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Executive Summary

Psycho-oncology emerged as a formal discipline in the mid-1970s. Much progress has
been made in both research and clinical practice, specifically in developed countries.
Psycho-oncologica research in developing countries, including Africa, remains scant.
Cancer has been viewed as a disease of the western world. However, it is estimated that
by the year 2020 cancer incidence in developing countries will surpass that of the
developed countries. Given this reality and the high mortality from cancer in Africa, the
development and progression of psycho-oncology on the continent is essentia to provide
a basis for research and clinical practice. Against this background, this exploratory and
comparative study aimed to investigate psychosocia aspects of cancer patients in two

southern African countries.

The major objective of the current study was five-fold. Firstly, to provide an overview of
psycho-oncology research in Africa, with a brief historical perspective of international
psycho-oncology. Secondly, the study explored the presence of psychological morbidity
in Oshiwambo-speaking Namibian and Sesotho-speaking South African cancer patients.
Additionally, the feasibility of the use of a single-item visua analogue screening
instrument of psychological distress was explored. Thirdly, the study explored quality of
life (QoL) of cancer patients in these two groups. The association of QoL and
psychological distress was aso explored. Fourthly, the study explored perceived self-
efficacy for coping with cancer in these two countries. Fifthly, adjustment to cancer was
explored. By its nature of being a comparative study, Oshiwambo-speaking Namibian
and Sesotho-speaking South African patients were compared with regards to
psychological morbidity, QoL, self-efficacy for coping and adjustment to cancer. The
Distress Thermometer (DT), Hospita Anxiety and Depression Scale (HADS), 26-item
World Health Organization Quality of Life measure (WHOQOL-Bref), Cancer Behavior
Inventory (CBI) and Mental Adjustment to Cancer (MAC) scale were used. The sample
consisted of 103 Namibian and 126 South African patients with a histologically-

confirmed diagnosis of breast or cervical cancer.

Results suggest that a DT cut-off of 3 is the idea cut-off score for both groups. Using
this DT cut-off, approximately half of the patients in both countries reached the case-



criteria for psychological distress, while a third were identified as distressed on the
HADS. About a third scored above the HADS anxiety cut-off. Approximately 30%
South African and 20% Namibian patients met the depression case-criteria. With regards
to QoL, Namibian and South African patients in this study appeared to have comparable
QoL on most domains. However, Namibian patients appeared to fare better on the
psychological domain. Psychological distress, anxiety and depression correlated
negatively with all facets of QoL.

Results suggest overall high self-efficacy for coping with cancer for the entire study
sample, and the Namibian group obtaining significantly higher scores. Self-efficacy
correlated negatively with psychologica morbidity and positively with QoL for both
groups of patients. Correlations with psychological morbidity were stronger for South
Africa, and comparable for QoL.  Namibian and South African patients reported
comparable and probably high levels of hopelessness/helplessness responses to a
diagnosis of cancer. Fighting spirit correlated negatively with psychological morbidity
for both groups, however the magnitude of the correlations were statisticaly different.
Helplessness/hopel essness correlated positively with psychological morbidity. Anxious
preoccupation, fatalism and avoidance responses yielded mixed and conflicting results for
thisstudy. QoL and self-efficacy correlated positively with a fighting spirit response.

This study highlights the presence of psychological morbidity among cancer patients in
southern Africa, and supports international research. It further highlights relationships
between psychological distress, QoL, self-efficacy for coping and adjustment to cancer.
The results could have implications with regard to clinical practice within Namibian and
South African oncology settings. However, psychological interventions must take into
account geo-socio-cultural differences of cancer patients in the various African oncol ogy
settings. Further research in African psycho-oncology research is recommended.

Keyword: cancer, oncology, psycho-oncology, psychologica distress, quality of life,
coping, self-efficacy, adjustment, Namibia, South Africa



Samevatting

Psigo-onkologie het tydens die middel 1970’snaformele dissipline na vore getree.
Sedertdien het dit baie vordering gemaak wat nawpren die kliniese praktyk betref,
veral in ontwikkelde lande. Psigo-onkologiese mawm in ontwikkelende lande,
insluitend Afrika, is egter nog in sy kinderskoen€anker word beskou as siekte van
die Westerse wéreld. Dit is ongeag die beramingdia insidensie van kanker in
ontwikkelende lande teen 2020 dié van ontwikkektede sal oortref. Gegewe hierdie
realiteit en die hoé kankermortaliteitsyfer in Afij is die ontwikkeling en progressie van
psigo-onkologie op hierdie kontinent noodsaaklik ‘anbasis vir navorsing en kliniese
praktyk te bied. Teen die agtergrond het hieréikennende en vergelykende studie ten
doel om psigososiale aspekte van kankerpasiéntedwee suider-Afrikalande te

ondersoek.

Die studie het vyf hoofdoelwitte. Eerstens, mnoorsig te gee van psigo- onkologiese
navorsing in Afrika, insluitench kort historiese perspektief van internasionale@si
onkologie.  Tweedens, die studie ondersoek die asiglveid van psigologiese
morbiditeit in Oshiwambo-sprekende Namibiese ero®essprekende Suid-Afrikaanse
kankerpasiénte. Daarby is die gebruik vam enkel-item visuele analoog
siftingsinstrument vir psigiese ontsteltenis ondeks Derdens ondersoek die studie die
lewenskwaliteit (LK) van die kankerpasiénte in theee groepe. Die verband tussen LK
en psigiese ontsteltenis is ookdersoek. Vierdens ondersoek die studie die letpw
van selftoereikendheid om kanker te hanteer. \fdde aanpassing by kanker nagevors.
Omdat dit'’n vergelykende studie is, is Oshiwambo-sprekende iblase en Sesotho-
sprekende Suid-Afrikaanse pasiénte vergelyk tengtes/an sielkundige morbiditeit,
LK, selftoereikendheid om kanker te hanteer en assing by kanker. Die Distress
Thermometer, die Hospital Anxiety and Depressional&c(HADS), n 26-item
Lewenskwaliteit-instrument (WHOQOL-Bref), die CandBehavior Inventory (CBI),
asook die Mental Adjustment to Cancer (MAC) is giéhr Die steekproef het bestaan uit
103 Namibiese en 126 Suid-Afrikaanse pasiénte mdiagnose van bors-of servikale

kanker wat histologies bevestig is.



Die resultate dui daarop dat DT-afsnypunt van iBleale norm vir albei groepe is. Met
hierdie afsnypunt voldoen ongeveer die helfte vanphsiénte in albei lande aan die
gevallekriteria vir psigiese ontsteltenis, terwghederde as psigies ontsteld op die HADS
identifiseer is. Ongeveer 30% Suid-Afrikaanse 8fb2Namibiese pasiénte het aan die
gevallekriteria van depressie voldoen. Wat die hEtref, het Suid-Afrikaans en
Namibiese pasiénte in die meeste domeine soortgetgkings behaal. Namibiese
pasiénte het egter beter op die psigologiese dopresteer. Psigiese ontsteltenis, angs

en depressie het negatief met alle aspekte vaokdgekorreleer.

Die resultate dui daarop dat die totale steekpinefigemene hoé selftoereikendheid
openbaar om kanker te hanteer, met die Namibiesepgwat beduidende hoer tellings
behaal. Selftoereikendheid het negatief gekorreteet psigologiese morbiditeit en
positief met LK wat albei groepe pasiénte betitebrrelasies vir psigologiese morbiditeit
was sterker vir die Suid-Afrikaners en soortgelyk die LK. Namibiese en Suid-
Afrikaanse pasiénte het soortgelyke en waarskynlitoé vlakke van
moedeloosheid/hulpeloosheid rakentde diagnose vir kanker getoon.n Veggees
korreleer negatief met psigologiese morbiditeit alibei groepe, hoewel die impak van
die korrelasies statisties verskil het. Hulpel@dhmoedeloosheid het positief met
psigologiese morbiditeit. Angstige preokkupasegalisme en vermydingresponse het
gemengde resultate aan die lig gebring. LK entea#ikendheid het positief méat

veggees-respons korreleer.

Hierdie studie beklemtoon die aanwesigheid van gbsggese morbiditeit by

kankerpasiénte in suidelike Afrika en sluit by m&sionale navorsing aan. Dit
onderstreep ook korrelasies tussen psigiese daetsteLK, selftoereikenheid om kanker
te hanteer en daarby aan te pas. Die resultatinialikasies vir diekliniese praktyk in

die Namibiese en Suid-Afrikaanse onkologiese opdebu. Sielkundige intervensies
moet egter geo-sosio-kulturele verskille by kanpasiénte in die verskillende onkologie-
opsette in Afrika in ag neem. Verdere psigo-ongmee navorsing in Afrika word

aanbeveel.

Sleutelwoor de: kanker, onkologie, psigo-onkologie, psigiese taltisnis,

lewenskwaliteit, hantering, selftoereikendheid,@Eessing, Namibié&, Suid-Afrika
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ARTICLE 1

PsycHO-ONCOLOGY IN AFRICA: AN OVERVIEW

ABSTRACT

The emergence of psycho-oncology, as a formal glinei, spans a period of approximately three
decades. Much progress has been made in bothrelsaad clinical practice, particularly in

developed countries. However, there is still agtaof psycho-oncological research in developing
countries, including Africa. The high prevalenogidence and mortality rates of cancer in Africa
necessitate the development and progression ohpsyaecology on the continent. Hence, this paper
gives an overview of psycho-oncology in Africa. Mospecifically, it outlines some research
findings pertaining to psychosocial effects of @mdactors contributing to delays in seeking
medical intervention, knowledge of and screening ¢ancer, and psychosocial intervention.
Recommendations for future research and clinicattire in psycho-oncology within the African

context are given.

Key words: cancer, oncology, psycho-oncology, Africa

INTRODUCTION

The field of psycho-oncology is a relatively neweorHowever, it has grown much in the
last few decades of its existence. Although prilpgmoneered in the United States, the
psychological needs of cancer patients have becaniecus of many researchers,
practitioners, educators, and cancer advocacy gralljpver the world. With an increase
in diagnosis of cancer on the African continent,isathe case with other developing
nations, psycho-oncology has become an importaa gr many African nations. This
paper aims at giving an overview of psycho-oncolagiin the African context. To put

this into perspective, the history of psycho-onggl@and international psycho-oncology
will first be delineated. An overview of some rassh in psycho-oncology in Africa will

be outlined, and recommendations for further reseand clinical practice will be given.

HISTORICAL PERSPECTIVE AND THE EMERGENCE OF PSYCHO-ONCOLOGY

Psycho-oncology (also called psychosocial oncologybehavioural oncology) is the

scientific study of persons who develop cancer G@allt et al., 1999; Greer, 1994).



More specifically, as one of the sub-specialtieson€ology, it is concerned with the
biopsychosocial dimensions of cancer. Psycho-agyol addresses the
emotional/psychological reactions of patients, fasi and staff to cancer and its
treatment (psychosocial perspective) at all stagesthe disease, as well as the
psychological, social and behavioural factors thmdluence the risk of cancer and
survival (psychobiological perspective) (Dolbeaettal., 1999; Holland, 1998). The
most important role of psycho-oncology is the aéen of emotional distress suffered
by cancer patients (Greer, 1994).

There are three broad primary areas of psycho-oggotesearch in clinical studies,
namely, (a) the psychosocial effects of cancer itsdreatment on patients and their
families, (b) the development and evaluation ofcpggocial intervention therapies to
reduce cancer-related psychiatric morbidity andntwease quality of life and perhaps
duration of survival, and (c) the role of stresséwylents, depression and personality
characteristics in the etiology and promotion afica. Other areas of major interest in

the field include ethics, prevention and commusiipport (Greer, 1994).

Until about the 1970s, the outcomes of cancer werearily measured in terms of cure,
survival and recurrence-free survival. It is omymore recent years that the “human
side of cancer” started to gain recognition, legdime path to the formal establishment
and history of psycho-oncology in the mid-1970sl(&ad, 2001, 2002). Holland (1998,
2001, 2002) and Dolbeault et al. (1999) point auwnpnent attitudinal and conceptual
barriers which, prior to the 1970s, played a mage in the delayed development of
psycho-oncology. These include, but are not lichik®, aspects such as stigma, shame
and guilt associated with having cancer, the notioat cancer is equal to a death
sentence, limited funds, small numbers of psychasoknicians and investigators, and a

lack of valid instruments to quantify data.

The landmark works by Jimmie Holland (1998, 200@02, 2004) on the history of
psycho-oncology, state that in the 1800s and pregezknturies, a cancer diagnosis was

comparable to a death sentence as there were nenknauses or treatment. The



diagnosis was withheld from the patient (althoulgé family was often informed) as it
was considered cruel and inhumane to reveal trgndsas to the patient. It was believed
that the patient would lose all hope. It was dlstieved that the patient would cope
better not knowing that he/she had cancer. Therefmt telling the cancer patient that
he/she had cancer was considered an “acceptabte Wdil. Furthermore, the family
would not inform others about a cancer diagnosigngvio the stigma attached to the
patient and his/her family. It was also believldttcancer was contagious, and shame

and guilt were prominent emotions.

With the improvement of surgery and the developn@nanesthetics in the early 20
century, it became possible (although not commongure cancer if the tumour was
found early. This led to public campaigns and etiooal programs to encourage people
to seek consultations for suspicious symptoms. id&ad therapy was developed during
the first quarter of the J0century (although used mainly as palliation), &nsas feared
as much as surgery. In the 1950s the first curecémcer with chemotherapy was
recorded, and chemotherapy became the third tr@atmedality for cancer. By the
1960s, there was reduced pessimism about cancea atichulated interest in the long-
term effects of cancer treatment. The movementhf@rights of women, consumers and
finally patients (in the 1960s and 1970s), playethajor role as patients started to
recognize their rights to know their diagnosis,gmasis and treatment options, including

informed consent.

The stigma attached to mental disorders and itatrivent further delayed the

development of psychological care of medicallypdtients, including cancer patients.
Mental illnesses were feared, and mentally ill grats were blamed and ostracized.
Mental health institutions and hospitals were ledadt a distance from general hospitals,
and entry of psychiatrists into medical wards wast mvith hostility or indifference

(Holland, 2002). There was also stigma attachesk&king psychiatric or psychological
care for emotional problems (Kash et al., 2005Psycho-oncology, as a sub-field of
oncology, began only in the mid-1970s after priarriers to revealing the diagnosis fell

away and it became possible to talk to patientsiatieeir diagnosis and its implications



for their lives. Consultation-liaison psychiatsistere the first wave of investigators in
the field followed by those in the behavioural nogae movement. Health psychologists
studied and contributed models of coping. Othentrdoutions came from nursing
research and social workers. In recent years iboitns by clergy and pastoral
counselors have been given recognition (Hollan@22®&ash et al., 2005). Today multi-
disciplinary teams are involved in both the clihiead research aspects of caring for
cancer patients (Kash et al., 2005; Nehl et al0320 Kash et al. (2005) credit Holland,
who began the first psychiatric service at Memo8&lan-Kettering Cancer Center in
New York City to help cancer patients cope withtréiss and improve the quality of life
of cancer survivors, as the pioneer of psycho-mwol However, research on the
psychosocial effects of cancer commenced at the sastitution in the 1950s under the
leadership of Arthur M. Sutherland (Holland, 20Q204).

THE FIELD OF PSYCHO-ONCOLOGY: AN INTERNATIONAL PERSPECTIVE

Since its establishment, much progress has beea ma$ycho-oncology. Among these
milestones are the development of measuring ingnisnto assess the prevalence of
psychiatric disorders among cancer patients, theesiigation and identification of
psychosocial aspects of cancer, the use of behaliaatervention models, the
publication of the first psycho-oncology textbook 1989 Handbook of Psycho-
Oncology, the emphasis on quality of life, and investigatiinto issues related to
palliative care. In more recent years, attentiaa been given to existential and spiritual
issues pertaining to living with a life-threateniiigpess, the need for multidisciplinary
interventions, the establishment of psycho-oncololyyics or units, the integration of
literature on stress, appraisal and meaning-makamgl genetic counseling. Today,
psycho-oncology is recognized as a multidiscipimaesearch and clinical field,
including a myriad of professionals and non-prafasals (oncologists, nurses, medical
practitioners, psychologists, psychiatrists, soasiatkers, clergy, ethicists, patient groups
and advocacy organizations) all involved in the poghensive care of cancer patients
from diagnosis to end-of-life (Holland, 2004; Kastral., 2005).



Although the United States and Sweden have histityimmade the earliest efforts in the
field, countries such as the United Kingdom and bark began work in the 1950s. In
many countries, psychosocial oncology began tonff@deimented in the 1980s or later
and in the 1990s countries such as Turkey, Port&galin and India commenced work in
the area (Holland & Marchini, 1998; Mehnert & Ko&d05). Today, there exist many
national psycho-oncology societies or working goup many countries and regions.
National societies established in the 1980s incthh@eFrench Psycho-Oncology Society,
the British Psychological Society, the Italian Sdgiof Psycho-Oncology, the Belgian
Society for Psychosocial Oncology, the German Rsy@hcology Society, the Polish
Psycho-Oncology Society, the Hellenic Society ofydhssocial Oncology, the
Portuguese Society of Psycho-Oncology, the Hungafsycho-Oncology Group, the
Canadian Association of Psychosocial Oncology,Aheerican Psychosocial Oncology
Society, the Japanese Psycho-Oncology Society|niian Psycho-Oncology Society,
the Israeli Psycho-Oncology Society, and the Mexi&ociety of Psycho-Oncology.
Others, such as the Irish Psycho-Oncology Groupe wstablished in more recent years
(Steggles & McKiernan, 2007). These national giaeal societies and working groups
are affiliated to the International Psycho-Oncol&pciety (IPOS).

IPOS, established in 1984, serves as the integrabiody to link the societies
internationally (Holland, 2004; Holland & Marchin998). It was created to promote
international multidisciplinary communication abatlinical, educational and research
issues in psycho-oncology. Currently, IPOS has 6@ members (representing a range
of disciplines including, but not limited to, onogists, physicians, psychiatrist, social
workers, nurses, psychologists, rehabilitation &hsts, epidemiologists, social
scientists, educators, and students) from more B0acountries from all over the world
(www.ipos-society.org/members/directory.aspx). c8iits first World Congress in 1992

in Beaune (France), IPOS holds regular congresses.

In conjunction with the European School of Oncol¢B$0O), IPOS now offers a multi-
lingual (English, French, German, Hungarian, l@li&panish, Chinese, Japanese and

Portuguese) core curriculum in psycho-oncologyh form of online lecturesPsycho-



Oncology established in 1998 serves as the official jouofalPOS, the American
Psychosocial Oncology Society (APOS) and the BritBsycho-Oncology Society
(BPOS) (Holland, 2004). Additionally, a number ioftitutions now offer training

programs in psycho-oncology (see www.psycho-ongotaay/).

Through the 1990s a research model (see Figuraslpéen developed and has guided
psycho-oncology work (Dolbeault et al., 1999; Gye#994; Holland, 2001, 2002).
Cancer (and its treatment) is considered the imigr# variable, whereas dimensions of
quality of life and survival are the outcome valesh The mediating variables (such as
personal, medical, social and stressors) and psgcia interventions to affect them
form the core of psycho-oncology research. A ldrgdy of research on various aspects
of psycho-oncology now exists internationally andrs the knowledge base of the field

of psycho-oncology.

For example, a large body of evidence now existh vagard to the psychosocial effects
of cancer. These include anxiety, depression, pody image, guilt, shame, symptoms
of post-traumatic stress, sexual dysfunctions aylitioned nausea (Amir & Ramati,
2002; Avis et al., 2004; Nosarti et al., 2002; Tarrat al., 2005), which negatively impact
the quality of life of cancer patients (Herzog & ight, 2007). Evidence also exists that
psychosocial care and interventions reduce psygigalbdistress and improve quality of
life of cancer patients (Cunningham & Tocco, 19B8glman et al., 1999; Fawzy et al.,
1990; Goodwin et al., 2001; Greer, 2002; Greerl.etl@92; Jacobsen, 2009; Meyer &
Mark, 1995; Spiegel et al., 1981; Telch & Telch8&2 Much progress has also been
made in the development and validation of a vardtguantitative research instruments
and tools to assess aspects such as pain, anxlelyium, fatigue, depression,
multidimensional quality of life, coping, adjustmieand spiritual beliefs (Holland, 1998;
www.ipos-society.org). Although there is no cormen regarding “gold standard”
instruments in each area, some instruments havegeth@s commonly used and have
been validated and translated into many languadgeXlitionally there are international
efforts to encourage researchers to utilize a “cofecommon instruments, which will

make comparisons across studies possible (Hol20@4).



Although well-established over the last three desaghsycho-oncology is not without
challenges. There exist considerable variationresearch output, and the establishment
and provision of psychosocial services internatigndlehnert & Koch, 2005; Steggles
& McKiernan, 2007). According to Holland (2004hete remains a large gap between
the existence of psychosocial care data on one, laawdthe actual worldwide availability
and utilization of psychosocial services on theenthResearchers in the field concur that
one of the most immediate and important tasks gthos-oncology is to narrow and
bridge the gap between current knowledge in tHd fiaed actual clinical practice (Greer,
1994; Holland, 2004).

An international comparison study by Mehnert and&iK¢2005) found that there appears
to be consensus among experts that the centrasisaypsychosocial oncology include
behavioural, psychological, social and ethical atpef caring for cancer patients. The
major goals of psycho-oncology include enhanceroéquality of life and improvement
of coping strategies in cancer patients and thaimilfes, through psychosocial
assessment, support and interventions. Despitgeosns that psycho-oncology is multi-
disciplinary and multi-professional, it was onlylljuintegrated into oncological care in
one-third of the countries surveyed. Among theibes indicated are financial shortages
(particularly for research and education), lackrafned personnel, poor understanding
and acceptance of psycho-oncology, low socioeconaonditions, poor provision of
medical care and facilities, difficulties in muttisciplinary cooperation and lack of
specific psychosocial guidelines for cancer pasienare. There were, however,
variations from country to country with regard hese barriers, with nations that have a
longer tradition of psycho-oncology and more depetb countries faring better. In
support of prior research, experts in the studyMahnert and Koch (2005) judged that
approximately 30% of cancer patients (ranging frd®50%) were in need of
psychosocial treatment. The overall unsatisfactogylementation of psychosocial care
is, however, in contrast to a large body of redeaddence regarding the benefits of
psychosocial interventions.



According to Jacobsen (2009), many psychosociahention strategies that have been
shown to be effective have little potential fors#imination owing to time, expense, and
resources required for their implementation. Tihar hence recommends the design of
new interventions with dissemination in mind or nfiedtion of existing interventions to
make them easier and more practical to implementle further recommends
collaboration between IPOS members to translatstiagi intervention materials into
multiple languages and to make the materials availto one another via the society’s
website.

Given the strides achieved in psycho-oncology afistiag barriers, experts in the area
make the following recommendations for improvemeéntthe discipline: enhanced
training for oncology personnel about psychosogabblems of cancer patients;
educating the public and healthcare professiortasitathe aims, methods, interventions
and clinical evidence of psychosocial oncology; npotion of interdisciplinary
cooperation; enhancement of multi-center, cross#all and international cooperation
and research; closer collaboration between researdtclinical practice for the transfer
of scientific evidence into practice; and includitlte cost factor and feasibility of
interventions in future studies (Greer, 1994; Hulla2002, 2004; Holland & Marchini,
1998; Jacobsen, 2009; Keller et al., 2003; Mehr&rtkoch, 2005; Steggles &
McKiernan, 2007). The establishment of guidelined standards of psychosocial care
of cancer patients, such as those of the Natior@hpgehensive Cancer Network

(NCCN), is another important area in psycho-oncplibgit requires further investigation.

THE FIELD OF PSYCHO-ONCOLOGY: AN AFRICAN PERSPECTIVE

According to the World Health Organization (WHO,02(, there are over 20 million
people world-wide living with cancer, of whom thejarity live in developing countries.
By the year 2020, it is estimated that approxinyaB@ million people will be living with
cancer. It is estimated that the number of nevesa$ cancer per year will increase from
10 million in the year 2000 to over 15 million bdyetyear 2020 (WHO, 2002). Of these

new cases, approximately 60% will occur in lessettgyed countries (Ferlay et al., 2002;



WHO, 2002). Similarly, mortality from cancer isgpcted to increase from 6.2 million
in the year 2000 to 9.8 million in the year 2020is projected that over 60% of cancer
deaths will occur in developing countries (WHO, 2D0Although primarily regarded as
a disease of developed nations, epidemiologicallesmie points to the surfacing of
comparable trends in developing countries (Ferlayale 2002; Garcia et al., 2007,
Parkin, 2001; Parkin et al., 2005; WHO, 2002).e3# statistics necessitate the need for

psycho-oncology, not only in the developed coustririt also on the African continent.

Recognizing the prevalence of cancer on the Africantinent and the psychosocial
aspects of cancer, the Pan-African Psycho-Oncol8ggiety (PAPOS) and African
Organization for Research and Training in Cance&RAIC) were established in recent
years (Holland, 2004; Holland & Marchini, 1998; Bi&s 2000). PAPOS held its
biannual conferences in South Africa (2004), Ugaf2@®0), South Africa (1998), Kenya
(1996), Zimbabwe (1994) and Namibia (1992). Pagi00) noted that the impact of
HIV/AIDS on the continent is an aspect that waslent at the PAPOS conference. This
possibly implies that with the current challengdsHiV/AIDS, psycho-oncology in

Africa can not ignore this aspect.

In 1992 the Cape Psycho-Oncology Group held it$ ficancer in Africa” meeting from

which PAPOS emerged at a conference in Windhoekn{bia) in the same year. The
aim of PAPOS is to bring together various disciptinwith the goal of providing

knowledge and expertise in the support and manageofieancer patients, as well as to
address aspects of social dynamics and issuesiexped by families and professionals
who are involved in the care of cancer patientAP®S emphasizes a multi-disciplinary
approach and concerted efforts to continually idierand support patient needs at all
phases of cancer management (Du Toit, 2004). unfertunate that PAPOS activities

seem to have ceased around 2004.

Another organization that has played an active ooléhe African continent with regard
to cancer is AORTIC, which was established in 188the Republic of Togo. A major

role of AORTIC is to promote research and trainiagwell as the provision of accurate



and relevant information on the prevention, eadyedtion and diagnosis, treatment and
palliative care in oncology. The organization pantogether experts from various
African and international communities to achieve aims (http:/africa.aortic.org). Its
sixth international conference in Cape Town in 20663ught together approximately 400
delegates from about 50 countries, including ongists, nurses, palliative care workers,
psychologists, and those involved in cancer adwgazancer control and cancer registry.
Although many of the presentations were largely ic@din nature, a number of
psychosocial issues were also highlighted, espegalliative care. Similarly, the 2009
AORTIC conference in Dar es Salaam, brought togetisout 700 African and
international delegates.

Both PAPOS and AORTIC have had active ties with3RBolland & Johansen, 2005),
and efforts are underway to revive both PAPOS a@RAIC’'s Psychosocial/Quality of
Life Committee (J. C. Holland, personal communmatiAugust 18, 2008), following the
AORTIC conference in Cape Town in 2007.

Whereas psycho-oncology has been well-establisimedtiher parts of the world,
especially the more developed countries, the daution in Africa has been patchy
although slow and steady (Du Toit, 2004). For eplama liaison psychiatry service was
started at Cape Town’s Groote Schuur hospital’satepent of Hematology in the 1980s
(Du Toit, 2004), however research on the contiragears to have emerged only from
the mid-1990s.

Research in psycho-oncology in Africa primarily egezl in the last decade. Given the
number of people living with cancer and the pradcincrease in cancer patients and
survivors, there is a dire need to research psydmlsfactors in both the etiology and

management of cancer (Schlebusch, 1998). Folgpwsna synopsis of some of the

research areas and findings concerning the Afroceminent:
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Psychosocial effects on patients

Several researchers have documented the psychlosfie@s of cancer. For example,
Pillay (2001) in South Africa found that canceripats experienced more elevated levels
of depression, anxiety and hopelessness compared dontrol group of physically
healthy individuals. Similarly, a large-scale stuay Berard and colleagues (Berard,
Boermeester & Viljoen, 1998; Boermeester & Berdr@l8), found a 14% prevalence of
depression and 35% of anxiety. These authors, VEwsuggest that these prevalence
rates are probably an under-estimation. Asuzu l.et(2908) similarly found high
prevalence rates of moderate to high anxiety (Z@a4&nd depression among mixed-site
cancer patients in Nigeria. A recent Namibian gtiog Shino and Louw (in press) using
the Hospital Anxiety and Depression Scale foundevglence of 28% distress, 32%
anxiety and 18% depression among breast and ckcaoaer patients. These prevalence
rates are consistent with international prevaleregying between 15-50% (Mehnert &
Koch, 2007, Roth et al., 1998, Trask et al., 200R)is worth noting that in Pillay’s
(2001) study, none of the cancer patients had beésrred for psychological or
psychiatric management. This is also consisteth wiher research that many cancer
patients with psychosocial problems are not appatgdy referred for psychosocial

intervention, despite the presence of symptomsl¢@ai& Bultz, 2003).

A cross-cultural South African study, comparingdidaand white women with breast
cancer, found that both groups experienced clilyicaignificant levels of stress (Lo
Castro & Schlebusch, 2006). However, another Safrican study (Schlebusch & Van
Oers, 1999) found higher levels of somatizatiorgrdssion and body dysphoria among
black breast cancer patients in comparison to tiwhite counterparts, although both
groups of women experienced similar levels of dledaanxiety. Schlebusch and Van
Oers suggest that higher levels of psychologicatress among black female cancer
patients might be because of traditional cultuagltdrs which possibly predispose them
to suppress emotions. A lack of knowledge and tiaglitional lack of psycho-

oncological services for this group could also @ayle.
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A Nigerian study by Ohaeri et al. (1998) found pg®ysocial concerns and psychiatric
symptoms among women with breast and cervical cantiee most commonly reported
psychosocial concerns included feelings of depoessthoughts of death, sleeping
difficulties, worries about body odour (due to lgieesentation at medical facilities),
terrifying dreams and worries about the diseasaedoéfe-long. Sexual dysfunctions

(including abstinence from sexual intercourse)wadl as body image problems were
reported among breast and cervical cancer patier@8adan (Abasher, 2007), Egypt (El-
Shamy, 2008) and South Africa (Motsetse, 2004mil8r psychological difficulties have

been noted among cancer patients in Uganda (Kiy&of ).

These few studies highlight the presence of somth@fpsychosocial effects of cancer
among African cancer patients. These effects e noted elsewhere in the world.
Although African research in this respect is refay limited, it is probable that

psychosocial effects of cancer might be similapasrcultures (Ohaeri et al, 1998).

Delays in seeking medical intervention

As mentioned earlier, cancer mortality in Africadaother less developed countries is
high. This is owing to a variety of factors such @aucity of resources and advanced
disease. For example, a Cameroonian study by &kat al. (2007) found that factors
such as inadequate financial resources, lack ofogpipte health care facilities and
medical personnel, poor information about cancer itreatment, cultural beliefs and
fears about cancer contribute to delays in seeknegical attention. The belief that
cancer is equal to a death sentence, as well aotha stigma attached to having cancer
might be prominent in some communities. Theseofaabften lead to delays in seeking
medical attention, leading to cancer patients mpitasg for medical intervention only
when the disease is far advanced, and when padliaire and pain control might be the

only available intervention.
It has also been noted that cultural and traditibelefs as well as political factors play a

role in aspects such as delay in seeking meditahiantion and non-compliance. For

example, Benjamin and Akiror's (2008) South Africstudy found that there exists an
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African traditional treatment which often takes ngedefore the patient presents at
hospital for treatment. The same study also fotlmat patients perceived western
medicine (in contrast to traditional medicine) lAeatening, painful, cold, authoritarian,
non-holistic and unsympathetic. These authors guggest the potential inclusion of

traditional healers in treatment teams.

Knowledge and screening for cancer

Knowledge about cancer and screening are vitalcéspé cancer control. It appears that
there are disparities about these aspects for ®@uaf reasons, such as education, socio-
economic status, and age. Krombein and De Velli2g@96) found that women in a
South African township had good knowledge aboutastrecancer and breast cancer
screening. About 62% have had a clinical breaatréxation, 11% mammography and
65% breast self-examination before in their livésowever, only 24% practiced breast
self-examination on a monthly basis. A major lerto screening was identified as the
fear of being diagnosed with cancer. In contraghe South African study, knowledge
of cancer and its treatment in a rural Nigeriatirsgtwas poor (Oluwatosin & Oladepo,
2006). In this study over 70% of the responderdsndt know any early warning signs
of cancer, 91% did not know anything about canmsatient and nearly 90% had never

examined their breasts for early detection of cance

Psychosocial intervention

It is well-recognized that the management of psgob@l effects and distress associated
with cancer requires a multi-disciplinary team mntion approach at all stages of the
disease continuum. However, within the African teaih few such oncology clinics or
public hospitals exist. In South Africa a numbépnovate oncology outpatient clinics or
units with multi-disciplinary teams exist. Unfontately busy private oncology units
often do not make the time for proper and effectivdti-disciplinary team interactions
in order to ensure high standards. Additionaleryees by multi-disciplinary teams are
often limited and very costly, and thus not realsailable to patients and families. At
some private oncology units, oncology social woskanovide services to patients free of
charge (Greeff & Gouws, 2003).
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Within the public sector, which is utilized by theajority of patients, such services have
rarely been noted. For example, at the Nationatri@t Hospital in Bloemfontein (South
Africa) limited psycho-social services are provideyl social workers at no additional
cost. Greeff and Gouws (2003), however, note itialti-disciplinary teams in oncology
settings in South Africa are overwhelmed with tleeds of patients and are not able to
meet even the basic needs owing to lack of perswaseurces and other urgently needed
treatment resources. Within the Southern Africagian, a number of organizations such
as the Cancer Associations of Namibia, the Cana=odation of South African, and
Reach to Recovery provide a number of psychoseerices to patients.

In Sudan, efforts have been underway to launchfitse psychosocial oncology unit

within the country (Omran, 2008). Physicians, esrssocial workers, psychologists,
radiotherapists and spiritual therapists underwet psychosocial training program
developed by the Omran (2008), and the programbkas highly welcomed by health

care providers, cancer patients and community tsadeSimilar efforts have been

underway to provide psychosocial and palliativeedarpatients with advanced cancer in
Yaoundé (Cameroon) (Ekortarl et al., 2008) and igeNa (Asuzu et al., 2008). A few

studies reported on models of psychosocial intéreerthat reduce distress and anxiety
(Campbell-Gillies, 2003, 2005; Linde, 2000) and amie treatment compliance

(Benjamin & Smith, 2008) within Africa settings.

CONCLUSIONSAND RECOMMENDATIONS FOR FUTURE PSY CHO-ONCOLOGY RESEARCH

AND CLINICAL PRACTICE IN AFRICA

Psycho-oncology has grown into a formal disciplioger the last three decades.
Although much has been achieved in the field in fheneering countries and

internationally, psycho-oncology in Africa has bestow. Equally, there has not been as
much research from African countries. Over thé few years, however, some research

has emerged, adding to scholarship in internatigmalcho-oncology and on the
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continent. From current publications, it appedai #African cancer patients suffer from

similar or some of the psychosocial effects thaehaeen noted in other countries.

One of the major aims of psycho-oncology is theamalement of quality of life. Within
many African contexts, patients delay seeking nadicare resulting in patients
presenting with advanced cancer. This delay ikisgemedical care is influenced by a
number of noted factors such as fear of cancere Qélief that cancer equals a death
sentence still persists in some communities. @myillack of knowledge about cancer
and its treatments and screening for early symptoinsancer presents and remains a
challenge. Given the high prevalence of HIV/AID8dahigh mortality rates due to
cancer on the continent, palliative care is anotingportant challenge for psycho-

oncology in Africa.

For the total and comprehensive care of canceemasti multi-disciplinary teams are
needed. Few African countries currently offer ssehvices to cancer patients. There
are, however, a few centers that offer psychosos@lices. From the AORTIC
conference and similar African meetings, it is beaow evident that the need for total
care of cancer patients is becoming more recogresedn important aspect of cancer

care.

A major challenge that plays a role in the delagealvth and advancement of psycho-
oncology in Africa is the question of lack of maaérand personnel resources. Many
cancer centers are burdened with high numbers ténis combined with a limited
number of services providers, making the compreakierassessment and management of
psychological distress difficult if not an impodsiliask. In some contexts where even
resources for medical intervention are not readiwilable, the psychosocial aspects

could be overlooked. Similarly, lack of resouré@sresearch remains another challenge.
Despite these challenges and given the increasedgmiéion of the benefits of

comprehensive cancer care, there is potentialh@ifurther growth of psycho-oncology

within the African context as has been demonstratedome of the countries. This
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requires dedicated individuals, teams of profesdgn clinicians, educators and
researchers, with a passion and interest in psgaeology. The need for training
professionals in the area is pertinent, as wethaseducation of oncology staff and the

public regarding issues in psycho-oncology.

Given the scarcity of research in psycho-oncolagwyirica, it is important to highlight
areas for further and future research. High guaéisearch provides a scientific evidence
base of psychosocial issues in cancer within threc&h context. Additionally, this is an
essential aspect as it plays a role in the advofmqgyrovisions of services and resources
from government agencies, non-governmental orgtaaira (NGOs) and the private
sector. Further and future psycho-oncology resesr@frica needs to take cognizance
of the diversity of African people within the difnt countries. These include aspects
such as language, culture, traditions, belief systevays of communication, and systems
of health care delivery, among other factors. Hirlyi, aspects such as socio-political

and socio-economic factors need to be taken intolatd.

The aspect regarding the psychological effects asfcer at all stages of the disease
continuum needs to be highlighted and researchetheiu This includes the
psychosocial consequences, not only on the cartiengs and their families, but also on
health-care providers within oncology settings. nMarobust research instruments
presently exist within the field of psycho-oncology assess various psychosocial
aspects. It is probable that there might not deeaneed to develop new instruments, but
rather to standardize some of the existing ondset@ppropriate within the context in
which they are to be used. Additionally, qualitatiresearch is essential as it has the
benefit of providing more detailed information abtkie cancer experience of African

patients, which can otherwise not be assessedghrguantitative research instruments.

Although extensive international literature exists the effectiveness of psychosocial
intervention in cancer, some of these interventiprograms (as with research
instruments) could be modified to become culturalypropriate, implemented and

evaluated. However, with very few or no trainecfpssionals in some contexts,
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implementation of some types of psychosocial irgetons is a challenging task. Within
contexts where psychosocial or psycho-oncologysuexist, appropriate guidelines and

standards of care need to be established and &e@lua

In 2004, Holland recommended that a priority forriédn countries was to focus
attention on cancer prevention and education, quaatily on cervical cancer which is
often detected at an advanced stage. Potentednasquestions in this aspect would be:
What are the barriers (psychosocial, culturalgretlis/spiritual) to screening for cancer?
How can these barriers to screening be reduced?at \Mterventions, methods or
programs can be implemented to enhance screeningvioeirs? What methods or
combinations thereof are most useful in providimgpimation and education about

cancer?

Given the high prevalence of patients with advancaacer, research in palliative care,
pain control and end-of-life issues is also calked. These would involve an

investigation into aspects such as coping with aded disease, psychiatric morbidity in
advanced cancer, and psycho-spiritual aspects athdend dying. Similarly, aspects
such as quality of life, coping and adjustment, samication, and childhood and
adolescent psycho-oncology need to be researchedhermore, collaborative research
among African countries is encouraged. This wilalgle scholars to share information
and provides opportunities to compare researchomgs from different African

countries.

The acquisition of knowledge through research igartant. However, the end-point of
such research should be to find appropriate andtipsh ways through which
psychosocial care can be provided and be madeabiaito people living with cancer.
This remains the larger challenge for African pgyomcologists in various settings. As
Boermeester (1996, p. 203) puts it, “an ideal systé care would not be an academically
derived and universally applicable structure, bdtyaamic, patient-driven and problem-
focused system of care”.
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To this effect, one can ask the question “Whanigdaal system of psychosocial care for
Africa?” The answer to this question is beyond $stepe of this paper. Given the
disparities and differences in economic resourcedtures, traditions and a lack of
trained professionals, it is evident that there manbe one ideal system of psychosocial
care for Africa. Rather, the feasibility of var®uodels and systems of interventions
should be explored for various contexts. For exXengp country or region of a country
with urban and rural communities could explore tlee of two (or more) different
systems of psychosocial intervention and care.

Another related question would be “Who are or stiobé the role players in the
psychosocial care of cancer patients in Africa®”high resource settings, where multi-
disciplinary teams are available within oncologytiags, the task of intervention could
be carried out through such teams. Alternativelyere multi-disciplinary teams are not
available within oncology settings, systems of mefieto outside sources should be
explored. For example, the oncologist and/or neméd evaluate patients for possible
distress and source/s of the distress. Dependinth® nature and source of distress,
patients could be referred to a psychologist, psyabt, social worker, or chaplain for
intervention. It is, however, imperative that ateyn of feedback be developed.

In low resource settings, where there are no tdaprefessionals, the use of community
resources should be considered. Similarly, inteiiga could be at the grass-roots. For
example, in some societies, traditional healerBgioais/spiritual leaders, community
health educators, nurses, lay counselors, and catyrwolunteers already play the role
of counselors within the community. Hence, thesmmunity members could be trained
in basic counseling and psychosocial aspects oterato provide counseling and
emotional support to cancer patients and theirlfasi Community members and grass-
root intervention have been used, with varying degrof success, in many African
countries within the context of HIV/AIDS. Hencehid remains a possibility for

exploration in the case of cancer.
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Psycho-oncology hinges on the principle of enhams#rof the quality of life of cancer
patients, and to nurture the “human side” of cancéris, therefore, imperative that
African scholars, health care practitioners, andcatbrs, among others, explore the
issues surrounding the psychosocial aspects ofecamithin our various communities.
Similarly, it is the role and obligation of the 1@us role players to provide the necessary
intervention and psychosocial support and care docer patients, with whatever

resources are available to us.

“To fully realize the potential for the field of ysho-oncology to positively influence
the lives of people with cancer, we must focus ayswo ensure that the care provided
on the ‘front lines’ is buttered by research evidemlemonstrating its value”
Jacobsen (2009, p. 12)
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Figure 1. Model of research in psycho-oncology

VARIABLES
| NDEPENDENT MEDIATING OUTCOME
Per sonal
sociodemographic
personality and coping style
prior adjustment
spiritual/religious beliefs
M edical . Quality of Life
Cancer illness-related behaviours (functional domains)
disease and (surveillance, compliance) physical
treatment effects * doctor-patient. relationship * psychological
treatment environment social
rehabilitation options vocational
sexual

Sacial (supports)
family/friends ]
community resources Survival
spiritual/religious community
cultural affiliation

Life Stresses
concurrent illnesses
bereavement

SR ;

INTERVENTIONS

Source Dolbeault, S., Szporn, A. & Holland, J. C. (1%29%9sycho-oncology: Where have we
been? Where are we goin@uropean Journal of Cancer, 35(11554-1558

20



REFERENCES

Abasher, S. M. (2007). Sexual disturbances in Sesawomen with breast cancer. Paper presented
at the &' conference of the African Organization for Reskarod Training in Cancer (AORTIC): 24-
28 October 2007, Cape Town, South Africa.

Amir, M., & Ramati, A. (2002). Post-traumatic sytoms, emotional distress and quality of life in
long-term survivors of breast cancer: a prelimimasearch. Anxiety Disorders, 1691-206.

Asuzu, C. C., Campbell, O. B., & Asuzu, M. C. (2R0®uality of life of onco-radiotherapy patients
at the University College Hospital, Ibadan. Posession presented at the International Psycho-
Oncology Society (IPOS) Yoworld Congress of Psycho-Oncology: 09-13 June 20G8&Irid, Spain.

Avis, N. E., Crawford, S., & Manuel, J. (2004). yEisosocial problems among younger women with
breast cancerPsycho-Oncology, 1295-308.

Benjamin, R., & Akiror, M. (2008). Cultural and lgical aspects of non-compliance in the South
African oncology patient with a good prognosis. p&apresented at the International Psycho-
Oncology Society (IPOS) Yoworld Congress of Psycho-Oncology: 09-13 June 2BB8&Irid, Spain.

Benjamin, R., & Smith, C. (2008). A pilot study &me effects of medical trauma debriefing on non
compliance in the oncology patient with a good pasls. Paper presented at the International
Psycho-Oncology Society (IPOS) ™ 0Norld Congress of Psycho-Oncology: 09-13 June 2008
Madrid, Spain.

Berard, R. M. F., Boermester, F., & Viljoen, G. 98). Depressive disorders in an out-patient
oncology setting: Prevalence, assessment, and meesg. Psycho-Oncology, 7,12-120.

Boermeester, F. (1996). Psychosocial care for Ipewjith cancer: The “victim” perspective.
Unpublished masters thesis. University of Cape A,d8outh Africa.

Boermeester, F., & Berard, R. M. F. (1998). Fastaucture of the Hospital Anxiety and Depression
Scale in cancer patientSouth African Medical Journal, 88(11)495-1499.

Campbell-Gillies, L. (2003). Guided imagery astreent for anxiety and depression in breast cancer
patients: A pilot study. Unpublished masters thestand Afrikaans University, South Africa.

Campbell-Gillies, L. (2005). The effect of guidédagery and relaxation on patients receiving
treatment for non-metastatic cancer. Unpublishexiatal thesis. University of Johannesburg, South
Africa.

Carlson, L. E., & Bultz, B. D. (2003). Cancer disis screening: needs, models, and methods.
Journal of Psychosomatic Research, £83-409.

Cunningham, A. J., & Tocco, E. K. (1989). A randped trial of group psychoeducational therapy
for cancer patientsPatients Education Counseling, 14)1-114.

Dolbeault, S., Szporn, A., & Holland, J. C. (1999sycho-oncology: Where have we been? Where
are we goingZEuropean Journal of Cancer, 35(11554-1558.

Du Toit, M. (2004). Psycho-Oncology for Africdhe Specialist Forum, 4(925-30.

21



Edelman, S., Bell, D. R., & Kidman, A. D. (19997 group cognitive behavior therapy programme
with metastatic breast cancer patier®sycho-Oncology, &95-305.

Ekortarl, A., Ndom, P., Enowrock, G., & Kwame, @Q008). Psychological and palliative care
services to patients with far advanced cancersime@l Hospital of Yaoundé (HGY): A difficult task
to start in Cameroon. Paper presented at thenlttenal Psycho-Oncology Society (IPOS)"10
World Congress of Psycho-Oncology: 09-13 June 2BRRIrid, Spain.

Ekortarl, A., Ndom, P., & Sacks, A. (2007). A syuaf patients who appear with far advanced cancer
at Yaounde General Hospital, Cameroon, AfriPgych-Oncology, 1&55-257.

El-Shamy, K. (2008). Psychosocial impact of boohage and sexuality for women with breast
cancer. Paper presented at the Princess NikkysB@ancer Foundation™lAnnual Africa Breast
Cancer Conference: 18-19 March 2008, Abuja, Nigeria

Fawzy, F. I, Cousins, N., Fawzy, N. W., Kemeny, B, Elashoff, R., & Morton, D. (1990). A
structured psychiatric intervention for cancer grai$: 1. Change over time in methods of coping and
affective disturbanceArchives of General Psychiatry, 4720-725.

Ferlay, J., Bray, F., Pisani, P., & Parkin, D. 12002). GLOBOCAN: Cancer incidence, mortality and
prevalence worldwideVersion 1.0. IARC Press: Lyon, France. In L. Erl€on & B. D. Bultz
(2004). Efficacy and medical cost offset of psysthmal interventions in cancer care: making thecas
for economic analyses$?sycho-Oncology, 1837-849.

Garcia, M., Jemal, A., Ward, E. M., Center, M. Mao, Y., Siegel, R. L., & Thun, M. J. (2007).
Global Cancer Facts & Figures 2007Atlanta, GA: American Cancer Society.

Goodwin, P. J., Leszcz, M., Ennis, M., Koopmans, \dncent, L., Gunter, H., Drysdale, E.,
Hundleby, M., Chochinov, H. M., Navarro, M., Speb&, & Hunter, J. (2001). The effect of group
psychosocial support on survival in metastatic ftreancer. New England Journal of Medicine,
245(24),1719-1726.

Greeff, L., & Gouws, L. (2003, October). Makingldference: the multidisciplinary team approach
in cancer careThe Specialist Forum-9.

Greer, S. (1994). Psycho-oncology: Its aims, agmeents and future taskBsycho-Oncology, B7-
101.

Greer, S. (2002). Psychological intervention: Tdep between research and practicécta
Oncologica, 41(3)238-243.

Greer, S., Moorey, S., Baruch, J. D. R., Watson,Réberston, B. M., Mason, A., Rowden, L., Law,
M. G., & Bliss, J.M. (1992). Adjuvant psychologidhlerapy for patients with cancer: A prospective
randomized trialBritish Medical Journal, 304675-680.

Herzog, T. J., & Wright, J. D. (2007). The impaidt cervical cancer on quality of life: The
components and means for managem@ynecologic Oncology, 107(372-577.

Holland, J. C. (1998). Societal views of canced #&me emergence of psycho-oncology. In J. C.
Holland (ed.) Psychooncology(pp. 3-15). New York: Oxford University Press.

22



Holland, J. C. (2001). Improving the human sidecahcer care: Psycho-oncology’s contribution.
The Cancer Journal, 7(6%458-471.

Holland, J. C. (2002). History of psycho-oncolog@vercoming attitudinal and conceptual barriers.
Psychosomatic Medicine, 6206-221.

Holland, J. C. (2004). IPOS Sutherland memorigtue: An international perspective on the
development of psychosocial oncology: Overcomingiucal and attitudinal barriers to improve
psychosocial carePsycho-Oncology, 1345-459.

Holland, J. C. Department of Psychiatry and BetraliSciences, Memorial Sloan-Kettering Cancer
Center, hollandj@mskcc.org. (personal communica#agust 18, 2008)

Holland, J. C., & Johansen, C. (2005). InternaioAsycho-Oncology Society (IPOSAORTIC
News, 3(3)5.

Holland, J. C., & Marchini, A. (1998). Internatainpsycho-oncology. In J. C. Holland (Ed.),
Psychooncology(pp. 1165-1169). New York: Oxford University Pses

Jacobsen, P. B. (2009). Promoting evidence-basgchpsocial care for cancer patients (Bernard H.
Fox. Memorial Award presentationPsycho-Oncology, 1&-13.

Kash, K. M., Mago, R., & Kunkel, E. J. S. (2009)sychosocial Oncology: Supportive care for the
cancer patientSeminars in Oncology, 32 (211-218.

Keller, M., Weis, J., Schumacher, A., & Griessmgeier(2003). Psycho-oncology in a united Europe:
changes and challengeSritical Reviews in Oncology/Hematology, 499-117.

Kiyange, F. (2007). Sexuality needs and copingtatiies for terminally ill cancer patients at Hospi
Africa Uganda. Paper presented at tflecénference of the African Organization for Reskaand
Training in Cancer (AORTIC): 24-28 October 2007p€&d own, South Africa.

Krombein, W. ., & De Villiers, P. J. T. (2006). r&ast cancer — early detection and screening in
South African women from the Bonteheuwel townshiphie Western Cape: Knowledge, attitudes and
practices.South African Family Practice, 48(5)4-14f.

Linde, C. D. (2000). A cognitive-relaxation-visizadtion intervention for anxiety in cancer patients
Unpublished doctoral thesis. Rand Afrikaans Ursitgr South Africa.

Lo Castro, A-M., & Schlebusch, L. (2006). The meament of stress in breast cancer patients.
South African Journal of Psychology, 36(A%2-779.

Mehnert, A., & Koch, U. (2005). Psychosocial cafecancer patients: International differences in
definition, healthcare structures, and therapegjmoachesSupport Care Cancer, 18,79-588.

Mehnert, A., & Koch, U. (2007). Prevalence of &cahd post-traumatic stress disorder and comorbid
mental disorders in breast cancer patients dunimggpy cancer care: A prospective studysycho-
Oncology, 16(3)181-188.

Meyer, T. J., & Mark, M. M. (1995). Effects of pdysocial interventions with adult cancer patients:
A meta-analysis of randomized experimeritgalth Psychology, 14,01-108.

23



Motsetse, K. S. (2004). The effect of cervical aanon the sexual health of black women.
Unpublished master’s thesis. University of theeF&¢ate, South Africa.

Nehl, E. J., Blanchard, C. M., Stafford, J. S., #iorth, S., & Baker, F. (2003). Research inteirest
the field of behavioral, psychosocial, and poliepcer researchPsycho-Oncology, 1385-392.

Nosarti, C., Roberts, J. V., Crayford, T., McKenze, & David, A. S. (2002). Early psychological
adjustment in breast cancer patients: a prospestivdy. Journal of psychosomatic Research, 53,
1123-1130.

Ohaeri, J. U., Campbell, O. B., llesanmil, A. O.Ghaeri, B. M. (1998). Psychosocial concerns of
Nigerian women with breast and cervical candgsycho-Oncology, A494-501

Oluwatosin, O. A., & Oladepo, O. (2006). KnowledgE breast cancer and its early detection
measures among rural women in Akinyele local gavenmnt area, Ibadan, NigeridBioMed Central
Cancer, 6271-276.

Omran, M. (2008). Launching the first psycho-sodatology unit in Sudan: PhD’s recent research
and practice. Paper presented at the InternatiBegtho-Oncology Society (IPOS) ™®Vorld
Congress of Psycho-Oncology: 09-13 June 2008, MaSpain.

Parkin, D. M. (2001). Global cancer statisticshia year 2000Lancet Oncology, 2(9533-543.

Parkin, D. M., Bray, F., Ferlay, J., & Pisani, R0Q5). Global cancer statistics, 20@A: Cancer
Journal for Clinicians, 5574-108.

Passik, S. D. (2000). PAPOS 2000: Total careaoicer patients in sub-Saharan Africa: The way
forward for the third millennium: Pan African Psyefncology Society Meeting: 14-16 September
2000, Kampala, Ugandd&sycho-Oncology, $52.

Pillay, A. L. (2001). Psychological symptoms irceatly diagnosed cancer patientSouth African
Journal of Psychology, 31(1)4-18.

Roth, A. J., Kornblith, A. B., Batel-Copel, L., Realy, E., Scher, H.l., & Holland, J. C. (1998).
Rapid screening for psychological distress in mdth wrostate carcinoma: A pilot studyCancer,
82(10),1904-1908.

Schlebusch, L. (1998). Research in psycho-oncolpgst, present and futur&pecialist Medicine:
Oncology, 20(3)38-45.

Schlebusch, L., & Van Oers, H. M. (1999). Psychalal stress, adjustment and cross-cultural
considerations in breast cancer patie@suth African Journal of Psychology, 29(30-35.

Shino, E. N., & Louw, D. A. (in press). Screenifty psychological distress among Oshiwambo-
speaking Namibian women diagnosed with breast rwicze cancer.

Spiegel, D., Bloom, J. R., & Yalom, |. (1981). @msupport for patients with metastatic cancer.
Archives of General Psychiatry, 387-533.

Steggles, S., & McKiernan, A. (2007, Summer). ®&abf psycho-oncology internationally and in
Ireland Cancerwise, 6(2).

24



Telch, C. F., & Telch, M. J. (1986). Group copsldlls instruction and supportive group therapy for
cancer patients: a comparison of strategigmurnal of Consulting and Clinical Psychology,, 302-
808.

Trask, P. C., Paterson, A., Riba, M., Brines, Biffi#, K., Parker, P., Weick, J., Steele, P., Kyio,
& Ferrara, J. (2002). Psychological considerationdssessment of psychological distress in
prospective bone marrow transplant patie®sne Marrow Transplantation, 2917-925.

Turner, J., Kelly, B., Swanson, C., Allison, R.\etzig, N. (2005). Psychosocial impact on newly
diagnosed advanced breast cané&sycho-Oncology, 1896-407.

World Health Organization (WHQO) (2002)National cancer control programmes: policies and
management guidelines"f2d) Geneva: World Health Organization.

25



ARTICLE 2

A COMPARISON OF PSYCHOLOGICAL DISTRESSBETWEEN OSHIWAMBO-SPEAKING
NAMIBIAN AND SESOTHO-SPEAKING SOUTH AFRICAN WOMEN DIAGNOSED WITH

BREAST OR CERVICAL CANCER



TABLE OF CONTENTS

Abstract
Introduction
Literature Review
Psychological effects of breast cancer
Psychological effects of cervical cancer
Psychological distress, depression and anxiety in cancer patients
Distress and psychol ogical effects of cancer in Africa
M ethodol ogy
Aims of the study
Settings and procedures
Instruments
Statistical analysis
Results
Socio-demographic characteristics
Results onthe DT and HADS
Establishing a cut-off score for the DT
Correations between the DT and the HADS
Rel ations between patient characteristics and distress, anxiety, and depression
Discussion
Limitations of the study and recommendations for future research
Conclusion

References



TABLES
Table 1:

Table 2:

Table 3:

Table 4a:

Table 4b:

Table5:

Table6:

Table 7a

Table 7b:

Table 7c:

Table 8a

Table 8b:

Table 8c:

Table9:

FIGURES:
Figure 1a

Figure 1b:

TABLESAND FIGURES

Soci o-demographic characteristics of the study sample

Cronbach apha coefficients for the HADS obtained for
the Namibian and South African samples

Performance on the Hospital Anxiety and Depression Scale

Sensitivity and specificity for different DT cut-off scores
(Namibian sample)

Sensitivity and specificity for different DT cut-off scores
(South African sample)

Performance on the Distress Thermometer

Cross-tabulation/correspondence of the DT at a cut-off score
of 3 tothe HADS for the Namibian and South African sample

Correlations between the HADS and the DT (Namibia)
Correlations between the HADS and the DT (South Africa)

Observed z-scores of the differences between the correlation
coefficients of distress, anxiety and depression between the
Namibian and South African cancer patients

Rel ationships between patient characteristics and distress,
anxiety and depression for the Namibian patients

Rel ationships between patient characteristics and distress,
anxiety and depression for the South African patients

Comparison of the correlations/rel ationship between patient
characteristics and the DT and HADS

Comparison between the Namibian and the South African
samples on the relationships between categorical demographic
variables versus DT, HADS anxiety, HADS depression and
HADS total

ROC curve analysis comparing the Distress Thermometer
scores with established HADS cut-off score; Namibian sample

ROC curve analysis comparing the Distress Thermometer
scores with established HADS cut-off score: South African
sample

Page
15

16

17

20

20

21

21
21

22

23

23

24

24

25

20

20



ARTICLE 2

A COMPARISON OF PSYCHOL OGICAL DISTRESSBETWEEN OSHIWAMBO-SPEAKING
NAMIBIAN AND SESOTHO-SPEAKING SOUTH AFRICAN WOMEN DIAGNOSED WITH
BREAST OR CERVICAL CANCER

ABSTRACT
Although much research has been carried out inldped countries on the psychological effects of
cancer, research within the African context id gtilthe infancy stage. The aim of this researas wo
investigate and compare Oshiwambo-speaking Namiaieh Sesotho-speaking South African women
diagnosed with breast or cervical cancer with rédarpsychological distress, anxiety and depression
The feasibility of the use of the Distress ThermtanéDT) as a screening tool for distress withiasi
contexts was explored. A socio-demographic questoe, the DT and Hospital Anxiety and Depression
Scale (HADS) were employed. The sample consisteiD8 Namibian and 126 South African women.
Receiver operating characteristic analyses idextiéi cut-off score of 3 as ideal on the DT. Thsithe
predictive values were 0.42 and 0.55 for the Naamitand South African samples respectively, and the
negative predictive values were 0.86. Nearly balthe patients were identified as distressed enti,
while about a third were identified as distressedle HADS. Approximately a third scored above the
HADS anxiety cut-off. However, fewer Namibians nth&outh African scored above the HADS
depression cut-off. Where differences existevben the two groups of cancer patients, in ratat®m
demographic variables, South African cancer pati@nimarily obtain higher scores on distress, agxie
and depression. Both the DT and HADS could beulsefeening instruments in busy and under-staffed

oncology settings, and further research within Iset African oncology settings is recommended.

Key words: cancer, oncology, distress, Namibia, South Afric

INTRODUCTION

It is estimated that over 12 million new casesaiaer were diagnosed in 2007, of which
more than half occur in developing countries. \Marte, breast and cervical cancer are
the leading female-specific cancer, with cervicahaer primarily occurring in less
developed countries (Garcia et al., 2007; WHO, 200R is reported that sub-Sahara
Africa has among the highest incidence of cerviatcer (Parkin et al., 2005). It is
further estimated that cervical cancer is the nomshmon type of cancer in southern

African women, followed by breast cancer (Garcialet2007).



In Namibia and South Africa, cancers of the braast cervix are the most common types
of cancer among women (Cancer Association of Sd\tlca, 2001; Department of
Health, 2001; Namibian Cancer Registry (n.d); NaiacCancer Registry of South Africa,
2004). According to the Namibian Cancer Registryd,( data for 1995-1998, breast
cancer and cervical cancer make up 25% and 22%cteply of all cancers in women
with an age-standardized incidence rate (ASR) of p&r 100 000 and 22.2 per 100 000
respectively. The National Cancer Registry of Soifrican (2004) data for 1999 notes
that breast cancer is the most common type of cameng women (ASR: 33.41 per 100
000), followed by cervical cancer (ASR: 28.69 p&01000). Population differences,
however, exist in both countries, with breast carfi@ng more prominent in Caucasian

women and cervical cancer being more common in woofiéfrican descent.

Internationally, the psychosocial consequencesreédi cancer are well-documented,
with those of cervical cancer to a much lesser reéxteEffects include psychological

distress, anxiety, depression, poor body imagdt, glname, symptoms of post-traumatic
stress and decreased sexual function (Amir & Rar@02; Avis et al., 2004; Nosarti et
al., 2002; Turner et al., 2005), which negativatypact the quality of life of cancer

patients (Herzog & Wright, 2007).

On the African continent, research regarding theelpssocial effects of cancer is still in
its infancy stage, but is gradually and consisyeatherging. With the exception of some
studies in South Africa (e.g. Berard et al., 1988ermeester, 1996; Lo Castro, 2003; Lo
Castro & Schlebusch, 2006), the psychosocial effettcancer and distress associated
with a cancer diagnosis in southern Africa, andipalarly in Namibia, have not been
researched. Similarly, no valid and cost-effectimethods to assess and manage
psychological distress have been explored (Beraad ,a1998) within the region. Many
of the public health-care settings are under-sdatied under-resourced, making the
investigation of psychosocial issues and the proni®f psycho-oncological services a

challenging task.



LITERATURE REVIEW

Psychosocial effects of breast cancer

Among cancer types that primarily affect womenastecancer is the most studied type
and its psychological sequelae are well-documefkads et al., 2004; Nosarti et al,
2002; Turner et al., 2005). The breast plays aom@le in how women perceive their
femininity, attractiveness and sexual functionirgd to a large extent defines
“womanhood” (Schlebusch & Mahrt, 1993). Meyerow(®80) reports that the impact
of breast cancer affects women in three broad amawely psychological distress,
changes in life patterns, and fears and conceYiminger women (especially those who
are single and without a partner) tend to show nubstress associated with loss of
attractiveness, decreased sense of femininity elieesteem compared to older women
(Rowland & Massie, 1998). Fear of recurrence (&tevet al., 2001), premature
menopause, loss of fertility, decreased sexual timc dating concerns and
dissatisfaction with physical appearance are antbaghost of effects among younger
women diagnosed and treated for breast cancer @w., 2004). On the other hand,
older women diagnosed with breast cancer afteratiee of 65 years might experience
concurrent stressors, including loss of spouseatinelr physical co-morbidity associated
with old age (Mor et al., 1994).

Women might hold the belief that they are respdasibr their own illness and hence
suffer more distress. Those who might have priersnal associations with breast
cancer (such as breast cancer in a grandmothelnemaot sister) might experience added
distress (Rowland & Massie, 1998).

The treatment for breast cancer carries its owadggf psychosocial consequences.
Following mastectomyfeelings of mutilation, altered body image, desezh sexual
attractiveness and sexual function, loss of sersemininity, diminished self-worth,
guilt, depression, hopelessness, shame, and feacwfrence have been reported (Lewis
& Bloom, 1978; Meyerowitz, 1980), with women who demwent lumpectomy and

irradiation faring better on these dimensions.



Psychosocial effects of cervical cancer

Psychosocial effects of cervical cancer are oulliiy Ashing-Giwa et al. (2004),
Auchincloss & McCartney (1998), De Groot et al. 8P and Juraskova et al. (2003).
Several studies report that women with invasivevicat cancer report higher emotional
distress compared to women with other female-sigecdncers, such as breast cancer
and endometrial cancer (Eisemann & Lalos, 1999;e@led al., 1998).

Social stigma in gynecological cancers relatesht Hhistorically poor diagnosis of the
illness and its presence in the site of the fensarual response and reproduction
(Auchincloss & McCartney, 1998), therefore leavimgmen with cervical cancer feeling
shame, embarrassment, discomfort, guilt, and soffen social isolation while at the
same time facing challenges related to physicah@bs, sexual dysfunctions and fertility
problems (Ashing-Giwa et al., 2004; Auchincloss &®artney, 1998; Lagana et al.,
2001). This isolation occurs primarily because warfeel shame and are embarrassed to
disclose their disease (Auchincloss & McCartney98)9 and this has a potential for

negatively impacting treatment-seeking behavioAshing-Giwa et al., 2004).

Factors that contribute to the development of cahgancer include exposure to sexually
transmitted diseases, early and frequent unprateseieual contacts (with exposure to the
human papilomma virus), smoking, substance abusd Bnmuno-suppression
(Auchincloss & McCartney, 1998). While contendiwgh fear, shock, denial, anxiety,
depression, anger, shame, negative body imagende®hcomplete”, feeling damaged
and worn out, feeling flawed and sexually undes@&aand the perception that they have
failed to take proper care of themselves, womeh wgrvical cancer fear being labelled
as having been promiscuous owing to the way in Wwhtervical cancer develops
(Ashing-Giwa et al., 2004).

According to Andersen (2000), following medicalaimment for gynecological cancers,
between 30% to 90% of women experience some forndiféitulties pertaining to
sexuality, depending on the stage and treatmentdocer, hence producing an array of

sexual dysfunctions related to the various phat#scsexual response cycle.



The sense of feminine identity, womanhood, bodygenand self-esteem are often
lowered in women following cervical cancer. A sgualy Juraskova et al. (2003) found
that younger women who identified their femininitgth their ability to bear children
experienced more acute sense of loss and disioewihg the removal of the uterus.
This loss was associated with the potential negatiyact on their current relationship
or ability to form subsequent intimate relationshipAdditionally, sense of loss and grief
was associated with feelings of anger. Howeverp&st-menopausal women, loss of the
reproductive organs was associated more with tlmeepgon of the role of being a
woman, and the inability to nurture and care far thmily, as opposed to childbearing
capacities. Ashing-Giwa et al. (2004) found thabhwvea of child-bearing age who did not
have children reported more distress.

A diagnosis of cervical cancer not only affects theman, but has the potential of
causing distress to the partner or spouse. Amongstof relational concerns, worries
about the partner/spouse’s attitude, concernsimgldd prognosis, fear of recurrence,
sexual intimacy, risk of transmission, and comroating with one’s partner and the
treatment-team have been cited (Corney et al., ;1688 et al., 1993; De Groot et al,
2005). Hence De Groot et al. (2005) strongly adt®dor psychological and supportive
intervention to include partners/spouses of wometh wervical cancer, in order to
enhance relationship and marital satisfaction amomgples who are faced with the

difficult task of adjusting and adapting to cervicancer and its treatment.

As outlined above, breast and cervical cancer henl treatments leave women not only
with an assault to their sense of identity as wgrbehalso foster depression, anxiety and

adjustment disorder for many women so affected (Waadoss & McCartney, 1998).

Psychological distress, depression and anxiety in cancer patients
Case fatalities rates from cancer are decreasidgcancer patients who eventually die
are living longer with the illness between the tiofediagnosis and death (Owen et al.,

2001). Therefore, there has been a shift in reedaom survival only to prevention and



detection, quality of life, psychosocial issues diglress, psychosocial interventions, and
end of life/palliative care (Dolbeault et al., 1999olland, 2004; Keller et al., 2003;

Kissane, 2009; Nehl et al., 2003). There is a grgwnterest in the provision of

psychosocial interventions and treatments in ord@nable cancer patients to live with,
adapt to and cope with the disease and its sequata@videnced in the extensive
literature on psychosocial intervention and it®efffon psychological distress and quality
of life. Notably, the psychosocial consequences boéast and cervical cancer
significantly contribute to and are associated wdigtress, which is a component of the

psychosocial effects of cancer.

In recent years, distress has emerged as one ohalse researched aspects of psycho-
oncology. Within the oncology context, the Natib@@amprehensive Cancer Network’s
(NCCN) Distress Management panel defines distreasSaamultifactorial, unpleasant
experience of an emotional, psychological, socrasmritual nature that interferes with
the ability to cope with cancer, its physical syomps and its treatment. Distress extends
along a continuum, ranging from common normal fegdiof vulnerability, sadness and
fear to disabling conditions, such as clinical @sgron, anxiety, panic, isolation, and
existential or spiritual crisis” (NCCN, 2008, p. M&). The word “distress” was chosen
as it is less stigmatizing and more acceptablat@pts, compared to other words such as

LT

“psychiatric”, “psychological” or “emotional”.

The diagnosis and treatment of cancer continuebetmne of the most emotionally
distressing events in medical care (Baider etl@B4; D’Arrigo et al., 2000; Derogatis et
al., 1983; Pruitt et al., 1992; Roth et al.,, 1998)According to prevalence studies,
approximately half of all cancer patients suffeonfr significant elevated levels of
emotional distress (Derogatis et al., 1983; Zabsiral., 2001; Zabora et al., 1996).
Adjustment disorders, depression and anxiety aee rost commonly diagnosed
psychiatric disorders (Spiegel, 1996). Hence nstogies of psychological distress also

utilize screening instruments for depression andxiety (Carlson & Bultz, 2003).



The diagnosis of depression in cancer patient fBcult to make as many of the
symptoms of depression are similar to specific eeand their treatments (e.g. fatigue,
weight loss, anhedonia) (Trask & Pearman, 2007selrch indicates that depression
occurs at various stages of the cancer trajecsmgh as at diagnosis, during treatment, at
recurrence and after cancer treatment. A stud{vsns et al. (1986) of women with
gynecologic cancer identified 23% as meeting arthag of major depression and while
24% met the diagnosis for non-major depressionlydicg adjustment disorder with
depressed mood and mixed features, uncomplicatedav®ment) at the time of
diagnosis. A more recent study (Burgess et 8052 of women with early breast cancer
found that 38% of the patients experienced an dpis depression, anxiety or both at
diagnosis (Burgess et al., 2005). These authamsdf@an annual prevalence of 48% for
the first year after diagnosis. Additionally, degpsion, anxiety or both were present in
45% of the patients three months after diagnosia cécurrence. Epping-Jordan et al.
(1999) found a prevalence of depression of 26%Whg completions of chemotherapy
and/or radiation therapy among women with breastea Research further indicates
that the prevalence of depression is higher in @apatients after treatment compared to
the general population (Burgess et al., 2005; Kidink®& Ligibel, 2003). Reported
prevalence of depressive and/or anxious symptomsngnbreast and gynecological
cancer patients range from 16% to as high as 5A%g@3s et al., 2005; Derogatis et al.,
1983; Ell et al., 2005; Grabsch et al., 2006; Hageal., 2001; Hegel et al., 2006;
Kissane et al., 2004; Kissane et al., 1998; Meh&eitoch, 2007; Zabora et al., 2001).
The presence of depression and its associated ggmaignificantly increase the burden
of distress for cancer patients (Reich et al., 2008

According to Carlson and Bultz (2003) between edtand 45% of cancer patients report
significant psychological distress. However, fewdgran 10% are referred for

psychosocial care (Carlson and Bultz 2003; Kadattidloet al., 2005; Roth et al., 1998).

Failure to recognize and treat psychological déstrdeads to various problems.
Distressed patients are more likely to make extssvto the physician’s office and

hospital emergency departméhICCN, 2008). Distress is associated with diffiiad in

making treatment-related decisions (Colleoni et2000), lower adherence to treatment



and higher treatment failure (Colleoni et al., 20R6nnard et al., 2004), decreased rates
of disease-free survival (Fawzy et al., 1990; Sgliey al., 1998), lower quality of life
(Hann, et al., 1997; Sutherland et al., 1997; Venda et al., 2002), difficulties in coping
and adjustment (Bottomley et al., 1996), patiemtida (Chochinov et al., 1995), higher

dissatisfaction with medical care, and increasedgiaer distress (Fang et al., 2001).

Cancer-related distress, however, goes unrecogm@iadduntreated (Ryan et al., 2005),
owing to numerous barriers. With inadequate resmsinin many oncology settings,

physicians are often too pressed for time to seffity enquire about patients’ distress
(Holland, 1999; NCCN, 2008). Patients fearing tolabelled as weak and unable to
cope (Zabora, 1998), often conceal and are relud¢tameport their distress (Holland,

1999; Zabora, 1998). Lack of physician trainingtle recognition and treatment of
distress (e.g. depression), the stigma attacheevdamls such as “psychiatric’ and

“psychological”, barriers to communication, and fflegceived notion that depression and
anxiety are normal reactions to a cancer diagnasts among the reasons for the
reluctance to discuss distress in oncology setti?NSCN, 2008; Ryan et al., 2005;

Zabora, 1998).

The systematic screening and recognition of distege essential in the management of
psychological distress of cancer patients and offemy benefits(NCCN, 2008).
Distress can be treated via pharmaceutical anchpsycial interventions, and results in a
reduction in health-care costs (Carlson & BultzZ)20 Psychosocial interventions have
been shown to be effective in enhancing coping &@am et al., 2007; Kissane et al.,
2003), reducing distress (Andrykowski & Manne, 200Bameron et al., 2007,
Cunnigham, 2000, 2002; Meyer & Mark, 1995), imprayioverall quality of life
(Marchioro, et al., 1996), increasing disease-fieeervals (Spiegel et al., 1989),
improved survival (Fawzy et al., 1993; Sheard & Miag, 1999; Spiegel et al., 1989),
enhancing immune function (McGregor et al., 200)all as increasing well-being in
significant others (Bultz et al., 2000). Given thervasiveness of distress among cancer
patients, Bultz and Carlson (2005) suggest thatitthezare professionals need to

recognize psychological distress as the sixth gigth and core indicator of the patients’



health and wellbeing. Hence these authors advobateroutine screening of

psychological distress in oncology settings.

Distress and psychological effects of cancer in Africa

Within the African context, a number of studiesigade that women with cancer exhibit
a number of psychosocial concerns. For exampldjgarian study by Ohaeri et al.
(1998) found that feeling depressed about thes#inge. cancer) was the most common
worry in 45% of patients with breast and cerviaah@er. Another Nigerian study on the
psychological effects of pain reported rates ofrdsgion (37%) and anxiety (21%). This
study also reported suicidal ideation in 65% of pla¢gients who reported pain (Nuhu et
al., 2009). A Sudanese study (Abasher, 2008) faexaial disturbances and decreased
quality of life among breast cancer patients. ¢hl8busch and Van Oers’s (1999) South
African study, 24% of black cancer patients (Zybeaking) and 4% of Caucasian
(English-speaking) were identified as positive figiychological distress. Another South
African study found a prevalence of approximatelpodl (Berard et al., 1998) for
depression. However, the authors state that shigotentially an underestimation. A
more recent study reported elevated levels of Utiheatress among South African
breast cancer patients (Lo Castro & Schlebusch60@n the psychological reaction
dimension, fear of the disease, feelings of depyesand lack of self-confidence were the
most frequently reported symptoms. Similar psyobmlal/emotional concerns have
been reported by Fernandes et al. (2006) as wdly dillay (2001) whose study found
that cancer patients reported significantly higherels of depression, anxiety and

hopelessness compared to controls.

Although there is limited research on the psych@doeffects of cancer within the
African context, Ohaeri et al. (1998) argue that thajor concerns of the psychosocial
impact of breast and cervical cancer might be sinatross cultures and hence advocate
for the provision of psychosocial intervention. m8arly, Schlebusch and Van Oers
(1999, p. 34) state that “unless the process oftifiieation of psychological disturbances
with all its vicissitudes across cultures are knpweffective treatment in a multiethnic

setting is not possible”.



The psychological effects and distress associatiéldl & cancer diagnosis in Namibia
have not been researched. Similarly, no valid @rst-effective methods to assess and
manage psychological distress have been explorgihvihe region. As is the case with
many developing nations and in southern Africa, ynainthe hospitals and/or clinics are
under-staffed, lack resources and the medical paetcare overburdened with patient
load. These challenges, among others, make thestigation and management of

psychosocial issues among cancer patients a chedtetask (Berard at al., 1998).

METHODOLOGY

Aims of the study

Given the paucity of psycho-oncological researchsouthern Africa, the primary

objective of this study was to investigate the preg (or absence) of psychological
distress, depression and anxiety among Oshiwambakspy Namibian and Sesotho-
speaking South African women diagnosed with breastcervical cancer. More

specifically, the study aimed at comparing the Naam and South African samples with
regard to these aspects. Furthermore, the stungdaat exploring the feasibility of the
use of the Distress Thermometer as a quick scrgemstrument for psychological

distress within these oncology settings.

For the purpose of this study and for ease of rgpdhe terms “Oshiwambo-speaking
Namibian women”, “Namibian women”, “Namibian cangeatients” and “Namibian
sample” will be used interchangeably to refer te thshiwambo-speaking Namibian
women diagnosed with breast or cervical cancehiggtudy. Similarly, “South African
women”, “South African cancer patients” and “Sowlfrican sample” will refer to
Sesotho-speaking South African women diagnosed bviast or cervical cancer in this

study.
Settings and procedures
Study participants in both countries were recruitesin out-patient oncology clinics

within public health institutions, based namelyOshakati (Namibia) and Bloemfontein

10



(South Africa). Inclusion criteria were: a diagi®of breast or cervical cancer, aged
>18 years, ability to speak and understand Oshiwa(MNamibia) or Sesotho (South

Africa), ability to give written or verbal conseanhd knowledge of the cancer diagnosis.
Patients who were too physically ill (e.g. on sthetrs), had obvious mental disabilities
(e.g. severe mental retardation, not orientatedinb@, place or person), or were not

informed yet of their cancer diagnosis were exaiuilem the study.

Subjects were a convenience sample of patientginvaiting room at the Oshakati State
Hospital (Namibia) and the Universitas Academic pitzd (based at the National District
Hospital, Bloemfontein, South Africa) oncology dtis. Patients were approached by the
researcher or research assistants at the oncoldaggtent clinics, the aim of the study
was explained and consent obtained. Permissiorddita collection in Namibia was
granted by the Ministry of Health and Social Seegiowvhich inter alia serves the purpose
of ethical approval. In South Africa, the studysmapproved by the Ethics Committee of
the Faculty of Health Sciences at the Universityhaef Free State (UFS) and permission
for data gathering was granted by the Departmeriesith of the Free State Province
and the Department of Oncotherapy of UFS’ Facultyiealth.

I nstruments

Three research instruments were utilized, namelgemographic questionnaire, the
Distress Thermometer and the Hospital Anxiety aneprBssion Scale. The self-
composed demographic questionnaire was used tolisbtaariables such as age, marital
status, socioeconomic status, educational backdrousefulness of social support
system, type of cancer, type of cancer treatmesgived, time since cancer diagnosis,
whether or not counseling was received following tancer diagnosis, and whether or

not patients desired counseling.

The Distress Thermometer (DT) (Roth et al., 1998a irelatively new and most well-
known ultra-short self-report screening instrumehtglobal psychological distress for
use in oncology settings (Mitchell, 2007; NCCN, 800 It is a single-item visual

analogue scale in the form of a thermometer. Thadxalibrated on an 11-point scale,
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ranging from a minimum of 0 (“no distress”) to aximum of 10 (“extreme distress”).
The DT was designed to “destigmatize” reporting ghejogical distress. Although
relatively new, the DT has in recent years gaimgdrnational popularity as a screening

instrument for psychological distress in oncologitiags.

Generally, there appears to be consensus amongrehses regarding the cut-off score
for the DT. Whereas some research has used affcatare of 5 as indicative of
significant distress (Akizuki et al., 2003; Cohdnak, 2002; Gessler et al., 2008; Gil et
al., 2005; Hoffman et al., 2004; Kumar et al., 200&hnert et al., 2006; Roth et al.,
1998; Trask et al., 2002; Tuinman et al., 2008)remwecent studies have employed a cut-
off score of 4 (Adams et al., 2006; Almanza-Mufibale 2008; Andritsch et al., 2006;
Gessler et al., 2006; Grassi et al., 2006; Jacobsah, 2005; NCCN, 2008; Ozalp et al.,
2007; Ransom et al., 2006; Zainal et al., 2007)The single-item DT compares
favourably with well-established screening measwkslistress, such as the 14-item
Hospital Anxiety and Depression Scale (HADS), tleitém Brief Symptom Inventory
(BSI1-18), the Center for Epidemiology Studies-Dagien Scale (CES-D), the State-
Trait Anxiety Inventory-State Version (STAI-S) atide General Health Questionnaire
(GHQ) (Akizuki et al., 2003; Cohen et al., 2002;sGler et al., 2008; Jacobsen et al.,
2005; Ozalp et al., 2007; Roth et al., 1998; Traiskl., 2002). A recent analysis of the
accuracy of the DT to detect distress, anxiety aegression found that the DT
performed best in relation to distress (MitcheD02). The DT is highly acceptable by
cancer patients (Gessler et al., 2008) and hastigah@ppeal for busy oncology
personnel (Fulcher & Gosselin-Acomb, 2007; Mitch2007; Vitek et al., 2007).

The Hospital Anxiety and Depression Scale (HADSig@ond & Snaith, 1983) was
originally developed to provide clinicians and stists with a practical, reliable and
valid measurement tool for the two most common bpelagical disturbances (i.e.
anxiety and depression) among clinical populatioith physical diseases. The HADS
total scale has also been used at a measure digisgccal distress (Chaturvedi, 1991,
Hopwood et al., 1991; Ibbotson et al., 1994; Jaimt al., 2000; Razavi et al., 1990;
Spinhoven et al., 1997). It consists of 14 iteih&r the anxiety sub-scale and 7 for the
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depression subscale. All items are scored on airt-scale, ranging from 0 to 3,

yielding scores 0 to 21 for each sub-scale and 42téor the entire scale. A particular
strength of the HADS is that its items do not imiEwsomatic indicators of psychological
distress (e.g. headaches, insomnia, weight los$)ight be due to medical illnesses or

treatments (Herrmann, 1997; Johnston et al., 2000).

The HADS is an internationally acclaimed instrumerth over 33 language translations
(Bedford et al., 1997; Herrmann, 1997) and is ofised as a benchmark in validating
other screening measures of psychological distr@Sarlson & Bultz, 2003).

International studies reported good validity antiab#lity of the HADS in oncology

settings (Bedford et al., 1997; Johnston et aD02®Razavi et al., 1990). In South Africa,
Boermeester and Berard’'s study (1998) reported gmythometric properties of the
HADS. To the knowledge of the researcher, no HAR$chometric properties have

been reported in Namibian oncology settings.

There is no single, generally accepted cut-off sdor the HADS (Herrmann, 1997;
Herrero et al., 2003). Zigmond and Snaith (1983}hieir original study recommended
the following: a score of 0-7 for non-case, 8-10 doubtful cases and 11 or more for
definite cases for either anxiety or depression. atcordance with recent studies in
oncology settings, cut-off scores of 8 for anxieigd depression subscales were
employed, while 15 or more viewed as indicativgpgychological distress (Berard et al.,
1998; Cohen et al., 2002; Ibbotson et al., 199doldsen et al., 2005; Ozalp et al., 2007;
Roth et al., 1998; Trask et al., 2002).

All the research instruments were translated inshi@ambo and Sesotho by means of
the process of backward-forward translation prooedilhrough the Universities of
Namibia and the Free States’ departments of psgghol

Statistical analysis

Descriptive statistics were utilized to charactetize sample with regard to demographic

characteristics. Pearson correlations betweedheHADS subscale and total HADS

13



scores were calculated. In order to determinectheoff score for the DT at which the

sensitivity and specificity ratio is optimized, edeer operating characteristic (ROC)

curve analysis was employed. In this relation,HIA®S criterion was used as a basis for
comparison. Independent sample t-tests and Kriskdlis tests were carried out to

explore differences in variables of a continuouturea Chi-squared tests and Fisher
exact tests were carried out to explore differencd3T and HADS scores in relation to

results of a categorical nature. Statistical ificgmce was tested using two-tailed p-
value (5% level) and 95% confidence interval.

RESuULTS

Socio-demographic characteristics

The socio-demographic characteristics and assdc@atealues are depicted in Table 1.
The total sample size for the study was 229 capetients. The Namibian sample
consisted of 103 women diagnosed with breast cgne®&0) and cervical cancer (n=53).
The South African sample consisted of 126 womerh viteast cancer (n=69) and
cervical cancer (n=57). On average, the Namibiampde was significantly older
(mean= 56.77; S.D.=14.27; range: 24-88) than th&lSAfrican sample (mean: 52.21;
S.D.=12.56; range: 25-78), [t(227)=2.57, p=0.010However, the magnitude of the
difference in the mean age was very small (etarege®.004). The mean time since
cancer diagnosis (in months) was 31.55 (S.D.=328&ian: 20.00; range: 0-166) for
the Namibian sample and 12.60 (S.D.=12.65; medi&0; #ange: 1-72) for the South
African sample. There was a significant differencethe median time since cancer

diagnosis (p<0.0001), with the South African patgdreing more recently diagnosed.

Approximately 32% and 39% of the Namibian and SoAfitican patients respectively
were married. Only a minority of the subjects oftbnationalities were employed (16%
Namibians; 27% South Africans). Nearly 70% of btite Namibian and South African
patients described their socio-economic statuslaw fnhcome”. Over 60% of the
patients in both countries had little or no formeducation. The majority (55%) of the
Namibian women had received combinations of catreatments (i.e. surgery, radiation

therapy, chemotherapy), whereas the South Africamen primarily noted radiation
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Table 1. Socio-demographic characteristics of the study sample

Variables Number of patients (valid %)
Namibian (N=103) South African (N=126) Significance

Agein years(mean + S.D.) 56.77 +14.27 52.21 +12.56 pHID
Months since cancer diagnosis (mean + | 31.55 + 32.80 12.60 + 12.65

S.D.) median=20.00 median=7.50 p<0.0001
Type of cancer p=0.3488
Breast cancer 50 (48.5) 69 (54.8)

Cervical cancer 53 (51.5) 57 (45.2)

Marital status p=0.0102
Never married 30 (29.7) 25 (22.1)

Married 32 (31.7) 44 (38.9)

Divorced 6 (5.9 7 (6.2

Separated 1 (1.0 13 (11.5)

Widowed 32 (31.7) 24 (21.2)

Missing 2 13

Employment status p=0.0010
Employed 16 (15.5) 34 (27.0)

Unemployed 41 (39.8) 23 (18.3)

Retired 5 (4.9 12 (9.5)

Full-time homemaker 4 (3.9 9 (7.1)

On leave from employment 0 (0 6 (4.8)

On disability grant/benefits 5 (4.9 11 (8.7)

Pensione 32 (311 31 (24.6

Socio-economic status p=1.0000
Low income 69 (70.4) 87 (69.0)

Low-to-middle income 16 (16.3) 21 (16.7)

Middle income 12 (12.2) 16 (12.7)

Middle-to-high income 1 (1.0 2 (1.6)

High income 0 (0) 0 (0

Missing 5 0

Highest education p=0.2849
Little or no formal education 65 (64.4) 77 (61.6)

Some secondary education 23 (22.8) 21 (16.8)

High school 8 (7.9 14 (11.2)

Higher education 5 (5) 13 (10.4)

Missing 2 1

Type of cancer treatment received p<0.0001
Surgery 19 (18.4) 11 (8.7)

Chemotherapy 7 (6.8) 4 (3.2

Radiation 15 (14.6) 73 (57.9)

Surgery & chemotherapy 16 (15.5) 3 (249

Surgery & radiation 12 (11.7) 5 (4.0

Chemotherapy & radiation 15 (14.6) 19 (15.1)

Surgery, chemotherapy & radiation | 14 (13.6) 11 (8.7)

No cancer treatment received yet 5 (4.9 0 (0

Have you received counseling? p<0.0001
Yes 35 (34.0) 97 (77.0)

No 68 (66.0) 29 (23.0)

If you did receive counseling, who p=0.0021
provided the counseling?

Medical doctor 10 (28.6) 15 (15.5)

Nurse 12 (34.3) 36 (37.1)

Psychologist 1 (29 14 (13.4)

Social worker 3 (8.6) 24 (24.7)

Religious leader/pastor 4 (1149 8 (8.3)

Others (e.g., family, relatives, friends) 4 (11.4) 0 (0

Missing 1 (2.9 1 (1.0

If you did not receive counseling, p=0.0020
would you like counseling?

Yes 63 (93.0) 20 (69.0)

No 4 (7.0 9 (31.0)

Missing 1 0

Usefulness of social support p<0.0001
Low usefulness 34 (33.0) 11 (8.7)

Moderate usefulness 30 (29.1) 54 (42.9)

High usefulness 39 (37.9) 61 (48.4)




therapy as the form of cancer treatment receivB8éof5 Thirty four percent (34%) of the
Namibian patients stated having received some fifroounseling after cancer diagnosis,
whereas 77% of the South African patients statadttiey had received counseling. Of
the Namibian patients who received counseling, @pprately 63% was provided by
medical personnel (medical doctors and nurses). th®fSouth African patients who
received counseling, approximately 53% receivednseling from medical personnel
(medical doctors and nurses) and 38% from sociaficee providers (psychologist and
social workers). Of those patients who did noeree counseling, 93% Namibians and
69% South Africans stated that they would like ézeive counseling. Sixty seven
percent (67%) and 91% of the Namibian and Soutlic&fr patients respectively, rated

the usefulness of their social support systemsatenate or high.

Resultson the DT and HADS

Low to moderate means of 3.15 (S.D., 2.73) and 850, 2.70) were obtained on the
DT by the Namibian and South African patients retigely. There was no significant
difference in the DT mean scores [t(224)=0.54, p}.3However the DT scores for the
South African sample were significantly positivekewed (p<0.001), yielding a median
of 2.00. The median for the Namibian sample wa6.3Kruskal-Wallis test revealed no

significant differences between the DT median ss@pe 0.307).

For this study the Cronbach’s alphg oefficients for the South Africa sample were
high and acceptable for the HADS anxiety subsc@l86(, the HADS depression

subscale (0.83), and the total HADS scale (0.9For the Namibian sample the
Cronbach’sa were moderate and acceptable for the HADS anxebscale (0.73) and

total HADS scale (0.77). However, the HADS depm@sssubscale yielded a lower
Cronbach’sy of 0.63. Table 2 shows the reliability coeffidigfor this study.

Table 2: Cronbach alpha coefficientsfor the HADS obtained for the Namibian and South African samples

Subscale/Scale Namibian South African
HADS Anxiety sub-scale 0.7327 0.8645
HADS Depression si-scale 0.6327 0.832¢
HADS Total Scale 0.7769 0.9163
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The means for the HADS anxiety subscale were 538B.( 3.81) for the Namibian and
6.36 (S.D., 4.77) for the South African patientspextively. The median scores were
6.00 for both nationalities and there was no sigaift difference in the median scores
(p=0.6556). Using a cut-off score of 8 as indicative of thesamece of anxiety, 32% of
the Namibian patients and 34% of the South Afripatients obtained scores above the

cut-off (case-criterion).

On the depression subscale of the HADS, South @drigatients scored higher (mean=
6.49; S.D., 4.49) than Namibian patients (mean=42D., 3.44). The median scores
were 5.00 for both Namibia and South Africa. KralsWallis test reveals a significant
difference (p=0.0370).

depression, 18% of the Namibian patients and 33%heSouth African patients scored

Using a cut-off score ofa8 indicative of the presence of

above the case-criterion.

The means scores on the HADS total scale for thmiblan and South African samples

were 10.80 (S.D., 6.29) and 12.85 (S.D., 8.84)aetsyely. The median scores were
11.00. Using a cut-off score of 15 on the HADSlkastcale as indicative of the presence
of psychological distress, 28% of the Namibian gra8 and 33% of the South African

patients obtained scores above the cut-off, whiléo 7and 67% respectively obtained

scores below the cut-off (non-case criterion). SEhEIADS anxiety, depression and total
results are presented in Table 3.

Table3: Performance on the Hospital Anxiety and Depression Scale

Results
Variable Namibian South African Significance
(N=103) (N=125)

HADS Anxiety 5.83 (3.81) 6.36 (4.77)

median =6.00 median=6.00 p=0.6555
HADS Depression 497 (3.44) 6.49 (4.49)

median=5.0 median=5.0 p=0.037(
HADS Total 10.80 (6.29) 12.85 (8.85)

median=11 median=11.00 p=0.2675

Above HADS Anxiety cut-off £ 8) 33 (32.0%) 42 (33.6%) p=0.8028
Below HADS Anxiety cut-off (<8) 70 (68.0%) 83 (66.4%)
Above HADS Depression c-off (> 8) 19 (18.4% 41 (32.8% p=0.014:
Below HADS Depression cut-off ( <8) 84 (81.6%) (87.2%)
Above HADS total ci-off 15 29 (28.2% 41 (32.8% p=0.449.
Below HADS total cut-off (<15) 74 (B%) 84 (67.2%)
Note Data presented as(%) or mean + S.D.
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Establishing a cut-off score for the DT

To establish the DT cut-off score at which the myali sensitivity and specificity are
achieved, the DT scores were compared with an lestad cut-off score of 15 for the
HADS by receiver operating characteristic (ROC)vest The ROC curve is a graphic
technique that allows for the visual analysis & tlade-off between the sensitivity and
specificity of various scores on the DT. The aweder the curve (AUC) provides an
estimate of the discriminative accuracy of the RTative to established HADS cut-off.
A test with perfect accuracy has an AUC of 1, whera test with no apparent accuracy
has an AUC of 0.5 (Akobeng, 2007; Murphy et al82;%weig & Campbell, 1993).

For the Namibian sample, the AUC suggests thatDXfiescore discriminates between
patients identified as distressed by the HADS dmuke identified as not distressed
(AUC= 0.68, S.E. = 0.06, 95% CI = 0.56-0.80, noapaetric p=0.004). The obtained
AUC depicts low to moderate discriminative accuracyisual inspection of the ROC
curve suggests that a cut-off score of 3 yieldsdp#mal ratio of sensitivity (0.76) to
specificity (0.57). Using two methods recommentgdvarious authors (e.g. Akobeng,
2007; Perkins & Schisterman, 2006), namely findilig minimum value for (1-
sensitivityf + (1-specificity or the maximum Younden index (sensitivity + spieiti-

1) corresponding to various DT scores, the ressiiggest that a score of 3 provides
optimal cut-off. At this cut-off score, the posti predictive value (PPV) and negative

predictive value (NPV) were 0.42 and 0.86 respettiv

The results for the South African sample suggéststhe DT score provides moderate to
high discriminative accuracy of the DT relative gstablished HADS cut-off (AUC =
0.76, S.E. = 0.04, 95% CI = 0.67-0.84, nonparamgt+0.00). Visual inspection of the
ROC curve suggests that a cut-off score of 3 pewithe optimal combination of
sensitivity (0.77) to specificity (0.71) ratio. rlar results (i.e. cut-off of 3) are
confirmed through the calculation of the minimumlueafor (1-sensitivityj + (1-
specificityf or the maximum Younden index corresponding tootsiDT scores. At
this cut-off score, the PPV and NPV were 0.55 aig® @espectively. The ROC curves

and tables of corresponding sensitivity and spatyfifor various cut-off scores for both
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the Namibian and South African samples are depictdeéigures 1a and 1b, and Tables
4a and 4b.

Using the obtained DT cut-off score from the ROQveuanalysis above relative to the
established cut-off for the total HADS scale casgtegon, approximately 52% of
Namibian patients were classified as distressed4®&3d as not distressed. At the same
cut-off, approximately 44% of South African patiewere classified as distressed and
56% as not distressed. However, chi-square testale no significant difference
between the Namibian and South African sampled.g#d). These results are shown in
Table 5, while Table 6 shows the cross-tabulatietwben the DT (cut-off score of 3)

and HADS distress case-criteria (described above).

Using the cut-off score of 4 suggested by the NCCN Distressndjement Panel,
approximately 49% of the Namibian patients weressifeed as distressed. This
decreased the sensitivity (0.69), but increasespleeificity (0.60). Using the same cut-
off, approximately 35% of the South African patemere classified as distressed. This
decreases the sensitivity (0.54), but increasesphgeificity (0.75). At a DT cut-off score
of 4, chi-square test reveals a significant diffee between the Namibian and South
African samples. (p=0.0388). See Table 5.

Correlations between the DT and the HADS

For the Namibian sample, there was a positive tairoa between the HADS depression
and anxiety scores (r = 0.502, p<0.0001). Thd td#DS correlated strongly with both
the HADS anxiety subscale (r = 0.881, p<0.0001) thedHADS depression subscale (r =
0.851, p<0.0001). The DT yielded moderate positeerelations with the HADS
anxiety subscale (r = 0.463, p<0.0001), the HADS®ression subscale (r = 0.303,
p=0.0018) and the total HADS score (r = 0.447, p801). These results for the

Namibian sample are presented in Table 7a.
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ROC Curve

Nationality: Namibian
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Figure 1a: ROC curve analysis comparing the Distress Table4a: Sensitivity and specificity for different
) ) DT cut-off scores: Namibian sample
Thermometer scores with established HADS cut-off

score: Namibian sample
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Figure 1b: ROC curve analysis comparing the Distress Table4b: Sensitivity and specificity for different
Thermometer scores with established HADS cut-off DT cut-off scores: South African sample

score: South African sample



Table 5: Performance on the Distress Ther mometer

Namibian (N=103) South African (N=123) Significance

Distress Thermometer 3.15(2.73) 3.30 (2.70)
median=3.00 median=2.00 p=0.380

Above DT cut-off & 3) 54 (52.4%) 54 (43.9%) p=0.1859
Below DT cut-off (<3) 49 (47.6%) 69 (56.1%
Above DT cut-off & 4) 50 (48.5%) 43 (35.0%) p=0.0388*
Below DT cut-off (<4) 53 (51.5%) 80 (65.9%
Note Data presented &s(%) or mean = S.D.

Table6: Cross-tabulation/correspondence of the DT at a cut-off score of 3tothe HADSfor

the Namibian and South African samples

39 (32.0%)

Scale: DT (=3) HADS (>15)
Distressed Not Distress
N (%) N (%)
Namibia Distressed 22 (21.4%) 32 (31.1%) 54 (52.4%)
Not distressed 7 (6.8%) 42 (40.8%) 49 (47.6%)
29 (28.2%) 74(71.8%) 103 (100%)
HADS (>15)
Distressed Not Distress
N (%) N (%)
South Africa Distressed 29 (23.8%) 24 (19.7%) 53 (43.4%)
Not Distressed 10 (8.2%) 59 (48.4%) 69 (56.6%)

83 (68.0%)

122 (100%)

Table7a: Corréations between the HADS and the DT (Namibia)

Note N=103, ***correlation is significant at p<0.001
**correlation is signifinhat p<0.01

DT HADS HADS Depression HADS
Anxiety Total
DT 1.00 0.463*** 0.303** 0.447**
HADS Anxiety 1.00 0.502%** 0.881***
HADS Depression 1.00 0.851***
HADS Total 1.00
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For the South African sample, there was a strorgifige correlation between the HADS
depression and anxiety scores (r = 0.827, p<0.000k¢ total HADS correlated strongly
with both the HADS anxiety subscale (r = 0.958, 8001) and the HADS depression
subscale (r = 0.953, p<0.0001). The DT yieldedkmeamoderate positive correlations
with the HADS anxiety subscale (r = 0.229, p=0.0112% HADS depression subscale

(r = 0.447, p<0.0001) and the total HADS score (.349, p<0.0001). These results for

the South African sample are presented in Table 7b.

Table 7b: Corréations between the HADS and the DT (South Africa)

DT HADS HADS Depression HADS
Anxiety Total
DT 1.00 0.229** 0.447*** 0.349*+*
HADS Anxiety 1.00 0.827*** 0.958***
HADS Depression 1.00 0.953***
HADS Total 1.00

Note N=123, ***correlation is significant at 0.001
**correlation is signifinhat 0.01

To compare the correlation coefficients for therssoof the Oshiwambo-speaking and
Sesotho-speaking cancer patients, the obtainegdteésrcorrelations were transformed
into z-scores. Using the formula in Pallant (2008bserved z-scores .(d were
calculated to determine the significance of théed&nces in correlations. Observed z-
scores (g9 between -1.96 and +1.96 imply that the correteticoefficients are not
statistically different. Observed z-scorespdz values< -1.96 or> +1.96 imply
significant differences in the correlation coeféicts (at g0.05). The following
significant differences in the correlations werairfd: HADS anxiety and the HADS
depression (p<0.0001); HADS anxiety and HADS t(t&l0.0001); as well as the HADS
depression and the HADS total (p<0.0001). No $icpmt differences were found in the
correlations between the DT and the HADS anxiety depression subscales (p=0.048;
p=0.218) and HADS total scale (p=0.388) for the i@ambo-speaking and Sesotho-
speaking cancer patients. These comparisons afatmelation coefficients are depicted
in Table 7c.
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Table7c: Observed z-scores of the differences between the correlation coefficients of distress, anxiety and
depression between the Namibian and South African cancer patients

DT HADS HADS Depression HADS
Anxiety Total
DT X 1.95 (NS) -1.20 (NS) 0.83 (NS)
p=0.048 p=0.218 p=0.388
HADS Anxiety X -4.62 (S) -4.23 (S)
p<0.0001 p<0.0001
HADS Depression X -4.67 (S)
p<0.0001
HADS Total X
Note (NS) = not significant, (S) = significant
X = not applicabl

Relations between patient characteristics and distress, anxiety, and depression

For the Namibians, results revealed no significeotrelations between age of the
patients and distress (on both the DT and the HARB)iety and depressiorOn the
contrary, there were significant low negative clatiens between age and distress (on
both the DT and the HADS), anxiety and depressmmtlie South African patients.
When comparing the correlations for the Namibian &outh African samples, the
differences in the correlations were significanli @&values <0.05). For the South
African sample, Pearson correlations revealed goifsggant correlations between time
since diagnosis and the DT or HADS scalésr the Namibian sample however, time
since diagnosis was correlated positively withrdiss as assessed by the both the DT and
HADS total, as well as for HADS anxiety, but not flhe HADS depression. These
differences in correlations between the Namibian &outh African sample were,
however, only significant for the HADS anxiety (p686). See Tables 8a, 8b and 8c.

Table 8a: Relationships between patient characteristics and distress, anxiety and depression for the Namibian
patients

Co-relationships between patient characteristics and distress, anxiety and depression

DT HADSAnxiety | HADS HADS Total
Depression
Age Pearsonr value | 0.075 0.047 0.165 0.119
Timesincediagnosis | Pearsonr value | 0.205* 0.322* 0.132 0.256*
* Significant at g<0.05
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Table 8b: Relationships between patient char acteristics and distress, anxiety and depression for the South African
patients

Co-relationships between patient characteristics and distress, anxiety and depression
DT HADS Anxiety | HADS HADS Total
Depression
Age Pearson r value | -0.237* -0.286* -0.286* -0.299*
Timesincediagnosis | Pearsonr value | -0.054 0.048 -0.021 0.012
* Significant at g<0.05

Table 8c: Comparison of the correlations/relationship between Namibian and South African samples between
patient characteristicsand the DT and HADS

Co-relationships between patient characteristics and distress, anxiety and depression
DT HADSAnxiety | HADS HADS Total
Depression
Age p value 0.020* 0.012* 0.000* 0.002*
Timesincediagnosis | p value 0.055 0.036* 0.225 0.066
* Significant at g<0.05

Because of the skewed distributions on the DT aA®S& scores, median scores of the
Namibian and South African samples were compareshéF exact tests) in relation to
the categorical demographic variables. There vwmerdifferences in relations to the
marital status, cancer type, whether counseling neesived and whether counseling is
needed/wanted. Unemployed South African patisotsed higher on depression than
their Namibian counterparts (p=0.0162). SimilaBputh African classified as having a
low socio-economic status scored higher on depes§p=0.0174), whereas those
classified as having a middle socio-economic statis® scored higher on the DT
compared to their Namibian counterparts (p=0.0058puth African patients with high

school level of education scored higher than tiNamibian counterparts on the DT
(p=0.0226), anxiety (p=0.0148), depression (p=0100&nd HADS total scale

(p=0.0044). South African patients who have hayetty obtained a higher median
score compared to the Namibian patients on dejressid HADS total (p=0.0275 and
p=0.0347 respectively).  Similarly, South Africanatignts who have received
chemotherapy scored higher that the Namibian patien the DT, anxiety and HADS
total score (p=0.0209; p=0.0224; p=0.0230 respeltiv South African patients who

had received a combination of chemotherapy andatiadi therapy obtained a higher
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median score than the Namibians on the DT (p=0.,047n the contrary, Namibians
who have received a combination of chemotherapy raghtion therapy obtained a
higher median on anxiety (p=0.0233). South Africpatients who received a
combination of surgery, chemotherapy and radiati@mrapy obtained a higher median
score compared to their Namibian counterparts oxiedn (p=0.0158), depression
(p=0.0247) and the total HADS scale (p=0.0203)utB&\frican patients who reported a
low level of usefulness of social support obtairfegher median scores on the DT
(p=0.0286), anxiety (p=0.0123), depression (p<010@md total HADS scale (p=0.0009)

compared to their Namibian counterparts. Table@als the significant results.

Table9: Comparison between the Namibian and the South African sampleson the relationships

between categorical demographic variables versus DT, HADS anxiety, HADS depression and

HADS total
Variable Outcomes Median Score p-value
Namibia South Africa

Unemployed HADS Depression 5.00 7.00 0.0162

Low SES HADS Depression 5.00 6.00 0.0174

Middle SES DT 2.00 3.50 0.0056

High school DT 0.00 4.00 0.0226
HADS Anxiety 2.00 7.50 0.0148
HADS Depressic 1.5C 7.0C 0.003:
HADS Total 6.00 14.50 0.0044

Surgery HADS Depression 5.00 10.00 0.0275]
HADS Total 9.00 19.00 0.0347

Chemotherapy DT 2.00 6.00 0.0209
HADS Anxiety 5.00 11.5 0.0224
HADS Total 10.00 20.50 0.0230

Chemotherapy + radiation therapy
DT 4.00 6.00 0.0471
HADS Anxiety 7.00 2.00 0.0233

Surgery + chemotherapy + radiation

therapy HADS Anxiety 4.00 7.50 0.0158
HADS Depression 5.50 9.00 0.0247
HADS Total 9.00 16.50 0.0203

Low usefulness of social support
DT 5.00 7.00 0.0286
HADS Anxiety 6.00 13.00 0.0123
HADS Depression 4.00 12.00 <0.0001
HADS Total 10.00 24.00 0.0009

Counseling provided by medical

doctor HADS Depressic 4.0C 8.0(C 0.034:
HADS Total 8.50 18.00 0.0451

Note: Only significant differences are shown.
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DiscussiON

The results of this study highlight a number of artpnt aspects of the breast and
cervical cancer experience in both the Oshiwamleakipg Namibian and Sesotho-
speaking South African women. Firstly, the majodf the patients in this study had low
educational levels, few were employed, and primacame from low socio-economic
strata of society. This facet reflects an impdrtastorical aspect of the social inequality
of the past that is still prominent in modern-dayithern Africa. Studies elsewhere,
particularly in the western world, include primgrpatients with comparatively higher
socio-economic status and educational backgrourtiss also important to note that
many of the cancer patients in both the Namibiath &auth African oncology settings
come from rural towns and/or villages that are rofi@ from the urban center at which
cancer treatment is provided. This potentiallyates added stressors (emotional and

financial) for these cancer patients.

With regard to provision of counseling, only abautthird of the Namibian cancer
patients received some form of counseling. Thigifine with previous research that
only a minority of cancer patients are referred geychosocial care. Even within the
South African setting where over 70% of the patieeteived some form of counseling,
counseling in both settings was provided primaojyymedical personnel (i.e., nurses and
medical doctors). This highlights not only the gtal lack of multi-disciplinary
professionals within many of the oncology settimgthin the region, but also points to
the fact that already over-burdened and underestaffedical personnel take on the
added task of providing counseling. A South Adricstudy on depression among
Sesotho-speaking patients has noted that a significumber of patients first consult
traditional or spiritual healers prior to consuitfimmedical western-trained health

professionals (Mosotho, 2005).
The high Cronbach’s coefficients obtained for the HADS subscales aotdl tscale,

particularly for the South African sample, suggést the Sesotho version and translation
of the HADS is a reliable instrument for this studyhese alphas are comparable to those
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found by Boermeester and Berard (1998) within amo8outh African oncology setting.
The Oshiwambo version, however, yielded lower bality coefficients compared to the
Sesotho version. The coefficients for the anxiety subscale and thel tBt&DS scale
fall within acceptable ranges (i.e. between 0.7 @&). However, various authors (e.g.,
Field, 2006; Pallant, 2005) point out that it ist mmcommon to find low alphas if the
scale contains less then ten items. In light of, tthe alpha of 0.63 obtained for the
depression subscale for the Namibian sample wawldgbly be acceptable, but must be
interpreted with caution.

This study reveals that a number of Namibian andtlSdAfrican cancer patients
experience significant anxiety, depression andreist With regard to anxiety, over a
third of both Namibian and South Africa cancer @at$ in the study were classified as
experiencing anxiety. Similarly, over a third bktSouth African patients met the case
criteria for depression. Comparatively, the preseof depression among the Namibian
patients was much lower. Studies using the HADSegaly revealed higher anxiety
rates (ranging from 33% to 51%), compared to dejwagates (14% to 20%) (Berard et
al., 1998; Boermeester & Berard, 1998; Mehnert &Ka2007; Roth et al., 1998; Trask
et al.,, 2002). With regard to the prevalence gfrdssion, international literature has
been inconsistent, with reported prevalence raniom 1.5% to 50% (Berard et al.,
1998). Previous South African studies have founpiesvalence rate of 35% for anxiety
and 14% for depression (Berard et al, 1998; Boesteed& Berard, 1998). The results of
the current study, therefore, support these prildirigs within the southern African
setting. It is probable that the current rate epr@ssive symptoms, particularly among
the Namibian sample, is an underestimation. Insgel communications of the
researcher with oncologists at the Oshakati anddWek state oncology facilities, it has
been pointed out that many of the patients tenekfwess psychological symptoms, and
especially depression, in terms of physical symgtonSimilar tendencies have been
reported among Sesotho-speakers (Mosotho, 2005).

The total HADS scale further identified approximpte third of patients of both

nationalities as distressed. These results sugpimt international (Mehnert & Koch,
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2007; Roth et al., 1998; Trask et al., 2002) andcAh (Berard et al., 1998; Boermeester
& Berard, 1998) research in oncology settings th&drge proportion of cancer patients
experience varying degrees of distress along theecdrajectory. Within the Namibian
context, a previous study on psychological distrassong rural health care clinic
attendees in northern Namibia reported 22.6% ogaiglula et al., 2003). Moreover, in
a pooled analysis of the accuracy of the ultratsisoreening instruments in cancer
settings, Mitchell (2007) found prevalence rate48% for depression, 38% for anxiety
and 40% for distress. It is further suggested taws of anxiety and distress are more
common than syndromal depression in physical hébtssie, 2004; Stark et al., 2002;
Van't Spijker et al., 1997).

Regarding the establishment of a cut-off scorettierDT, the current study suggests a
cut-off score of 3 for both the Namibian and SoAthican samples. This cut-off score is
lower than reported in the literature using the DJeveral studies identified a cut-off
score of 5 (Akizuki et al., 2003; Cohen et al., 20Bloffman et al., 2004; Roth et al.,
1998; Trask et al., 2002), while others have suggesa cut-off score of 4 (Jacobsen et
al., 2005; NCCN, 2008; Ozalp et al., 2007; Ransoral.e 2006 ). The AUC suggested
that the Sesotho version of the DT has better idigtative accuracy compared to the
Oshiwambo version. For this study, the AUC of 0fé6 the South African sample
suggests that the Sesotho version of the DT haslbg®od overall accuracy, while the
Namibian version falls within the moderate oveeaturacy. Previous research using the
HADS and DT reported AUC ranging from 0.63 to 0(8®manza-Mufoz et al., 2008,
Gessler et al., 2008; Jacobsen et al., 2005; Oe@lkal., 2007; Ransom et al., 2006;
Tuinman et al., 2008). This study’s results appedoe on par with these prior research
studies. Comparatively, it appears that the DTrdignate effectively between cancer
patients identified as distressed and not distteaseing the HADS criteria, in both the

Namibian and South African settings.
Using the cut-off obtained above (i.e. 3), 52% 4A86 of Namibian and South African

patients respectively experience high levels ofreés. In this respect, there was no

significant difference between the Namibian andtBafrican samples. These results
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support international research using the DT thgr@pmately half of cancer patients
report significant psychological distress (AlmarMafioz et al., 2008; Carlson & Bultz,
2003, Jacobson et al., 2005, Mitchell, 2007; Ozetpal., 2007, Roth et al., 1998;
Tuinman et al., 2008; Zainal et al., 2007). Siniylathe sensitivity and specificity
obtained in this study is comparable to prior in&tional studies (Mitchell, 2007).
Furthermore, the PPV and NPV obtained in this stiwdygest that the DT within both the
Namibian and South African samples have a betteuracy of ruling out distress, as
opposed to ruling in distress. This implies thia¢ DT are best at ruling out (i.e.
identifying patients who are not distressed) withagcuracy of 86%. These results are
comparable with international studies using ultnass screening instruments (Mitchell,
2007). The potential implication of this is thatcology clinicians could further assess
patients who scored above the cut-off, and refegmthappropriately for further

intervention if indicated.

Significant moderate positiveorrelations were found between the DT and the HADS
anxiety subscale, the HADS depression subscale,ttamdotal HADS score for both
Namibian and South African samples. No signifiadifferences were found between the
nationalities in this regard. The correlationsrfdun this study are similar to research
findings within other oncology settings. For exda®zalp et al.’s (2007) study found
correlations of 0.447 for anxiety, 0.394 for degres, and 0.446 for the total HADS,
while Trask et al., (2002) found 0.416 for anxiatyd 0.234 for depression. Akizuki et
al. (2003) found a higher correlation of 0.71 betwé¢he DT and the HADS total scale.
In the study by Zainal et al. (2007), the correlasi were 0.7 for anxiety and 0.5 for
depression. Another study found that the DT cateel strongly with the total HADS
(0.70), depression (0.65) and anxiety (0.65) (p¥p.@\kizuki et al., 2005, in Ozalp
2007). Based on the HADS scores, we concludettieaDT has acceptable criterion
validity. The results also further suggest thaasth aspects of anxiety, depression and
distress could be inter-related, but might not ywx@oaymous with each other. Further
analysis or studies could possibly explore the tteigontribution of anxiety and

depression to distress.
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The findings of this study suggest that youngertls@drican cancer patients experience
more distress, anxiety and depression comparettler patients. Zainal et al. s’ (2007)
study reported similar correlations. In the sareeviuinman et al. (2008) as well as
Merckeart et al. (2009) found that patients whardédsreferral for psychosocial support
were younger. Other studies, however, found noifssggnt correlations between age and
distress (Jacobsen et al., 2005; Ransom et alg; Kfth et al., 1998) Potential sources
of distress for younger cancer patients are nunserdeor example, it has been shown
that younger breast cancer patients experience wtisraptions to body image, more
sexual dysfunctions, greater career limitations tmahcial distress, more disruptions to
daily life owing to cancer treatment, premature op&ause, concerns about pregnancy
and infertility, isolation, concerns about canaecurrence, and fears about not surviving
to see their children grow up (Avis et al., 2004nDd & Steginga, 2000; Fobair et al.,
2006; Thewes et al., 2004). It is probable thatynaf the younger South African cancer
patients are also faced with these challenges.s Bhan important aspect that needs
further investigation regarding factors that cdmite to distress among younger South
African cancer patients.

Time since diagnosis was positively correlated wligtress and anxiety for the Namibian
sample. Although the time since the cancer diagmess verified from the patients’
hospital cards/health passports, other variablet s1$ the cancer stage could not be
verified as it was often missing from patients’ pitesl cards. It is possible that the time
since diagnosis was associated with more advarlexss, more physical discomfort,
uncontrolled or insufficiently controlled pain, anbssibly poorer prognosis as these

factors have been reported to contribute to dista@song cancer patients

This study further reflects that aspects such asdoonomic status, low level of social
support, unemployment, and burden of cancer treginare some of the aspects that
contribute to distress among cancer patients. fifftgngs reflect concerns and issues
that have been reported in the international psywoiwlogy literature on the effects of
cancer. Thus they highlight that despite poterditierences in aspects such as culture

and socio-political factors, cervical and breastoes patients within the southern African
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context might face similar psychosocial concerng a&hallenges as cancer patients
elsewhere in the world. The study points out @nties as well as differences between
Namibian and South African female cancer patieM#here significant differences exist
in relations to distress, anxiety and depressiorsuge demographic variables, South

Africans generally tended to score higher compéwdteir Namibian counterparts.

Of major importance is the fact that many of théguas in this study expressed a need
for counseling. Provision of psychosocial carejuding various types of counseling, is
one of the core aspects of psycho-oncology, angs@anajor role in the enhancement of
quality of life of cancer patients. Within bothetiNlamibian and South African oncology
contexts, it is imperative to explore the nature comiunseling and/or psychosocial
intervention required, and to identify the variqutential role players to provide these
interventions. For example, while some cancerep&imight be more open to receiving
counseling from a religious leader, others miglet faore comfortable interacting with a

traditional healer, depending on the patient’s dagw.

This study highlights that a significant numberboéast and cervical cancer patients in
Namibia and South Africa experience psychologiaatress, anxiety and depression.
Similarly, many of the patients expressed a needdanseling. Given the challenges of
limited resources in these health care settings,0h (as well as the HADS) could be
used as a brief screening measure of distressnwittése oncology settings. These
instruments are brief, easily administered andextoand have practical appeal. This
process of screening would be important in idemtgycancer patients with distress and
would play a significant role in ensuring that syettients are appropriately screened and
referred to appropriate professionals and/or comtyuesources. Screening for distress
would be a vital initial step in seeing beyond thancer”, to seeing the “human side of
cancer” and taking further steps to work towardsageing the quality of life of cancer
patients and advocacy for psychosocial care. AsklRis (2009, p. 789) puts it,
“....improving access to care is critical to the mitite success of screening....Reliable
information about rates of emotional distress iseatial to advocating for increased

services”, for cancer patients.
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LIMITATIONSOF THE STUDY AND RECOMMENDATIONS FOR FUTURE RESEARCH

The results of this study must be interpreted wwitthhe context of its limitations.
Psychosocial oncology research in southern Afigceelatively new. As such, not much
information exists for comparison purposes. Hosveprevious studies elsewhere in the
world have supported the use of screening instrisngich as the DT and the HADS. It
is worth noting, however, that to the knowledgdhe researcher, the translations of the
Oshiwambo and Sesotho versions of the DT and thB$lAave not yet been validated.
Therefore, further research in this area is recontded. Translations of research
instruments can be a challenging aspect in theepsof research, and meanings of
words and concepts may be lost in translation. clgto counter this challenge, native
speakers who are also professionals in the fieldo®fchology were used in the
translation of these DT and HADS versions.

The Namibian data for this study was collectedhim northern part of the country at the
state hospital, and patients come primarily fromalrareas. Similarly, the South African
data was collected in Bloemfontein at the statepit@ls and many patients come from
rural or peri-urban surroundings. Hence, the tescédn not be generalized to other
populations. A larger proportion of the patientene from low socio-economic status,
are poorly educated or illiterate, and are oftecedawith other challenges such as
provision of basic needs (e.g., food, housing, yleyment, transportation), which
potentially contribute to the distress. The NCQ@Q(Q8) guidelines recommend that in
addition to the DT, sources of distress must bessexl using the Problem List. This
study did not explore this aspect. Similarly, ahtes such as disease stage and disease

burden were not explored. These aspects are iengdd explore in further studies.

Although this study attempted to ascertain the remobf patients who received
counseling, the nature of the counseling was nploeed. For some patients, counseling
could have constituted a variety of “interventiomahging from a talk with a neighbour

to receiving professional counseling. Further sidcould explore the nature of

32



counseling received and whether or not patientsdoit useful in alleviating their
distress.

In light of the findings in this study that the DiAs better accuracy in ruling out than
ruling in distress, a possibility is to enhance #oeuracy of the DT using other short
instruments. For example, Mitchell et al. (2009)yé& recommended the new Emotion
Thermometers (ET), which is a combination of fiveual-analogue scales in the form of
four predictor domains (distress, anxiety, depmegsanger) and one outcome domain
(need for help). An added advantage of this imsémit would be to explore whether or
not cancer patients need or want help (regardlesghether or not they have received

counseling) and the nature of the help required.

Although it was found in this study that a largegrtion of cancer patients experience
distress, anxiety and depression, it is importanteimember that prevalence levels can
not be deduced and ascertained from these findinge. meet that objective, it is

important to utilize more in-depth and diagnostistiuments such as the diagnostic

interviews.

CONCLUSION

Overall, the findings of the current study sugg#sat a significant proportion of
Oshiwambo-speaking Namibian and Sesotho-speakingh@drican women with breast
or cervical cancer suffer distress, anxiety andekepon. The DT correlates moderately
with the HADS distress, anxiety and depression. e&as similarities exist between the
Namibian and South African sample, some differem@ase also been highlighted. Both
the DT and HADS could be useful screening for di&drin busy and under-staffed
oncology settings, and further research within Iseut African oncology settings is

recommended.
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ARTICLE 3

A COMPARISON OF QUALITY OF LIFE BETWEEN OSHIWAMBO-SPEAKING NAMIBIAN AND
SESOTHO-SPEAKING SOUTH AFRICAN WOMEN DIAGNOSED WITH BREAST OR CERVICAL

CANCER

ABSTRACT
Over the last few decades, quality of life haséasingly been recognized as one of the major eimdspo
of both medical treatment and psychosocial inteffges in oncology settings. Whereas the evidence
regarding the negative impact of psychosocial é$fet cancer on dimensions of quality of life haei
explored especially in developed countries, sudearch is minimal within the African context, and
especially in southern Africa. To this effect, thajor objective of the study was to explore anchjgare
quality of life of Oshiwambo-speaking Namibian adesotho-speaking South African women diagnosed
with breast or cervical cancer. The study furtbeplored the relationship of quality of life to aaty,
depression and psychological distress. The 26-8#AOQOL, the HADS and DT were used. Results
suggest that cancer patients in these countriesaapp have comparable quality of life on most dosa
However, Namibian patients appear to fare bettgpsychological quality of life. Negative relatidmgs
were found between all domains of QoL for the enSample in relation to psychological distress,
depression and anxiety, supporting internationatlifigs. However, the extent of the relationships
probably suggests variability with regard to socitdtural and socio-environmental differences betwee
the Namibian and South African samples. Furtheeaech in southern African oncology settings is
recommended.

Key words. cancer, quality of life, psychological distreSsmibia, South Africa

INTRODUCTION

The field of psycho-oncology has witnessed an emeen research on quality of life and
its measurement (Bottomley, 2002; Osaba, 1994; &eet@l., 2004). Researchers agree
that within the sphere of health care and in cant@nagement, it is no longer sufficient
to measure the effectiveness of treatments on\alralone, as both quantity and quality
of life are important aspects (Dolbeault et al.99,9Reig-Ferrer, 2003; Semple et al.,
2004). Enhancement of quality of life is viewedoa® of the major objectives and end-
points of both medical treatments and psychosaai@rventions (Bottomley, 2002;
Dolbeault et al., 1999; Holland, 2004; Moorey & €re2002; Reig-Ferrer, 2003).

Among many factors, emphasis on quality of lifeéxessitated by the increased number



of people living with cancer as well as by the guton of the psychological impact of

cancer.

Elsewhere in the world, and especially in more tgped countries, quality of life of
cancer patients has been researched, as evidegctte [growing body of literature.
However, within the African continent, and partady in southern Africa, despite
evidence of increasing incidence and prevalenceaater, such research remains very

minimal.

Although quality of life (QoL) and health-relatedality of life (HRQoL) are often used

synonymously, they refer to different concepts. LQtails all aspects of patients’
wellbeing and may include the impact of living stards and environmental factors,
whereas HRQoL refers to aspects that pertain tsipalyhealth and medical concerns
(i.e. tantamount to subjective health status) d¢Hedrrer, 2003; Schwartz et al., 2001,
Semple et al., 2004). In oncology settings, thacept QoL is more popular than
HRQoL (Semple et al., 2004). Therefore, within teatext of this article, quality of life

refers to the former (i.e. OoL).

Given international literature on quality of lifenang cancer patients, the paucity of such
research in the southern Africa context, and the-sgeio-political and historical
similarities between Namibia and South Africa, pnenary objective of this study was to
explore and compare the quality of life of Oshiwargpeaking Namibian and Sesotho-
speaking South African women diagnosed with braadtcervical cancer. To this effect,
the generic version of the WHOQOL instrument wasdus The study further explored
the relationship between quality of life and anyxietlepression and psychological

distress.

LITERATURE REVIEW

DEFINITIONS
There is no single universally accepted definitadrthe concept “quality of life”, as it

means different things to different people (Botteynl2002; Carr & Higginson, 2001;



Nordstrom & Lubkin, 1990; Reig-Ferrer, 2003; Sempleal., 2004). According to
Nordstrom and Lubkin (1990), quality of life variasross the life span. While for young
adults it may entail achieving successful and nregnl careers, conversely, for the
elderly and chronically ill patients it may enteetaining a sense of independence, safety
and security, continued social relationships wamity, friends and community, control
of pain, and maintenance of activities of dailyily (Nordstrom & Lubkin, 1990).
Similarly QoL is a dynamic construct whereby aniwalal’s priorities and attitudes
towards particular aspects of QoL may change owee through processes such as

adaptation, coping or expectations (Carr & Higgms2001; Reig-Ferrer, 2003).

A number of conceptual definitions have been preddsy various authors (e.g. Calman,
1984, Dolbeault et al., 1999; Gotay et al.,, 1992Zhusnacher et al., 1991; van
Knippenberg & de Haes, 1988). One definition whishcommonly referred to and
utilized particularly in cross-cultural research, that provided by the World Health
Organization Quality of Life Group (WHOQOL Grou@95). QoL is conceptualized as
an individual's perception of his/her position ife lwithin the cultural context and value
system within which he/she lives and in relatiam&is/her goals, expectations, standards
and concerns (WHOQOL Group, 1995). Operationatlincludes a holistic evaluation
of various aspects such as physical health, psggiual wellbeing, level of
independence, social relationships, environmerdatofs, and spiritual, religious and

personal beliefs. This conceptual definition pd®a a basis for this study.

Despite the lack of consensus regarding the counakptefinition of QoL, researchers
agree on at least two aspects, namely multi-dinoeadity and subjectivity. QoL is a

universal multi-dimensional construct encompassiriyoad range of domains of human
existence (Bloom et al., 2004; Bottomley, 2002; I62501994; Reig-Ferrer, 2003). It
includes perceptions of both positive and negat@gpects of patients’ symptoms,
including physical, emotional, social and cognitifenctions, as well as disease
symptoms and/or treatment side effects (Leplege &ntH 1997; Osoba, 1994).

Therefore, uni-dimensional instruments are notisetfiit to adequately measure QoL. It
is also observed that QoL is subjective (Bloomlgt2004; Osoba, 1994; Reig-Ferrer,



2003). In assessing QoL of patients, patientsliopis regarding their own quality of life
should be sought, as assessment by observersig tik be biased by the observers’
internal standards (Osoba, 1994; Reig-Ferrer, 2003)

QUALITY OF LIFE IN BREAST CANCER AND CERVICAL CANCER PATIENTS

A diagnosis of cancer and its treatment has besocaged with many biopsychosocial

effects. These include psychological distress, etgxidepression, adjustment disorder,
symptoms of PTSD, as well as physical symptomshefdisease and treatment side-
effects (Amir & Ramati, 2002; Avis et al., 2004: $doti et al., 2002; Turner et al., 2005;
Zabora et al.,, 2001). Many studies have reportego@ations between cancer,
psychological morbidity and various domains of QoNotably, effects on the various

domains are interrelated and influence each other.

Global Quality of Life

Poorer global QoL has been reported in newly diagdocancer patients, particularly
following active treatment for cancer. For exammestudy by Avis and associates
(2005) found that younger breast cancer patiemgegad 4-42 months after diagnosis
reported significantly lower global QoL comparedamon-patient sample of younger
women. In this study, aches, pain and unhappinegs appearance were reported by
more than 70% of women. Similarly, a Norwegiandgt{Saegrov, 2005) found that
cancer patients had poorer global QoL comparedatemts who were declared cured.
On the contrary, Arndt et al. (2004) reported corapke overall QoL between breast

cancer patients (one year post-treatment) andehergl population.

There is, however, consensus that long-term biezaster and cervical cancer survivors
in stable conditions experience overall good Qolw#dalla et al., 2007; Baucom et al.,
2006; Leake et al., 2001; Mols et al., 2005; Pasiedl., 2008; Wenzel et al., 2005). Yet
many long-term cancer survivors continue to expeeeproblems such as pain and
swelling in the arm, conditioned nausea, numbnaesk seexual difficulties, even years
after being disease-free (Kornblith et al., 20038/ 2005; Paskett et al., 2008). In a

gualitative multi-ethnic study of women with ceraicancer, Ashing-Giwa et al. (2004)



found moderate to poor quality of life. This igpported by the findings of Leake et al.
(2001) that cervical cancer patients report lowesliy of life compared to other cancer
patients.  Similarly, cervical cancer patients répdisease- and treatment-related

concerns despite being 5-10 years disease-freez@Venal., 2005).

Physical symptoms

Physical symptoms of cancer and the treatment efigets continue years after
completion of cancer treatment and influence play<@oL. Symptoms such as physical
pain, swelling of the arm, reduced recreationalfitgl activities, fatigue and weight gain
are common in breast cancer patients (Bloom e2@04; Engel et al., 2003; Kornblith et
al., 2003; Lehto et al., 2005; Paskett et al., 2@#grov, 2005). Treatment side-effects
such as hot flushes, sweat, sleep problems, vagigaéss have been reported (Paskett et
al., 2008). In addition to physical symptoms eigrered by other cancer patients,
problems such as vaginal bleeding, shortened viagawity, painful sexual intercourse,
discharge, premature menopause, and loss of tieréite common in cervical cancer
patients (Herzog & Wright, 2007; Vaz et al., 2007Among cervical cancer patients,
physical symptoms of cancer and their treatmentst imfluence QoL (Ashing-Giwa et
al.,, 2004; Vaz et al.,, 2007). Pain negatively uaficed general health, the physical
wellbeing, as well as global QoL (Vaz et al., 2007)

Psychological/emotional domain

Many cancer patients experience psychologicalefisirdepression, anxiety, worry, fear
of disease progression and recurrence, body imagegms, altered sense of femininity
and sexuality, and symptoms of post-traumatic sireend negatively affect the

psychological QoL (Amir & Ramati, 2002; Arndt et,&2004; Baucom et al, 2006; Frick

et al., 2007; Lehto et al., 2005; Reich et al, 20@8 den Beuken-van Everdingen et al.,
2008). In a German study, breast cancer patie@oted worst on emotional functioning,

one year post-diagnosis, with nearly 90% of thepaadents reporting feelings of

depression, irritability, tension and worry (Arnelt al., 2004). Other studies, however,
recognize the prevalence of psychological symptomsg, report that psychological

factors were not significantly related to globabfty of life (Kornblith & Ligibel, 2003;



Paskett et al., 2008). Psychological distresstedson, anxiety and adjustment disorder

are the most prominent psychological sequelaemfera(lconomou et al., 2004).

Social domain

Social support influences quality of life by infueng adjustment to life events and
offers a buffer against stressful life events (Kuith et al., 2001). It also influences

optimism and distress (Trunzo & Pinto, 2003). Lsecial support is related to lower
global QoL (Paskett et al., 2008). According tozVet al. (2007), social support

contributes to minimizing the impact of gynecoladiccancer in both the social

relationship domain and the psychological domalMols et al. (2005) in their review

point out that there is strong evidence that somiglport, as defined by the number of
social contacts and amount of social involvemerthviamily and friends, is among the

important predictors of QoL in breast cancer swiship.

Age

There is some evidence that younger breast can@éenfs experience lower QoL
compared to older patients (Bloom et al, 2004; &ast al., 2003; Paskett et al., 2008;
Kroenke et al., 2004), but report better physicaictioning than older patients (Engel et
al., 2003). However, Mols et al. (2005) point d¢h&t evidence regarding age as a
predictor of quality of life is still inconclusivelt has been theorized that younger breast
cancer patients are more vulnerable owing to mevere psychosocial effects (Ganz et
al, 1998), may view a cancer diagnosis as a gréateat (Vinokur et al, 1990), and may
possess fewer coping strategies and resources tmagmaa life-threatening illness

(Wenzel et al., 1999), and receive more aggresspatment.

Sexual functioning

A study by Bloom et al. (2004) found that five ygaifter diagnosis, many breast cancer
patients reported problems with sexual functioramgl feeling embarrassed about their
bodies. Similar problems relating to sexual funatig and reproductive problems have
been reported in cervical cancer (Park et al., 200&nzel et al., 2005) and are strongly



associated with global health status, role funatignemotional functioning as well as

social functioning in women who are disease-freKft al., 2007).

In a review of the impact of cervical cancer onlgyaf life, Herzog and Wright (2007)
point out that sexual issues form an integral, iak@mehow neglected, aspect of QoL in
women with cervical cancer. In this review, sexdigruptions continue not only owing
to cancer treatment, but also because of psycleabéactors such as altered sense of
femininity, body image and the symbolic represeotabf the uterus and the cervix as

signs of womanhood.

Other factors

Other factors such as type of cancer treatmensaneconomic aspects have also been
investigated in relation to quality of life. Retylhowever, seem to be contradictory.
For example, Engel et al. (2003) found that womesated with breast conserving
therapy report higher body image scores and qualfitiife compared to mastectomy
patients. Simon and Wardle’s (2008) study fourat gatients with lower socioeconomic
status (SES) reported higher anxiety and depressionse quality of life, and more
social difficulties than patients with higher SE8ot months after cancer diagnosis.

However, at 10 months after diagnosis there werdifferences.

QUALITY OF LIFE AND CULTURE

Much of the research on quality of life among cangatients has been carried out in
developed countries and in particular among peopl&uropean ancestry. In more
recent years, interest in cross-cultural and netlinic studies in oncology settings has
become evident (e.g. Ashing-Giwa, 2005; Ashing-Getal., 2004: Gotay et al., 2002;
Johnson, 1998; Saxena et al., 2002; Saxena, 20@h; & al., 2006; Skevington, 2002).
Prominent measures of QoL (e.g., the European Qrgigon for Research and Treatment
of Cancer Quality of Life Questionnaire) might rim¢ appropriate for use in cancer
patients of African ancestry living in southern iB& where the socio-cultural context is
different. Given the aims of this study and ifatien to international research findings

on quality of life among cancer patients, it isv@hl importance to take cultural aspects



into account. As Carr and Higginson (2001, p. 33&#k it “while it seems reasonable to
assume that there are some aspects of life thaff am@versal relevance to quality of life,
the specific weights that individuals attach tostnevill differ between and in different

cultures”.

Culture entails shared language, behaviours, cisstdmeliefs, and knowledge that

provide people with general design for living anterpreting reality. It is central to the

conception of health and illness, and affects h@eppe react to a cancer diagnosis,
treatment compliance, and adjustment to cancerngtoh 1998). Cultural schemata

determine a patient’s perspective of an illnesactien to the disease and perception of
quality of life (Bullinger et al., 2007). It hasén recommended as a point for future
cross-cultural research on quality of life thattinments (such as the WHOQOL) be

tested and refined (Carr & Higginson, 2001; Buléngt al., 2007).

A criticism of the traditional paradigm of HRQoL tisat it is predominantly individual-
centered (Ashing-Giwa, 2005) and does not takeumllt and socio-ecological
dimensions into consideration. In doing multi-aul research, Ashing-Giwa (2005)
proposes a contextual model of quality of life ttedes into account examination at both
macro/systemic level and micro/individual levelhi§ model appears to be supportive of
the WHOQOL Group’s conceptualization of qualitylifé.

As reflected by Reig-Ferrer (2003, p. 801) “althbyzpople from different cultures may
differ with regard to the specific basic conditidghey have available to them to strive for
a good QolL, they do not necessarily differ in thejports of how happy and satisfied
they are. That is, a person’s subjective perceptf QoL is not a linear reflection of
his/her life conditions”.



METHODOLOGY

Settings and procedures

The data was collected in Oshakati (Namibia) andeBifontein (South Africa).
Oshakati is the largest city and urban center ofheon Namibia, and Oshiwambo is the
primary native language used. Bloemfontein islt#rgest metropole of the Free State

region of South Africa, and Sesotho is the printaative tongue used.

Study participants in both countries were a cormece sample, recruited from out-
patient oncology clinics within public hospitalsamely Oshakati State Hospital
(Namibia) and Universitas Academic Hospital (Bloentkin, South Africa). Inclusion
criteria were as follows: a diagnosis of breastenvical cancer, ageel8 years, ability
to speak and understand Oshiwambo (Namibia) ortBe¢8outh Africa), ability to give
written or verbal consent and knowledge of the eatagnosis. Patients who were too
physically ill (e.g. on stretchers, inpatient), haloVious mental disabilities (e.g. severe
mental retardation, not orientated to time, plac@erson), or were not informed yet of

their cancer diagnosis were excluded from the study

Patients were approached by the researcher orrcbsessistants at the oncology
outpatient clinics, the aim of the study was expdi and consent obtained. Ethical
approval was granted by the Ministry of Health &atial Services (Namibia) and the
Ethics Committee of the Faculty of Health Scienaeshe University of the Free State
(South Africa).

I nstruments

The following research instruments were utilized:

*A self-composedsocio-demographic questionnaweas used to gather information such
as age, marital status, socioeconomic status, ®&dnab background, time since
diagnosis, type of cancer, type of cancer treatmeceived and usefulness of social

support system.



*The 26-itemWorld Health Organization Quality of Life (WHOQOLeB) (WHOQOL
Group, 1996) is a generic self-report measure afityuof life, derived from the 100-item
WHOQOL version. Twenty-four (24) of the items yiel domains namely: (1.) Physical
Health (7 items); (Il.) Psychological Health (6nts); (lll.) Social Relationships (3
items); and (IV.) Environment (8 items). The reniag two questions each assess
general perception of quality of life (General Qole,, item 1 of the WHOQOL-Bref)
and satisfaction with health (General Health, item 2 of the WHOQOL-Bref). The
WHOQOL-Bref was developed and piloted in 15 culyrdiverse field centers around
the world, including Zimbabwe, and has been traadlanto approximately 20 languages
(WHOQOL Group, 1996, 1998). It has been used seaech within the African context
(Awadalla et al., 2005a; Awadalla et al., 2005b;tivwra et al.,, 2008; Ohaeri et al.,
2007; Ohaeri et al., 2004; Olusina, & Ohaeri, 20@8)er developing countries (Hwang
et al., 2003;) as well as in cancer research (Arfiramati, 2002; Awadalla et al., 2007,
Guernelli Nucci & Martins do Valle, 2006; Mohanat, 2007; Mohan et al., 2006). To
the knowledge of the researcher, no psychometapegties of the WHOQOL-Bref have
been reported in Namibian or South Africa. Itesnsthe WHOQOL-Bref are scored on
a 5-point scale, and higher scores indicate bgtiafity of life. For the purpose of this
study, raw domain scores were used in the analyBig methods of converting domain
raw scores to transformed scores are suggestée imanual (WHOQOL Group, 1996).
For the purpose of comparing performance on domaavws scores were converted to
transformed scores ranging on a 0-100 scale. Tdrimat was chosen for ease of
interpretation. Also for the purpose of this studlye total score of items 1-26 was
calculated and termed “Global Quality of Life” (Gl QoL). No transformed scores

conversion for global QoL are available.

*The Distress Thermometer (D(Roth et al., 1998) is the most well-known sindks
visual analogue screening instrument of global pslagical distress for use in oncology
settings (Mitchell, 2007; NCCN, 2008), and has @tent years gained international
popularity. It compares favourably with longer laettablished screening measures of
distress (Akizuki et al., 2003; Cohen et al., 20G2&ssler et al., 2008; Jacobsen et al.,
2005; Ozalp et al., 2007; Roth et al., 1998).
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*The Hospital Anxiety and Depression Scale (HAR&gmond & Snaith, 1983) is an
internationally acclaimed instrument with over 3Bduage translations (Bedford et al.,
1997; Herrmann, 1997). It is a 14-item measuremestruments for anxiety and
depression, and the HADS total scale is used asasune of psychological distress
(Chaturvedi, 1991; Hopwood et al., 1991; Ibbotsbrale 1994; Johnston et al., 2000;
Razavi et al., 1990). The HADS is often used acherark in validating other screening

measures of psychological distress (Carlson & B2i@D3).

All the research instruments were translated inshi@ambo and Sesotho by means of
backward-forward translation procedure throughherersities of Namibia and the Free

States’ departments of psychology.

Statistical analysis

Descriptive statistics were utilized to charactetize sample with regard to demographic
characteristics. Spearman correlations were eredlop explore the relationship
between domains of quality of life, as well as tetionship between QoL, on the one
hand, and psychological morbidity and patient cttaréstics of a continuous nature, on
the other. Kruskal-Wallis tests were carried auéexplore differences between scores of
Namibian and South African patients. Statistis@nificance was tested using two-

tailed p-value (5% level) and 95% confidence ingkrv

RESULTSAND DISCUSSION

Socio-demographic characteristics

Table 1 shows the socio-demographic characterisfiche study sample. Of the total
sample N=229, n=103 were Namibians and n=126 wewthSAfricans. The Namibian

sample was significantly older (mean= 56.77; S.@.2T; range: 24-88) than the South
African sample (mean: 52.21; S.D.=12.56; range78p-[t(227)=2.57, p=0.0109]. The
mean time since cancer diagnosis (in months) wasb35.D.= 32.80; range: 0-166) for
the Namibian sample and 12.60 (S.D.=12.65; rangf)Xor the South African sample.

Time since diagnosis was positively skewed for bibén Namibian and South African
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sample, yielding medians of 20.00 and 7.50 respelgti Kruskal-Wallis test revealed a
significant difference in the median time since aandiagnosis (p<0.0001), with the

South African patients being more recently diagdose

Table 1: Socio-demographic characteristics

Variables Number of patients (valid %)
Namibian (N=103) South African Significance
(N=126)
Agein years (mean + S.D.) 56.77 +14.27 52.21 +12.56 p+00
Months since diagnosis (mean + S.D.) 31.55+ 32.80 12.60+ 12.65
median=20.0 median=7.5 p<0.000:
Type of cancer p=0.3488
Breast cancer 50 (48.5) 69 (54.8)
Cervical cancer 53 (51.5) 57 (45.2)
Marital status p=0.0102
Never married 30 (29.7) 25 (22.1)
Married 32 (31.7) 44 (38.9)
Divorced 6 (5.9 7 (6.2
Separated 1 (1.0 13 (11.5)
Widowed 32 (31.7) 24 (21.2)
No information 2 13
Employment status p=0.0010
Employed 16 (15.5) 34 (27.0)
Unemployed 41 (39.8) 23 (18.3)
Retired 5 (4.9 12 (9.5)
Full-time homemaker 4 (3.9 9 (7.1)
On leave from employment 0 (0 6 (4.8)
On disability grant/benefits 5 (4.9 11 (8.7)
Pensioner 32 (31.1) 31 (24.6)
Socio-economic status p=1.0000
Low income 69 (70.4) 87 (69.0)
Low-to-middle income 16 (16.3) 21 (16.7)
Middle income 12 (12.2) 16 (12.7)
Middle-to-high income 1 (1.0 2 (1.6)
High income 0 (0 0 (0
No information 5 0
Highest education p=0.2849
Little or no formal education 65 (64.4) 77 (61.6)
Some secondary education 23 (22.8) 21 (16.8)
High school 8 (7.9 14 (11.2)
Higher education 5 (5 13 (10.4)
No information 2 1
Type of cancer treatment received p<0.0001
Surgery 19 (18.4) 11 (8.7)
Chemotherapy 7 (6.8) 4 (3.2
Radiation 15 (14.6) 73 (57.9)
Surgery & chemotherapy 16 (15.5) 3 (24
Surgery & radiation 12 (11.7) 5 (4.0
Chemotherapy & radiation 15 (14.6) 19 (15.1)
Surgery, chemotherapy & radiation 14 (13.6) 11 (8.7)
No cancer treatment received yet 5 (4.9 0 (0
Usefulness of social support p<0.0001
Low usefulness 34 (33.0) 11 (8.7)
Moderate usefulness 30 (29.1) 54 (42.9)
High usefulness 39 (37.9) 61 (48.4)

Patients in this study were primarily from low smeconomic status, had little or no

formal education, and few were employed. The nitgj¢55%) of the Namibian women
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had received combinations of cancer treatments @urgery, radiation therapy,

chemotherapy), whereas the South African womenwedgrimarily radiation (58%).

Reliability of the WHOQOL-Bref

Table 2 shows the reliability coefficients. Asemtire scale, the WHOQOL-Bref appears
to have overall good reliability, as indicated bypbach alphas of 0.87 and 0.92 for the
Namibian and South African samples respectivelythdugh the alphas were high and
acceptable for the physical, psychological and remwent domains, they were lower for

the social relationship domain, most specificatlythe Namibian sample.

Lower alphas were expected for the social domairengthat this domain consists of 3
items. However, for the Namibian sample, alphatf@ social domain suggests that
items within this domain lack internal consistenbgnce results must be interpreted
within this caveat. The alpha increases signifilyaif item 21 (“How satisfied are you
with your sex life?”) is deleted. With the excepti of the alpha for the social
relationship domain for the Namibian sample, théaimled alphas are comparable to
other studies using the WHOQOL-Bref (Amir & Rama002; WHOQOL Group, 1998).

Table 2: Cronbach alpha coefficients for the WHOQOL -Bref obtained for the Namibian and South
African samples

Domains Namibian South African
I. Physical healt 0.800: 0.7917

Il. Psychological health 0.7524 0.7243
Ill. Social relationshig 0.327¢ 0.657:
IV. Environment 0.6818 0.7062
Global Quality of Life (tems -26) 0.871: 0.915(

Significant moderate to high positive correlatiovere found between all domains of the
WHOQOL-Bref for the Namibian sample. The highestrelations were between the
environment domain on the one hand, and psychabgiealth (r=0.54, £0.001) and
physical health (r=0.49,50.001) domain on the other hand. Similarly, motéeta high
positive correlations were found between all domdar the South African sample. The
highest correlations were found between the enment domain on the one hand and
social relationships (r=0.64<0.001) and physical health (r=0.58;00001) domains on
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the other hand. The only significant differencecorrelations between the Namibian
(r=0.38, p<0.001) and South African(r=0.64<(.001) samples was found between social
relationships and environment (p=0.0055) domaiiiie inter-domain correlations for
Namibian and South Africa are shown in Tables 3d 8h respectively. For both
nationalities, global QoL correlated strongly wigkneral QoL, general health, and all
WHOQOL-Bref domains, with South African data yieldislightly stronger, albeit not

significant, correlations.

Table 3a: Correations between domains; Namibia

General General Physical Psychological Social Environment Global
QoL Health QoL

General QoL | 1 0.49%** 0.1¢ 0.28** 0.30** 0.26** 0.42***
General 1 0.49%** 0.28* 0.34*** 0.35*** 0.58***
Health
Physical 1 0.37*** 0.27** 0.49*** 0.73***
Psychological 1 0.33*+* 0.54*+* 0.74***
Social 1 0.38*** 0.60***
Environment 1 0.83***
Global QoL 1
Notes:
General QoL consists of item 1 of the WHOQOL-Bref
General Health consists of item 2 of the WHOQOL#Bre
Global QoL consists of items 1-26 of the WHOQOLeBr
**  Significant at i0.01
*** Significant at p<0.001

Table 3b: Correations between domains: South Africa

General | General Physical Psychological Social Environment Global
QoL Health QoL
General QoL 1 0.63*** | 0.24** 0.18 0.52*** 0.44** 0.50***
General Health 1 0.39*** 0.44*** 0.55*** 0.51%** 0.65%**
Physical 1 0.40*** 0.39*** 0.58*** 0.71%**
Psychological 1 0.37*** 0.49%** 0.71%**
Social 1 0.64*** 0.76***
Environment 1 0.87***
Global QoL 1
Notes:

General QoL consists of item 1 of the WHOQOL-Bref
General Health consists of item 2 of the WHOQOL#Bre
Global QoL consists of items 1-26 of the WHOQOLeBr

**  Significant at i0.01
*** - Sjgnificant at p<0.001
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Results on the WHOQOL -Bref

Moderate scores for general perception of qualfityfe (General QoL) were obtained for
both the Namibian (mean, 3.53; SD., 0.87; medigrartl South African (mean, 3.45;
SD., 0.87; median, 3) samples. Similarly, meanmesdor satisfaction with health (i.e.,
General Health) were 3.46 (S.D., 1.27; median, i d.50 (S.D., 0.80; median, 4)
respectively. Kruskal-Wallis tests revealed nm8igant differences between Namibian

and South African patients with regard to geneml @nd general health (see Table 4).

Table 4: Performance on the WHOQOL -Bref

Nationality Mean (SD) Range Median Comparison of the medians

General QoL Namibian 3.53(0.87) 1-5 4 p=0.3722
South African | 3.45 (0.87) 1-5 3

General Health Namibian 3.46 (1.13) 1-5 4 p=0.6677
South African | 3.50 (0.79) 1-5 4

I. Physical Namibian 22.89 (3.66) | 15-33 22 p=0.4357
South African | 22.28 (2.81) | 14-28 22

11. Psychological Namibian 22.09 (3.45) | 11-28 22 p<0.0001
South African | 19.26 (3.41) | 11-30 20

111. Social Namibian 10.91 (2.28) | 3-15 11 p=0.1207
South African | 10.46 (2.45) | 4-15 11

1V. Environment Namibian 26.33 (4.78) | 14-40 26 p=0.1699
South African | 26.91 (4.25) | 15-40 275

Global QoL Namibian 89.21 (11.46) | 65-116 89 p=0.0474
South African | 85.87 (11.36) | 54-122 88

There were no significant differences between Sédtltan and Namibian patients on
all the domains, except for the psychological damdbn this domain, Namibian patients
obtained significantly higher scores (mean, 229%)., 3.45; median, 22) than South
African patients (mean, 19.26; S.D., 3.41; med#)),(p<0.0001). Although there was a
slight difference on global QoL (Namibia: mean, 9. S.D., 11.46; median, 89 vs.
South African: mean, 85.87; S.D., 11.36; median) 8& difference barely met

significance level (see Table 4).

These results suggest that Namibian and South akfricancer patients in this study

appear to have a comparable quality of life on nebshe WHOQOL-Bref dimensions.
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However, the Namibian patients appear to fare begitgchologically. A potential
explanation for the difference is that South Afncaancer patients in this study sample
were found to have nearly twice as much depressionpared to Namibian patients (see
Article 2 of this dissertation). Additionally, WH@OL-Bref items for the psychological
domain primarily assess symptoms of depression, (arthedonia/enjoyment of life,
meaningfulness of life, concentration), as oppasedymptoms of other psychological
disturbances (e.g. anxiety, PTSD etc) that are cestedal with cancer. Hence, this
difference probably is a reflection of the higheegence of depression among Sesotho-
speaking South African cancer patients, in compari® their Oshiwambo-speaking

Namibian counterparts.

Comparison between domain scores
In order the compare domain scores of the WHOQQO&f-Biith each other, raw scores
were converted to transformed scores on a 0-10Ce.scdhis transformation was

necessitated by the fact that the four domainsatot different number of items.

For the Namibian sample, the highest scores wetaraa on the psychological (mean,
67.10; SD., 14.62; median, 69) and social relatigpgss (mean, 66.03; S.D., 19.35;
median, 69@omains, followed by the physical health (mean986S.D.,13.02; median,
56) and environment domains (mean, 56.19; S.D.Q0l5median, 56). Significant
differences were found between these scores (p80)00For the South African sample,
patients scored highest on the social relationghnigan, 62.65; S.D., 20.72; median, 69)
domain, followed by the environment (mean, 60.85D.S 13.57; median, 63),
psychological (mean, 55.28; S.D., 14.65; mediar), &t physical (mean, 54.90; S.D.,
10.41; median, 56) domains. Statistical signiftodifferences were also found between

these domain scores (p<0.0001).

In comparing the Namibian and South African cangatients on the domains (using
transformed scores), statistically significant eliéfnces were found only on the
psychological health domain, with Namibian patieokgaining a higher score. These

results are depicted in Table 5.
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Table 5: Comparison of the domain scores

Domains Namibian South African Comparison of
transformed scor es
Mean (SD) Median | Mean (SD) Median
I.  Physical health 56.98 (13.02) 56 54.90(10.41) 56 | p=0.4464
1. Psychological health | 67.10 (14.62) 69 55.28 (14.65) 56 | p<0.0001
I1. Social relationships 66.03 (19.35) 6D 62.65(20.72) 69 | p=0.1207
IV. Environment 56.19 (15.00) 56 60.85(13.57) 63 | p=0.2195

In the absence of quality of life data of healthgividuals in both Namibia and South
Africa, to provide a comparative basis, it remaanshallenge to describe whether or not
cancer patients in these two countries have a gopdor quality of life. However, using
the 0-100 scale (with 50 as middle score) as a-gtcll against which to compare
obtained scores, it is probable that quality of kifomain scores fall within the average
range. This would suggest moderate quality offbfeboth Namibian and South African
patients. Moreover, when comparing results of dheent study with an Israeli study
(Amir & Ramati, 2002) of long-term breast cancervstors, social relationship domain
scores are comparable. Israeli cancer patientsaagp have better physical health and
scored higher on the environment domain. Israg@es on the psychological domain
were in-between the South African and Namibian esorOn the contrary, both South
African and Namibian patients in the current stwtipyw higher quality of life on all
WHOQOL-Bref domains compared to lung-cancer pagi@mtan Indian study (Mohan et
al., 2006).

An interesting observation is that physical healtores for both Namibian and South
African was significantly lower compared to scoossthe other domains. This suggests
poorer physical quality of life for the entire sdmp A probable explanation is the
presence of physical discomfort, pain, functionalithtions and impairments, which
persist even years after completion of cancerrreats (Bloom et al., 2004; Park et al.,
2007; Wenzel et al., 2005). This could be paréidyl so in the context that many
patients in less developed countries are diagneseth advanced stage. Moreover, the
patients in the study were generally more recedihgnosed and probably receiving

more aggressive treatment. This could also be lactefn of the effect of disease and
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treatment-related side-effects, as well as aspetating to healthcare delivery factors in
both countries.

The practical applicability of the WHOQOL-Bref isat it is much shorter than its 100-
item predecessor, and would allow clinicians teeassand monitor changes on multiple
domains of quality of life of cancer patients asrtise course of treatment. It could be
particularly useful in southern African public hialare settings that are under-staffed
and under-resourced, and where the use of lengtigly more intensive assessment
instruments are neither practical nor feasible. aflded potential benefit of the use of the
WHOQOL-Bref in oncology setting is to assess whaspects of QoL have been affected

most severely, and to make appropriate referralmfervention.

Correlation between quality of life, distress, anxiety and depression

Table 6a shows the correlations between QoL, ayxopression and psychological
distress. For both the Namibian and the SouthcAfridata, negative correlations were
found between all aspects of QoL and anxiety, dsgioe and psychological distress for
the entire study sample. For Namibian cancer petienoderate and significant negative
correlations were found between global QoL and HABRiety (r = -0.33; £0.001),
HADS depression (r= -0.43<p.001), and with psychological distress as asselged
both the HADS (r = -0.41; 40.001) and the DT (r= -0.28; p<0.01). Of all the
WHOQOL-Bref domains, the psychological health dom@irrelated most strongly with
HADS depression (r= -0.50;<0.001), psychological distress (r= -0.44;00001) and
anxiety (r=-0.34; §0.001).

The South African data yielded moderate to stromdj significant negative correlations
between global QoL and HADS anxiety (r = -0.580®01), HADS depression (r= -
0.63, p<0.001) and psychological distress as assessed thythe HADS (r = -0.62;

p<0.001) and the DT (r= -0.43; p<0.001). Three o ttomains yielded significant
strong negative correlations with HADS anxiety, @ssion and distress (ranging from -
0.50 to -0.58), while moderate correlations werenfb for the physical health domain
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(ranging from -0.31 to -0.38). The DT yielded sigant low to moderate negative

correlations with all domains as well as with glotiatress.

Table 6a: Correlations between QoL, the DT and HADS for the Namibian and South Africa samples

Domaing/Aspects | Nationality DT HADSAnxiety | HADS HADS Total
Depression

General QoL Namibian -0.27** -0.34%** -0.26** -0.35%**
South African -0.32%** -0.41%** -0.42%** -0.42%**

General Health Namibian -0.25* -0.30** -0.28** -0.33%**
South African -0.22* -0.47%** -0.41 % -0.46%**

|. Physical Namibian -0.22* -0.13 -0.22* -0.16
South African -0.24** -0.31%** -0.38*** -0.35%**

I1. Psychological | Namibian -0.07 -0.34%** -0.50%** -0.44%*
South African -0.25** -0.50*** -0.51%** -0.54***

111. Social Namibian -0.24* -0.24* -0.16 -0.21*
South African -0.38*** -0.51%** -0.58%** -0.55%**

IV. Environment | Namibian -0.22* -0.21* -0.31** -0.29**
South African -0.40*** -0.52%** -0.52%** -0.53***

Global QoL Namibian -0.28** -0.33*+* -0.43%** 0.4 %%
South African -0.43%** -0.58*** -0.63** -0.62%**

Notes:

General QoL consists of item 1 of the WHOQOL-Bref

General Health consists of item 2 of the WHOQOL{Bre

Global QoL consists of items 1-26 of the WHOQOLeBr

*  Significant at g0.05

**  Significant at p<0.01

*** Significant at p<0.001

Comparing the Namibian and South African resulieré¢ were no significant differences
between the majority of the correlations betweepeets of quality of life, distress,
anxiety and depression. This is particularly theesec for correlations involving
dimensions assessed with single items (i.e., DTiegg QoL, and general health). As
shown in Table 6b, the major significant differemegere found between the correlations
between global QoL and HADS anxiety (p = 0.0191gpréssion (p = 0.0389) and
distress (p = 0.0248). Significant differences evalso found between the social
relationship domain and, on the other hand, HADSietn (p=0.0200), depression
(p=0.0002)) and distress (p=0.0026). Differencesenalso found in the correlations

between the environment domain and, anxiety (p&BD and distress (p= 0.0308) as
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measured by the HADS. Where significant differenesist in the correlations, the

correlations for the South African sample wererggey than for the Namibian sample.

Table 6b: Comparison of the correlations between quality of life, distress, anxiety, and depression:
Namibiavs. South Africa (i.e., p-values)

Domains/Aspects DT HADS Anxiety HADS Depression HADSTotal
General QoL 0.709( 0.513( 0.170( 0.515(
General Health 0.8080 0.1470 0.3060 0.2650

|. Physical 0.928( 0.155( 0.192( 0.131(

11. Psychological 0.172( 0.157( 0.904( 0.356(

I11. Social 0.2500 0.0200 (S) 0.0002 (S) 0.0026 (S)
1V. Environment 0.146C 0.0086 (S 0.062( 0.0308 (S
Global QoL 0.1950 0.0191(S) 0.0389(S) 0.0248(S)
Notes:

General QoL consists of item 1 of the WHOQOL-Bref

General Health consists of item 2 of the WHOQOL{Bre

Global QoL consists of items 1-26 of the WHOQOLeBr

(S) denotes significance at p<0.05

These findings support and confirm previous studhesncology settings regarding the
inverse relationship between quality of life, anyjedepression and psychological
distress (Frick et al., 2007; Mystakidou et al.p020Reich et al., 2008) Global QoL,
which comprises variable dimensions of QoL, coteglamoderately to highly with
anxiety, depression and psychological distresgherentire sample. This suggests that
cancer patients in this study who were more anxidapressed, and had higher levels of

psychological distress, had lower global qualityifef

However, psychological morbidity affected globahfjty of life differently for Namibian
and South African patients. For example, for SoAfhican patients, total HADS
psychological distress accounted for 38% (r = -0182= 0.3844) of the global QoL
variance, whereas for the Namibian patients it W#86 (r = -0.41; T = 0.1681).
Similarly, depression accounted for 34% (r = -0158; 0.3364) of the social relationship
variance for South African patients and only 3% (0.16; £ = 0.0.0256) for Namibian
patients, an almost ten-fold difference. In thexeavein, anxiety accounted for 27% (r =
-0.52; £ = 0.2704) of the environment variance for Southidsin patients and only 4% (r
=-0.21; = 0.0441) for the Namibians. These findings reftitferences with regard to
the relative contribution of distress, anxiety adépression on global QoL, social

relationship and environmental factors. As in tness-cultural study by Shim et al.
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(2006), results of this study suggest that thetiveacontribution of these factors to QoL
might be cultural-specific, or a reflection of @fences in socioeconomic-environmental

factors in Namibia and South Africa.

As expected, the psychological domain correlatgtiliziwith anxiety, depression as well
as with psychological distress. This suggests gwtents with higher depression,
distress and anxiety reported lower psychologia#lity of life. Mystakidou et al.
(2005), for example, found inverse correlationdigs as 0.75 between emotional quality
of life and psychological distress. The resultstlug study are supportive of prior
research in this regard (Frick et al., 2007; Shimal.¢ 2002).

These findings further suggest that Namibian andttSéfrican cancer patients in this
study who had lower social relationships, environtaehealth and physical health show
more anxiety, depression and psychological distrds$ss is particularly evident with the

South African patients where all the correlatioregensignificant.

Relationship between quality of life and socio-demographic variables

The following socio-demographic variables were expdl: age, time since diagnosis,
cancer type and social support. Low to moderatgtive correlations were obtained
between age and all the dimensions of the WHOQQaf;Bor the Namibian cancer

patients. However, only the physical domain (r=27), the psychological domain (r= -
0.28), and global QoL (r= -0.25) reached statistgignificance. This suggests that
younger Namibian cancer patients appear to haveerbphysical, psychological and

global QoL compared to older patients. On the reowyt for the South African sample all

correlations were in the positive direction. Hoeevstatistical significance was only
reached for the 1-item general QoL (r= 0.28) andegal health (r= 0.26). This suggests
that there are no differences between older anacgeuSouth African patients with

regards to domains of quality of life assessed withlti-items instrument. The

differences between the correlations for the Naamland South African samples were
statistically different for general QoL (p=0.0244jeneral health (p=0.0018), physical
health (p=0.0123), and psychological health (p=838){see Table 7).

21



Table 7: Comparison of correlations between quality of life and age & time since diagnosis

Nationality Age p-value Timesincediagnosis p-value

General QoL Namibian -0.02 0.0244 (S) -0.24* 0.126p
South African 0.28** -0.04

General Health Namibian -0.15 0.0018 (S) -0.04 0.7300
South African 0.26** -0.09

I. Physical Namibian -0.27** 0.0123(S)| -0.14 0.1360
South African 0.06 0.06

I1. Psychological Namibian -0.28** 0.0048 (S) | -0.20* 0.113p
South African 0.10 0.01

I11. Social Namibian -0.10 0.0540 -0.12 0.3000
South African 0.16 0.02

1V. Environment Namibian -0.10 0.1600 -0.20* 0.0649
South African 0.09 0.05

Global QoL Namibian -0.25* 0.0018 (S)| -0.22* 0.0767
South African 0.17 0.02

Note:

* significant at <0.05

(S) denotes significance at@.05

Evidence regarding age as a predictor of global @umbears to be inconclusive (Mols et
al., 2005). While some studies suggest that youogecer patients report better global
QoL compared to older patients (Turner et al., 2086me studies report the contrary
(Arndt et al., 2004; Lehto et al., 2005). Thisdstusuggests that younger Namibian
patients report better global QoL compared to oloatients. For the South African

sample, there is no difference. With regard tospdat health, studies generally suggest
that younger patients fare better (Arndt et alQ£2&Engel et al., 2003) compared to older
patients. A possible explanation is that olderpbeaenerally have poorer health and
possibly other concomitant physical impairment$ie Namibian data appears to support
previous findings in this regard, while the Southiidan data supports research findings
that did not find any relationship (Parker et 2003). As with global QoL, there doesn’t

appear to be consensus regarding psychologicaityjoélife. For example, Parker and

associates (2003) as well as Arndt et al., (200did a positive relationship between age

and psychological quality of life, while Turner &t (2005) found that younger cancer
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patients fared better than older patients. The iNiam data support the findings of
Turner et al. (2005).

There were no significant correlations betweentitne since diagnosis and quality of
life aspects for the South African sample. Howet@rthe Namibian sample, significant
low negative correlations were found for generalL @& -0.24), psychological domain
(r=-0.20), environment domain (r= -0.20 and gloQalL (r= -0.22), suggesting that the
more recently diagnosed Namibian patients farettbeh these dimensions compared to
patients more distantly diagnosed. This is cogttarCimprich et al.’s (2002) findings
that more recently diagnosed breast cancer patiattpoorer overall quality of life and
psychological wellbeing. Moreover, several studdid not find any relationship
(Ashing-Giwa et al., 1999; Ganz et al., 2002; Pasteal., 2003). In this regard, Mols et
al. (2005) suggest that evidence regarding timeesthagnosis is inconclusive. Despite
the differences in correlations between the twaoonatities, the differences between all

the correlations were not statistically significésge Table 7).

With reference to cancer type, there were no dgt differences between Namibian
and South African cervical cancer patients, exaaptthe psychological domain, on
which the Namibian patients obtained a higher med@<0.0001). For breast cancer
patients, Namibians obtained significantly higheores on general QoL (p=0.0264),
general health (p=0.0286), the psychological donfp#0.0001) and social relationship
domain (p=0.0005).

With reference to social support, there were naiaant differences between Namibian
and South Africans who rated their social suppsrhigh. However, Namibian patients
who had a moderate level of social support repostigdificantly higher psychological
health (p<0.0001). In the same vein, Namibianshwiw social support obtained
significantly higher scores on the psychologicak@®001), social relationship
(p=0.0005), and environment (p=0.0427) domains af as general (p=0.001) and
global QoL (p=0.0005). This suggests that for Naamn and South African patients with

higher levels of social support, there were noedéghces in quality of life and social
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support. However, South African patients with madle to low social support fared
worse than their Namibian counterparts. It is, @eev, important to interpret this in light
of the data that a larger proportion of South Adrnicpatients rated their social support

system as highly useful, compared to Namibian ptgie

LIMITATIONSAND RECOMMENDATIONS FOR FUTURE RESEARCH

Results of this study must be viewed in light sflitnitations. Perhaps one of the major
limitations of this study is the lack of QoL datatiin the region. Such data for the
general healthy population, for other promineméa#ises such as HIV/AIDS, and for
other chronic and life-threatening diseases wowgiehbeen important to provide a
comparative basis. In the absence of such daa;utrent research has sought to provide
descriptive data on quality of life among Oshiwarsipeaking Namibian and Sesotho-
speaking South African cancer patient with breast @rvical cancer. Future studies in
the region could investigate the impact of cancerquality of life of patients, in
comparison to healthy individuals as well as pasiemith other prominent and/or life-
threatening diseases within the region, such asttidies by Akvardar et al. (2006) and
Awadalla et al. (2007).

Quality of life is a dynamic concept and differsrags cultural and social settings.
Additionally, it has been suggested that the ingooze of different aspects of QoL differ
at various stages of the life-span as well as ffer@int socio-cultural settings. For
example Hwang et al. (2003) in their study of old@iwanese community-dwellers,
found that many did not respond to the items 21Eh[i.e., “How satisfied are you with
your sex life?”, and “How satisfied are you withuyacapacity to work?”)], as they were
probably not applicable or considered to be of majgportance to the participants.
Hence they suggest that these items might need tadulified. Given that a number of
the patients in this study were older patients,hinlge widowed and without partners, or
possibly have ceased having sexual intimacy owmgrbbable advanced disease, it
might be important to modify such questions alsthiwi the African context. This is
particularly a challenge, given that in many Afncsettings it might be considered rude
and disrespectful, for example to inquire about #sexuality of older people. An
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alternative approach to investigating QoL is tolerg what facets of quality of life are
important to cancer patients at various stagesheflifte span, and in different socio-
cultural settings. A potential starting point midte qualitative investigation of QoL

among cancer patients.

In light of the findings in this study that phydi€@oL was low in the sample, it would be
essential to investigate aspects such as the sagancer as well as accompanying

medical and treatment side-effects, and theirivaatontribution to global QoL.

By its design, this study was explorative in natanel has utilized a limited sample size.
Since the investigation of quality of life in soath African oncology settings is
relatively novel, further research, using largentirethnic and multi-cultural samples, is
recommended. This will not only enable generalirabf results, but also provide a
foundation for potential cross-cultural comparistmyeflect the vast diversity of socio-

cultural heritage within the region.

CONCLUSION

The primary aim of this study was to compare Osha-speaking Namibian and
Sesotho-speaking South African women living witedst and cervical cancer on quality
of life. Cancer patients in these nationalitied dot differ on most of the domains of
quality of life and on global QoL. However, Soutfrican patients appear to have lower
psychological quality of life in comparison to thé&lamibian counterparts. Additionally,
global QoL as well as all the four domains of QOEkre negatively correlated with
depression, anxiety and psychological distress gnoamcer patients in both countries.
These findings support international research diggrthe negative impact of cancer on
the psychosocial wellbeing and quality of life @ihcer patients. Where differences exist
regarding the extent of the impact of psychosofaators on QolL, it is probably a
reflection of differences in socio-cultural and iseenvironmental variability in these two
countries. Nonetheless, overall, the findingshed study highlight the plight of cancer

patients within our region.
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The practical implication for clinicians is thatality of life of our cancer patients needs
to be assessed and monitored. This would be & stép in working towards the
recognition of the importance of quality of life cants enhancement, as well as the
recognizing the “human” part of living with cancerOwing to its brevity, ease of
administration and scoring, the WHOQOL-Bref hascpecal appeal, and could be an
important research and clinical instrument withouthern African healthcare settings.

Hence further research on this instrument withenghb-region is recommended.
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ARTICLE 4

A COMPARISON OF SEL F-EFFICACY FOR COPING BETWEEN OSHIWAMBO-SPEAKING
NAMIBIAN AND SESOTHO-SPEAKING SOUTH AFRICAN WOMEN DIAGNOSED WITH BREAST OR
CERVICAL CANCER

ABSTRACT

Objectives: Perceived self-efficacy has been postulated aisnponrtant mediating factor in coping with
cancer. The major objective of the study was tplae and compare self-efficacy for coping of
Oshiwambo-speaking Namibian and Sesotho-speakinghSafrican cancer patients. The study also
explored the relationship between self-efficacy andiety, depression, psychological distress a$ agel
quality of life. Materials and Methods: Participants were a convenience sample of 22iémiatwith
histologyically confirmed breast- and cervical canc The Cancer Behavior Inventory (CBI), 26-item
World Health Organization Quality of Life (WHOQOLr&), Distress Thermometer (DT), the Hospital
Anxiety and Depression Scale (HADS) were usdgesults: Results suggest overall high self-efficacy,
with Namibian patients obtaining significantly haghscores than South African patients. Negative
correlations were found between self-efficacy asgchological distress and South African data yielde
significantly stronger correlations. Correlatiomgh quality of life were positive and comparabte the
two groups. Conclusion: Findings of the study confirm prior research. T@BI could have both

research and clinical utility and further resedrchouthern African oncology settings is recommehde

Key words. cancer, self-efficacy, coping, psychologicatiss, quality of life, Namibia, South Africa

INTRODUCTION

Cancer remains one of the most feared illnesseBafhth 2001). A diagnosis of cancer
has been associated with negative psychosocialtgffand many cancer patients suffer
significant distress even years after diagnosisri¢Ga & Bultz, 2003; Zabora et al.,
2001). By its nature of being chronic and potdiytiafe-threatening, a diagnosis of
cancer is a stressor and requires cancer patientopge and adjust to the various
challenges associated with cancer. In this regaifiefficacy, proposed by Bandura in
the 1970s, has been suggested as one of the megdiatitors in coping with cancer.
Despite these findings, from developed countrieparticular, this aspect has not been
researched within the southern African context. aiAgt this background, the present
study aimed at exploring self-efficacy for coping Wwomen with breast and cervical

cancer in two southern African countries.



LITERATURE REVIEW

Coping with cancer

Cancer is a chronic and life-threatening illnesgl many cancer patients experience it as
frightening (Ryan et al., 2005). Research suggdsisup to half of all cancer patients
suffer significant psychological difficulties, inding emotional distress, depression,
anxiety, adjustment disorder, somatization, paatitratic stress disorder and sexual
dysfunctions (Amir & Ramati, 2002; Ashing-Giwa ek, a2004; Avis et al., 2004,
Derogatis et al., 1983; Johnson et al., 2009; Zabkbal., 2001). Cancer and its treatment
are associated with pain as well as with physiodlfanctional limitations. Additionally,
cancer patients might experience added psychosdifadulties (e.g., at work, home,
child-rearing), and might require re-alignment atial roles. Hence a diagnosis of
cancer requires a patient to mount resources iardm manage and cope with cancer-
related stressors and psychological distress, uaingariety of coping mechanisms
(Folkman & Greer, 2000; Merluzzi & Martinez Sanchd&®97; Moorey et al., 2003,
Moorey & Greer, 2002).

One conceptualization of stress and coping thatffexgiently been used in research
relating to chronic and life-threatening illnesses]uding cancer, is based on the works
of Lazarus and Folkman (Folkman & Greer, 2000; kr@&rRoesch, 2006; Hobfoll et al.,
1998; Lazarus & Folkman, 1984). According to Lasaand Folkman (1984), coping
entails employing cognitive and behavioural effaits manage internal and external
demands that are appraised as stressful, usingtwary categories of coping, namely
emotion- and problem-focused strategies. Theskoatproposed that appraisal, an
individual’s perception or interpretation of a sstil event (such as a diagnosis of
cancer), determines to some degree how such avidodl copes with the event. One
mediating factor and determinant of coping outcotties has in recent years received
attention is self-efficacy for coping with cancbterluzzi et al., 2001).

Self-efficacy defined
According to Bandura (1994; 2003), perceived stléa&cy, an integral part of Bandura’s
Social Learning Theory (1977), is defined as peseliefs and judgments about their



capabilities to produce designated levels of atteimt and performance which exercise
influence over events that affect their lives. sTbelief system influences how people
feel, think, motivate themselves, and behave. -&élfacy produce these diverse effects
through four major processes, namely; cognitivetivatonal, affective and selection
processes. Unless people believe that they catupeodesired outcomes through their
actions, they have little incentive to act, or tergevere in the face of difficulties
(Bandura, 2003). He proposed that an efficaciouslook produces personal
accomplishments, and reduces vulnerability to sfrasxiety and depression (Bandura,
2003).

Bandura (1997; 2003) further suggested that sétfasly is task-specific, that there is no
all-purpose measurement of perceived self-efficany that such an approach has limited
explanatory and predictive value. He thus argired $cales of perceived self-efficacy
must be tailored to relevant activities and theipalar domains of functioning which are
the object of interest. Applying this to the codtef oncology, several measures of self-
efficacy in cancer have been developed, such a€#meer Behaviour Inventory (CBlI,
Merluzzi et al, 2001), Self-Efficacy for Advance@@er (SEAC, Hirai et al., 2001), the
Stanford Emotional Self Efficacy Scale-Cancer (SESE Giese-Davis et al., 2004), and
the Stanford Inventory of Cancer Patient AdjustmgICPA, Telch & Telch, 1986).
Since self-efficacy is a concerned with perceivegability, as opposed to intent,
Bandura (2003) suggests that items assessingfeHfiey should be phrased in terms of

can do as opposed twill do.

Self-efficacy, coping and adjustment to cancer

In recent years it has been suggested that setgejf within oncology settings is a
determinant of positive outcomes and facilitatepimg and adjustment to cancer
(Beckham et al., 1997; Hirai et al., 2002; Kohnalet2009; Kreitler et al., 2007; Manne
et al., 2006; Merluzzi et al., 2001). Several sadave also found that people with high
self-efficacy report less psychological distressl detter psychological and functional
outcomes in coping with other chronic illnessedudmg arthritis, pain and diabetes
(Buescher et al., 1991; Eiser et al., 2001; Ki§jate Ridder, 2003; Lorig et al., 1996).



Lev (1997), in a review of research examining tpeligation of Bandura’'s theory of

self-efficacy in oncology, points out that evidermeggests relationships between self-
efficacy and cancer prevention, and adaptatioratzer. Furthermore, strong percepts of
self-efficacy predict intention to quit smokingcmease participation in cancer screening
programs, enhance self-care behaviours and adjostme cancer diagnosis. High self-
efficacy is associated with increased adherendeeiment as well as with decreased
physical and psychological symptoms. These sam&svare echoed by Haas (2000), in
that self-efficacy, in oncology, is an effectiveteteninant of disease prevention, early
detection behaviours and adaptation to cancer,tlaadit has potential for enhancing

health promotion in people living with cancer.

Self-efficacy in coping with cancer correlates Mghvith psychological adjustment,
suggesting that those with higher self-efficacy better adjusted to cancer than those
with low coping efficacy (Howsepian & Merluzzi, 280Nairn & Merluzzi, 2003). In
the same vein, higher self-efficacy in coping hasiraverse relationship with disease
impact, suggesting that patients with higher s#it&cy are better able to cope with
health-related physical dysfunctions of cancer (Bepian & Merluzzi, 2009; Nairn &
Merluzzi, 2003). Structural models of coping swgigéhat self-efficacy plays an
important role as a mediator of the effects of eanmpact and variables such as social
support on adjustment (Howsepian & Merluzzi, 208@jrn & Merluzzi, 2003). This
implies that, apart from factors such as diseaggaaotnand social support, patients’
beliefs about their capabilities for cancer-relategping determine their adjustment to
cancer. In Merluzzi and Martinez Sanchez’s (198ifjal study on the development and
validation of the CBI, self-efficacy correlated mificantly and positively with
psychological adjustment, mental health as welliis satisfaction with life. A limited
number of studies have further suggested a surbgaéfit for patients with high self-
efficacy compared to those who are less efficaciftisgde et al., 2002; Martinez-
Sanchez, 1996; Merluzzi & Nairn, 1999).



Self-efficacy, psychological symptoms and quality of lifein cancer

With reference to psychological distress and matyjpicdseveral studies report inverse
relationships between self-efficacy and psycholalgesymptoms (Beckham et al., 1997;
Giese-Davis et al., 1999; Lev & Owen, 1996). PFaaraple, a recent Japanese study by
Kohno and associates (2009), involving patienthviibth early stage and advanced
primary gastrointestinal cancer, found strong negatorrelations between all subscale
of the SEAC self-efficacy measure and anxiety, éegion, psychological distress and
post-traumatic stress symptoms. In another Japastady of advanced cancer patients,
similar high negative relationships were found testw self-efficacy and, depression and
anxiety (Hirai et al., 2002). Of interest in tisizidy is that in the final structural equation
model, self-efficacy accounted for 71% of the vacm in emotional distress whereas
physical condition accounted for 8% of the varianteelf-efficacy. Self-efficacy was
also found to not only influence patients’ adjusttni® cancer (Lev et al., 1999), but also
to reduce and weaken perceived stress (Kreitlat.,e2007). In the study by Beckham et
al. (1997), self-efficacy correlated strongly anegatively with depression, negative
affect, psychological distress and sickness-relatgsfunctional behaviours. These
findings are supported by those of Graves and &#ssc(2003) whose study yielded

significant negative correlations between CBI salesscand mood states.

Research investigating the relationship betweefie$gtacy and quality of life (QoL)
suggest a positive relationship between thesehasgCunningham et al., 1991; Kreitler
et al., 2007; Lev et al., 2001; Lev et al., 199%rMzzi et al., 2001). For example,
Merluzzi and associates (2001) found significard hrgh positive correlations between
guality of life and nearly all subscales of the CBIhis suggests that more efficacious
patients are able to achieve higher quality oftlifen those with low self-efficacy. These
findings are supported by Kreitler and associa307) in that higher self-efficacy

affects quality of life positively.

Intervention studies have further suggested thgchmsocial intervention aimed at
enhancing self-efficacy are effective (Akin et aRQ08; Beckham et al., 1997,
Cunningham et al, 1991; Telch & Telch, 1986, Weddeal., 2004). In brief psychosocial



intervention programs, Cunningham and associataar(@gham, 2005; Cunningham et
al., 1991) found significant improvements in sdffeacy, mood and quality of life.
Similar observations were made by Cunningham g{£093), Graves et al., (2003), Lev
et al., (2001) and Telch and Telch (1986). In iafl#-week intervention program with
prostate cancer patients, Weber and associated)(#{hd a significant increase in self-
efficacy and reduction in depression in the intati@ group compared to the control
group. These studies suggest that self-efficacybmachanged and enhanced. On the
other hand, Giese-Davis et al., (2002) found naigant improvements in emotional
self-efficacy 12 months post-intervention. Howevself-efficacy in the control group
(i.e., no intervention) declined significantly, Whithat of the experimental group (i.e.
received intervention) remained stable. Withouenvention, it appears that cancer
patients’ self-efficacy decreases significantly roviene, and significantly influences

patients’ quality of life (Lev, et al., 1999).

Additionally, self-efficacy appears to moderateigmattdoctor interactions. Han et al.
(2005) found that cancer patients with lower emmudlo self-efficacy for cancer
experienced greater problems in interacting witbtois and nurses. Cancer-related self-
efficacy has been related to the quality of commation and interactions between
physicians and patients (Collie et al., 2005; Zaeakaet al., 2003). This is of importance
in that high quality of patient-doctor interactiomsfluence aspects such as greater
adherence to treatment (DiMatteo, 2003), patietisfaation and positive treatment
outcomes (Tennstedt, 2000), as well as better pdygital adjustment (Buttow et al.,
1996).

AIMSOF THE STUDY

In light of the literature on self-efficacy and dssociation to psychological distress and
quality of life, and the lack of such research witthe southern African context, the aims
of this comparative study were three-fold. Firsttyexplored self-efficacy for coping of
Oshiwambo-speaking Namibian and Sesotho-speakinghS&rican women diagnosed
with breast and cervical cancer. Secondly, thealystunvestigated the relationship
between self-efficacy, on the one hand, and anxgpression, psychological distress



and quality of life, on the other. Thirdly, thaudy aimed at comparing Namibian and

South African cancer patients in relation to the sims above.

METHODOLOGY

Settings and procedures

Participants were a convenience sample of womeh withistologically confirmed
diagnosis of primary breast- or cervical canceratiddts were recruited from two
outpatient oncology clinics at public hospitals,yedy the Oshakati State Hospital
(Namibia) and Bloemfontein’s Universitas Academiasdital (South Africa). Namibian
patients were Oshiwambo-speaking, and South Afpagents were Sesotho-speaking.
All patients were approached by the researcheraimed research assistantd' (fear
psychology students) in the waiting room while wejtto be seen by medical oncology
personnel. The study was explained to the patemisconsent to participate in the study

was obtained.

The inclusion criteria were as follows: a diagsasi breast or cervical cancer, aged
years, ability to speak and understand Oshiwamlzonihia) or Sesotho (South Africa),
ability to give written or verbal consent and kneddie of the cancer diagnosis. Patients
who were too physically ill (e.g. on stretchergatient), had obvious mental disabilities
(e.g. severe mental retardation, not orientatedinbe@, place or person), or were not
informed yet of their cancer diagnosis were exaiuilem the study.

Ethical approval and permission for the study wgramted by the Ministry of Health and
Social Services in Namibia, and in South Africatbg Ethics Committee of the Faculty
of Health Sciences at the University of the FreteS(UFS), the Department of Health of
the Free State Province and the Department of @acapy of UFS’ Faculty of Health.

I nstruments
Four research instruments were utilized:
SHf-efficacy for coping: The Cancer Behavior Inventory (CBI-L) (MerluzNairn &

Martinez Sanchez, 1999) is a 33-item measure deffatacy for coping with cancer,



derived from its 51- and 43-item predecessors (Meil & Martinez Sanchez, 1997,
1998). It assesses self-efficacy and adjustraerdss seven factors. These are: (1)
Maintaining activity and independence; (2) Seekingd understanding medical
information; (3) Stress management; (4) Coping wigdatment-related side-effects; (5)
Accepting cancer/Maintaining a positive attitudé) (Affective regulation; and (7)
Seeking social support. The CBI is scored on &-pimint Likert confidence scale (1=
“not at all confident”, 5="moderately confident’=9'totally confident”). A total score
for self-efficacy for coping can be obtained by soimg the ratings on all items. For the
purpose of this study, the total score is refetceds “global self-efficacy”. In the USA,
the CBI has been found to be a reliable instrumeétit an alpha of 0.96 for the entire
inventory (alphas ranging from 0.80-0.88 for thetdas), and correlates highly with
measures of psychological adjustment and qualitife{Merluzzi et al., 2001; Merluzzi
et al., 1999). No psychometric data could be fotorxdthe CBI in Namibia and South
Africa.

Quality of Life: The 26-item World Health Organization Quality lafe (WHOQOL-
Bref) (WHOQOL Group, 1996) is a generic self-repor¢éasure of quality of life. It
assesses 4 domains namely: physical health, pggibal health, social relationships
and environment, which constitute global QoL. Twoestions each assess general
perception of quality of life and satisfaction wittealth. The WHOQOL-Bref was
developed and piloted in 15 culturally diversediekenters around the world, including
Zimbabwe, and has been translated into approxign2@languages (WHOQOL Group,
1996, 1998). It has been used in research witienAfrican contex{Awadalla et al.,
2005; Mutimura et al., 2008in other developing countries (Hwang et al., 2003;)vall
as in cancer research (Amir & Ramati, 2002; Awadal al., 2007; Guernelli Nucci &
Martins do Valle, 2006; Mohan et al., 2007; Molerl., 2006).

Psychological distress: The Distress Thermometer (DT)(Roth et al., 19@8)he most
well-known single-item visual analogue screeningtruitment of global psychological
distress for use in oncology settings (Mitchell020National Comprehensive Cancer

Network, NCCN, 2008). It has in recent years gaimaternational popularity and



compares favourably with longer well-establishetesning measures of psychological
distress (Akizuki et al., 2003; Cohen et al., 20G2ssler et al., 2008; Jacobsen et al.,
2005; Ozalp et al., 2007; Trask et al., 2002).

The Hospital Anxiety and Depression Sc8ADS) (Zigmond & Snaith, 1983) is an

internationally acclaimed instrument with over 3Bduage translations (Bedford et al.,
1997; Herrmann, 1997). It is a 14-item measuremestruments for anxiety and

depression, and the HADS total scale is used asasune of psychological distress
(Chaturvedi, 1991; Hopwood et al., 1991; Ibbotsbrale 1994; Razavi et al., 1990;
Spinhoven et al., 1997). The HADS is often used denchmark in validating other
screening measures of psychological distress (@afsBultz, 2003) and has previously
been used in a southern African oncology settireydRl et al., 1998).

Socio-demographic data: A self-composed socio-demographic questionnaas used to
gather information such as age, marital statuspssmmnomic status (SES), educational
background, time since diagnosis, type of canaad, @erceived usefulness of patients’

social support system.

All the research instruments were translated inshi®@ambo and Sesotho by means of
backward-forward translation procedure throughherersities of Namibia and the Free
States’ departments of psychology and languageresxpkn the translation of the Sesotho
version of the CBI, item 28 (“maintaining hope” Bactor 5) was erroneously omitted.
To address this, the mean score for Factor 5 wagpeted and substituted for the
missing item. This method for dealing with missitgms and data is suggested and

outlined in the CBI manual (Merluzzi et al., 1999).

Statistical analysis

Descriptive statistics were utilized to charactetize sample with regard to demographic
characteristics. Pearson and Spearman correlatiomsre employed to explore the

relationships between factors of self-efficacy,wadl as the relationship between self-

efficacy, on one hand, and psychological morbidigyality of life and patient



characteristics of a continuous nature, on theroti@ad. Kruskal-Walligests were
employed to explore differences between the scofellamibian and South African
patients. Statistical significance was testedgisivo-tailed p-value (5% level) and 95%

confidence interval.

RESULTS

Socio-demographic characteristics

The total sample size for the study was N=227, bictv n=102 (49 breast cancer; 53
cervical cancer) were Namibian and n=125 (69 breaster; 56 cervical cancer) South
African. The Namibian sample was significantly eldmean= 56.77; S.D.=14.27) than
the South African sample (mean = 52.21; S.D. =@2(p<0.05). South African patients
were significantly more recently diagnosed (me&h6Q; S.D.=12.65) compared to the
Namibian patients (mean 31.55;S.D.=32.80) (p<0.05).

Approximately a third of patients from both natibties were married, and only a few of
the patients were employed. Patients in this stwéye primarily from low socio-

economic status, and had little or no formal edonat The majority of patients in both
South African and Namibia rated the usefulness heirtsocial support systems as
moderate to high. The socio-demographic charatiesi of the study sample are

depicted in Table 1.

Reliability of the CBI

Cronbach alphas for the entire 33-item scale obthfor the Namibian (0.89) and South
African (0.95) samples were high, suggesting that $cale has good overall internal
consistency for both samples (see Table 2). Iateconsistency, particularly for the
South African sample, was similar to those in stadby Merluzzi and associates
(Merluzzi et al., 2001, 1997; Nairn & Merluzzi, 280 However, internal consistency for
stress management, affective regulation, and sgaliaial support factors were very low

for the Namibian sample.
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Table 1: Socio-demographic variables

Socio-demogr aphic variables

Number of patients

Namibian (N=102) South African (N=125)
Agein years(mean + S.D. 56.77 +14.2 52.21 +125
Time since cancer diagnosis (months) (mean + S.D.) 3155+ 32.80 12.60 + 12.65
median=20.00 median=7.50

Type of cancer

Breast cancer 49 69

Cervical cancer 53 56
Marital status

Never married 30 25

Married 321 44

Divorced 6 7

Separated 1 13

Widowed 32 23

Not reported 2 13
Employment status

Employed 16 34

Unemployed 41 23

Retired 5 12

Full-time homemaker 4 9

On leave from employment 0 6

On disability grant/benefits 5 11

Pensioner 31 30
Socio-economic status

Low income 68 86

Low-to-middle income 16 21

Middle income 12 16

Middle-to-high income 1 2

Missing 5 0
Highest education

Little or no formal education 64 76

Some secondary education 23 21

High school 8 14

Higher education 5 13

Missing 2 1
Usefulness of social support

Low usefulness 33 11

Moderate usefulness 30 54

High usefulness 39 60

Table 2: Cronbach alpha coefficientsfor the CBI obtained for the Namibian and South African samples

CBI Factor name
Maintaining activity and independence
Seeking and understanding medical information
Stress management
Coping with treatment-related side-effects
Accepting cancer/Maintaining a positive attitude
Affective regulation
Seeking social support
Global self-efficacy (i.e. total CBI score)

Namibia
0.81
70.8
0.52
0.67
0.65
0.49
0.49
0.89

South Africa
0.81
0.76
0.81
.780
0.91
0.67
0.61
.99
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All inter-factor Spearman correlations for the Souétfrican data were significant and
positive, and ranged from 0.27 - 0.78. For the N¥an data, significant positive
correlations ranged from 0.22 - 0.70. With theaption of factor 6 (affective regulation,
which mostly yielded weak and non-significant pesitcorrelations), all factors yielded
significant positive correlations. Additionallynter-factor correlations were generally
stronger for the South African data compared toNlaenibian data. For both groups,
global self-efficacy (ie. total CBI score) corredt strongly with all the factors,

suggesting overall good internal consistency ofsttede.

Results of the CBI

Table 3 shows the performance on the CBIl. The nseares for the CBI were 227.05
(S.D., 35.29; median, 230.5) and 203.27 (S.D.,®618dian, 206) for the Namibian and
South African samples respectively. Kruskal-Waliests indicate that there was a
significant difference between the Namibian andtBd&frican patients (p<0.0001), with
Namibian patients showing higher overall self-eftig for coping with cancer.
Considering the range of potential scores on thg &dres obtained by patients in both
Namibia and South Africa appear to be relativelghhisuggesting overall high self-
efficacy. Additionally, scores for the entire C&hd its factors were negatively skewed
for both nationalities, suggesting that a largepprton of patients rated their self-
efficacy as high.

With regard to specific factors, Namibian patiestsred higher on all factors, except for
Factor 6, compared to their South African countegp@ll p values <0.0001). Scores for
the South African sample on Factor 6 was signitigamgher than those of the Namibian
sample. This factor assesses the balance betaed¢he one hand, the ability to express
strong negative feelings and, on the other haredaHility to withdraw from the situation
by using denial, escape and ignoring. Similarlgnssdering the possible range of
potential scores, both the Namibian and South Afripatients scored relatively low on
this factor.
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To compare performance on the individual factotdssale scores were converted to
average scores (i.e., divided factor scores bynthmber of items). This was carried out

because factor 7 (seeking social support) contdmedr items.

Table 3: Performance on the CBI

CBI Nationality Mean (SD) Range (obtained) | Possiblerange | Median Comparison

Factor of medians

1 Namibian 34.97 (8.07) 7-45 5-45 37 p<0.0001
South African 31.12 (6.44) 9-45 31

2 Namibian 33.32 (11.27) 5-45 5-45 37 p<0.0001
South African 29.48 (8.04) 10-45 31

3 Namibian 38.08 (5.91) 18-45 5-45 40 p<0.0001
South African 32.18 (6.69) 14-15 34

4 Namibian 35.13 (7.57) 9-45 5-45 36 p<0.0001
South African 31.14 (6.88) 6-44 32

5 Namibian 40.06 (5.15) 21-45 5-45 415 p<0.0001
South African 32.83 (6.92) 6-45 34

6 Namibian 24.52 (8.58) 5-44 5-45 25 p=0.0061
South African 27.74 (7.46) 11-40 27

7 Namibian 21.12 (5.11) 4-27 3-27 215 p<0.0001
South African 18.78 (4.47) 5-27 20

Total Namibian 227.05 (35.29) 123-288 33-297 230.5 p<0.0001

CBl South African 203.27 (36.89) 78-267 206

Note:

CBI Factor names:

1=Maintaining activity and independence; 2=Seeking understanding medical information; 3=Stressagament; 4=Coping with treatment-

related side-effects; 5=Accepting cancer/Maintajranpositive attitude; 6=Affective regulation; 7e8&g social support

For the Namibian patients, the highest performam@s on Factor 5 (accepting
cancer/maintaining a positive attitude) followed fgctor 3 (stress management). For
the South African patients, the highest performawes on Factors 3 and 5. Lowest
scores for both nationalities were obtained on dfa6t (affective regulation). These

differences between the highest and lowest scoees significant for both samples.

Correlation between self-efficacy, distress, anxiety and depression

Table 4a shows Spearman correlation coefficientsvden self-efficacy, anxiety,
depression and psychological distress. Negatimelkedions were found between almost
all aspects of self-efficacy and anxiety, depressand psychological distress for the
entire study sample. The strength of all correfaifor the South African sample was
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moderate to high, as well as significant. On tbeti@ry, correlations for the Namibian

cancer sample were weak, and only a few reachedisance levels.

Table 4a: Correlations between self-efficacy, psychological distress, anxiety and depression

CBI Factor Nationality DT HADS Anxiety HADS Depression | HADS Total

1 Namibian -0.19 -0.13 -0.31* -0.23*
South African -0.56** -0.53*** -0.65%** -0.61***

2 Namibian -0.26** -0.01 -0.13 -0.06
South African -0.38** -0.36*** -0.49%** -0.43%**

3 Namibian -0.17 -0.16 -0.28** -0.24*
South African -0.38** -0.60%*** -0.61*** -0.64***

4 Namibian -0.21* -0.09 -0.20* -0.17
South African -0.52¢** -0.50%** -0.60%** -0.56***

5 Namibian -0.26** -0.23* -0.33** -0.31**
South African -0.46+** -0.64%** -0.66*** -0.67***

6 Namibian 0.008 -0.20* -0.03 -0.13
South African -0.34x** -0.30%** -0.45%** -0.38***

7 Namibian -0.19 0.16 0.03 0.10
South African -0.30* -0.43%** -0.55%** -0.51 %

CBI total scale Namibian -0.27** -0.14 -0.24* -0.20*
South African -0.52¢** -0.57%* -0.70%** -0.65***

Notes:

CBI Factor names: 1=Maintaining activity and indegence; 2=Seeking and understanding medical infitoma3=Stress management; 4=Coping w(th

treatment-related side-effects; 5=Accepting caMairitaining a positive attitude; 6=Affective regtitam; 7=Seeking social support

DT=Distress Thermometer; HADS=Hospital Anxiety dDejpression Scale

*  Significant at §0.05

**  Significant at <0.01

** Significant at p<0.001

For South African patients, global self-efficacy swastrongly correlated with

psychological distress as measured by both therBT-0.52; p<0.0001) and the HADS
(r = -0.65; p<0.0001), as well as with anxiety (0=57; p<0.0001) and depression (r = -
0.70; p<0.0001). For Namibian patients, there wageak relationship between global
self-efficacy and psychological distress as meashbyeboth the DT (r = -0.27; p=0.006)
and the HADS (r = -0.20; p=0.040), anxiety (r =1&8B; p=0.167) and depression (r = -
0.24; p=0.015). As shown in Table 4b, the diffeen between almost all the

correlations for South Africa and Namibia were #igant.
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Table 4b: Comparisons of correlations between the CBI, DT and HADS: Namibia vs. South Africa (p-values)

CBI Factor DT HADS Anxiety HADS Depression HADS Total
1 0.001¢ 0.000: 0.001( 0.000*

2 0.3410 (NS 0.007¢ 0.002' 0.003¢

3 0.0818 (NS 0.0007 0.002! 0.000:

4 0.009: 0.000¢ 0.000: 0.000¢

5 0.0847 (NS 0.000: 0.001( 0.000¢

6 0.0077 0.4210 (NS 0.000¢ 0.00484 (NS
7 0.4160 (NS <0.000: <0.000: <0.000:

CBI total scale 0.025! 0.000: <0.000: <0.000:

Note: NS=not significar

Correlations between self-efficacy and quality of life

Tables 5a and 5b shows the correlations betweérféebcy and quality of life for the

Namibian and South African samples respectivelypr Both countries, all correlations

were in the positive direction. This suggests thatients with higher self-efficacy for

coping with cancer had better quality of life.

For the Namibian sample, global self-efficacy yesldsignificant low to high positive

correlations with WHOQOL-Bref’s general perceptmQoL (r= 0.23), satisfaction with

general health (r= 0.41), physical domain (r= 0.4¥%ychological domain (r= 0.26),
social relationships (r= 0.39), environmental dam@~ 0.36) and global QoL (r= 0.51).
With the exception of Factor 6, which yielded a watbeit significant correlation, all the

factors of the CBI correlated moderately with glioQaL.

Table5a: Correlations between self-efficacy and quality of life (Namibia)

*  Significant at g0.05
**  Gignificant at i0.01

**Significant at p<0.001

WHOQOL-Bref CBI Factors

1 2 3 4 5 6 7 CBI total
Gen. QoL 0.18 0.15 0.06 0.19 0.29** 0.14 0.14 0.23*
Gen. Health 0.45%** 0.44%** 0.13 0.25* 0.27** 0.07 0.26** 0.4%**
Physical 0.42%** 0.49%** 0.23* 0.24* 0.31* 0.13 0.38*** 0.47**
Psychological 0.26** 0.0¢ 0.1¢ 0.20* 0.28** 0.29** | 0.04 0.26**
Social Relations 0.21* 0.25* 0.17 0.23* 0.29** 0.31* | 0.32** 0.39%**
Environment 0.24* 0.33*** 0.28** 0.25* 0.30** 0.13 0.23* 0.36***
Global QoL 0.41%** 0.42%** 0.30** 0.32** 0.42*%** 0.25* 0.33*** 0.51%**
Notes:

CBI Factor names: 1=Maintaining activity and indegence; 2=Seeking and understanding medical infitoma3=Stress management; 4=Coping w|
treatment-related side-effects; 5=Accepting caMairitaining a positive attitude; 6=Affective regtita; 7=Seeking social support

WHOQOL-Bref= 26-item World Health Organization Qityxabf Life; General QoL consists of item 1 of tiléHOQOL-Bref; General Health consists o
item 2 of the WHOQOL-Bref; Global QoL consists t&ms 1-26 of the WHOQOL-Bref

th

f

15



For the South African sample, global self-efficagglded significant moderate positive
correlations with WHOQOL-Bref’s general perceptmQoL (r= 0.44), satisfaction with

general health (r= 0.41), physical domain (r= 0.3f§ychological domain (r= 0.40),
social relationships (r= 0.43), environmental dam@ 0.49) and global QoL (r= 0.49).
With the exception of Factor 6, all the factorglod CBI correlated moderately to highly
with global QoL. As with the Namibian data, Facéwielded a significant but weak

correlation with global QoL.

Table5b: Correlations between self-efficacy and quality of life (South Africa)

WHOQOL-Bref CBI Factors
1 2 3 4 5 6 7 CBI total

Gen. QoL 0.35*** 0.14 0.43*** 0.50*** 0.38*** 0.28** 0.34*** 0.44***
Gen. Health 0.42%** 0.10 0.48*** 0.42%** 0.47*** 0.16 0.35*** 0.41%*
Physical 0.24** 0.27** 0.20* 0.27** 0.39*** 0.08 0.26* 0.30***
Psychological 0.49%** 0.31*** 0.39%** 0.33*** 0.53*** 0.07 0.29** 0.40***
Social Relations 0.40%** 0.20* 0.41%** 0.45%** 0.50%** 0.20* 0.28** 0.43***
Environment 0.48*** 0.39%** 0.35*** 0.44*** 0.52%* 0.30*** | 0.23* 0.49%**
Global QoL 0.49%** 0.34*** 0.42*** 0.45*** 0.59%** 0.19* 0.32* ** 0.49***
Notes:

CBI Factor names: 1=Maintaining activity and indegence; 2=Seeking and understanding medical infitoma3=Stress management; 4=Coping w(th
treatment-related side-effects; 5=Accepting caMairitaining a positive attitude; 6=Affective regtita; 7=Seeking social support

WHOQOL-Bref= 26-item World Health Organization Qityabf Life; General QoL consists of item 1 of tléHOQOL-Bref; General Health consists of
item 2 of the WHOQOL-Bref; Global QoL consists t&ms 1-26 of the WHOQOL-Bref

*  Significant at g0.05
**  Significant at 0.01
*** Significant at p<0.001

For most parts, Kruskall-Wallis tests revealed mgmificant differences between the
Namibian and South African patients pertainingdaeations between self-efficacy and
QoL. With regard to the correlations of globalfsdficacy to all facets of QoL, there

were no significant differences between Namibiad &wouth African cancer patients.
Similarly, there were no significant differencescrrelations of all CBI factors to global

QoL. Significant differences are depicted in Table For example, whereas the
correlation between CBI Factor 2 (Seeking and wtdading medical information) and
general health was significant and moderate folNamibian sample (r=0.44), it was low
and non-significant for South Africa (r= 0.10). @ contrary, the correlation between
Factor 4 (Coping with treatment-related side-effeeind general QoL was significant
and high for South Africa (r=0.50), but low and rgignificant for Namibia (r=0.19).
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Table 5¢c: Comparisons of correlations between the self-efficacy and quality of life: Namibia vs. South Africa (p-

values)
WHOQOL-Bref CBI Factors

1 2 3 4 5 6 7 CBI total
Gen. QoL 0.1910 0.9290 0.0027 (S 0.0081 (§) 0.4330 0.27800.1010 | 0.0832
Gen. Health 0.8200 <0.0001 (S) 0.0047 (S 0.1600 0.0807 0.524D 0.4920 | 0.9640
Physical 0.1410 0.0475 (S) 0.8180 0.8000 0.5050 0.7030 00.34 0.1510
Psychoalogical 0.041( (S) | 0.081¢ 0.107( 0.301( 0.0291 (S) | 0.088: 0.057« | 0.236(
Social Relations 0.115( 0.718( 0.054¢ 0.059¢ 0.058t¢ 0.386( 0.778( | 0.682(
Environment 0.0358 (S)| 0.6100 0.5700 0.0969 0.0411 (S) 0.19700.9680 | 0.2410
Global QoL 0.4820 0.4640 0.3230 0.2580 0.0871 0.680( 0.9160 8400.
Note:

(S) denotes significant difference aQp05

Relationship between self-efficacy and socio-demographic variables

Results regarding correlations between factorstffedficacy and age for the Namibian
sample were mixed, albeit primarily negative. Etobal self-efficacy, the correlations
was weak and negative (r= -0.14), suggesting tloainger patients had higher self-
efficacy for coping with cancer. However, thisukslid not reach significance. Factor 2
correlated significantly, albeit, weakly with age= (-0.23), suggesting that younger
Namibian patients had higher efficacy in seekind anderstanding medical information

compared to older patients (see Table 6).

Table 6: Comparison of correlations between self-efficacy and age & time since diagnosis

CBI Factor Nationality Age p-value Time since diagnosis p-value
1 Namibian -0.08 0.0064 (S) 0.04 0.8090
South African 0.27* 0.07
2 Namibian -0.23* 0.0061 (S) 0.04 0.5970
South African 0.14 -0.03
3 Namibian 0.08 0.0472 (S) -0.22* 0.0437 (§
South African 0.33*** 0.05
4 Namibian 0.05 0.2320 0.03 0.4740
South African 0.21* 0.13
5 Namibian -0.07 0.0478(S) | -0.14 0.1040
South African 0.20* 0.08
6 Namibian -0.08 0.0107 (S) -0.007 0.9520
South African 0.26** -0.02
7 Namibian -0.07 0.0023 (S) 0.05 0.4520
South African 0.33* -0.05
CBI total Namibian -0.14 0.0005 (S) 0.006 0.9800
South African 0.32%** 0.009
Note:
L Sl mos
*% Significant at p<0.001
(S) denotes significance at@05
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However, all correlations between factors of séfitacy and age were positive for the
South African sample. With the exception of Faco(r=0.14), which did not reach

significance, all correlations were moderate arghiicant for South Africans. This

suggests that older South African patients haddrigklf-efficacy for coping with cancer
in six of the CBI facets, compared to younger pasie(see Table 6). Comparing the
differences in correlations for the Namibian anditBoAfrican samples, all correlations
except for Factor 4 (Coping with treatment-relatete-effects) were significant.

With regard to the time since diagnosis, the dioast of correlations were mixed for the
entire study sample. Global self-efficacy corretatveakly and non-significantly for
both the Namibian (r=0.006) and South African sas{l=0.009). The only significant
correlation and difference was with Factor 3 (stresanagement) for the Namibian
sample (r=-0.22), suggesting that more recentlgribaed Namibian patients were more
efficacious in stress management when anticipaimjreceiving medical treatment (see
Table 6).

Pertaining to categorical demographic variables rifalastatus, employment, SES,
education, type of cancer and usefulness of satipport), there were no statistically
significant differences for the Namibian patientor the South African sample, patients
who were single, employed, had middle-high SES,ratetl the usefulness of their social
support system as high obtained significantly higilebal self-efficacy scores. As with
the Namibian sample, there were no significanted#ihces in self-efficacy for the South

African patients in relations to education and esartgpe.

DiscussioON

As a global measure of self-efficacy for copinghmtancer, the CBI appears to have
good overall internal consistency for the entiggtsample. This is particularly the case
for the South African data, which yielded higheeffiwients, in line with those obtained
in previous studies using the same measure (Merletzal., 2001, 1997; Nairn &
Merluzzi, 2003). For the Namibian data, howevdphas for stress management,
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affective regulation and seeking social suppordiacwere low, suggesting probable lack

of internalconsistencies for these factors.

With regard to the global self-efficacy, and coesidg the range of potential scores on
the CBI, both the Namibian and South African sammbtained relatively high scores.
Additionally, scores for patients in both natiotiek were negatively skewed, suggesting
that obtained scores were generally high. Addallgn global self-efficacy was similar
to that of patients in Nairn and Merluzzi's stu@pQ3) for the South African patients and
slightly higher for the Namibian patients. Compagrithe South African and Namibian
patients with reference to global self-efficacygpears that Namibian cancer patients in
the study had significantly higher global self-edity for coping with cancer. However,
the results suggest that South African patients ramre efficacious in affective
regulation, which include complex, opposing yet ptementary processes in self-

regulation of emotions (Merluzzi et al, 2001).

Results of this study indicate significant negatigkationships between self-efficacy and
anxiety, depression and psychological distressherentire study sample. This suggests
that more efficacious patients experience less eayxidepression and psychological
distress compared to less efficacious patientss iStsupportive of previous research that
suggests an inverse relationship between selfagffiand psychological morbidity in
cancer patients (Beckham et al., 1997; Cunninglearal., 1997; Howsepian & Merluzzi,
2009; Lam & Fielding, 2007) as well as in patiewith other chronic illnesses (Eiser et
al., 2001). Although correlations for both Soutfrigan and Namibian samples were
negative, the South African data yielded signifitastronger correlations. For example,
correlations with HADS psychological distress were-0.20 (Namibia) and r= -0.65
(South Africa). This suggests that self-efficacga@unted for 42% $=0.4225) of the
variance of psychological distress for the Southic&h sample, while it accounted only

for 4% (#=0.04) of the variance for the Namibian sampleflyeaten-fold difference.

As with previous studies on self-efficacy and quatf life (Graves et al., 2003; Lev,

1997;), results of this study indicate a positietationship between these variables,
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suggesting that more efficacious Namibian and Sédrican cancer patients have higher
quality of life. Although it has been suggestedttkelf-efficacy affects quality of life
(Kreitler et al., 2001), it can not be inferred rfracorrelations that high overall self-
efficacy causes higher quality of life or vise \&rsas there could be other causal
variables (Field, 2005). However, the results sstja significant moderate to strong
relationship which is probably not by chance. Glolself-efficacy accounts for
approximately 25% of the variance of global qualdfy life for both the Namibian
(r>=0.26) and South African %0.24) samples. Other studies have found higher
correlations (Graves et al., 2003; Hirai et al.020Kohno et al., 2009; Merluzzi et al.,
1999; Merluzzi et al., 2001; Nairn & Merluzzi, 2003For example, Nairn and Merluzzi
(2003), using the CBI and the Functional Assessmokftancer Therapy (FACT) quality
of life measure, found a correlation of r= 0.76g@esting a potential variance of 58%.
With regard to specific CBI factors, previous stglialso yielded generally higher
correlations between self-efficacy and quality i6é (Graves et al., 2003). Of interest,
however, is that several studies reported a loveeretation in relations to affective
regulation in comparison to other CBI factors (Gset al., 2003; Merluzzi et al., 1999;

Merluzzi et al. 2001), mirroring results of the @nt study.

With regard to age and self-efficacy, there wasigmificant difference between the
Namibian and South African patients. Whereas thenildian sample yielded primarily
negative correlations, the South African correlaiaovere all positive suggesting that
older patients were more efficacious in coping wilncer. These differences are
somehow surprising, given that it is presumed plagients in these two southern African
groups share some similarities. Previous reseaettted mixed results (Beckham et al.,
1997; Hirai et al, 2002; Howsepian & Merluzzi, 200®man et al., 2003; Merluzzi et al.,
2001). However, it has been suggested that oldiermds might have high self-efficacy
for coping with cancer. A potential explanatiorthat with age comes the experience of
having coped with a variety of life stressors oyears, thus enabling an individual to
augment confidence in coping with future stressehsas a cancer diagnosis (Merluzzi et
al., 2001).
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Socio-economic status, employment and usefulnesoadhl support system appear to
have a positive impact on self-efficacy for the ®odfrican patients. A possible

explanation is that material resources that coroenfbeing employed and having a
higher SES may play a role in fostering coping aell-efficacy. Additionally, social

support has long been recognized as one of thermagimportant resources of coping
(Bloom & Spiegel, 1984; Maly et al., 2005). It waxgpected that married patients might
demonstrate a higher self-efficacy, owing to impatthe social support. However,
single South African patients appear to have diganitly higher self-efficacy for coping

with cancer compared to those who are married,rdedy separated or widowed. This is
probably a reflection of the social dynamics. Tywdhere are many single women,
probably coping alone with multiple challenges sashwork, heading house-holds and
child-rearing while at the same time dealing wilmcer. A potential explanation is that
such single patients’ self-efficacy is probably amted through the experience of
overcoming multiple obstacles through perseverdfdrts, thus making them more

resilient as postulated by Bandura (1994).

In light of previous findings that self-efficacygyls a major role as a determinant of
coping with and adjustment to cancer as well agdbalts of the current study, the CBI
has potential research and clinical use for sontidrica. As a research tool, it could be
used in clinical trials aimed at enhancing psycpmal and medical outcomes as
proposed by Merluzzi and associates (2001). Gitext, to the knowledge of the

researcher, the CBI has not been utilized in Afrioacology settings, it might be useful
to explore components of self-efficacy within thesatexts in order to develop norms to
provide a comparative basis. As a clinical tobé €BIl might be useful in monitoring

the self-efficacy of patients in dealing with canower the course of the illness and
related treatment. Similarly, it might be utilizedevaluating outcomes of psychosocial
interventions programs aimed at decreasing psygiwb distress and enhancing self-

efficacy, quality of life, coping and adjustmentdancer.
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LIMITATIONSAND RECOMMENDATIONS FOR FUTURE RESEARCH

Although overall internal consistency for the eamt€Bl in this study was good for both
the Namibian and South African samples, alpha tweffts for stress management,
affective regulation and seeking social supportdiacfor the Namibian sample was low,
hence limiting the interpretation of the resultdaofred. A probable explanation for this
is the construct measured by those factors mighexpressed differently within this

cultural setting. This is a potential area thadeeto be explored further using qualitative
approaches in terms of what would constitute ingraraspects self-efficacy for coping
with cancer. Although instruments used in thisdgtwere translated from English by
language experts and individuals with advanceditrgiin psychology in an effort to

ensure construct validity, it is probable that aacy of the English version was not
accurately captured. This has been noted as alprevchallenge in translation of

research instruments.

To the knowledge of the researcher, the CBI hasbeen previously used in African
oncology settings. As such, there is no estaldisherms that could be used as a
comparison. In the absence of such comparative dasults obtained on the CBI were
compared to those of Merluzzi's et al, (2001) stuthys limiting generalization of the
findings. Similarly, the current study comparee therformance of Oshiwambo- and
Sesotho-speaking cancer patients only, and cabengeneralized to other groups within
the southern African region. A potential area e$earch would be to explore self-
efficacy using larger, multi-cultural samples thate representative of the local
demographics, and including patients with a varietycancer diagnoses and disease

staging.

Although the correlation approach used in the stitygests a relationship between self-
efficacy, quality of life and psychological distsggausality can not be inferred. Hence a
suggestion for future research is the use of lodgmal and experimental approaches.
Furthermore, it has been suggested that self-effice a determinant of adjustment to
cancer, and the actual mechanisms thereof neduefuetxploration. In the same vein,

this study found significant differences in the retations of self-efficacy to
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psychological distress and a number of the dembgrafariables between the Namibian
and South African samples. Further research toloexpthese differences is

recommended.

CONCLUSION

Research has proposed that self-efficacy is an ritapomediating factor in coping with
cancer. To this effect, this study aimed at exptprand comparing self-efficacy for
coping in breast- and cervical cancer patientsvimgouthern African settings. Results of
this study suggest probable overall high self-afficin both groups, although scores of
global self-efficacy for the Namibian sample wergngicantly higher. Self-efficacy
correlated negatively with psychological distresd positively with quality of life for the
entire study sample. However, for psychologicatrdss, there was a significantly
stronger correlation for the South African sampléne CBI could have both research and
clinical utility in these southern African oncologyntexts and further research using

larger multi-cultural samples is suggested.

23



REFERENCES

Akin, S., Can, G., Durna, Z., & Aydiner, A. (2008Y.he quality of life and self-efficacy of Turkish
breast cancer patients undergoing chemothergpyopean Journal of Oncology Nursing, 12(5), 449-
456.

Akizuki, N., Akechi, T., Nakanishi, T., Yoshikawk,, Okamura, M., Nakano, T., Murakami, Y., &
Uchitomi, Y. (2003). Development of a brief scregninterview for adjustment disorders and major
depression in patients with canc&ancer, 97, 2605-2613.

Amir, M., & Ramati, A. (2002). Post-traumatic sytoms, emaotional distress and quality of life in
long-term survivors of breast cancer: a preliminasearch. Anxiety Disorders, 16, 191-206.

Ashing-Giwa, K. T., Kagawa-Singer, M., Padilla, 8., Tejero, J. S., Hsiao, E., Chhabra, R.,
Martinez, L., & Tucker, B. (2004). The impact ofreeal cancer and dysplasia: a qualitative,
multiethnic studyPsycho-Oncology, 13, 709-728.

Avis, N. E., Crawford, S., & Manuel, J. (2004). yEisosocial problems among younger women with
breast cancerPsycho-Oncology, 13, 295-308.

Awadalla, A. W., Ohaeri, J. U., Gholoum, A., Khal&l O. A., Hamad, H. M. A., & Jacob, A. (2007).
Factors associated with quality of life of outpatsewith breast cancer and gynecologic cancer and
their family caregivers: A controlled studyBioMed Central (BMC) Cancer, 7, 102. Downloaded
from http://www.biomedcentral.com/1471-2407/7/102April 26, 2008.

Awadalla, A. W., Ohaeri, J. U., Salih, A. A., & Tég, A. M. (2005). Subjective quality of life of
community living Sudanese psychiatric patients:mparison with family caregivers’ impressions and
control group.Quality of Life Research, 14, 1855-186.

Bandura, A. (1977)Social Learning Theory. Englewood Cliffs, NJ: Prentice Hall.

Bandura, A. (1994). Self-efficacy. In V. S. Ratnadran (Ed.)Encyclopedia of Human Behaviour
(pp. 71-81). New York: Academic Press.

Bandura, A. (1997). Self-efficacy: The exerciseonftrol. New York: Freeman. In S. L. Manne, J.
S. Ostroff, T. R. Norton, K. Fox, G. Grana, & L. I@stein (2006). Cancer-specific self-efficacy and
psychosocial and functional adaptation to earlgestareast cancerAnnals of Behavioral Medicine,
31(2), 145-154.

Bandura, A. (2003). Self-efficacy. In R. Fernandallesteros (Ed.)Encyclopedia of Psychological
Assessment (Val. 2, M-Z) (pp. 848-853). London: Sage Publications.

Beckham, J. C., Burker, E. J., Lytle, B. L., Feldhn®. E., & Costakis, M. J. (1997). Self-efficacy
and adjustment in cancer patients: A preliminapore Behavioral Medicine, 23(3), 138-142.

Bedford, A., de Pauw, K., & Grant, E. (1997). Téteucture validity of the hospital anxiety and
depression scale (HAD): An appraisal with normasyghiatric and medical patient subjects.
Personality and Individual Differences, 23(3), 473-478.

Berard, R. M. F., Boermester, F., & Viljoen, G. 98). Depressive disorders in an out-patient
oncology setting: Prevalence, assessment, and memesg Psycho-Oncology, 7, 112-120.

24



Bloom, J., & Spiegel, D. (1984). The relationship two dimensions of social support to the
psychological well-being and social functioning wbmen with breast cancefocial Science &
Medicine, 19, 831-837.

Buttow, P. N., Kasemi, J. N., Breeney, L. J., @niffA-M, Dunn, S. M., & Tattersall, M. H. N.
(1996). When the diagnosis is cancer: patient comication experiences and preferenc€sncer,
77, 2630-2637.

Buescher, K., Johnston, J., Parker, J., Smarr, KBlickelew, S. P., Anderson, S. K., & Walker, S. E
(1991). Relationship of self-efficacy to pain belea Journal of Rheumatology, 18(7), 968-972.

Carlson, L. E., & Bultz, B. D. (2003). Cancer dists screening: needs, models, and methods.
Journal of Psychosomatic Research, 55, 403-409.

Chaturvedi, S. K. (1991). Clinical irrelevance thie HAD factor structure. British Journal of
Psychiatry, 159, 298.

Cohen, M. A., Hoffman, R. G., Cromwell, C., Schnteid J., Ebrahim, F., Carrera, G., Endorf, F.,
Alfonso, C. A., & Jacobson, J. M. (2002). The ptemae of distress in persons with human
immunodeficiency virus infectionPsychosomatics, 43(1), 10-15.

Collie, K., Wong, P., Tilston, J., Butler, L. D.ufiner-Cobb, J., Kreshka, M. A., Parson, R., Graddy,
K., Cheasty, J. D., & Koopman, C. (2005). Selief€y, coping, and difficulties interacting with
health care professionals among women living witkabt cancer in rural communitief?sycho-
Oncology, 14, 901-912.

Cunningham, A. J. (2005). Integrating spiritualityo a group psychotherapy program for cancer
patients. Integrative Cancer Therapies, 4(2), 178-186.

Cunningham, A. J., Lockwood, G. A., & CunninghamiAJ(1991). A relationship between perceived
self-efficacy and quality of life in cancer patienPatient Education and Counseling, 17(1), 71-78.

Cunningham, A. J., Lockwood, G. A., & Edmonds, C.IV(1993). Which cancer patients benefit
from a brief, group, coping skills prograrirternational Journal of Psychiatry in Medicine, 23(4),
383-398.

Derogatis. L. R., Morrow, G. R., & Fetting, J. (B)8The prevalence of psychiatric disorders among
cancer patientsJournal of the American Medical Association, 249, 751-757.

DiMatteo, M. R. (2003). Future directions in resbaon consumer-provider communication and
adherence to cancer prevention and treatneatient Education and Counseling, 50, 23-26.

Eiser, J., Riazi, A., Eiser, C., Hammersley, STé&boke, J. (2001). Predictors of psychological well
being in types 1 and 2 diabetd3sychology and Health, 16, 99-110.

Field, A. (2005). Discovering statistics using SPSS (2™ ed.). London: Sage Publicatons.

Folkman, S., & Greer, S. (2000). Promoting psyol@ well-being in the face of serious illness:
When theory, research and practice inform eactr ofPgcho-Oncology, 9, 11-19.

Franks, H. M., & Roesch, S. C. (2006). Appraisad aoping in people living with cancer: A meta-
analysis. Psycho-Oncology, 15, 1027-1037.

25



Gessler, S., Low, J., Daniells, E., Williams, Rro&gh, V., Tookman, A., & Jones, L. (2008).
Screening for distress in cancer patients: is ihgads thermometer a valid measure in the UK and
does it measure change over time? A prospectivdatan study.Psycho-Oncology, 17, 538-547.

Giese-Davis, J., Koopman, C., Butler, L. D., Class€., Cordova, M., Fobair, P., Benson, J.,
Kraemer, H. C., & Spiegel, D. (2002). Change inogamal-regulation strategy for women with
metastatic breast cancer following supportive-esgike group therapyJournal of Consulting and
Clinical Psychology, 70(4), 916-925.

Giese-Davis, J., Koopman, C., Butler, L. D., Classe., Morrow, G. R., & Spiegel, D. (1999). Self-
efficacy with emotions predicts higher quality delin primary breast cancer patients. Annals of
Behavioral Medicine, 21, S199. In K. D. Graves, C. L. Carter, E. S. Asder, & R. A. Winett
(2003). Quality of life pilot intervention for bast cancer patients: Use of social cognitive theory
Palliative and Supportive Care, 1, 121-134.

Giese-Dauvis, J., Koopman, C., Butler, L. D., JdssClassen, C., Roberts, J., Rosenbluth, R., Mgrro
G. R., & Spiegel, D. (2004). The Stanford Selfiedty Scale-Cancer: Reliability, validity, and
generalizability. In I. Nyklfek, L. Temoshok, & A. Vingerhoets (EdsBimotional Expression and
Health: Advances in theory, assessment and clinical application (pp. 204-221). New York: Brunner-
Routledge.

Graves, K. D., Carter, C. L., Anderson, E. S., &néft, R. A. (2003). Quality of life pilot
intervention for breast cancer patients: Use olas@ognitive theory.Palliative and Supportive Care,
1,121-134.

Guernelli Nucci, N. A., & Martins do Valle, E. R2§06). Quality of Life and cancerApplied
Cancer Research, 26(2), 66-72.

Han, W. T., Collie, K., Koopman, C., Azarow, J.a€%en, C., Morrow, G. R., Michel, B., Brennan-
O'Neill, E., & Spiegel, D. (2005). Breast cancendaproblems with medical interactions:
Relationships with traumatic stress, emotionats#ltacy, and social supporBsycho-Oncology, 14,
318-330.

Haas, B. K. (2000). Focus on health promotionf-8kicacy in oncology nursing research and
practice. Oncology Nursing Forum, 27(1), 89-97.

Hegde, K., Merluzzi, T. V., & Nairn, R. C. (2002)Self-efficacy and survival in breast cancer
patients. Manuscript in preparation. In R. C.rN& T. V. Merluzzi (2003). The role of religious
coping in adjustment to cancePsycho-Oncology, 12, 428-441.

Herrmann, C. (1997). International experience with hospital anxiety and depression scale: A
review of validation data and clinical resultiournal of Psychosomatic Research, 42(1), 17-41.

Hirai, K., Suzuki, Y., Tsuneto, S., lkenaga, M.,i@mne, Y., Kawabe, K., & Kashiwagi, T. (2001).
Self-efficacy for terminal cancedapanese Journal of Psychosomatic Medicine, 41, 19-27. (English
abstract only). In K. Hirai, Y. Suzuki, S. Tsunehd. Ikenaga, T. Hosaka, & T. Kashiwagi (2002). A
structural model of the relationships among sditafy, psychological adjustment, and physical
condition in Japanese advanced cancer pati€&sgho-Oncology, 11, 221-229.

Hirai, K., Suzuki, Y., Tsuneto, S., Ikenaga, M.,dd&a, T., & Kashiwagi, T. (2002). A structural

model of the relationships among self-efficacy, gijogical adjustment, and physical condition in
Japanese advanced cancer patieRsgcho-Oncology, 11, 221-229.

26



Hobfoll, S. E., Schwarzer, R., & Koo Chon, K. (199®isentangling the stress labyrinth: Interprgtin
the meaning of the term stress as is studied itiheantext. Anxiety, Stress and Coping, 11, 181-
212.

Holland, J. C. (2001). Improving the human sidecahcer care: Psycho-oncology’s contribution.
The Cancer Journal, 7(6), 458-471.

Hopwood, P., Howell, A. & Maguire, P. (1991). Ssméng for psychiatric morbidity in patients with
advanced breast cancer: validation of two selfitegoestionnaires.British Journal of Psychiatry,
64, 353-356.

Howsepian, B. A., & Merluzzi, T. V. (2009). Relais beliefs, social support, self-efficacy and
adjustment to canceiPsycho-Oncology, DOI: 10.1002/pon.1442

Hwang, H-F., Liang, W-M., Chiu, Y-N., & Lin, M-R.2003). Suitability of the WHOQOL-Bref for
community-dwelling older people in Taiwarge and Ageing, 32, 593-600.

Ibbotson, T., Maguire, P., Selby, P., Priestmang& Wallace, L. (1994). Screening for anxiety and
depression in cancer patients: the effects of des@ad treatmentEuropean Journal of Cancer, 30,
37-40.

Inman, A., Kirsh, K. L., & Passik, S. D. (2003). pNot study to examine the relationship between
boredom and spirituality in cancer patien®alliative and Supportive Care, 1, 143-151.

Jacobsen, P. B., Donovan, K. A., Trask, P. C.shlaian, S. B., Zabora, J., Baker, F., & HollandZ.J.
(2005). Screening for psychological distress irbalatory cancer patients: A multicenter evaluation
of the Distress Thermomete€ancer, 103, 1494-1502.

Johnson, R. L., Gold., M. A., & Wyche, K. F (2009pistress in women with gynecologic cancer.
Psycho-Oncology, DOI: 10.1002/pon.1589

Kohno, Y., Maruyama, M., Matuoka, Y., Matsushita, & Koeda, M. (2009). Relationship of
psychological characteristics and self-efficacgastrointestinal cancer survivorBsycho-Oncology,
DOI: 10.1002/pon.1531.

Kreitler, S., Peleg, D., & Ehrenfeld, M. (2007).tr&s, self-efficacy and quality of life in cancer
patients Psycho-Oncology, 16, 329-341.

Kuijer, J., & de Ridder, D. (2003). Discrepancy ilmess-related goals and quality of life in
chronically ill patients: the role of self-efficac{sychology and Health, 18, 313-330.

Lam, W. W. T., & Fielding, R. (2007). Is self-afficy a predictor of short-term post-surgical
adjustment among Chinese women with breast caregrcho-Oncology, 16, 651-659.

Lazarus, R. & Folkman, S. (198483ress, appraisal and coping. New York: Springer Publishing
Company, Inc.

Lev, E. L. (1997). Bandura's theory of self-effiga Applications to oncologyScholarly Inquiry for
Nursing Practice: An International Journal, 11(1), 21-37; 39-43.

Lev, E. L., & Owen, S. V. (1996). A measure offsmlre self-efficacy. Research in Nursing &
Health, 14(5), 421-429.

27



Lev, E. L., Daley, K. M., Conner, N. E., Reith, Mzgrnandez, C., & Owen, S. V. (2001). An
intervention to increase quality of life and sddi<e self-efficacy and decrease symptoms in breast
cancer patientsScholarly Inquiry for Nursing Practice: An International Journal, 15(3), 277-294.

Lev, E. L., Paul, D., & Owen, S. V. (1999). Agelfsfficacy, and change in patient’s adjustment to
cancerCancer Practice, 7(4), 170-176.

Lorig, K., Chastain, R., Ung, E., Shoor, S., & Halm H. (1996). Development and evaluation of a
scale to measure perceived self-efficacy in peogle arthritis. Arthritis and Rheumatism, 32, 37-44.

Maly, R. C., Umezawa, Y., Leake, B., & Silliman, R. (2005). Mental health outcomes in older
women with breast cancer: Impact of perceived fasilpport and adjustmenBsycho-Oncology, 14,
535-545.

Manne, S. L., Ostroff, J. S., Norton, T. R., Fox, Krana, G., & Goldstein, L. (2006). Cancer-
specific self-efficacy and psychosocial and fundioadaptation to early stage breast canéenals
of Behavioral Medicine, 31(2), 145-154.

Martinez-Sanchez, M. A. (1996). Toward a modelaators that contribute to adjustment in persons
coping with cancer. Unpublished doctoral dissenatUniversity of Notre Dame, Notre Dame, IN.
In R. C. Nair & T. V. Merluzzi (2003). The role ofligious coping in adjustment to cancésycho-
Oncology, 12, 428-441.

Merluzzi, T. V., & Nairn, M. A. (1999). An explotian of self-efficacy and longevity in persons with
cancer. Annals of Behavioral Medicine, 22, S199.

Merluzzi, T. V., Nairn, R. C., & Martinez Sanché, A. (1999). The Cancer Behavior Inventory: A
measure of self-efficacy for coping with cancer (Mal Version 2.0). University of Notre Dame,
Department of Psychology: Notre Dame, IN.

Merluzzi, T. V., Nairn, R. C., Hegde, K., Martin&anchez, M. A., & Dunn, L. (2001). Self-efficacy
for coping with cancer: Revision of the Cancer Batralnventory (Version 2.0).Psycho-Oncology,
10, 206-217.

Merluzzi, T. V., & Martinez Sanchez, M. A. (1997Assessment of self-efficacy and coping with
cancer: Development and validation of the CancédraB®r Inventory. Health Psychology, 16(2),
163-170.

Mitchell, A. J. (2007). Pooled results from 38 lgsas of the accuracy of distress thermometer and
other ultra-short methods of detecting cancer-edlahood disorderJournal of Clinical Oncology,
25(26), 2670-4681.

Mohan, A., Mohan, C., Bhutani, M., Pathak, A. Kal,/H., Das, C., & Guleria, R. (2006). Quality of
life in newly diagnosed patients with lung cangerideveloping country: Is it importan&uropean
Journal of Cancer Care, 15, 293-298.

Mohan, A., Mohan, C., Pathak , A. K., Pandey, R. 8MGuleria, R. (2007). Impact of chronic
obstructive pulmonary disease on respiratory stah quality of life in newly diagnosed patients
with lung cancer.Respirology, 12, 240-247.

Moorey, S., Frampton, M. F., & Greer, S. (2003)eT®ancer Coping Questionnaire: A self-rating

scale for measuring the impact of adjuvant psyaiold therapy on coping behaviourPsycho-
Oncology, 12, 331-344.

28



Moorey, S., & Greer, S. (2002)Cognitive behaviour therapy for people with cancer. New York:
Oxford University Press.

Mutimura, E., Stewart, A., Crowther, N. J., YarastigK. E., & Cade, W. T. (2008). The effects of
exercise on quality of life in HAART-treated HIV-pitive Rwandan subjects with body fat reduction.
Quality of Life Research, 17, 377-385.

Nairn, R. C., & Merluzzi, T. V. (2003). The rolé eligious coping in adjustment to cancésycho-
Oncology, 12, 428-441.

National Comprehensive Cancer Network (NCCN, 2008)inical practice guidelines in oncology:
Distress Management (Version 1. 2008). Retrievedh @3 April 2008 from
www.nccn.org/professionals/physician_gls/PDF.pdf

Ozalp, E., Cankurtaran, E. S., Soygiir, H., GeyikOP & Jacobsen, P. B. (2007). Screening for
psychological distress in Turkish cancer patiefscho-Oncology, 16, 304-311.

Razavi, D., Delvaux, N., Farvacques, C., & Robdye(1990). Screening for adjustment disorders
and major depressive disorders in cancer patidrisi.sh Journal of Psychiatry, 156, 79-83.

Roth, A. J., Kornblith, A. B., Batel-Copel, L., Realy, E., Scher, H. I., & Holland, J. C. (1998).
Rapid screening for psychological distress in mdih wrostate carcinoma: A pilot studyCancer,
82(10), 1904-1908.

Ryan, H., Schofield, P., Cockburn, J., Buttow, FRattersall, M., Turner, J., Girgis, A.,
Bandaranayake, D., & Bowman, D. (2005). How toogsize and manage psychological distress in
cancer patientsEuropean Journal of Cancer, 14, 7-15.

Spinhoven, P. H., Ormel, J., Sloekers, P. P. Ampen, G. |. J. M., Speckens, A. E. & Van Hemert,
A. M. (1997). A validation study of the hospitathx@ety and depression scale (HAD) in different
groups of Dutch subject$?sychological Medicine, 27, 363-370.

Telch, C. F., & Telch, M. J. (1986). Group copsldlls instruction and supportive group therapy for
cancer patients: A comparison of strategidsurnal of Consulting and Clinical Psychology, 54(6),
802-808.

Tennstedt, S. L. (2000). Empowering older pati¢gatsommunicate more effectively in the medical
encounterClinicsin Geriatric Medicine, 16(1), 61-70.

Trask, P. C., Paterson, A., Riba, M., Brines, Bifff#r, K., Parker, P., Weick, J., Steele, P., Kyko,
& Ferrara, J. (2002). Psychological considerationfssessment of psychological distress in
prospective bone marrow transplant patiefsne Marrow Transplantation, 29, 917-925.

Weber, B. A., Roberts, B. L., Resnick, M., DeimkmgG., Zauszniewski, J. A., Musil, C., & Yarandi,
H. N. (2004). The effect of dyadic intervention self-efficacy, social support, and depression for
men with prostate cancePsycho-Oncology, 13, 47-60.

WHOQOL Group (1996). WHOQoL-Bref: Introduction, mahistration, scoring and generic version

of the assessment. Field Trial Version. World IHe®rganization, Program on mental health:
Geneva.

29



WHOQOL Group (1998). Development of the World Hle@rganization WHOQOL-BREF quality
of life assessmentPsychological Medicine, 28, 551-558.

Zabora, J., BrintzenhofeSzoc, K., Curbow, B., Hopke, & Paintadosi, S. (2001). The prevalence of
psychological distress by cancer siksycho-Oncology, 10, 19-28.

Zachariae, R., Pederson, C. G., Jensen, A. B.,r&bitm E., Rossen, P. B., & von der Maase, H.
(2003). Association of perceived physician comroatidon style with patient satisfaction, distress,
cancer-related self-efficacy, and perceived conirar the diseaseBritish Journal of Cancer, 88,
658-665.

Zigmond, A. S., & Snaith, R. P. (1983). The HoabiAnxiety and Depression ScaleActa
Psychiatrica Scandinavica, 67, 361-370.

30



TABLE OF CONTENTS

Abstract
Introduction
Literature Review and Background
Coping and adjustment
Mental adjustment to a cancer diagnosis
The Menta Adjustment to Cancer (MAC) scale
Aims of the present study
Methodol ogy
Subjects
Procedures
Measures and instruments
Statistical analysis
Results
Socio-demographic characteristics
Reliability of the MAC
Results of the MAC scale
Correlations between the MAC and psychological morbidity
Correlations between adjustment to cancer, quality of life and self-efficacy
for coping
Correlations between MAC scale and socio-demographic variables
Discussion
Limitations and recommendations for future research
Conclusion

References

© 00 N N N N o o w NN Pk

P S T S T S T
w N O O O

15
17
17
20
20
22



TABLES

Table1:

Table 2:

Table 3:

Table 4:

Table 5a

Table 5b:

Table 6a

Table 6b:

TABLES

Socio-demographic characteristics

Cronbach alpha coefficients for the Namibian and
South African samples

Inter-scale correlations
Means and SD for the Namibian and South African samples
Correlations between the original MAC sub-scales, DT and HADS

Correlations between MAC summary scales, DT and HADS
Relationship between MAC, quality of life and self-efficacy
for coping (Namibia)

Relationship between MAC, quality of life and sdf-efficacy
for coping (South Africa)

Page

10

11
11
12
14

14

16

16



ARTICLES

A COMPARISON OF ADJUSTMENT BETWEEN OSHIWAMBO-SPEAKING NAMIBIAN AND
SESOTHO-SPEAKING SOUTH AFRICAN WOMEN DIAGNOSED WITH BREAST OR CERVICAL

CANCER



ARTICLES

A COMPARISON OF ADJUSTMENT BETWEEN OSHIWAMBO-SPEAKING NAMIBIAN AND
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CANCER

ABSTRACT

Background: Although much research has been carried out inldegé countries on adjustment to cancer,
research within the African context is minimal. hias been suggested that adjustment styles to @ercan
diagnosis influence patients’ well-being, and aated to psychological morbidity, quality of liéad coping.
Objectives: The aim of this research was to investigate aoehpare Oshiwambo-speaking Namibian and
Sesotho-speaking South African women diagnosed Witast or cervical cancer with regard to mental
adjustment to canceMethods. The Mental Adjustment to Cancer (MAC) scale, Dissr&hermometer (DT),
Hospital Anxiety and Depression Scale (HADS), 28vit World Health Organization Quality of Life
(WHOQOL-Bref) and Cancer Behavior Inventory (CBIene used. The sample consisted of 102 Namibian and
125 South African patientsResults: Namibian and South African patients reported compiar and probably
high levels of hopeless/helplessness, but diffevéd regard fighting spirit, anxious preoccupatidatalism
and avoidance. Fighting Spirit (FS) correlatedatiegly with anxiety, depression and psychologitiatress
for both Namibian and South African patients, hoerethe magnitude of the correlations were statbic
different between the groups. Helpless/Hopeless(téd1) correlated positively with psychological rolity.
Anxious Preoccupation (AP), Fatalism (F) and Avaicka (A) scales yielded mixed and conflicting residr
this study, probably suggesting that these aspaeisexpressed differently within these culturatisgs.
Quality of life and self-efficacy correlated posgély with Fighting Spirit. Summary positive andgagive
adjustment scores correlated positively and neglgtiwith FS and H/H respectively for the study séamp
Conclusion: Given the low internal consistencies for the H/HR, A=, and A sub-scales of the original MAC
scale, and superior internal consistencies of tinensary positive (MAC-SPA) and negative adjustm&hAC-
SNA) recently suggested by Watson and Homewoothduresearch is recommended using the new twosfact
structure.  Psychosocial intervention to enhanghtifig spirit, reduce hopeless/helplessness antease

psychological well-being of southern African canpatients might be useful, and this need furthetaration.

Key words: cancer, mental adjustment, distress, qualitifefself-efficacy, coping, Namibia, South Africa

INTRODUCTION

Coping and adjustment to illness are among the makly researched topics. Within
oncology settings, it has been suggested that ype of adjustment responses that
patients adopt play a major role in overall welidge Additionally, research has
indicated relationships between adjustment resporneecancer, and psychological



distress, quality of life and self-efficacy for ¢og with cancer. In light of these prior
findings and the lack of psycho-oncology researdthinv African contexts, this study
explored and compared mental adjustment to carfgeateents in two southern African

countries.

LITERATURE REVIEW AND BACKGROUND

Coping and adjustment

Within the discipline of psycho-oncology, copingdaadjustment are some of the most
widely studied and researched concepts (Grassl.,efi@3). In the conceptual and

research model that has guided the work of psyctomlogy throughout the 1990s, these
concepts have been among the mediating variabé¢<dmed the core of psychosocial
oncology research (Holland, 2001). Criticisms hdeen leveled that the interplay
between theory, empirical research and clinicatiore, although ideal, remains not fully

integrated (Folkman & Greer, 2000), and that chflicuseful theoretical models have
rarely been articulated (Brennan, 2001). To tHfece Folkman and Greer (2000),

among others, have postulated a theory for psydmlsatervention, which represents a
convergence of Lazarus and Folkman’s model of steesd coping (Folkman, 1997;

Lazarus & Folkman, 1984), and Greer, Watson antkaglies’ conceptualization of

mental adjustment to cancer (Greer et al., 1978e& Watson, 1987; Moorey & Greer,

2002; Watson et al., 1988).

The concepts coping and adjustment have not bedrdefened and have often been
used synonymously in research (Nordin et al., 199&)cording to Lazarus and Folkman
(1984), coping entails constantly changing cogaitand behavioural efforts to manage
specific external or internal demands that are appd as taxing or exceeding the
resources of an individual.  These authors pastulhat appraisal, an individual’s

perception or interpretation of a stressful evesiici as a diagnosis of cancer),
determines to some degree how such an individupe<owith the event. Mental

adjustment to cancer refers to the cognitive ankabieural responses made by an
individual to a cancer diagnosis. It includes ajgal (i.e. how the patient perceives the
implications of cancer) and the ensuing reactido®es What the patient thinks and does in



order to reduce the threat posed by cancer) (G1884,; Greer & Watson, 198Greer et
al., 1989). One of the major differences in thesecepts is that in mental adjustment,
cognitive appraisal of a demanding situation is ddterentiated from the ensuing
reactions (Mystakidou et al., 2005; Nordin et 8999).

Mental adjustment to a cancer diagnosis

Five most common adjustment styles in response tmarecer diagnosis have been
identified and suggested (Greer & Watson, 1987; idpo Greer, 2002). Fighting
Soirit: the patients fully accepts the diagnosis, seesctimcer diagnosis as a challenge,
adopts an optimistic attitude, and believes thet fitossible to exert some control over the
illness. Helplessness/Hopelessness:  the illness is viewed as a loss, the patient is
completely engulfed by the diagnosis and is pessimiand active strategies for fighting
the illness are absentAnxious Preoccupation: the diagnosis is seen as a major threat,
prognosis is uncertain, there is uncertainty oberdontrol that can be exerted, and the
patient’'s reaction to the diagnosis is marked bysiptent anxiety. Fatalism/Soic
Acceptance: the patient acknowledges the diagnosis, seesatminor threat, there is an
absence of confrontative strategies, and the gaagsumes an attitude of resignation and
passive acceptanceAvoidance/Denial: the patient sees the diagnosis as a minimal
threat, and denies or minimizes its seriousnestthé€se responses, fighting spirit and
hopelessness/helplessness are probably the moslyweaferred to in psycho-oncology

research (Inoue et al., 2003; Watson & Homewood820

It has been proposed that psychological responseatmer might be a significant
predictor of disease outcome (Greer, 1991). Séwgardies found that fighting spirit and
avoidance/denial were associated with reduced ofs#lisease progression and longer
survival (Greer et al., 1979; Greer et al., 1996hto et al., 2006; Morris et al., 1992;
Pettingale et al, 1985; Tschuschke et al., 2001). has also been proposed that
helplessness/hopelessness, fatalism and avoidarihgc@re associated with disease
progression and worse prognosis (Brown et al., 200@Clemente & Temoshok, 1985;
Jensen, 1987; Watson et al., 1999). Several nement studies suggest that minimizing

the illness and its impact is associated with uodasble prognosis (Buttow et al., 2000;



Obsorne et al., 2004). However, from the literatueview, it appears that results
regarding the specific adjustment responses andabgociations to disease outcome are
mixed (Andrykowski et al., 1994; Cassileth et 4B85; Dean & Surtees, 1989; Osborne
et al., 2004). For example, Greer (1991) points that the survival benefit might
probably only be applicable to early-stage non-statec cancer and that evidence
regarding metastatic cancer is ambiguous. In antemeta-analysis of longitudinal
prospective studies, Garssen (2004) suggests thil thelplessness seems to contribute
to an unfavourable prognosis and denial/minimizmg favourable prognosis, the role of
fighting spirit and fatalism is doubtful. In a i@ar follow-up study, Watson et al.
(2005) found that hopelessness/helplessness hatfeah on survival, but fighting spirit
offered no survival benefits. Moreover, Moorey a@deer (2002), point out that
evidence regarding the survival benefit of psyclka@dointerventions (which is often

aimed at enhancing coping and adjustment) remagwclusive.

With regard to psychological morbidity, there haset more consistency in the
suggestion that the type of response to cancer nisingportant determinant of
psychological morbidity and well-being (Costa-Regaué& Gil, 2009; Gilbar et al., 2005;
Grassi et al., 2005; Nordin et al., 1999; Osbortnal.e 1999; Schou et al., 2004; Watson
et al., 1984; Watson et al., 1999). For exampé&rdfo et al. (1994), found an inverse
correlation between fighting spirit and psycholagidistress. Similarly, fighting spirit
has been associated with better coping (Classex.,e1996). In a Norwegian study,
hopelessness, fatalism and anxious pre-occupatiene a&ll found to be predictive of
anxiety, and patients who used helpless/hopelessrstgle were found to be
approximately four times at greater risk for exprding depression (Schou et al., 2004).
Likewise, in a Japanese study (Akechi et al., 206@hting spirit correlated negatively
and significantly with mood disturbance, while Hefs/hopelessness, anxious
preoccupation and fatalism correlated positivelthwnood disturbances. This suggested
that patients with higher fighting spirit experienless mood disturbances and supports
the view of other research findings in this regé@&tassi et al., 1993; Schnoll, 1995;
Watson et al., 1988; Watson, 1991). Patients Wiginer hopelessness and anxious pre-

occupation report elevated levels of anxiety angretesion (Osborne et al., 1999).



With regard to quality of life (QoL), research segts a relationship between adjustment
response and QoL (Schnoll et al., 1998). In aystoddetermine the effect of adjuvant
psychological therapy on quality of life of cangeatients, (Greer et al., 1992) found
significant increased fighting spirit and quality Ilde as well as reduce helplessness,
anxiety and depression. Similarly, studies haported a relationship between mental
adjustment and self-efficacy for coping with cancefFor example, Merluzzi and
Martinez Sanchez (1997) found a positive relatigndletween fighting spirit and self-
efficacy, and a negative correlation between hsfglepelessness and self-efficacy,
suggesting that more efficacious patients resporaddancer diagnosis with higher levels
of fighting spirit and lower helplessness. Inteven studies further suggests that
psychosocial programs may enhance fighting s@@rglund et al., 1994) and decrease

hopelessness, anxious preoccupation and fatalisee(@t al., 1991).

The Mental Adjustment to Cancer (MAC) scale

The Mental Adjustment to Cancer (MAC) scale (Watsbral., 1988) is probably the
most well-known measure of adjustment to cancdtholigh it was developed to assess
responses of patients to a cancer diagnosis, ialsasbeen used frequently as a measure
of coping strategies (Lampic et al., 1994; Schabll., 1995; Schwartz et al., 1992). The
MAC scale has been adapted to assess coping amstradjpt to other illnesses such as
strokes (Lewis et al., 2001) and HIV (Grassi ef 4098; Kelly et al., 2000). Within
oncology settings, the MAC scale has been widelgdusmternationally including
southern Africa (Schlebusch & Van Oers, 1999),dlated into various languages, and
factor structured by various researchers (Akechi.eR000; Braeken et al., 2009; Cayrou
et al., 2003; Ferrero et al., 1994; Grassi etl@93; Grassi & Watson, 1992; Mystakidou
et al., 2005; Nordin et al., 1999; Osborne et #99; Scholl et al., 1998; Schou et al.,
2005; Schwartz et al., 1992). Several studies eaaenined the psychometric properties
of the MAC scale and replicated its factor struet(Braeken et al., 2009; Cayrou et al.,
2003; Costa-Requena & Gil, 2009; Mystakidou et2005; Nordin et al., 1999; Osborne
et al., 1999; Schwartz et al., 1992; Watson & Homesy 2008) and report somehow

different factor structures with new sub-scaleshas been suggested that differences in



results of the factor analyses is probably becanfsdiversity in methods of factor
analyses, non-compatibility of samples, culturdifedences in understanding of the
guestions, and overlapping constructs (Scholl .etl808; Watson & Homewood, 2008).
No psychometric data could be found for the MACNamibia and South Africa.
Recently, Watson and Homewood (2008) re-analyzed MAC scale using a large
sample (n=1255) in the United Kingdom. They repdrtthat the original
helplessness/hopelessness scale of the MAC iseallyestable and robust, and that there
are two overarching categories of adjustments resgs) positive and negative
adjustments. The authors suggest a new two-fagttoicture, namely Summary of
Positive Adjustment (MAC-SPA) and Summary of Negathdjustment (MAC-SNA), to

be used in conjunction with the original MAC sulales.

Although psychological adjustment to cancer hasibbesearched widely internationally
and various language versions of the MAC scale eaist, research using this scale
within the African region remains minimal. To tkeowledge of the researcher, one
study in South Africa (Schlebusch & Van Oers, 1989)lored the mental adjustment of
breast cancer patients using the MAC scale. Spealtyf, this study compared responses
of black and white breast cancer patients, and dotimat black patients scored
significantly higher on helpless/hopelessness andoas preoccupation, and lower on
fighting spirit. These researchers further sugggesihat these patients might be at higher
risk for psychological distress which might requogychological intervention. Watson
and Homewood (2008) recently suggested the twmifattale, and to the knowledge of
the researcher only one subsequent study (Breakan 2009) explored this possibility.
In light of international research on mental adjstt to cancer, the lack of similar
research within African oncology settings, and e developments on the MAC scale,
this study explored the mental adjustment of breast cervical cancer patients in two
southern African countries, using both the origiMAC sub-scales and the newly

suggested summary of positive and negative adjudtstales.



AIMSOF THE PRESENT STUuDY

The current study explored and compared mentalsadgnt of Oshiwambo-speaking
Namibian and Sesotho-speaking South African womagndsed with breast or cervical
cancer. Specifically, the study investigated tletationship between adjustment
responses and psychological distress, qualityfef &nd self-efficacy for coping with

cancer.

METHODOLOGY

Subjects
Study participants were 102 Namibian and 125 Séifiican patients recruited from out-
patient oncology clinics at two public hospitalsiclusion criteria were: a diagnosis of
breast or cervical cancer, aged 18 years and alajukty to speak and understand
Oshiwambo (Namibia) or Sesotho (South Africa), ibito give written or verbal
consent, and knowledge of the cancer diagnosiserawith obvious mental disabilities
(e.g. severe mental retardation, psychotic illnemsyl those not yet informed about their

cancer diagnosis were excluded from the study.

Procedures

Subjects were a convenience sample of patienthenout-patient oncology clinics
waiting rooms at the Oshakati State Hospital (OatialNamibia) and the Universitas
Academic Hospital (Bloemfontein, South Africa). tieats were approached by
researcher or the researcher assistants whilengadii be seen by the medical personnel
for follow-up and/or treatment. In a separate raainthe same premises, the aim of the
study was explained and consent to participatehénstudy was requested. Since the
majority of participants were not literate, questiovere primarily read out to them by
the researcher or research assistants. The sawdiyved ethical approval from the
Ministry of Health and Social Services in Namib&mnd in South Africa by the Ethics
Committee of the Faculty of Health Sciences atUlneversity of the Free State (UFS),
the Department of Health of the Free State Provamzkthe Department of Oncotherapy
of UFS’ Faculty of Health.



Measures and instruments
A self-compiled socio-demographic questionnaire, to gather information such as age,
marital status, time since diagnosis and type oiceg was used in addition to three

research instruments:

Mental adjustment to cancer: The Mental Adjustment to Cancer (MAC) scale is a 40
item self-report questionnaire (Watsdbreer, Young, Inayat, Burgess, & Robertsdr988),
scored on a 4-point Likert scale ranging from leiditely does not apply to me”) to 4
(“definitely applies to me”). The original MAC stdzales are Fighting Spirit (FF; 16
items), Helplessness/Hopelessness (H/H; six iteds)ious Preoccupation (AP; nine
items), Fatalism (F; eight items) and Avoidance @e item). The new general
subscales proposed by Watson & Homewood (2008) Swenmary of Positive
Adjustment (MAC-SPA,; 17 items) and Summary of NegaiAdjustment (MAC-SNA;
16 items).

Psychological distress and morbidity: The Hospital Anxiety and Depression Scale
(HADS) (zZigmond & Snaith, 1983) is a 14-item intationally acclaimed instrument
with many language translations (Bedford et al97tHerrmann, 1997). It consists of
two sub-scales, anxiety and depression, and it ®xore has been used to assess
psychological distress (Chaturvedi, 1991; Hopwobdle 1991; Ibbotson et al., 1994,
Johnston et al., 2000; Razavi et al., 1990; Spiahost al., 1997). In addition to the
HADS, the Distress Thermometer (DT) (Roth et 898) was used. The DT is a single-
item visual analogue screening instrument of glgmmlchological distress for use in
oncology settings (National Comprehensive Cancetwbi&k, 2008). It compares
favourably with longer well-established screeningasures of distress and has been
widely used internationally (Akizuki et al., 20038phen et al., 2002; Gessler et al., 2008;
Jacobsen et al., 2005; Ozalp et al., 2007; Trask,€2002).

Quality of life (QoL): The 26-item World Health Organization Quality bffe
(WHOQOL-Bref) (WHOQOL Group, 1996) is a genericfgelport measure of quality of

life. It consists of 4 sub-scales (physical heagiychological health, social relationships



and environment). Two additional questions asgesseption of general QoL and
satisfaction with general health. The 26 itemsetbgr yield global QoL. The
WHOQOL-Bref was developed and piloted in 15 cullyrdiverse field centers around
the world, including Zimbabwe, and it has been dlated into approximately 20
languages (WHOQOL Group, 1996, 1998). It has besed in research within the
African settings (Mutimura et al., 2008; Ohaeriagét 2007), and in oncology research
(Amir & Ramati, 2002; Awadalla et al., 2007; Gudlnducci & Martins do Valle, 2006;
Mohan et al., 2006).

Salf-efficacy for coping with cancer: The Cancer Behavior Inventory (CBI-L) (Merluzzi,
Nairn & Martinez Sanchez, 1999) is a 33-item measirself-efficacy for coping with
cancer. It assesses self-efficacy across sevetorgagMaintaining activity and
independence; Seeking and understanding medicalmiation; Stress management;
Coping with treatment-related side-effects; Acasgpticancer/Maintaining a positive
attitude; Affective regulation; and Seeking so@apport), the sum of which provides a

score of global self-efficacy. Only global selfieficy was explored in this study.

All the research instruments were translated bguage experts into Oshiwambo and
Sesotho by means of backward-forward translatimtess through the Universities of

Namibia and the Free States’ departments of psgghol

Statistical analysis

Descriptive statistics were utilized to characterize sample with regard to demographic
characteristics. Spearman correlations were eredloyp explore the relationship
between original MAC sub-scales and psychologicarlidity, quality of life, self-
efficacy for coping, and patient characteristicsaofontinuous nature. Kruskal-Wallis
tests were carried out to compare scores of Namibiad South African patients.
Comparisons were carried out in relation to thginal MAC sub-scales. Supplementary
descriptive statistics were carried out to providescriptive data and Pearson’s
correlations for the MAC summary adjustment scoréise study did not aim to compare



the two groups with regards to summary scorestis8tal significance was tested using

two-tailed p-value (5% level) and 95% confidencaeiival.

RESULTS

Socio-demographic characteristics

Table 1 shows the socio-demographic characterisfiche study sample. Of the total
sample N=227, n=102 were Namibians and n=125 wewthSAfricans. The mean age
of the Namibian sample was 56.77 (S.D.,14.27) andHe South African sample 52.21
(S.D., 12.56). Time since cancer diagnosis (in tmgnwas 31.55 (S.D., 32.80) and
12.60 (S.D., 12.65) for the Namibian and South sini groups respectively. The

majority of the study participants were married.

Table 1. Socio-demographic characteristics

Patient characteristics Namibian (n=102) South African (n=125)
Agein years(mean + S.D.) 56.77 +14.27 52.21 +12.56
Months since diagnosis (mean + S.D.) 31.55+ 32.80 12.60+ 12.65
median=20.00 median=7.50
Type of cancer
Breast cancer 50 69
Cervical cancer 52 56
Marital status
Never married 30 25
Married 32 44
Divorced 6 7
Separated 1 13
Widowed 32 24
No information 1 12

Reliability of the MAC scale

Internal consistencies of the MAC for the study plas are depicted in Table 2, together
with Breaken et al. (2009) and Watson & Homewoo(®608) results. Cronbach’s
alphas §) for Fighting Spirit (FS) were high and acceptatoleboth Namibia (0.76) and
South Africa (0.88). However, alphas for the Avus Preoccupation (AP) (0.53) and
Fatalism (F) (0.56) sub-scales for Namibia, and aliah (0.22) and
Helplessness/Hopelessness (H/H) (0.45) sub-saaileoluth Africa were very low. This
suggests that the internal consistency might beteureable for the specific subscales and
results must be interpreted within these limitationPrevious studies have generally
yielded lower Cronbach’s. for the Anxious Preoccupation and Fatalism sulescai
comparison to the Fighting Spirit and Helplessrdgpélessness sub-scales (Breaken et

1C



al., 2009, Cayrou et al., 2003, Schwartz et al9219Vatson & Homewood, 2008).
Coefficients for the Summary of Positive AdjustméMAC-SPA) and Summary of
Negative Adjustment (MAC-SNA) were 0.76 and 0.82pexctively for the Namibian
sample, and 0.89 and 0.79 respectively for theltSAfrican sample.

Table 2: Cronbach alpha coefficients for the Namibian and South African samples

MAC Sub-scales Present Study Braeken et al. 2009 Watson & Homewood, 2008
Namibia (n=102) South Africa (n=125) (n=1255) (n=289)
Fighting Spirit 0.7€ 0.8¢ 0.7¢ 0.84
Helpless/Hopelessness 0.6¢ 0.4t 0.7t 0.77
Anxious Preoccupation 0.52 0.6C 0.5t 0.6€
Fatalism 0.5€ 0.22 0.4t 0.5¢€
MAC-SPA 0.7€ 0.8¢ 0.7¢ 0.84
MAC-SNA 0.82 0.7¢ 0.84 0.84

Table 3 shows the inter-scale correlations. Hefpless/Hopelessness correlated
significantly and negatively with Fighting Spirit=-0.25), and positively with Anxious
Preoccupation (r=0.49) and Fatalism (r=0.47) fa& Mamibian sample. Similarly, H/H
correlated positively with Anxious Preoccupation(q48) and Fatalism (r=0.43) for the
South African sample. However, the correlationMeetn H/H and FS (r= -0.04) for the
South African group was low and non-significant,ciontrast to the Namibian data as
well as previous research which found stronger tnagaorrelations (Breaken et al.,
2009; Ferrero et al., 1994; Merluzzi et al., 200ystakidou et al., 2005; Nordin et al.,
1999; Watson & Homewood, 2008). The following eiffnces in correlations between
the original MAC subscales for the two groups wstaistically significant: FS vs. AP
(p=0.0159), FS vs. F (p=0.0037) and AP vs. F (03009

Table 3: Inter-scale correlations

MAC Nationality H/H AP F A MAC-SPA MAC-SNA

FS Nam -0.25*% -0.002 0.07 -0.17 0.96** -0.153
SA -0.04 0.31%** 0.44*** -0.11 0.98** -0.04

H/H Nam 0.49%** 0.47%** 0.29** -0.20* 0.91**
SA 0.48*** 0.43*** 0.43** -0.11 0.89**

AP Nam 0.13 0.25* 0.031 0.69**
SA 0.45%** 0.39*** 0.24** 0.72**

F Nam 0.11 0.20* 0.59**
SA 0.18* 0.48** 0.52**

A Nam -0.17 0.40**
SA -0.15 0.65**

MAC-SPA Nam -0.16
SA -0.09

FF=Fighting Spirit; H/H=Hopelessness/Hessness; AP=Anxious Preoccupation; F=Fatalism; Asidanct

* Significant at p£0.05

** Significant at p<0.01

*** Significant at p<0.001
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Directions of the correlations between MAC summadjustment scales and the original
MAC sub-scales were similar for the two groups. sifAee adjustment (MAC-SPA)
correlated strongly with FS (Nam: r=0.96; SA r=0,%8nd negative adjustment (MAC-
SNA) correlated strongly with H/H (Nam: r=0.91; $20.89). The correlations between
MAC-SPA and MAC-SNA were negative, but non-sigrafit (Nam: r= -0.16; SA r= -
0.09). Braeken et al., (2009) and Watson & Homew@®008) reported stronger
significant correlations between positive and negaadjustment (r= -0.30 and r= -0.29
respectively). Results yielded significant and ifpos moderate to strong correlations
between MAC-SNA and AP, F and A for the study sampl

Results of the MAC scale

Means scores and standard deviations for the Sahple are presented in Table 4. For
comparative purposes, results of Schlebusch and Oars’ (1999) study of Zulu-
speaking black and English-speaking white SouthcAfr breast cancer patients, as well
results of Watson and Homewood (2009) and Braekah €2009) studies are included.
Kruskal-Wallis tests reveal no significant diffecen between Namibian and South
African patients with regard to Helplessness/Hogmless, suggesting comparable levels
of hopeless/helplessness. However, results fdr gatups in the current study on this
sub-scale appear to be similar to those of thekbtetients in the Schlebusch and Van

Oers study.

Table4: Meansand SD for the Namibian and South African samples

MAC Current Study Schlebusch & Van Oers, 1999 Braeken et Watson &
Subscales al., 2009 (T2) Homewood, 2008
Namibia South Africa Black White Dutch British
(n=102) (n=125) (n=25) (n=25) (n=259 (n=1255)
FS 52.43 (6.23) 49.47 (7.14) 50.52 (4.27)) 56.80 (8)1.4 49.44 (6.29) -
H/H 13.36 (4.07) 14.15 (3.10) 13.56 (3.12) 9.48 (2.20) 10.28 (2.89)
AP 22.82 (4.68) 25.28 (4.07) 25.56 (3.11) 22.88 (3.2]7) 20.23 (3.68)
F 23.52 (3.73) 22.66 (2.55) 23.52 (8.69) 20.00 (2.2]7) 18.71 (2.97)
A 1.79 (1.23 2.28 (1.09 2.28 (1.06 1.88 (0.72 2.15 (0.92 -
MAC-SPA 56.77 (6.29) 53.06 (7.62) - - 51.58 (6.67 54.064p
MAC-SNA 36.48 (9.25) 40.04 (7.73) - - 31.34 (7.05) 29.381p

Statistically significant differences were foundvween the Namibian and South African
samples on Fighting Spirit (p=0.0021), Anxious Rgation (p<0.0001), Fatalism
(p=0.0289) and Avoidance (p=0.0002). This suggélséd Namibian patients show
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comparatively higher fighting spirit as well asemse of fatalism, whereas South African

patients show comparatively higher levels of angipteoccupation and avoidance.

With regard to summary adjustment scores, MAC-SBgults were 56.77 (S.D., 6.29)
for the Namibian group and 53.06 (S.D., 7.62) for South African group. Means for
MAC-SNA were 36.48 (S.D., 9.25) for Namibia and@®(S.D., 7.73) for South Africa.

MAC-SPA scores in the current study appear to bapawable to results of Braeken et
al., (2009) and Watson and Homewood (2008). Howesares on the MAC-SNA in

this study appear to be higher than those in Braelk¢atson and colleagues studies,
suggesting probable worse negative adjustmenthirsbuthern African cancer patients

in the present study.

Correlations between the MAC and psychological morbidity

Table 5a shows the correlation between the orighihCVsub-scales and measures of
psychological morbidity (the DT and HADS). Cortéas in bold italics indicate
statistically significant differences between thaniNbian and South African samples.
For both groups, Fighting Spirit correlated mosthegatively with the Distress
Thermometer, HADS-Anxiety, HADS-Depression and HAD&al. However, South
African data yielded stronger correlations, anddhference between the Namibian and
South African correlations were all significantorRhe Hopelessness/Helplessness sub-
scale, all correlations were in the positive diett However, correlations with
depression and HADS distress (both r= 0.38) forNhenibian sample were significantly
stronger than for the South African group. Suipgly, correlations for both the
Anxious Preoccupation and Fatalism sub-scales werepposite directions, with the
Namibian data yielding positive correlations witheasures of distress, anxiety and
depression, while South African data yielded negatorrelations. There were no
statistically significant differences in the coabns of Avoidance, but correlation with
the HADS-Anxiety was significant for the Namibiarogp (r=0.21).
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Table5a: Correationsbetween the original MAC sub-scales, DT and HADS

Psychological MAC Subscales

mor bidity Nationality FS H/H AP F A

DT Namibia 0.04 0.06 0.16 0.12 -0.12
South Africa -0.37*** 0.03 -0.22* -0.14 0.12

HADSA Namibia -0.06 0.35%** 0.61*** 0.14 0.21*
South Africa -0.41*** 0.12 -0.005 -0.23** 0.004

HADSD Namibia -0.21* 0.38*** 0.36*** 0.11 0.09
South Africa -0.51*** 0.09 -0.20* -0.26** 0.09

HADS-Total Namibia -0.14 0.38*** 0.54*** 0.12 0.17
South Africe -0.46*** 0.10 -0.10 -0.26** 0.0z

FF=Fighting Spirit; H/H=Hopeless/Helpless; AP=Anx$oPreoccupation; F=Fatalism; A=Avoida

DT=Distress Thermometer; HADS=Hospital Anxiety dDepression Scale; HADS-A= HADS Anxiety; HADS-D=HA®pression; HADS-Total=HADS distress

* Significant at £0.05; ** Significant at g0.01; *** Significant at 50.001

Table 5b shows Pearson correlations between the BUfimary adjustment scores, the
DT and HADS. For comparison, Watson and Homew@ii08) and Braeken et al.’s

(2009) (n script) study results are included in the table.

Table5b: Correlations between MAC summary scales, DT and HADS

Psychological distress Nationality MAC summary scales

measur es MAC-SPA MAC-SNA

DT Nam. 0.06 0.14
SA -0.30** 0.05
Watson& Homewood, 2008 (UK) X X
Braeken et al.,2009 (Neth) X X

HADSA Nam. -0.02 0.46**
SA -0.53** 0.12
Watson& Homewood, 2008 (UK) -0.17 0.60
Braeken et al.,2009 (Neth) -0.27 0.63

HADS-D Nam. -0.32** 0.34**
SA -0.67** 0.07
Watson& Homewood, 2008 (UK) -0.26 0.52
Braeken et al.,2009 (Neth) -0.37 0.64

HADS-Total Nam. -0.19 0.47**
SA -0.62** 0.10
Watson& Homewood, 2008 (UK) X X
Braeken et al.,2009 (Neth) X X

*p< 0.05; ** p <0.01

For South African patients, positive adjustment @S8PA) correlated highly and
significantly with anxiety (r= -0.53), depressiar (0.67), and HADS distress (r= -0.62),
and moderately with the DT (r= -0.30). South Adrccorrelations with anxiety and
depression were stronger than those reported bgdNaBraeken and their colleagues.
For the Namibian patients, only the correlationhwHHADS anxiety (r= -0.32) was
significant. With regard to negative adjustmentA@SNA), all correlations for the
South African group were not statistically sigrgiint, albeit positive. For the Namibian

group, negative adjustment correlated significaatig positively with anxiety (r=0.46),
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depression (r=0.34)), and HADS distress (0.47). aeRen, Watson and colleagues
reported stronger positive correlations for anxietyd depression compared to the

samples in the present study.

Correlations between adjustment to cancer, quality of life and self-efficacy for coping
Correlations between the MAC, quality of life arelfsefficacy for coping with cancer
for Namibian and South African patients are showiiables 6a and 6b respectively. For
both groups of cancer patients, the correlationsvéen FS and all facets of the
WHOQOL-Bref were significant and positive. Althdugouth African data yielded
stronger correlations, there were no statisticalbynificant differences except for the
WHOQOL social relationship domain (p=0.0072). HafH, all correlations were
negative (except for the 1-item general perceptbmuality of life for SA), and the
Namibian data yielded generally stronger correfatio Whereas AP and Fatalism
correlations were primarily negative for Namibiagy were primarily positive for South
Africa. With the exception of the WHOQOL physicddmain, differences between
Namibia and South Africa with regard to the Fatalisubscale correlations were
significant. For Avoidance, Namibian data were edixvith regard to the directions of
the correlations, whereas the South African dattdgid all negative correlations. With
regard to global QoL correlations were: FS, r=0.M414, r=-0.44; AP, r=-0.19; F, r=-
0.17; A, r=-0.09 for the Namibian group and FS,.#80 H/H, r=-0.24; AP, r=0.02; F,
r=0.27; A, r=-0.24) for the South African group. ruskal-Wallis tests revealed no
significant difference in these correlations excépt Fatalism (p=0.0009), suggesting
that South Africa patients with higher global qtiabf life reported significantly higher
fatalism compared to their Namibian counterpaHswever this correlation (r=0.27) was

small.

Self-efficacy for coping with cancer correlatecosigly and positively with fighting spirit

for both Namibian (r=0.51) and South African (0.p@Yients. There were no significant
differences in these correlations for the two gsugor the Anxious Preoccupation,
Fatalism and Avoidance sub-scales, correlationsSi#yrwere positive and significant,

whereas primarily negative and non-significant fdamibia. Kruskal-Wallis tests
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revealed statistically significant differences iarrelations of self-efficacy to Anxious
Preoccupation (p=0.0009), Fatalism (p=0.0007), Andidance (p=0.0208) for the two
groups of patients.

Table 6a: Relationship between MAC, quality of life and self-efficacy for coping (Namibia)

Variables Original MAC sub-scales MAC Summary
Subscales
FS H/H AP F A MAC-SPA | MAC-SNA
WHOQOL-Bref
Gen. QoL 0.22* -0.22* -0.28* -0.15 0.004 0.22* -0.31**
Gen. Health 0.22* -0.21* -0.18 -0.11 0.10 0.25%* -0.25
Physical 0.28** -0.21* 0.004 -0.12 0.09 0.27%* -0.17
Psychological 0.35** -0.48** | -0.30** -0.09 -0.30** 0.44** -0.50**
Soc. Relationships| 0.24* -0.28** -0.25* -0.22* | 0.20* 0.19 -0.39**
Environment 0.27* -0.33*** | -0.04 -0.14 -0.03 0.27** -0.29
Global QoL 0.41%** -0.44** | -0.19 -0.17 -0.09 0.41** -0.45**
Coping Self-efficacy
CBI-Total 0.51*** -0.09 0.03 -0.0005 -0.13 0.56** -0.16
* Significant at g 0.05; ** Significant at g 0.01; *** Significant at £ 0.0001 *p<0.05p¥0.01

Table 6b: Relationship between MAC, quality of life and self-efficacy for coping (South Africa)

Variables Original MAC sub-scales MAC Summary
Subscales
FS H/H AP F A MAC-SPA | MAC-SNA
WHOQOL-Bref
Gen. QoL 0.45%** 0.17 0.22* 0.29* -0.18* 0.50** 0.09
Gen. Health 0.43*** -0.09 0.006 0.286* -0.22* 0.47** -0.14
Physical 0.37** -0.28** 0.02 0.17 -0.2%7* 0.52%* -0.25**
Psychological 0.30+* -0.33* -0.11 0.10 -0.02 0.36** -0.21*
Soc. Relationships|  0.54*** -0.06 0.14 0*29 -0.25* 0.57** -0.10
Environment 0.48*** -0.11 0.13 0.28* -0.16 0.57** -0.04
Global QoL 0.49*** -0.24* 0.02 0.27* -0.24* 0.64** -0.16
Coping Self-efficacy
CBI-Total 0.59*** 0.02 0.45%* 0.43** 0.18* 0.66** 0.08
* Significant at p< 0.05; ** Significant at g 0.01; *** Significant at p: 0.0001 *p<0.05p%0.01

Positive mental adjustment (MAC-SPA) correlateditpeedy with all facets of quality of
life for the study sample, with Pearson’s r rangirgm 0.19 to 0.41 for Namibia and
from 0.36 to 0.64 for SA. This suggests that iae gnesent study, patients with overall
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higher positive adjustment report higher qualityifgf. Correlations between MAC-SPA
and QoL facets were generally stronger for the ISAfrican group. For negative
adjustment, correlations with the 4 subscales ef WHOQOL-Bref were negative for
both the Namibian (-0.17 to -0.50) and South Afmi¢20.04 to -0.25) groups. MAC-
SNA correlation with global quality of life was retgve and significant for Namibia (r= -
0.45), but non-significant for SA (r=-0.16). Selfficacy for coping with cancer
correlated strongly and positively with MAC-SPA footh the Namibian (r=0.56) and
SA (r=0.66) groups, but not significantly with MAENA (Namibia, r= -0.16; SA,
r=0.08).

Correlations between the MAC scale and socio-demographic variables

For the Namibian sample, age correlated signifigawith fatalism (r=0.20; p=0.04).

For SA there were no significant correlations bewage and the original MAC sub-
scales. Time since diagnosis correlated signifigamith helplessness (r=0.22; p=0.03)
and anxious pre-occupation (r=0.25; p=0.01) for Manibian group, and significantly
with fighting spirit for the South African group=0.18; p=0.046).

With regard to summary adjustment results, ageetated significantly and negatively

with MAC-SPA for Namibian patients (r= -0.22; p=8)0 suggesting better overall

positive adjustment for younger cancer patients.n tBe contrary, age correlated
positively, but non-significantly (r=0.17; p=0.06)jth overall positive adjustment for

South African patients. No significant correlagsowere found between age and MAC-
SNA for both groups of patients. Similarly, timace diagnosis did not yield significant
correlations with the MAC-SPA or MAC-SNA for theter study sample.

DiscussioN

Cronbach’sas for the study sample were high and acceptabléhéofighting spirit sub-
scale. However, the remaining original MAC sublssgielded primarily low alphas for
both the Namibian and South African data, sugggstprobable low internal
consistencies for these sub-scales of the tradsfaghiwambo and Sesotho versions of
the MAC scale. A possible explanation is that atpeelated to hopelessness, anxious

pre-occupation and avoidance are not sufficiendlgtared, or that these responses are
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expressed differently within these cultural setsindt has been argued previously that
responses to cancer are processes that occur vatlspecific socio-cultural context
(Costa-Requena & Gil, 2009; Watson & Homewood, 20@hd further research is
needed in order to understand these aspects vdthiaral contexts in southern Africa.
For example, in contrast to findings of some redear (Ferrero et al., 1994; Mystakidou
et al., 2005; Nordin et al., 1999), anxious prepation and fatalism correlated positively
with fighting spirit.  Given the high alphas olsted for this study for the summary
adjustment scales recently suggested by WatsorHantewood (2009), the MAC-SPA
and MAC-SNA might be a potentially superior optitnevaluate overall adjustment to
cancer in these populations, and further researcecommended. As expected, positive
and negative adjustment correlated highly and pe$it with fighting spirit and
hopelessness respectively for both Namibian andthSdfrican cancer patients,

supporting previous research (Breaken et al., 20&8son & Homewood, 2008).

With regard to the performance on the MAC hopeledplessness, South African and
Namibian cancer patients did not differ, and tisgiores were similar to those of black
breast cancer patients (but higher than those afomparable white sample), in

Schlebusch and Van Oers’study (1999). Similarbpeiessness for both Namibian and
South African patients appears to be higher conthteatients elsewhere (Cayrou et
al., 2003; Nordin et al., 1999; Schou et al., 2086hwartz et al., 1992; Watson et al.,
1989). This might suggest a probable mal-adap#@gponse to cancer in this population
which is associated with psychological distressst@drequena & Gil, 2009) and could
possibly be addressed and emolliated through psydm intervention.

Significant differences between Namibian and Sd\ftican cancer patients on fighting
spirit, anxious preoccupation, fatalism and avomdasuggest differences in response to
cancer among these patients, and could probabbubeo socio-cultural differences in
these groups of cancer patients. This is furtbppsrted by the differences in magnitude
of the correlations with the HADS, particularly fighting spirit, anxious preoccupation
and fatalism. For example, whereas correlatiortsvdzn fatalism and psychological

morbidity (anxiety, depression and psychologicatréiss) were positive for Namibians, it
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was negative for South African patients. This ipagential aspect that needs further
investigation.  Overall positive adjustment corteth significantly, strongly and

negatively with anxiety, depression and psycholalgdistress for South Africans, but
only moderately with depression for Namibians. i&inty, overall negative adjustment
correlated significantly, positively and moderatelyith anxiety, depression and
psychological distress for Namibia, but not for ®8oéfrica. Inconsistencies in the

strength of the correlations between MAC-SPA andieip and depression were
previously reported (Braeken et al., 2009; WatsorH&newood, 2008). Although

overall negative adjustment’s relations to anxiayd depression for Namibia is
consistent with Breaken et al. (2009) and WatsahHomewood’s (2008) results, this is

not the case with the South African results in gtigly.

Fighting spirit correlated significantly with globguality of life and self-efficacy for
coping with cancer for both Namibian and South &fn patients, suggesting that
patients who respond to a cancer diagnosis withdmifjghting spirit experience greater
quality of life and self-efficacy. Similarly, hol@ssness correlated negatively with QoL
for the entire study sample, suggesting that petievho respond with hopelessness
experience lower QoL. This is supportive of presiaesearch (Merluzzi et al., 1997,
Schnoll et al., 1998; Schou et al., 2005). It veapected that hopelessness, anxious
preoccupation, fatalism and avoidance would cotedlaignificantly and negatively with
self-efficacy, but this was not the case for patian this study and contrasts previous
findings (Merluzzi et al., 1997). For example mststudy, South African patients with
higher self-efficacy for coping also reported sfgaintly higher anxious preoccupation,
fatalism and avoidance. There are a number ofnpiateexplanations. Slightly more
South African cancer patients in this study weessified as anxious (see article 2 of this
thesis), probably accounting for high anxiety imstBample. Many cancer patients in
developing countries often get diagnosed with adedrcancer when prognosis is poor.
It is possible that feelings of fatalism are aeefion of this reality, and hence fatalism
could be a probable realistic perception withinstlibntext. Disease stage was not
investigated in this study and could probably explhis anomaly. Cancer has been

viewed as a disease of the western world and stigmght still be associated with a

19



cancer diagnosis in some communities. It has Iseggested that for some patients
within the South African black cultural context,neplaining is discouraged (Schlebusch
& Van Oers, 1999). This might explain the avoidamesponse, and need further

investigation.

LIMITATIONSAND RECOMMENDATIONS FOR FUTURE RESEARCH

The primary aim of this study was to explore andntltompare adjustment to cancer
between Oshiwambo-speaking Namibian and Sesothakispe South African women

diagnosed with breast and cervical cancer. Todffect, the original MAC scale was

used. Although the fighting spirit sub-scale yegldgood internal consistency, this was
not the case for the hopelessness, anxious preattonpfatalism and avoidance, hence
limiting interpretation of results on these sublssa In view of this, future research

could explore the psychometric properties of the@gcale, using larger samples. An
alternative approach would be to use the summaajescas recently suggested by
Watson and Homewood (2008), and particularly ihtlidnat these subscales yielded good
internal consistencies in this study. Respondéentthis study were Oshiwambo- and
Sesotho speaking breast- and cervical cancer pgtiemd results of this study can not be
generalized to other cancer patient groups. Thereit is recommended that future
research include patients from various languagecaitdral groups and varying cancer
diagnoses. Disease stage probably impact responsancer and this needs further

investigation.

CONCLUSION

The aim of this study was to explore and compagentiental adjustment of Oshiwambo-
speaking Namibian and Sesotho-speaking South Afneamen with breast and cervical
cancer. The study further aimed to explore thati@iships between adjustment to
cancer and psychological morbidity, quality of liéad self-efficacy for coping with
cancer. Results suggest comparable and probabiendpeless/helplessness for both
groups. Although Namibian patients score higheffighting spirit, they also obtained
higher fatalism scores compared to South Africatiepts. The directions of the

correlations of fighting spirit and hopelessnesthypsychological morbidity were similar
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for the two study group. However, the magnitudéshe correlations were different.
Similarly, FS and H/H’s correlations with qualityf dfe and self-efficacy yielded
consistent results for the two groups. Overalbuhs of this study suggest that both
Namibian and South African cancer patients withhbrg fighting experience less
psychological morbidity, higher quality of life, drare more efficacious in coping with
cancer. Patients with higher hopeless/helplessmegerience more psychological
morbidity, lower quality of life and are less eHmous in coping with cancer. Anxious
preoccupation, fatalism and avoidance yielded eaminttory results for the two groups.
Further exploration is needed in order to undedstdrese aspects. Given the good
internal consistency of the adjustment summary escauggested by Watson &
Homewood (2008), and consistency of results foseheew scales, further research is
recommended. Psychosocial interventions could deuliin enhancing fighting spirit
and reducing hopeless/helplessness, in order taneehpsychological well-being of

cancer patients in the southern African settinggaerd in the current study.
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