed by this study. The psychosocial impact of a
genetic disorder varies depending on the type of the ailment and the person's relationship to the
individual involved. Every family is unique, so predicting how people would react to a genetic
diagnosis is challenging. However, it is beneficial to plan ahead of time for some of the likely
reactions so that you can react swiftly and with as little suffering as possible.

A genetic diagnosis may also elicit unfavourable reactions. Genetics may be a perplexing
issue, and sufferers are frequently upset until they gain a better understanding of the problem.
Individuals who have been recognized may believe they are at fault or "broken,"” or they may view

their diagnosis as leading to something they cannot fight. Concerns regarding financial and

workplace discriminati response to a diagnosis

differs from person to ristics such as gender,
education, and religiou England Public Health
Genetics Education Co

According to tf otional support in the
form of encouragement ntal support in the form
of assistance with cho ce provided by people
through the provision o Jggests that patients may
be able to adjust well to _ , and then have a higher

(2015), people wh

‘ s
their wellbeing. INTEGRI PROCEDAMUS I
According to this current researcﬁ, people With genetic diseases utilize more emotional

coping mechanisms to deal with their affliction. Carver (2011) defines emotionally focused coping
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as a strategy for limiting or avoiding the affective component of a stressor. This form of coping
usually utilizes prayer, meditation and cognitive reframing. As can be seen from the qualitative
analysis, prayer was major coping strategy used by many of the participants in this study. Emotion-
focused coping primarily regulates negative emotional reactions to stress, such as worry, fear,
sadness, and rage. As can be seen from the responses of the participants in this study, the above-
mentioned emotions play a big role in their mental health status. When a stressor is unchangeable,
the emotional method of coping may be beneficial. Folkman and Lazarus (1988) also showed that
emotional focus coping is acceptable for stressors that appear daunting, such as a chronic illness

condition.

5.3 General discussio

Integrating the negative illness beliefs

have adverse effects or nological wellbeing. This
finding was supported icipants described their
mental health status in t red that negative illness
beliefs do not bode ing. This finding is in
congruent with anothe ception of illness was a

strong predictor of gener

where adults with e diseas e 0 mentalj@ques (Jonassaint et
al.,2020), patientsmillness w«)n affects the q_aImLoI_hte (‘Wmed et_,al.,2016) and also

patients with genetic condition (type 2 dla‘beteﬂ recmE’ tglconcurrent mental health problems (de

came up in other studies

Alba et al., 2020) which led to risk of hospitalization and mortality. In contrast, Amartey (2019)

found that, illness perception did not predict mental health problems in adults with the genetic
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condition diabetes however religion predicted mental health problems. Furthermore, in study I, the
variable Emotion was a strong predictor of mental health problems, which is consistent in study 11
because individuals mostly expressed emotional difficulties. They described the difficulties they
have as a result of their disease and how this impacts their emotions. They expressed feelings of
despair, uncertainty, and concern, as well as psychological distress. This finding is in contrast with
other studies where coherence (Kugbey.2013) predicted mental health problem in diabetic patients.
However, results of this current study concur with Al-Kayyis & Perwitasari (2018) where emotions

of patients impacted their quality of life and mental health.

Figure 2: Observed

IlIness Beliefs . : Health

Wpe of Disease
Copingl)|
l ;- ICt OTge etIC

Cndltl%l

EJ Jnaitic

e

! e -
. NTEGRI PROCEOA
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The figure 2 model indicated above represents the graphical findings of the study. Only Personal
treatment, emotions and Identity subscales of the illness belief model were predictors of mental

health problems.

In study I, findings revealed that adults with sickle cell had poor mental health as a result
of the representations they give to their conditions. Adults with type 1 diabetes followed and lastly,
those with type 2 diabetes. Study Il revealed a deeper explanation and confirmation to the above.
All participants with Sickle cell disease(n=4) expressed emotions such as fear, extreme worry,
frustration and anger to represent their genetic conditions. They further reported that it causes them

to feel unworthy, sad, t‘ hological wellbeing.

Type of genetic disease ntitative and qualitative

findings. Participants mental health problems

followed by type 1 diah Ve shown similar results

where sickle cell patieri >m depression (Jenerette

et al., 2005; Yarhere a ount for higher mental

health problem is stig condition in the life of

sickle cell patients as id participants with sickle

cell reported that socie or instance, there were

perceptions that they will die ‘ some social functions. Again,

adults with sickle ey received during

1

the “seasonal crisis and

complications sickle cell patients experience can lead to more mental health problems.
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In both study I and Il of this current study, demographic characteristics of patients had no
role to play in the mental health of patients with genetic conditions. This outcome is in line with
Kubgey, (2013) whose study revealed that demographic variables are less significant in predicting
mental health problems of adults with genetic conditions similar to Appiah et al. (2020) where no
significant difference in demographic characteristics were found in diabetic patients and positive
mental health. On the contrary, demographic features of patients with genetic conditions were
found to be crucial in their mental health outcomes in some studies (Jadoon et al.,2012; Liu et al.,
2010; Roupa et al., 2009).

On the perceived causes of the genetic condition’s diabetes and sickle cell, similar

responses such as here in both qualitative and

quantitative studies. Pﬁ piritual causes as some

quantitative respondent ontributor to the genetic

conditions in the qual eived causes in study |

(quantitative study) sha Iness to Hereditary (189

cases), followed by life ew participants did not

answer this part of the ( ot tell what caused their

condition. Hereditary dy 1. However, culture,
\

lifestyle and lack of k tributed to their genetic
condition. Similar results W ( Graft, 2003).

|
Additional finding the impact of the

|
condition influenced the (diabetes and sickle cell).
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5.4 Implications and Recommendations

The study's major findings confirm that people with genetic conditions are more likely to
have poor mental health. The difficulties faced by people with genetic disorders, as well as
negative illness beliefs that patients identified as a barrier to their psychological well-being, are
crucial to these findings. Due to these difficulties, professionals' clinical management skills must
be enhanced to include the ability to screen for mental health deficits in patients with genetic
conditions, or, better yet, an eclectic health care approach in which other professionals, such as

psychologists and counselors, are involved in the care as well as management of these patients.

Furthermore, th ) the Ministry of Health

and the Ghana Health ent the biopsychosocial
approach to chronic il al psychologists, health

psychologist and coun tutions to assist in the

psychological care and Iso, future studies can

explore other mental ronic genetic diseases.
Additionally, future st 0e representative of the
population being studie

Finally, counselling'€ y essential in helping them
to manage their co

The outcome of thlé"study ﬂﬁsﬁéﬂﬁf pmwﬂﬁre ss 0r'€ducat|on on genetic

conditions as well as counselling which help alleviate the mental health problems patients face.
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Again, compulsory testing and accessible counselling will help reduce the growing burden of
diabetes and sickle cell on health facilities in Ghana and Africa.
5.5 Strength and Limitations of the Study

This study outcome is essential to the development of psychological interventions tailored
towards addressing mental health problems within the population of adults with genetic conditions.
It can also serve as a baseline for other research areas on genetic counselling which are very few
in Africa especially Ghana. This will help improve the quality of healthcare accessible to persons
with genetic conditions. Finally, it will help inform health care providers on the need to boost

education on genetic diseases.

Various Iimitaﬂ d applying the study's

findings. The study site ent which will be as a
result of another wave elta variant could be a
possible extraneous Vé ental health challenges
participants faced at tw 0). Further to this, only
few participants agreed ere mostly people who
could express themsel e responded in a local
language were not incl ‘reting the findings. Last

but not the least, the use of 0 consider when interpreting

|
this study. Althou gue may occur, if

]

questionnaire is too tong:

|
ales construct-domains as

is/not adeguate to completely _'“Atzl__.dinlgﬁg_

each subscale is represented by a single item only.r
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5.6 Conclusion

Genetically acquired diseases: diabetes and sickle cell comes with depression, stress and
anxiety as the study has shown. This study examined illness perception of adults with genetic
conditions (diabetes and sickle cell) and their mental health quantitatively. It went further to
explore it qualitatively, and sought to explore their perception about genetic counselling as well.
Findings revealed that more severe illness perceptions lead to mental health problems such as
depression and anxiety. It was also revealed that adults with genetic conditions perceiving their
illness as more threatening lead to a low psychological wellbeing. In both studies, the illness

perception components. predicted mental health

problems such as depre edicted more of mental

health problem with si problems, followed by
type 1 diabetes and tyf findings. Demographic
characteristics such as s¢ Jifferences in the mental
health problems faced &
Interestingly, genetic cJ as perceived by adults
with genetic condition ntensified. They further
showed interest in purs > counsellor when made

available in the Ghana. T

education and aw@c‘reatio '

l. | g e | i
genera i mEGHJﬁHEGEDﬁHm o

2 |s the urgent for genetic

e onset of genetic conditions in

In conclusion, this study outcomes will be importance for future studies regarding genetic

conditions and genetic counselling as well. The study will help in the development of interventions
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geared towards dealing with the emotional responses to genetic illness which was the major
contributory factor to mental health related problems of patients with diabetes and sickle cell as
seen in the outcome of this study. Lastly, this study will add up to the limited research on illness
perceptions and mental health issues that arise as a result of genetic conditions as well as genetic

counselling related studies.
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Appendix 1: Questionnaire

Dear Participant,

My name is Roselyn Attah, a graduate stude se leading to the award of an MPhil in

Counselling Psychology. As a partial fulfill ur beliefs about the condition you are
diagnosed with and how these beliefs shape honest completion of this survey is very
much appreciated. Please note that you do n any part of this document.
Confidentiality is assured and information p poses. There is no right or wrong answer!
Kindly sign (Again your name is not requi

Feel free to contact me if you have questions, suggestic Q, ; 0554 ' @st.ug.edu.gh

Section A.

Sex: Male[ ] Female [ ] -
Ageil ] '@F — =
Marital Status : Single [ ] Married [ ] Separa dﬂ!iﬁiﬁﬂﬂ EHM@JE’_— -
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Religion: Christian [ ] Muslim [ ] Other[ ]
Education: None [] Primary [ ] Secondary [ ] Tertiary [ ] Master [ ]
Condition Diagnosed: Diabetes type 1[ ] Diabetes type 2 [ ] ,Sickle cell type (example :SS,SCetc)[ ],

Duration of diagnoses..............cccevuvenennn..

INSTRUCTIONS: Please read the following
corresponds to your views. |
Note that each question has its own mean

number (0,1,2,3,4,5,6,7,8,9 or 10) that

10

1 “How much does your illness affi
life?
(0-not affected at all — 10-sever:

my life)” .‘
2 “How long do you think your ill i

continue?

(0-very short time - 10-forever
3 “How much control do you feel y

over your illness?” ‘
“(0-absolutely no control — 10 e
amount of control)”

4 “How much do you think your tr
heIp your illness?

5 “How much do you experience sym )

from your illness? | 7 'E
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(0-no symptoms at all- 10-many severe
symptoms)”

6 “How concerned are you about your illness?
(0-not at all concerned- 10 —extremely
concerned)”

7 “How well do you feel you understand your
illness?

(O-don’t understand at all, 10 —understand
very clearly)”

8 “How much does your illness affect you

emotionally? (e.g. does it make
scared, upset or depressed?)
(0-not at all affected emotional
extremely affected emotionally

9. “Please list in rank-order the three most i illness.”
The most important causes for me:

1.

2.

3.

INSTRUCTIONS: “Please read through care
you over the past week. (0 means Never, 1

dicate how much the statement applied to
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““| found it hard to wind down”

“l was aware of dryness of my mouth”

“I couldn’t seem to experience any positive feeling at all”

“l experienced breathing difficulty (eq, excessively rapid breathing, breathlessness in the absence of physical
exertion)”

“l found it difficult to work up the initiati

““| tended to over-react to situations”

“| experienced trembling (eg, in the hands

“| felt that | was using a lot of nervous ene

““| was worried about situations in which |

“| felt that I had nothing to look forward tc

“l found myself getting agitated”

| found it difficult to relax”

| felt down-hearted and blue”

“l was intolerant of anything that kept me

“| felt | was close to panic”

| was unable to become excited/interested

“I felt I wasn’t worth much as a person”

“I was aware of the action of my heart in the phys Fheart rate increase, heart

missing a beat)” — e ' L=

“| felt scared without any good reasoﬁ”— ] N TEGI‘-II JEFIQ;};EEII;HUE'_ It

125



University of Ghana http://ugspace.ug.edu.gh

|“I felt that life was meaningless”

Instructions: “Mark one response below each statement to indicate how much you agree or disagree”

Strongly | Somewhat | A little
agree

“I like most part of my
personality”

“When | look at the story of my
life, I am pleased with how
things have turned out so far.”

Neither
agree nor

A little
disagree
5

Somewhat
disagree
6

Strongly
disagree
7

“Some people wonder aimlessly
through life, but I am not one of
them”

“The demands of everyday
life often get me down”

“In many ways | feel
disappointed about my
achievements in life.”

“Maintaining close relationships
has been difficult and frustrating
for me”

“I live for one day at a time and
don’t really think about the
future”
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“In general, | feel | am in charge
of the situation in which 1 live”

“l am good at managing the
responsibilities of daily life”

“At times, I feel as if I’ve done
all there is to do in life”

“For me, life has been a
continuous process of learning,
change and growth”

“I think it is important to have
new experiences that challenge
how I think about myself and
the world”

“People would describe me as a
giving person, willing to share
my time with others”

“I gave up trying to make big
improvements or changes in my
life long time ago”

“I tend to be influenced by
people with strong opinions”

“1 have not experienced many
warm and trusting relationships
with others”

“I have confidence in my own
opinions, even if they are
different from the way most
other people think”

“I judge myself by what I think
is important, not by the values
of what others think is ‘
important” |

_ X

_—

<1 INTEGRI PROCEDANUS ——
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Thank you for participating.
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UNIVERSITY OF GHANA - LEGON
(All rights reserved)

Dear Participant,

Thank you for agreeing to be interviewed. This research is to explore your knowledge and thoughts
about genetic counselling services. Your participation is vital to generate research outcomes that has
great significance to informing professionals to provide a more appropriate health services needed to
improve the diagnosing and treatment of genetic diseases. Part One of this interview seeks

information about your background or biographical information. Part Two seeks your thought and

knowledge about genetic cou elling iefs al illnes are diagnosed with and how
it shapes your mental hez ‘ e considered right nor
wrong as such you are f 0. You can also choose not
to answer the questions ng the interview, you do
not want to continue, pl ‘ e interview you feel anxious
or scared, please let me K s that you have in mind at
any point in the intervie )nymous. Please permit me
to record an audio for eas

Part One: Demographic

(1) Sex:
(2) Age:

(3) Marital Status: L%"ﬂa ' |
(4) Religion: — TEGHTEH&ED#””& :
(5) Level of Education: -

(6) Medical Condition Diagnosed

(7) Number of years of Diagnosis/treatment.

Part two: Semi structured interview
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1.Tell me what comes to mind when you hear genetic counselling?

Where did you first hear the term?

o ®

Tell me whether you had such a service before? when was that? where?

o

Or a friend /family member had such service before

o

Tell me if a friend in that profession mentioned it.
e. Tell me if a healthcare provider mentioned it.

2. Tell me what you think are the services you can gain from genetic counselling
a. Who should provide such services?

b. For what purpose do you think the service should serve?
Diagnosis, beliefs and reactions about illness.

3. What was your reaction when you were first diagnosed of the illness?

a. Who co
How was
Tell me h

Tell me

o o T

4. What were the them?

Wﬂﬁﬁﬂiaﬁﬂﬂﬂi’—mm&

Importance of genetlc counsellmg

5. Tell me how different you think your condition would have been if you had genetic
counselling services before the condition was diagnosed

6. What do you think will be some of the benefits of providing genetic counselling to people
who are at risk of developing genetic conditions?

7. Will you recommend the services of a genetic counsellor to friends, relatives and children?

a. Why would you recommend it?
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8. Apart from genetic causes, what other causes do you believe underlie your disease
a. Lifestyle? Tell me more
b. Ageing? Tell me more
c. Spiritual? Tell me more
d. Cultural? Tell me more
e. Are there any other causes?

Impact of the condition on one’s life

9. How has this condition affected your life?
a. Relationship life? Tell me more

b. Social? Tell me more

c. Work life? Tell me more
d. Family life? Tell me more
e.

f.

g.

h. Overall

10. What suggesti
a. Isitneed
b. Whenist
c. Any advi

Debriefing
1.Tell meh

B

situation.

Thank you.
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Appendix 3: Consent form

UNIVERSITY OF GHANA

Title of Study: d mental health of adults

Student Investigator:

Certified Protocol
Number

The purpose of this resez : “be > genetic conditions you are

you think genetic cg of a genetic counselor if
introduced as part of the-treatmen s int 1 0f an interview.

The study will be in two parts. The-first part, which is the survey, will last for 20minutes whereas the
follow up interview sessions willlast6r 30-40mi DAMUS ol

The study will first be in a paper and pen format-where you will be required to tick an answer that
applies to each question. You will then be given the opportunity to participate willingly in an interview
later, where you provide a more detailed information.

Benefits/Risks of the study

There is no direct benefit of this study to participants. However, your participation and contributing of
your knowledge to a scientific research, which will inform future interventions to provide an improved
healthcare services for genetic diseases, will be much appreciated.

You will not be exposed to any risk as a result of your participating in this research. However, should
you experience any discomfort, sadness or any other emotional trauma, you will be referred to the
appropriate unit for therapy.
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Confidentiality

Please be assured that all the information you will provide here will be purposely for the study and
nothing else. The study has been planned or designed in a way that there will be no form of
identification. However, you will be required to sign this document to acknowledge your consent.
Please note that all other information provided in the interview will be used purposely for academic
work therefore will not be shared with anyone apart from my academic supervisors. The results of the
study maybe published in an academic journal and again your identity will be protected. All recordings
will be saved in a password-protected manner where only the research can access.

Compensation

Please note that there is no compensation for your participation, however your participation will be
very much appreciated.

Withdrawal from Study

Please note that participation in this research is voluntary and you are free to withdraw from the study
at any point in time without any consequences. | will monitor your behavior such that certain issues
such as discomfort, extreme sadness etc. may mean you cannot continue with the study. Again, leaving
the study halfway will not go against you in any way.

Contact for Additional Information
If you have any questions or clarifications about this study, kindly contact the principal investigator
through the following conta
Ms. Roselyn Attah, De
84,Legon.Email: rattah@
e If you have any
contact the Admi

at ech@uag.edu.g

pant in this study you may
ISSER, University of Ghana

PARTICIPANT AGRE
"l have read or have had son stions, received answers regarding
vard to participate in this

pon signing this consent

f my rights by*signing this co
ersonal.records.” ..

EGRI PROGE GAMUS

Name of Participant

Signature or mark of Participant Date

“If participant cannot read and or understand the form themselves, a witness must sign here:”
“I was present while the benefits, risks and procedures were read to the volunteer. All questions were
answered and the volunteer has agreed to take part in the research.”

Name of witness:
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Name and signature of Person who Obtained Consent

Please provide your contact if you would like to participate in an interview session.
NUMDET. ...

Appendix 4:Ethical Approval from Ethics Committee for Humanities

ANA

ITIES (ECH)

P. O

My Ref. No...ECH 142/
May 12, 2021

Roselyn Attah
Department of Psycholog
University of Ghana
Legon

The protocol title below hasﬁz%vsi:v;vﬁ.and approuedtﬁ Hﬂ‘ e:J .
| E |

TITLE OF PROTOCOL: PERCEPTION OFGENETIC C'OUNSELLING ILLNESS BELIEFS
AND MENTAL HEALTH OF ADULTS WITH GENETIC

ommittee.

DISEASES PRINCIPAL INVESTIGATOR: ROSELYN ATTAH

“Please note that the final review report must be submitted to the Committee at the completion of the
study. Your research records may be audited at any time during or after the implementation. Any
modification of this research project must be submitted to ECH for review and approval prior to
implementation.”
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days verbally and in writing within fourteen (14) days.

This certificate is valid till May 11, 2022. You are to submit annual reports for continuing review.
Please accept my congratulations.

Yours Sincerely,

LA y— L
Professor C. Charles Mate-Kole
ECH Chair

Cc: Prof. Joseph Osafo, Department of Psychology, UG
Prof. Charity Akotia, Department of Psychology, UG

Tel: +233-303933866 Email:
ech@ug.edu.gh
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Appendix 5: Demographic characteristics of qualitative participants

Participant | Sex Ag | Marital | Religion | Level of | Genetic Number
S e Status Educatio | condition | of years
n diagnose | diagnose
d d
P1 Male |61 | Married | Christia | Tertiary | Diabetes | 15years
n type 2
P2 Femal |41 | Married | Christia | Tertiary | Diabetes | 8years
type 1
P3 Oyears
P4 ' y ; Diabetes | 3years
P5 Diabetes | 1 year
type 2
P6 Diabetes | 3years
' type 2
P7 20 years
! — d | cell |
- GRI PROCEDAMUS T
e e e bt (SS)
P8 Femal |30 |single Christia | tertiary Sickle 30years
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cell

(SS)

P9

Male

43

single

Christia

n

Diploma

Sickle

cell (SS)

43years

P10

Male

35

Married

Christia

n

Tertiary

Sickle
cell

(SS)

35years

P11

Femal

P12

61

widowe

d

Christia
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