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Abstract

Introduction: High quality comprehensive health care services contribute to community
integration and participation of persons with disability. However, persons with disabilities
often experience barriers with regard to health care access. Neither these barriers nor the
concept of disability have been sufficiently explored in rural Global South settings. This
study describes the experience of living with a disability in a remote, rural setting with a
specific focus on barriers and facilitators to health care access.

Method: A qualitative design utilising case study methodology and interpretative
phenomenological analysis was used. The study population consisted of 283 persons with
moderate or severe activity limitations, who lived in a rural town in the Northern Cape
Province of South Africa. Eight of them were purposively sampled as anchor participants in
eight case studies. Their significant others completed each case study. In addition data were
collected from six service providers to the study community. Data were collected through 19
in-depth interviews and one focus group discussion, between March and October 2012. The
principles of interpretative phenomenological analysis were used to analyse data and identify
themes. Similar themes were clustered under superordinate themes. Cases were analysed
separately after which patterns across cases were identified.

Results: Participants conceptualised disability as an individual problem according to the
moral or medical approaches and often interpreted disability as physical in nature.
Participants’ level of participation and community integration varied from very little to being
employed and well integrated. Self-belief and the attitude and support of significant others,
community members and employers played an important role in the level of participation

persons with disability achieved.

Participants’ primarily utilised public, formal, health care services. These services were
found to be mainly curative and preventative in nature. The provision of health promotion
and rehabilitation were lacking. Users were not empowered to take control of their own
health management and were not included in the health care team. Health system barriers

identified included insufficient human and material resources, communication challenges,
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and rigid protocols. The remoteness of the setting hampered health care service delivery.
Free health care provision, high quality services at tertiary level, and outreach services to the
community were identified as facilitators. A lack of products and technology, poverty, and
low levels of education created further barriers to community integration and health care

acCcCess.

Implications: Suboptimal health care together with personal and environmental barriers
might have resulted in poor health, functional, community integration, and participation
outcomes for participants. Health care was provided reactively to individual users and not
according to the principles of primary health care. The little rehabilitation that was provided

was not enough to ensure improved functioning or community integration and participation.

Recommendations: Since this was an inductive study with few participants
recommendations centre on hypotheses for further study. The focus of these theories is on
ways to provide health care according to the philosophy of primary health care and on

introducing specific rehabilitation programmes in the community.
Key terms:

Disability, Health care access, rural
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Abstrak

Inleiding: Persone met gestremdhede mag omvattende gesondheidsorg van hoé gehalte
benodig om gemeenskapsintegrasie te verseker. Ongelukkig ervaar hulle meermale probleme
met toegang tot gesondheidsorg. Kennis oor die aard van hierdie probleme asook in verband
met die ervaring van gestremdheid in die globale suide is onvoldoende. Hierdie studie het ten
doel om vas te stel hoe persone met gestremdhede in "n afgeleé, landelike omgewing die

konsep van ‘gestremdheid’ ervaar en watter faktore toegang tot gesondheidsorg beinvloed.

Metodes: Hierdie kwalitatiewe studie het gebruik gemaak van gevallestudies en
interpreterende fenemonologiese analise. Die studiepopulasie het bestaan uit 283 individue
met matige of ernstige aktiwiteitsbeperkinge wat woonagtig was in "n landelike dorp in die
Noord Kaap provinsie van Suid Afrika. Ag van hulle is doelbewus geselekteer as anker
deelnemers in ag gevallestudies. Persone wat "n belangrike rol in die lewe van hierdie
deelnemers gespeel het, het elke gevallestudie voltooi. Verdere data is ingesamel deur
onderhoude met ses diensverskaffers. Data is tussen Maart en Oktober 2012, deur middel
van 19 in diepte onderhoude en een fokusgroep bespreking ingesamel. Die beginsels van
interpreterende fenemonologiese analise is gebruik om temas uit die data te identifiseer.
Soortgelyke temas is saam gevoeg onder "n beskrywende tema. Data van elke gevallestudie

is eers afsonderlik geanaliseer waarna patrone tussen gevalle geidentifiseer is.

Resultate: Deelnemers het gestremdheid as "n individuele probleem beskou, dit uit 'n
morele of mediese hoek benader, en dikwels as fisies van aard vertolk. Sommige deelnemers
was geintegreer in die gemeenskap en het gewerk. Andere daarenteen was glad nie
geintegreerd nie. Die resultate dui daarop dat "n geloof in eiewaarde en die houding van
familie, die gemeenskap en werkgewers "n belangrike rol gespeel het in suskesevolle

gemeenskapsintegrasie en werk.

Deelnemers het meestal van staatsgesubsidieerde, formele, gesondheidsorg gebruik gemaak.
Hulle het hoofsaaklik voorkomende en genesende dienste ontvang. Die bevordering van
gesondheid en rehabilitasie dienste was onvoldoende. Deelnemers was nie bemagtig om
beheer oor hulle eie gesondheid te neem nie en was nie ingesluit in die gesondheidsorgspan
nie. Toegang tot gesondheidsorg is belemmer deur "n tekort aan menslike en materiéle

hulpbronne, kommunikasie probleme en rigiede protokolle. Die afgesonderdheid van die



Stellenbosch University https://scholar.sun.ac.za

area het gesondheidsorg verder nadelig beinvloed. Gemeenskapsintegrasie en toegang tot
gesondheidsorg is ook bemoeilik deur "n tekort aan tegnologie en produkte, armoede en
beperkte formele skool opleiding. Gratis voorsiening van gesondheidsorg, dienste van hoé
gehalte op tersiére vlak en uitreikdienste na die gemeenskap het toegang tot gesondheidsorg

bevorder.

Implikasies: Sub optimale gesondheidsorg tesame met persoonlike en
omgewingsbeperkinge het moontlik daartoe bygedra dat deelnemers nie optimale vlakke van
gesondheid, funksie, en gemeenskapsintegrasie bereik het nie. Gesondheidsorg is reaktief
aan individuele gebruikers voorsien instede van volgens die beginsels van primére
gesondheidsorg. Die rehabilitasie wat gedoen is, was te min om verbetering in funksie en

gemeenskapsintegrasie te verseker.

Aanbevelings: Dit was "n induktiewe studie met min deelnemers. Daarom fokus die
aanbevelings op die ontwikkeling van hipotesisse vir verdere studie. Hierdie hipotesisse hou
meestal verband met die verwesenliking van die filosofie van primére gesondheidsorg en die

ontwikkeling van rehabilitasie programme in die studie gemeenskap.

Vi
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Disability and health care access in an isolated quarter of the Karoo

The experience of Disability and Health Care Access as portrayed by case studies in a remote

South African setting
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Glossary of Terms
Acceptability

The extent to which health care systems match the social and cultural needs of users (Gilson
& Schneider, 2008).

Activity limitations
“...are difficulties an individual may have in executing tasks” (WHO, 2001. p. 10).
Affordability

“Degree of fit between the cost of health care and individual’s ability to pay” (Gilson &
Schneider, 2008. p. 028).

Availability

An available service delivers appropriate assistance at the right time and place (Gilson &
Schneider, 2008).

Community Based Rehabilitation

... a strategy within general community development for the rehabilitation,
equalization of opportunities and social inclusion of all people with disabilities. CBR
is implemented through the combined efforts of people with disabilities themselves,
their families, organizations and communities, and the relevant governmental and
non-governmental health, education, vocational, social and other services. To ensure
that people with disabilities are able to maximize their physical and mental abilities,
to access regular services and opportunities, and to become active contributors to the
community and society at large. To activate communities to promote and protect the
human rights of people with disabilities through changes within the community, for

example, by removing barriers to participation. (WHO, 2004. p. 2-3)
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Community integration

Community integration is multidimensional and includes three common features, i.e., social
activities and relationships, residential integration and productive activity (Parvaneh &
Cocks, 2012; Sander, Clark & Pappadis, 2010).

Curative care

... can be defined as the identification, assessment and treatment of health conditions
and/or resulting impairments. Medical care can: provide a cure (e.g., treatment of
leprosy or malaria), reduce the impact (e.g., treatment of epilepsy), and prevent
avoidable impairments (e.g., treatment of diabetes to prevent blindness). (WHO,
2010a. p. 33)

Disability

Disability “serves as an umbrella term for impairments, activity limitations or participation
restrictions” (WHO, 2001. p. 3).

Equity in health

Equity in health implies an unbiased, accountable service that addresses the needs of all
members of society and provides everyone with a fair opportunity to attain their full health

potential (Balarajan, Selvaraj, & Subramanian, 2011).

Environmental factors

“. .. make up the physical, social and attitudinal environment in which people live” (WHO,

2001, p. 10).

Formal health care

Health care services regulated by Governments (Kleinman, 1980).
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Global South

The [Global] South . . . is denoted here as a space that exists not only physically but
also ontologically as something separate to the Global North. This is space where the
bulk of the world’s population resides, and where poverty is largely concentrated.
The term clearly delineates a divide with the Global North, and hence with rich and
powerful countries, where wealth is largely concentrated and controlled, and which
exert influence and power over the South, a power that is a function of and manifest
in history (e.g. in colonial appropriations), ideologies, economics and politics among
others. The term does not refer only to geography, but economic, political and social
disadvantage and disparities, with the implication that the existence of a poor Global
South is reflected in and maintained by the existence of the rich North and vice-versa.
(Goodley, Hughes, & Davis, 2012. p. 324)

Health

Health “is a state of complete physical, mental and social wellbeing, and not merely the

absence of disease or infirmity” (Alma-Ata Declaration, 1987. p. 1).
Health care access

Access in the current study refers to both opportunity to use and actual use of health care
services, since in the words of Donabedian (1972): “The proof of access is use of service, not

simply the presence of a facility” (p. 111).
Health promotion

Health promotion focuses on addressing those determinants of health that can
potentially be modified, such as individual health behaviours and lifestyles, income
and social status, education, employment and working conditions, access to
appropriate health services and the physical environment. Health promotion does not
require expensive drugs or elaborate technology; instead it uses social interventions,
which, at the most basic level, require a personal investment of time and energy.
(WHO, 2010a. p. 10)

Xi
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Impairments

“...are problems in the physiological functions of anatomical parts of the body such as

organs, limbs and their components” (WHO, 2001. p. 10).
Participation

“...involvement in life situations” (WHO, 2001. p. 10).
Participation restrictions

“Problems an individual might experience in involvement in life situations” (WHO, 2001. p.

10).
Personal factors

...are the particular background of an individual's life and living, and comprise
features of the individual that are not part of a health condition or health status. These
factors may include gender, race, age . . ., lifestyle, coping styles, social background,

education, profession, past and current experience . . . (WHO, 2001. p. 17)

Poverty

For the purpose of this study poverty will be defined according to the basic needs approach
i.e., “poverty is characterized by the deprivation of basic needs, including food, safe drinking
water, sanitation facilities, health, shelter, education, and information.” (Palmer, 2011. p.
211).

Primary prevention

“...interventions aimed at healthy individuals or groups in order to reduce the [incidence of
health conditions]. Measures taken to promote optimum health or provide specific protection

of target groups against disease and injury” (Katzenellenbogen & Hoffman, 2007. p. 18).

xii
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Primary Health Care (PHC)

While Primary Health Care refers to a level of service delivery and entrance into the health
care system the term as used in the study is more complex and refers to the philosophy of
PHC as defined here:

...essential health care based on practical, scientifically sound and socially acceptable
methods and technology made universally accessible to individuals and families in the
community through their full participation and at a cost that the community and
country can afford to maintain. . . . It forms an integral part of the country’s health
system of which it is the central function and main focus, and of the social and
economic development of the community. It is the first level of contact with
individuals, the family and community . . . bringing health care as close as possible to
where people live and work, and constitutes the first element of a continuing health
care process. (Alma-Ata Declaration, 1978. p. V1)

Rehabilitation

... a set of measures that assist individuals who experience, or are likely to
experience, disability to achieve and maintain optimal functioning [in all walks of
life] in interaction with their environments. . . . Typically rehabilitation occurs for a
specific period of time . . . involve single or multiple interventions delivered by an
individual or a team of rehabilitation workers . . . can be needed from the acute or
initial phase immediately following recognition of a health condition through to post-

acute and maintenance phases. (WHO, 2011. p. 96)

It includes all measures aimed at reducing the impact of disability at an individual and
societal level and should enable the person to achieve social integration, participation, good
quality of life and self-actualisation (DoH, 2000a; UN, 2006). In this dissertation
rehabilitation refers to both “habilitation which aims to help those who acquire disabilities
congenitally or early in life to develop maximal functioning; and rehabilitation, where those
who have experienced a loss in function are assisted to regain maximal functioning” (WHO,
2011. p. 96).

Xiii
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Remote areas

Characterised by: “. .. small populations dispersed over vast areas” (Wakerman et al., 2008)
“. .. with relatively high health needs . . . a physical environment of climatic extremes. . ..”
(Wakerman, 2004. p. 213).

Rural

“. .. while the defining characteristic of rural health remains its geography . . . rural .. . is
also sociologically, culturally, economically and spiritually different from metropolitan areas,
as well as internally diverse” (Bourke et al., 2004. p. 181).

Xiv
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Chapter 1

Introduction to the Study

1.1  Study Background

Community integration and equality of persons with disabilities are central to international
and South African policy (DoH, 2000a; UN, 2006). Community integration of persons with
disabilities is impacted by a variety of interrelated factors. Three of these, namely the
conceptualisation of disability, health care access, and living in a rural area, were explored in

this study, located in a rural South African context.

Disability is complex, heterogeneous and at its core a uniquely personal experience. It is
influenced by impairments, personal attributes, life roles, the environment, religion, culture
and societal perceptions. Thus the experience of disability may differ considerably over time
as well as between and within countries, communities and individual people (Barile, 2003;
Braithwaite & Mont, 2009; Grech, 2009, 2012; lezzoni, 2000; lezzoni, McCarthy, Davis, &
Siebens, 2000; McKenzie, McConkey, & Adnams, 2013; Shakespeare, 2014; WHO, 2001,
2011). An understanding of these varying experiences is required to develop appropriate
policy and services (Ingstad, 2007; Kalyanpur, 2011). According to Barile (2003) and Grech
(2009, 2012) there is a lack of information on the experience of disability by persons with

disabilities from rural Global South communities.

People living in rural Global South communities are often dependent on physical labour to
ensure a livelihood. Thus access to high quality health care to address impairments which
might impede physical ability is essential (Grech, 2009, 2012). However, persons with
disabilities often experience challenges with regard to accessing health care both globally
(Fouts, Andersen, & Hagglund, 2000; Gulley & Altman, 2008; lezzoni, 2009; lezzoni, Davis,
Soukup, & O Day, 2002; lezzoni, Frakt, & Pizer, 2011; lezzoni, Killeen, & O Day, 2006;
lezzoni & Long-Bellil, 2012; Parish & Ellison-Martin, 2007; Parish & Huh, 2006;
Shakespeare, 2012, 2014) and in Global South countries (Ahmad, 2013; Bateman, 2012;
Eide, Loeb et al., 2011; Fisher & Shang, 2013; Grech, 2009, 2012; Grut, Mji, Braathen, &
Ingstad, 2012; Maart & Jelsma, 2013; Mlenzana, Frantz, Rhoda, & Eide, 2013; Van Rooy et
al., 2012). It is thus not surprising that Mannan and MacLachlan (2013) identified research
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on barriers and facilitators to health care access for persons with disabilities as one of the key
research challenges for disability and health. Health care access is influenced by multifaceted
determinants such as policy, resources, user characteristics and the context (Gilson &
Schneider, 2008; Levesque, Harris, & Russell, 2013; Obrist et al., 2007; Peters et al., 2008;
UN, 2000).

Rural health care services are often of poorer quality and less accessible than urban services
(Balarajan et al., 2011; Cooke, Couper, & Versteeg, 2011; Fisher & Shang, 2013; Gaede &
Versteeg, 2011; Hossen & Westhues, 2011; Jian, Chan, Tang, & Reidpath, 2012; Kiadaliri,
Najafi, & Haghparast-Bidgoli, 2011; Trani & Barbou-des-Courieres, 2012; Versteeg, Du
Toit, & Couper, 2013) due to challenges like spatial isolation, poor infrastructure,
underdevelopment, less training and employment opportunities, poverty, higher cost burden
and fewer services (Bourke, Humphreys, Wakerman, & Taylor, 2012; Fitzgerald, Pearson, &
McCutcheon, 2001; Gaede & Versteeg, 2011; Khan, Hotchkiss, Berruti, & Hutchinson, 2006;
Leight 2003; Matsoso & Strachan, 2011; McPhedran, 2011; Mechanic & Tanner, 2007).
Consequently the health status of people in rural communities is often poorer than that of
their urban counterparts, and they often have more complex health care needs (Cooke et al.,
2011; Lourenco, 2012; Russel et al., 2013; Turner-Goins, Williams, Carter, Spencer, &
Solovieva, 2005).

Rural South Africans with disabilities experience bigger challenges to access services such as
health care than persons with disabilities living in urban areas (Department of Women,
Children and People with Disabilities (DWCPD), 2013; Schneider, Dasappa, Khan, & Khan,
2009). Furthermore rural areas are not homogenous, thus disability experiences and health
care access may differ between various rural settings between and within countries
(Fitzgerald et al., 2001; Hart, Larson, & Lishner, 2005; Lourenco, 2012; Philo, Parr, & Burns,
2003; Russel et al., 2013; Smith, Humphreys, & Wilson, 2008).

1.2 Problem Statement

There is insufficient knowledge on the experience of disability and the perceptions of persons
with disabilities regarding barriers and facilitators to health care access in isolated, rural

South African settings.
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1.3  Aim

The aim of the study was to describe the experience of living with a disability in a remote,

rural setting with a specific focus on barriers and facilitators to health care access.
1.4 Objectives

e To explore participants’* experiences and conceptualization of disability.

e To describe participants’ community integration and participation levels.

e To describe health care systems used by participants with a specific focus on formal
health care systems.

e To explore the experiences and perceptions of participants with regard to access to
formal health care services.

e To explore the impact of systems, context, community and personal barriers and
facilitators on access to formal health care services for persons with disabilities in the

setting.
1.5  Evolution of the Study

| am a qualified physiotherapist, with a keen interest in disability and rehabilitation. | have
worked clinically and academically in this field for three decades. In 2003 my family and |
relocated to a sheep farm in the Fraserburg district in the Northern Cape Province of South
Africa. While not actively practising as a physiotherapist | was often approached by
members of the community with requests for treatment or advice. One such an encounter
happened in 2008. A man whom | did not know approached me in the Fraserburg town
library. He asked me whether | was “the woman who gives exercises”. When | affirmed this
he introduced himself and asked if | would please come and assess his wife. | went to their
home and learned that she had fallen some time previously, accessed health care, but received

in their opinion little assistance and no therapy. Thus they approached me in hope of help.

! Eight purposively sampled persons with disabilities who live in a remote, rural South African setting. See
Chapter 6 for details.
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This encounter strengthened my perception that persons with impairments in Fraserburg
might not be receiving optimal health care intervention. An opportunity to investigate my
perceptions presented itself when | became involved as a researcher in an international
research project titled “Enabling universal and equitable access to healthcare for vulnerable

people in resource poor settings in Africa” (EquitAble, 2008).
The primary objectives of the EquitAble study were to:

1. [Assess] “international, European Union and African country-level policies on
universal and equitable access to health care with particular reference to people with
activity limitations.

2. Undertake research into users’ and providers’ perceptions of the facilitators and
barriers to equitable and universal access to health care in Sudan, Namibia, Malawi
and South Africa.

3. Examine the relationship between access to health care services and activity
limitations, and other mediating or interacting variables, in Sudan, Namibia, Malawi
and South Africa.

4. Provide test sites for forthcoming measures of activity limitations that have been
developed through extensive international consultation.

5. Make recommendations and create guidelines in support of effective and coherent
health policy, at both country and international level, that promotes equitable and
universal access to health care for people with activity limitations.

6. Explore and address barriers to implementing recommendations and guidelines across
the four project countries and of scaling up the impact of our findings in other

resource poor settings (EquitAble, 2008, p. 3).

During the EquitAble study data were collected in 17 sites in four countries, of which
Fraserburg was one. Qualitative data were gathered to inform survey development and
enhance quantitative findings. However, the predominant focus of EquitAble was on
quantitative information. Thus EquitAble findings could be enhanced through adding
nuanced, contextualized information on individual experiences (Yin, 2013). For this reason |
decided to explore in-depth a small number of cases focusing on disability and health issues

in the Fraserburg area, in this study.
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| found the study challenging. First I do not have a disability and in the eyes of some that
would disqualify me from doing research of this nature (Goodley, 2011). Secondly | am a
health professional, trained in Western Biomedicine. | practised in the field of acute medical
rehabilitation for more than 10 years before | even became aware of the extent of academic
dissention and debate around disability, and before | gradually came to realise that there are
people with disabilities who regard professional health care providers with distrust; or even
as a threat to their very existence (Goodley, 2011). This realisation left me with ambivalent
feelings. | am not unaware of stories like the one of Terry Schaefer? (Gibbs, 2006), and of
practices such as abortion, genetic manipulation and the move to legalise euthanasia and the
threat these may hold to persons with disabilities (Shakespeare, 2014). Similarly, I cannot
ignore the threat that poor or no access to skilled health care and rehabilitation intervention
holds for persons with disabilities (Grech, 2009; Shakespeare, 2014). Both the
medicalisation of disability and poor health care might lead to the exclusion and abuse of
persons with disabilities. | agree with Shakespeare (2014) that even in a universally
accessible society, life would be easier if as many body structures and systems functioned as
well as possible. One can accomplish much more sitting well balanced in an appropriate
wheelchair, than lying in bed. Therefore | believe health care and rehabilitation have an
important role to play in the lives of some persons with disabilities. And I do have some
experience in client centred health care and rehabilitation. Thus | continued with the study
but remained acutely aware of my limitations. My aim was to enhance my own
understanding as much as to inform and create awareness amongst health care service
providers and the broader community on the negative consequences that poor access to health

care might have for persons with disabilities.
1.6 Contribution

The study explored the experiences of a small number of persons with disabilities and their
families in the Fraserburg area with regard to disability and health care access through a
series of case studies. It focused on the views and perspectives of persons with disabilities, as

Shakespeare (2014) indicated studies on disability should. The value of collecting small

% Terry Schaefer was a young American woman with a severe disability. A legal battle between her husband
and parents on the quality of her life lead to a court verdict to withhold nutrition, until she died.
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scale in-depth information, against the background of broader information from a larger
project, is that this contextual information gives a human face to statistical data. Thus
information generated in this study can play a role in constructing a more comprehensive
picture of health care access for persons with disabilities in this setting and in developing
contextually relevant patient centred solutions (lezzoni et al., 2006; Priestley, 2006). This

study should enhance recommendations and contributions from the EquitAble study.

The context and socio-cultural background of users play important roles in the successful
implementation of health care services. Contextual information, in conjunction with
epidemiological data, are required to ensure effective intervention (Fitzgerald et al., 2001). It
is especially important to gather nuanced data on the impact of context, culture and social
systems in rural, Global South communities who seldom have a voice in the development of
national and international policies and whose day-to-day existence, experiences and struggles
might revolve around basic necessities and be far removed from those of city dwellers and
Global North populations (Barile, 2003; Grech, 2009, 2012; Heap, Lorenzo, & Thomas,
2009). In addition, sparsely populated rural areas may not have the population figures to
produce contextually meaningful statistics or even to allow meaningful statistical analysis on
certain issues and health conditions (McPhedran, 2011). Qualitative exploration allows
researchers and policy developers to include the opinions of people living in these
communities and thus to contribute to a process to make policy and services more

appropriate (Fitzgerald et al., 2001; lezzoni et al., 2006; Ingstad, 2007; Kalyanpur, 2011).

Studies that focused on health care access for persons with disabilities or subgroups such as
stroke survivors or persons with chronic diseases have been done in various South African
provinces, including the Western Cape (Kahonde, Mlenzana, & Rhoda, 2010; Kritzinger,
Schneider, Swartz, & Hellum-Braathen, 2014; Maart & Jelsma, 2013), Eastern Cape
(Bateman, 2012; Grut et al., 2012; Ntamo, Buso, & Longo-Mbenza, 2013), Mpumalanga
(Bateman, 2012; Goudge, Gilson, Russell, Gumede, & Mills 2009a, 2009b), Gauteng
(Saloojee, Phohole, Saloojee, & ljsselmuiden, 2007) and KwaZulu Natal (Bateman, 2012;
Wasserman, De Villiers, & Bryer, 2009). However, despite the fact that statistically the
Northern Cape Province has the highest provincial disability rate (Stats SA, 2012) no
research on health care access for persons with disabilities could be found for the Northern
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Cape Province. Thus the study setting is in a province where research of this nature has to

my knowledge not been done previously.

The study takes place against a background in which there are some encouraging signs.

South African literature indicates positive changes with regard to health care service delivery
such as increasing budgets and a decrease in mortality figures (Mayosi et al., 2012; Naledi,
Barron, & Schneider, 2011). However, according to Gaede and Versteeg (2011) and Matsoso
and Strachan (2011) these advances have not reached rural settings and it is not clear to what
extent it has impacted positively on vulnerable populations such as persons with disabilities.

This study should give some indication of that.

1.7 Theoretical Frameworks

Two frameworks were used in this study, one to explore disability and the other for exploring
health care access. With regard to disability, the International Classification of Functioning,
Disability and Health (ICF) (WHO, 2001) was used to provide a definition for disability and
a framework against which to explore the conceptualisation of disability. The reasoning that

led me to this choice and a discussion on the ICF is presented in Chapter 2.

With regard to health care access many options were available, as presented in Chapter 4. Of
these | found the Health Access Livelihood framework (Obrist et al., 2007), the framework
presented by Levesque et al. (2013) and the EquitAble (2008) theoretical framework for
access to health care the most comprehensive. All three incorporate policy, service
characteristics, user characteristics, use, health status and client satisfaction. Since, the
EquitAble framework (Figure 1.1) is used in the larger body of work related to this study |
chose it as a health care access framework for the current study.

As shown in Figure 1.1 the EquitAble framework hypothesises that systems, context,
community and personal variables have a reciprocal relationship with health care access,
health status, satisfaction with care and quality of life. Context variables relate to
characteristics of the setting such as economic situation, infrastructure and population
density. Systems variables focus on the delivery of formal health care services. Community
variables refer to the social fabric and cultural context of the setting that might impact health

care access and include issues like violence (Trani & Barbou-des-Courieres, 2012), cultural
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understandings of health, availability of caregivers, and social support (Grut et al., 2012;
Ntamo et al., 2013; Zheng et al., 2014).

Context Variables
Systems Variables
Community Variables

Access to

Healthcare

e Health status

e Satisfaction with
health care

e Quality of life

Disabled
person

Figure 1.1. Theoretical framework for access to health care (Adapted from EquitAble, 2008)

Education, employment, income, age, gender as well as the severity and type of impairment
are some of the personal variables that have an impact on health care access (Balarajan et al.,
2011, Butler, Petterson, Phillips & Bazemore, 2013; Furumoto-Dawson, Gehlert, Sohmer,
Olopade, & Sacks, 2007; Grut et al., 2012; Khan et al., 2006; Lee et al., 2010; Levesque et
al., 2013; McGibbon, Etowa, & McPherson, 2008; Mechanic & Tanner, 2007; Ntamo et al.,
2013; Peters et al., 2008; Tonoyan & Muradyan, 2012). Harris, Eyles, Penn-Kekana,
Thomas, and Goudge (2014) expose the complex interaction between these variables by
showing how unemployment, social isolation, poverty, a lack of proper nutrition, transport
challenges, conflicting health beliefs, unsatisfying interactions with providers as well as staff
and equipment shortages can independently, together or in various combinations lead to

poorer health outcomes, dissatisfaction with services and non-compliance.
1.8 Summary

Both health care access and disability are complex phenomena, influenced by services,
individual experiences, context, culture and community. In addition, health care provision in
rural contexts is often more challenging than in urban areas. It is unknown how these factors

impact the experience of disability and health care access for the disabled members of a rural,
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Northern Cape, community. Quantitative data on these issues were gathered in the
community through a household survey (EquitAble, 2008). This study evolved to add to the
quantitative data through in-depth descriptions of individual experiences of persons with
disabilities with regard to accessing health care services in this remote, rural town. This
should provide background information against which the quantitative data can be

interpreted.

1.9  Study Outline

The study revolved around the concepts of disability, health care access and rural locality. In
Chapter 1 the reader was introduced to the study and these concepts through a background
sketch. The study problem, aim, objectives, and the theoretical frameworks to be used in the
study were presented. Finally the evolution and possible contribution of the study was
discussed. In the next four chapters the theories and research underpinning the study are
presented. | start with an exploration of the complexities of disability in Chapter 2. Health
and health care service delivery in South Africa is presented in Chapter 3. In Chapter 4 the
impact of systems, community, context, and personal variables on health care access are
explored. Chapter 5 concludes the review of the literature with an exploration of literature on
health care access for persons with disabilities.

The choice of a multiple case study design and interpretative phenomenological analysis are
explained in Chapter 6, as are other methodological issues such as population, sampling, data
collection and data analysis procedures. In the next nine chapters (7 -15) results from
individual case studies and a focus group discussion are presented. The reader is introduced
to the eight primary participants and key role players in their lives as well as their experiences
and opinions on the issues under study. Emerging themes are identified in each case and

these are explored through narrative examples, researcher reflections and literature.

In Chapter 16 patterns across cases are developed and discussed. This is followed by study
conclusions, recommendations, limitations, suggestions for future study and personal

reflections in Chapter 17, the final chapter.
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Chapter 2

Theoretical Perspectives on Disability

2.1 Introduction

There are many opinions on the definition of disability and how to approach the issue, and
more than a whole dissertation could be devoted to disability definitions and controversies.
In this chapter, I explore some disability issues pertinent to this study, and I also make an
argument for the use of the ICF as a conceptual framework on disability for purposes of the
study. The discussion then moves to the questions of disability prevalence and the inclusion
of persons with disabilities in mainstream society.

2.2  Disability Defined

Disability is an interaction between impaired bodies and excluding environments. Yet
even to speak of ‘disabled people’ as a category is problematic, given the differences
between types and causes of impairments, and the interrelation of impairment and

disability with other social divisions and identities. (Shakespeare, 2005, p. 147)

As can be deduced from the above quote, disability is complex and difficult to define
(Altman, 2001; Goodley, 2011; Grech, 2009, 2012; lezzoni, 2000; lezzoni et al., 2000;
lezzoni & Freedman, 2008; Parnes et al., 2009; Schneider & Nkoli, 2011; Shakespeare, 2014;
WHO, 2011). Itis impacted on by a multitude of factors of which the impairment itself is
only one. The impact of impairments differ due to the body function or structure involved, its
severity, the way a particular impairment is interpreted in various cultures, and the financial
and other means to mediate it (Grech, 2012; Shakespeare, 2005, 2014; WHO, 2011). Some
people have been born with impairments; other impairments happened suddenly through an
injury, for others disablement is a slow evolving process as a disease takes it course or as a
result of ageing (Shakespeare, 2014). Impairments can regress over time, be static, improve
or vary from day to day (Barile, 2003; Braithwaite & Mont, 2009; lezzoni, 2000; lezzoni et
al., 2000; Shakespeare, 2014; WHO, 2011). While already complex the impairment

constitutes but one dimension in the experience of disability.

10
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Other variables that can impact the experience of disability are:

Environmental factors. For example, hot weather can exacerbate fatigue, and
inaccessible buildings may lead to limited function for wheelchair users (Barile, 2003;
Braithwaite & Mont, 2009; lezzoni, 2000; lezzoni et al., 2000; Schneider, Hurst,
Miller, Ustun, 2003; Shakespeare, 2014; WHO, 2011).

Individual personalities (Geyh et al., 2011; Shakespeare, 2014; Smith, 2009).

Life roles, expectations, income generating practices, and socio economic factors
(Grech, 2012; Shakespeare, 2014; WHO, 2001; Yeo & Moore, 2003).

Geographic isolation (Grech, 2012).

The services one has access to (Grech, 2009, 2012; Shakespeare, 2014; WHO, 2011).
Societal, cultural and religious perspectives on disability (Bickenbach, 2009; Grech,
2012; McKenzie et al., 2013; Meekosha, 2011; Schneider et al., 2003; Schuelka,
2013; Shakespeare, 2014; WHO, 2011).

Although rooted in a social context, disability is shaped against the loss or change of

individual roles and functions and best understood by engaging with individual people
(Barile, 2003; Grech, 2009, 2012; lezzoni, 2000; lezzoni et al., 2000; WHO, 2011).
Disability is so multifaceted that attempts to develop a single all-purpose brief definition of
disability are bound to fail (Altman, 2001; Grech, 2012; lezzoni, 2000; lezzoni et al., 2000;
lezzoni & Freedman, 2008; Parnes et al., 2009; WHO, 2011).

It is, however, important to have working definitions of disability for different purposes.

There is a need, for example, to define disability for the purpose of services, policy and

legislation as well as from an epidemiological and research perspective (Altman, 2001; Heap

et al., 2009; McDermott & Turk, 2011). In many countries, including South Africa, people

must be identified as disabled according to some definition in order to access support services

available only to people with disabilities. Without a medical form stating that they have a

disability, South Africans cannot access a Disability Grant (DG)? or free health care or ask

® A disability grant (DG) is provided by the South African Department of Social Development (2005) to an adult
between the ages of 18 and 59 (female) or 64 (male) “who cannot support or maintain herself financially or by
some other means, because her daily functioning is severely compromised as the result of a health condition” (p.

5).

11
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for reasonable accommodations at work. The disability definitions used for these purposes
are often contextual in nature and developed out of a specific approach to disability, with a
specific purpose in mind (Goodley, 2011; Mitra, 2006; Schneider & Nkoli, 2011). For
instance, definitions like those found in South African legislation such as the Employment
Equity Act (RSA, 1998) or the Social Assistance Act (RSA, 2004a) have the purpose of
identifying individuals with disabilities for reaching equity targets or implementing
disability-specific social assistance. There is a real dilemma here. It is important for a
democratic government to provide supports which appear equitable and applicable to a wide
range of people with different impairments and in vastly differing circumstances. In South
Africa, this must be achieved in a context of few resources for tailoring benefits, social
assistance or other mechanisms aimed at achieving equity. The system therefore, despite
policy positions to the contrary, ends up focusing on individual impairments and activity
limitations with little or no basis for taking into account a range of environmental and
personal factors (Gathiram, 2008; Schneider & Nkoli, 2011). It would be ideal, for example,
to provide different levels of social assistance in the form of grants depending on whether a
person needs a personal assistant. It would be helpful to take environmental factors into
account such as access to good roads and transport, and to monitor whether these
environmental factors change, and if so to adjust assistance accordingly. This level of
differentiation would be true of the best models of disability, but would in practice be
extremely expensive and difficult to implement, so what is essentially a “one size fits all”

approach is used.

The complexity of disability has led to a variety of disability approaches. It is important to
have an understanding of the leading approaches as they provide the backdrop against which

| chose a disability framework and definition for this study.

2.3  Disability Approaches

Approaches to disability have developed and changed through the years. However, while
changes have occurred, as poignantly described by Shakespeare (2008a) in a personal
account of his family’s experience of disability through generations, much seems to have
stayed the same for many persons with disabilities. For instance, Goodley (2011) argues that
the moral approach (the oldest and arguably most oppressive approach to disability, see Table

2.1) is still the most prevalent approach to disability throughout the world. Goodley's
12
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argument is supported by recent studies, from Thailand (Rukwong, 2008), Zimbabwe
(Munsaka & Charnley, 2013) and Uganda (Mulumba et al., 2014) where participants often
ascribe their impairments to misfortune, karma, ancestral punishment, witchcraft or bad luck

and describe being ostracised from society, all features of the moral approach.

Shakespeare’s (2008a) account also expressed a duality: on the one side there is a move from
shame and shock to tolerance and acceptance; on the other, advances in medical technology
exert pressure to choose against having a child with a disability. This duality seems to
encompass the wider disability experience today. Despite the fact that globally the rights of
persons with disabilities are protected by policy and international conventions with a focus on
an inclusive, tolerant society, practices like surgery, eugenics, abortion and euthanasia are
increasingly used to “normalise” and to ensure that only those who are “normal” are born
(Garland-Thomson, 2005; Gibbs, 2006; Goodley, 2011).

As in many other countries, disability policy and legislation in South Africa has historically
been built on a medical approach to disability. With the transition to democracy in 1994 and
the entrenchment of disability rights in the Constitution of 1996, social and human rights
approaches have been adopted, as can be seen in the Integrated National Disability Strategy
White Paper of 1997 (Office of the deputy president, 1997). As in other areas of South
African life, legislation has not caught up with newer approaches to social issues, and for this
and other reasons, including reasons of practicality, it is still the case that health care and
other services for persons with disabilities are mainly provided according to the medical
approach (Mji et al., 2013). While the medical approach to disability has challenges, high
quality medical intervention for persons with disabilities is important. Health care and
rehabilitation are prerequisites to accessing equal opportunities. Thus Shakespeare (2008b)
rightly warns that it is not medical intervention that should be criticised, but rather the form
of the intervention and especially the relationship between medical professionals and persons
with disabilities.

13
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Disability approaches (Sources: Brown, 2009; Goodley, 2011; Mackelprang, 2010; Mitra, 2006; Oliver, 2006; Schuelka, 2013; Thomas, 2004).

Moral
Approach

Medical
Approach

Social

Approach

Human
rights
Approach

Conceptualisation
of disability
Defect to endure or
OVercome;

Test of faith

An individual
medical problem
caused by
impairments;
Personal tragedy
Social Oppression

& Barriers

Persons with
disability are a

minority group

Causes

Supernatural;
Punishment for
sin or moral lapse;
Sorcery
Individual
actions; Lifestyle
choices; Random

occurrence

Societal exclusion

Denied civil
rights, equal
access and

protection

Focus of
intervention
Divine healing;
Address sins or
immoral nature;
Appease spirits
Cure;
“Normalise”;

Fit into society

Remove societal

barriers

Broad societal
and system
changes to ensure

equal rights

Advantages

Medical
management of

the impairment

Address
environmental

barriers

Inclusion of
persons with
disabilities in

policy and laws

Challenges/ Criticism/

Results in

Shame; Ostracism; Charity
Hiding the disability symptoms or

person with disability

Lack of attention to social
exclusion; Power imbalance
between professionals and
persons with disabilities; Doing
away with the “disabled” body
Too little focus on the role of the
impairment; Might devalue
medical intervention;

Prevalence numbers not important

People need to be identified and

labelled as disabled;

Focus on political lobbying

instead of basic development

Role of body/
impairment
Defective
body

Cause

disability

Present but do
not cause

disability

Present but do
not cause

disability

Role of
environment

No role

Acknowledged,

but not addressed

Cause disability

Deny persons with
disabilities
opportunities to

access their rights
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As indicated in Table 2.1, according to the medical approach disability is caused by individual
impairments. Its’ supporters may acknowledge that societal barriers can have an impact on
disability, but generally fail to address these (Goodley, 2011; Oliver, 2006; Thomas, 2004).
Where this model is adhered to, the focus of disability management is on addressing individual
impairments through medical intervention and therapy with the objective to cure or “normalise”
so that the person can “fit into society” (Goodley, 2011; Mackelprang, 2010; Mitra, 2006). If
these measures are unsuccessful the person with the disability is often marginalised. “Able
bodied” service providers and communities decide on intervention strategies, control
organisations for persons with disabilities, pass judgement on the quality of life of persons with
disabilities, the meaning of suffering, and how suffering should be relieved. They might even
decide on life or death for persons with disabilities (Brown, 2009; Edwards, 2009; Garland-
Thomson, 2005; Gibbs, 2006; Goodley, 2011; lezzoni, 2006a, 2006¢; Shakespeare, lezzoni, &
Groce, 2009). The opinion of the person with the disability is not sought and service providers
and communities fail to realise that some persons with disabilities might perceive their
impairment as an integral part of who they are. They do not want to be cured, they want to be
accepted and included (Hahn & Belt, 2004; Smith, 2009).

In the context of disability activism of the 1960s and 1970s, persons with disabilities rallied
against the medical approach. They wanted control of their lives and destinies and were
instrumental in developing the social approach to disability (Table 2.1) as a counter. Supporters
of the social approach argue that disability stems from the inability of organised society to meet
the needs and ambitions of citizens with disabilities, and to include them in all aspects of life.
According to them disability is a social construct caused by oppression, stigma and societal
barriers. Social approach supporters acknowledge impairments and their impact on a person’s
life, but argue that impairments do not cause disability (Goodley, 2011; Oliver, 2006; Thomas,
2004). In the words of Thomas (2004):

... disability only comes into play when the restrictions of activity experienced by people
with impairment are socially imposed, that is, when they are wholly social in origin . . . it

is entirely possible to acknowledge that impairments and chronic illness directly cause
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some restrictions of activity. The point is that such non-socially imposed restrictions of

activity do not constitute disability. (p. 580)

The focus of management is on universal access to be achieved through broad societal changes
that allow inclusion, equal access to all community and societal systems, and promoting positive
images of disability (Goodley, 2011; Mackelprang, 2010; Mitra, 2006; Oliver, 2006). The social
model has been invaluable in exposing and confronting the oppression faced by many persons
with disabilities, but disability encompasses more than oppression (Shakespeare, 2014). In

addition, there are particular challenges in applying this model in the Global South.

Grech (2009, 2012), Heap et al. (2009), Ingstad (2007) and Meekosha (2011) note that the social
approach was to a large extent developed in Global North countries and “exported” to Global
South settings. The approach may not fully encompass the experience of disability in culturally
different Global South settings, or against a backdrop of social deprivation, as often experienced
in the Global South. Autonomy and individualism, core values of the social model, may be less
relevant in communities where members are interdependent on each other sometimes for their
very existence. Grech (2012) argues that disability is met with a variety of attitudes and
behaviour in the Global South which range from positive to negative, and is dependent on socio-

economic, cultural, political, personal and contextual variables.

Finally and of importance to this study, the social approach has a tenuous relationship with
health care and health care service providers. Supporters of the social approach acknowledge
impairments and the necessity of medical interventions to reduce or alleviate them (Oliver, 2006;
Parnes et al., 2009). However, this acknowledgement may not be enough to prevent one from
forgetting the important role of medical intervention when faced with the criticism health care
service providers receive from social approach supporters (Grech, 2009; Shakespeare, 2014). In
circumstances where health care provision is fragmented or absent, as can be found in the Global
South, one should take care that societal approaches to disability do not fail to acknowledge
medical problems that require treatment. Such failure may leave persons with disabilities

without the necessary health care to ensure biological stability and optimal functional restoration

16



Stellenbosch University https://scholar.sun.ac.za

(Grech, 2009, 2012; Shakespeare, 2012, 2014). In addition, medical intervention has an

important role to play in the prevention of impairments that can lead to disability.

The role of the impairment is as real as the effects of social oppression in the experience of
disability (Goodley, 2011; Grech, 2009; Shakespeare 2008b, 2014; Smith 2009; Taylor, 2005).
Thus neither impairment and medical intervention nor societal oppression and creating a barrier
free society should be neglected if one wants to ensure inclusion of persons with disabilities
(Shakespeare, 2014). Impairments may be a source of strength and personal development but
may also be a burden, source of suffering and cause of death (Grech, 2009; Hahn & Belt, 2004;
Shakespeare, 2014; Smith, 2009; Taylor, 2005; Thomas, 2004).

Differences in the experience of impairment are illustrated by the findings of two studies. In a
study that “investigates the assumption that disabled people want improvements in their
functional abilities, or complete cures”, Hahn and Belt (2004, p. 453) found that study
participants regard being disabled as a positive and enriching life experience, embrace their
impairments and will not seek a cure even if it is available. On the other hand, in a study that
“examined the adequacy of the social model for explaining the disability experience of persons
with Chronic Fatigue Syndrome”, Taylor (2005, p. 497) found that study participants experience
their impairment as a negative force in their lives. They want a cure and put a lot of effort into
searching for it. Methodological differences might explain the difference in findings. The 47
participants in the qualitative study by Taylor (2005) experienced symptoms that made them feel
constantly sick. Hahn and Belt (2004) did not provide information on medical diagnosis or
impairments of the 165 disability activists that participated in their quantitative survey. Itis
possible that they experienced more varied impairments that caused less symptoms of ill health.
In addition their role as disability activists might have led to a pre-determined attitude about the
role of impairments. In my opinion the role of the impairment is well summarized by
Shakespeare (2014) and Smith (2009) who argue that while the presence of an impairment does
not automatically imply a tragedy, one cannot deny the very real experience of pain and suffering

of some persons with impairments.
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The individual person and the way that a person responds to circumstances also impact the
experience of disability (Shakespeare, 2014; Smith, 2009). 1 argue that one should not ignore or
place a lesser value on the impairment, the environment, or the person in conceptualizing
disability. Therefore | want to conclude and agree with Bickenbach (2009) and Shakespeare
(2014) that disability is the result of a complex interaction between the impairment, the
environment and the individual person. For this reason, | use the International Classification of
Functioning, Disability and Health (ICF) (WHO, 2001) as a disability framework in this study.

2.4  The International Classification of Functioning, Disability and Health

According to the ICF, disability exists on a continuum with function (Kostanjsek, 2011,
Schneider et al., 2003) and is the result of a multifaceted non-linear interaction between health
conditions, impairments, activities, participation and contextual factors, as shown in Figure 2.1.
Disability is a complex, multi-dimensional, universal experience that most people will encounter
during their lifetime, instead of being limited to the few who were traditionally labelled disabled
(Kostanjsek, 2011; Schneider et al., 2003; WHO, 2001).

Heatth condition
(disorder or disease)
F Y
: v !
Baody functions and o > Activities o > Participation
structures

t t t

Environrmental Persanal

factors factors

Figure 2.1. Diagrammatic presentation of the interaction between the components of the ICF
(Source: WHO, 2001)
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The experience might be temporary, for example, while convalescing after surgery, waiting for a
fracture to heal, or waiting for an assistive device like spectacles to be replaced. Conversely an
injury or health condition might cause permanent impairments and disability like in the case of a
Spinal Cord Injury (SCI) or might be a lifelong experience if born with an impairment.
Environmental factors might aggravate the impairment and/or decrease activity and participation
and thus determine the presence and/or severity of a disability. For example, a fracture can
become a permanent disability if health care systems fail to provide the necessary curative care.
For a person with paralysis of the legs the severity of the disability is influenced by
environmental factors such as having or not having a wheelchair, or living in a second floor flat
without a lift (Schneider et al., 2003; WHO, 2001).

The impact of personal factors like age, education, socio-economic status, religion, coping
mechanisms and personality traits on disability are acknowledged by the ICF (Geyh et al., 2011;
Kostanjsek, 2011; Schneider et al., 2003; WHO, 2001). However, they are not classified or
scored and might thus be interpreted as of lesser importance and neglected (Barile, 2003; Conti-
Becker, 2009; Geyh et al., 2011). Further research on the role of personal factors in determining
disability, and the development of a classification strategy for personal factors within the ICF is

necessary (Geyh et al., 2011).
As a disability framework the ICF provides a model for measuring disability prevalence.
2.5  Disability Prevalence

Disability prevalence rates vary and are influenced by varying disability definitions and
approaches, and the methodologies used in prevalence studies and surveys. The wording of
questions, the extensiveness of questions and response options, and training of data collectors
can all impact on prevalence findings (Schneider, 2009; Schneider et al., 2009; WHO, 2011).
Questions that focus on impairments or ask if a person is disabled, as well as narrow “yes/no”
response options can yield underestimates of disability prevalence. There are many people who
have impairments but who do not self-identify as disabled. Some impairments, for example, are
considered by many to be part of normal ageing, such as hearing loss — if an older person does

not identify as disabled but has substantial hearing loss, this impairment will be missed on
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surveys asking people if they are disabled. There may also be lower reporting of disability rates
because of stigmatizing implications of being labelled disabled. Questions based on the ICF
such as the Washington Group Questions (WGQ) (Schneider, 2009) tend to give higher

prevalence estimates.

The WGQ seeks to identify the presence of functional difficulties in one of six common activity
sets (seeing, hearing, walking, remembering, communication and self-care) in an effort to

identify individuals with activity limitations.
Scoring options range from:

e 0-no difficulty.

e 1-some difficulty.

e 2 -alot of difficulty.

e 3-cannot do.
The more detailed questions referring to difficulties as well as the range of response options
should increase the number of “yes” responses (Braithwaite & Mont, 2009; Washington Group
on Disability Statistics, 2010).

South Africa used an approach based on the WGQ in the 2011 census survey (Stats SA, 2011).
An overall disability figure of 5.2% of South Africans five years and older was found. These
figures were determined by defining disability as follows: “If an individual has ‘Some difficulty’
with two or more of the 6 categories then they are disabled. If an individual has ‘A lot of

difficulty’ or is ‘Unable to do’ for one or more category they are classified as disabled” (Stats
SA, 2012, p51).

Additional disability prevalence data for South Africa come from Mitra & Samboorthi (2013)
and Schneider et al. (2009). Mitra & Samboorthi (2013) found a disability prevalence figure of
30% for South Africa, based on the World Health Survey (WHS) data. They found higher
prevalence of disability than Stats SA (2011) in every functional area. Similarly Schneider et al.
(2009), also using the WGQ), reported higher figures. They found an overall disability rate of

33% with 3% “cannot do”, 10% ““a lot of difficulty”” and 20% “some difficulty” in one domain.
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Their population consisted of persons 15 years and older, as opposed to persons five years and
older in the 2011 census. This difference in age might to some extent account for the differences

in findings since disability prevalence increases with age (Graham et al., 2014).

Schneider et al. (2009) found that percentage-wise more persons living in rural areas reported a
lot of difficulty or an inability to do an activity than in urban areas, as shown in Table 2.2. The
authors attributed the increased percentage of persons with severe activity limitations in rural

areas to a lack of services in these areas.
Table 2.2

Percentage of persons with difficulties in rural and urban areas (Schneider et al., 2009)

Some difficulty A lot of difficulty /

cannot do
Rural 19.57% 15%
Urban 20.35% 10%

Thus, persons with disabilities are a large minority group that must be considered in policy and

service delivery.

2.6  Disability Policy and Inclusion of Persons with Disability in South Africa

Internationally the focus on disability rights culminated in the United Nations Convention on the
Rights of Persons with disabilities (UNCRPD), which were adopted in 2006. The UNCRPD's
purpose is: “to promote, protect and ensure the full and equal enjoyment of all human rights and
fundamental freedoms by all persons with disabilities, and to promote respect for their inherent
dignity” (UN, 2006). The principles of the UNCRPD focus on autonomy, dignity, freedom, non-
discrimination, equality, respect, acceptance, accessibility, inclusion and participation. South
Africa ratified and signed the UNCRPD in 2008, thereby committing the country to dealing with
disability as a human rights issue and the inclusion of persons with disabilities in all walks of life
(DWCPD, 2013; Lang, Kett, Groce, & Trani, 2011; UN, 2006).

21



Stellenbosch University https://scholar.sun.ac.za

The first country report from the South African government on the implementation of the
UNCRPD highlights progress towards political self-representation of persons with disabilities
with 16 members of parliament, of whom one is a deputy minister. In addition, the report refers
to various Reasonable Accommodations that ensure greater inclusion of persons with disabilities,
tax benefits for, the success of the South African Paralympics team, social assistance though
financial aid to persons with disabilities and the inclusion of persons with disabilities in higher
education, adult literacy and learnership programmes. On the other hand the report pointed out
challenges in the areas of public transport, early childhood development, inclusive education and
the implementation of the UNCRPD in rural areas. Challenges to implementation in rural areas
include isolation, poverty, low literacy levels, harmful traditional beliefs, a lack of transport and
physical access, a lack of services, a shortage of health professionals, little support to educators
of children with special needs, oppression and marginalisation (DWCPD, 2013).

On the whole it seems as if the UNCRPD policies and laws did not lead to much change in the
lives of ordinary persons with disabilities in South Africa. Disability is often still perceived as
an individual problem caused by impairment/s and persons with disabilities often exist at the
fringes of society due to social exclusion and environmental barriers (Adnams, 2010; Schneider
& Nkoli, 2011).

2.7 Summary

Due to its complexity and the myriad of factors which impact on disability it is difficult to define
disability. One has to take into consideration the impairment, the environment and the person.
The ICF was chosen as a disability framework for this study since it combines these factors in an
inclusive approach to disability. Determining disability prevalence is similarly difficult and
figures for South Africa vary, but it seems as if at least 5% of the country’s population has
activity limitations that might lead to disability. These individuals must be afforded their rights
and inclusivity in society in accordance with the UNCRPD. However, inclusion in South Africa
is limited, especially in rural areas. One of the many essential components of inclusion is access
to health care. Health and health care service delivery in South Africa is explored in the next
chapter and health care access in the one thereafter.
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Chapter 3

Health, Health Care Systems and Services in South Africa

3.1 Introduction

Health and illness are integral components of being human. No person stays healthy all the time;
death, the ultimate outcome of ill health, is inevitable (Davies, 2007). In addition neither health
nor illness is static; they interact on a continuum from severe illness to exceptionally good health
(Davies, 2007; Nosek et al., 2004; WHO, 2001). This chapter looks at the role of health in
disability as well as health care systems and services in South Africa.

3.2  Health, Disease, Function, Disability and Quality of Life

One’s state of health is dependent on ever-changing balances on the continuum of health and
illness. These balances are influenced by disease, personal, cultural and environmental factors
(Davies, 2007). In addition, health is interconnected to various socio-economic factors such
adequate nutrition, uncontaminated water, housing, sanitation, employment, safe and healthy
working conditions, education, information and health care. It is impacted on by freedom of
association, assembly and movement as well as freedom from degrading actions such as torture
and medical treatment without consent (UN, 2000; WHO, 2010b). Thus any attempt to define
health will be fraught with difficulties and any definition of health open to controversy. Such is
the case with the WHO definition of health, provided in the glossary of terms and used in this
study. An in-depth discussion of the issues is beyond the scope of this dissertation. One issue,
i.e., the use of the word “infirmity” (which is similar to “impairment”) needs mentioning. The
definition appears to imply that a person with an impairment cannot be healthy (Swartz &
Bantjes, in press). An impairment or disability does not automatically reflect a decrease in
health status (Chevarley et al., 2006; Nosek, Fuhrer, & Potter, 1995; Putnam et al., 2003;
Shakespeare, 2014; Shakespeare et al., 2009). People with disabilities can have long, healthy
and productive lives (lezzoni, 2006a). As shown in Table 3.1, good health is experienced by

relatively similar percentages of persons with and without disabilities. With the exception of the
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Korean (Park, 2014), Sierra Leonean (Trani et al., 2011) and South African (Graham et al., 2014)

studies the difference was within 10%.

Table 3.1

Comparison of findings from studies on self-reported health status of persons with and without

disabilities

% experiencing excellent % experiencing % experiencing
health good/fair health poor health
Set- Persons Persons Persons Persons Persons Persons
ting with without with without with without
disabilities  disabilities disabilities disabilities disabilities disabilities
Chevarley etal.,, USA 22 65 29 27 49 8
2006
Drum, Horner- USA 23 60 32 30 45 10
Johnson, and
Krahn, 2008
Fouts et al., USA 9 29 56 65 35 6
2000
Graham et al., South 31 66 48 32 21 3
2014* Africa
Gulley & USA - - - - 74 5
Altman , 2008
Gulley & Canada - - - - 69 3
Altman, 2008
Horner-Johnson ~ USA 27 63 30 28 43 9
etal., 2010
Jamoon et al., USA - - - - 44 9
2008
Park, 2014 Korea 6.4 27.1 18.1 39.8 75.5 33.1
Trani et al., Sierra - - 74 89 26 11
2011 Leone

*The sum of the percentages for persons without disabilities is 101%. The information was used as presented in the

original source.
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Trani et al. (2011) distinguished only between good and poor health. Not having a category for
excellent and very good health as the other authors did means that people in that category are
included in the good health category and this might explain the bigger difference in this instance.
It is uncertain what causes the difference in the Korean study and the authors did not offer any
explanations (Park, 2014). Graham et al. (2014) found - rather surprisingly - that 17% more

South Africans with disabilities experienced good/fair health that their non-disabled peers.

However Table 3.1 also shows that larger percentages of persons with disabilities experience
poor health, and smaller percentages of persons with disabilities experience excellent health, than
persons without disability. This might be due to the often complex connection between disease,
and especially chronic health conditions, and disability. Chronic conditions can lead to
functional limitations and symptoms such as pain that can cause disability; on the other hand
disability is a risk factor for chronic conditions such as obesity or depression (Harrison, 2006;
lezzoni, 2006b, 2010; Krahn et al., 2009; Park, 2014; Rimmer, 2002; Rukwong, 2008;
Shakespeare, 2014). Furthermore, impairments might generate health challenges through
secondary complications such as pressure ulcers (Putnam et al., 2003; Shakespeare, 2014).

The type of health condition that caused the impairment also plays a role in persons with
disabilities’ perceptions of health and can cause fluctuations in their experienced health (Nosek
et al., 2004; Rukwong, 2008; Shakespeare, 2014). For example, individuals with static
conditions such as a Spinal Cord Injury (SCI) often saw the functional limitations caused by the
SCI as a part of who they are and not as being sick. They related illness to acute medical
episodes of infection or fever. Conversely those with regressing conditions (e.g., Motor Neuron
Disease) or conditions that are characterised by periods of remission (e.g., Multiple Sclerosis
(MS)) often saw the disabling condition as a disease which impacts on their health negatively
(Nosek et al., 2004; Shakespeare, 2014).

Numerous studies show that for persons with disabilities (Harrison, Umberson, Lin, & Cheng,
2010; Lindsay, 1996; Munsaka & Charnley, 2013; Nosek et al., 2004; Putnam et al., 2003;
Rukwong, 2008), and for their non-disabled counterparts (Abdulrahim & Ajrouch, 2010;
Bilinski, Duggleby, & Rennie, 2010; Dutta & Basu, 2007; Goins, Spencer, & Williams, 2011,
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Hughner & Kleine, 2008; McCarthy, Ruiz, Gale, Karam, & Moore, 2004; Yehya & Dutta, 2010),
health and wellbeing has spiritual, emotional, social and physical components. Spiritually,
health and wellbeing is achieved by celebrating life, and transcending the physical body to attain
a state of grace (Lindsay, 1996). On an emotional level, self-respect and self-love (Lindsay,
1996), positive mental attitudes (Nosek et al., 2004), despondency (Rukwong, 2008), stress,
depression and frustration (Putnam et al., 2003) have been mentioned as factors that could
influence health and wellbeing. Socially, persons with disabilities felt it important to connect
with others (Lindsay, 1996) and have social support (Nosek et al., 2004, Putnam et al., 2003).
Physically, functional ability and the absence of physical symptoms such as pain were related to
being healthy (Nosek et al., 2004; Putnam et al., 2003; Rukwong, 2008).

Loss of function might decrease quality of life (Clarke & Black, 2005; Rukwong, 2008; Zheng et
al., 2014). However, a range of other factors such as community inclusion, participation in life
roles, personal and societal attitudes towards the disability, quality of care and support, and
access to services, also increase or decrease the experienced quality of life (Becker, 2006; Clarke
& Black, 2005; Cramm, Lorenzo, & Nieboer, 2013; Harrison et al., 2010; Krahn et al., 2009;
Nosek et al., 1995, 2004; Putnam et al., 2003; Rukwong, 2008; Zheng et al., 2014). Nosek et al.
(1995) found that participation restrictions had a statistically significant negative impact on
satisfaction with life (p = 0.05), while the inability to perform activities of daily living (p = 0.21)

did not have a significant impact on quality of life.

Lower levels of wellbeing were generally expressed by participants with disabilities in studies
from Zimbabwe (Munsaka & Charnley, 2013), Uganda (Mulumba et al., 2014) and Thailand
(Rukwong, 2008) than by those from the United States of America (USA) (Harrison et al., 2010;
Lindsay, 1996; Nosek et al., 2004; Putnam et al., 2003). Some Thai participants saw themselves
as sick and their lives as of little value: “My life is like a flame which is gone” (Rukwong, 2008,
p. 63). Zimbabweans (Munsaka & Charnley, 2013) describe social exclusion, having lesser
value and lower social status, being pitied and being hidden from sight. It seems as if context,
lack of services and cultural interpretation linked disability to poor health in the two Global

South settings.
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A South African study by Jelsma, Maart, Eide, Ka Toni, & Loeb (2007) found that 305 Xhosa
speaking participants with disabilities sampled conveniently from two urban districts in the
Western Cape Province (n = 61) and 15 rural districts in the Eastern Cape Province (n = 244),
reported low levels of health-related quality of life with mean scores of 66/100 for rural
participants and 60/100 for urban participants (these figures were not compared to a control
group of persons without disabilities). The participants indicated that pain, anxiety, depression
and difficulty to perform their usual activities caused them decreased health-related quality of
life.

By contrast, De Klerk and Ampousa (2003) found in a qualitative study, performed in Tshwane
(urban Gauteng) with 47 women participants with physical disabilities, that study participants
were happy with their lives. All participants in this study were involved in vocational
rehabilitation programmes. In contrast only six per cent of participants in the study by Jelsma et
al. (2007) were employed. This might account for the difference in findings, because being
employed is associated with improved quality of life. Apart from the differences in design and
setting just discussed different data collection methods might further account for the differences
in findings. Jelsma et al. (2007) collected data through a standardised questionnaire; De Klerk
and Ampousa (2003) collected data through semi-structured interviews. Participants also
differed, in that those participating in the study by Jelsma et al. (2007) were from both genders
and all Xhosa speaking, while those in the study by De Klerk and Ampousa (2003) were women

from all the population groups in South Africa.

Cramm et al. (2013) found in a matched case, cross sectional study amongst South African
youths (18-35 years old; 120 with disabilities and 117 without disabilities) from the Northern
and Eastern Cape provinces that disability impacts wellbeing negatively. However wellbeing of
participants in this study improved with access to education, employment and social support
services (Cramm et al., 2013). These findings show the importance of access to services, in
improving quality of life for persons with disabilities, an aspect that is often lacking in Global
South communities (Grech, 2012; Heap et al., 2009; Meekosha, 2011). The focus of this study is

on access to one type of service: health care.
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3.3  Health Care Systems: Formal and Informal

The focus of the current study is on the formal health sector. However, it cannot be studied
without acknowledging the other sectors since it does not operate in a vacuum and is often used

in conjunction with other sectors (Helman, 2007).

People have various ways of dealing with a perceived health problem (Dahlberg & Trygger,
2009; Hughner & Kleine, 2008). They can choose to ignore it or try to control it through their
attitude, behaviour and lifestyle (Hughner & Kleine, 2008). They may use popular health care
through treating themselves with home remedies or off the shelf medication, or consulting
family, friends or a lay health expert in the community. They may consult a traditional health
care provider, faith healer or alternative medicine practitioner such as a homeopath or
reflexologist (Ggaleni, Moodley, Kruger, Ntuli, & McLeod, 2007; Hughner & Kleine, 2008;
Yehya & Dutta, 2010) or consult a formal health care provider such as a doctor (Dahlberg &
Trygger, 2009; Helman, 2007; Hughner & Kleine, 2008). People might explore any one or a
combination of options consecutively or simultaneously, depending on their views of the cause
of the disease or for reasons like affordability and access (Dahlberg & Trygger, 2009; Germond
& Cochrane, 2010; Hughner & Kleine, 2008; Peltzer, 2009).

3.3.1 The popular sector

The popular sector refers to the home and community where ill health is commonly first
identified and where health care often starts. It is the biggest of the three sectors. Treatment in
this sector comprises all the actions people take to address ill health that does not include visiting
a traditional health care provider, faith healer, alternative medicine practitioner or professional
health care provider (Cocks & Moller, 2002; Helman, 2007; Hughner & Kleine, 2004; Kleinman,
1980). Health care is provided within the family. Knowledge on treatment is gained from
sources such as the media, folklore and home doctor books. Cultural differences between
provider and user are negligible and misunderstandings about the meaning of health, illness and

treatment seldom occur (Helman, 2007; Kleinman, 1980).
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3.3.2 The folk sector

The folk sector comprises healers who work for money or are paid in kind, but are often not
recognised as formal health care providers in a country and are not legalised by laws and
governing bodies. In South Africa various types of folk practitioners, such as reflexologists,
homeopaths, faith healers, diviners, herbalists, African chemists, traditional surgeons and
traditional birth attendants are found (Dhalberg & Trygger, 2009; Peltzer, 2009). South Africa
has begun a process of including the folk sector into national health care delivery, as shown by
initiatives such as the Directorate for traditional medicine in the Department of Health and a
traditional medicine research institute (Peltzer, 2009). Folk healers usually belong to the same
culture as the user and often involve the family in treatment. This helps them to explain diseases
and their causes in culturally acceptable terms (Helman, 2007; Kleinman, 1980). Folk, or
indigenous health care as it is called in South Africa, is especially frequented by members of the
Black population groups who use it side by side with formal health care. However, indigenous
care is often expensive and poor people might not be able to afford it (Dhalberg & Trygger,
2009; Peltzer, 2009).

3.3.3 The formal sector

The formal sector consists of the legally organised health care providers in a country and in
South Africa refers to what is traditionally known as Western, scientific medicine. This group
includes doctors and various medical specialists and professions allied to medicine such as
nurses and therapists. Practitioners in the formal health sector often enjoy a higher status and
income, and have more rights and obligations than those in the other health care sectors. The
formal sector often provides only a small percentage of the health care in a country (Helman,
2007; Kleinman, 1980).

3.4 Formal Health Care Service Provision in South Africa

Formal health care in South Africa is provided by a public and private sector that run parallel to

each other. Due to poverty and high levels of unemployment, approximately 80% of the

population access public formal health care (Blecher, Kollipara, De Jager, & Zulu, 2011). Public
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health care services are provided at primary, secondary and tertiary level. The levels are linked
through a referral system. Primary level services are provided through clinics and community
health centres. It is the point of entrance into health care services and should involve health
promotion, prevention, management of uncomplicated acute conditions, routine management of
chronic conditions and basic rehabilitation. Services at secondary level are usually provided in
district and regional hospitals and manage conditions that cannot be dealt with at primary level.
Tertiary level health care is highly specialised, deals with complex conditions, involves the use
of specialised professionals and technology, and is provided at provincial level in large city
hospitals (WHO, 2010b; UN, 2000).

Formal health care services in South Africa are governed by the National Health Act of 2003
(RSA, 2004b). Various subordinate acts, policies and position papers such as the White Paper on
the Transformation of the Health System of 1997 (DoH, 1997) and more recently the Green
Paper on National Health Insurance (Minister of Health, 2011) and the Negotiated Service
Delivery Agreement (DoH, 2011) guide the implementation of the National Health Act.
According to these documents health care in South Africa should be provided according to the
philosophy of PHC (Coovadia, Jewkes, Barron, Sanders, & Mclintyre, 2009; Kautzky &
Tollman, 2008; Naledi et al., 2011).

The definition of primary health care (PHC), as presented in the glossary of terms, was
formalised at the Alma-Ata Conference in 1978. While still a fundamental document on PHC
the Alma Ata declaration is becoming dated and other authors have built on it. This review
describe PHC based on the principles of Alma Ata and two more recent publications i.e. the
WHO's “World Health Report: Primary health care now more than ever” (WHO, 2008a), and
Kringos and colleagues literature review on the core dimensions of PHC (Kringos, Boerma,

Hutchinson, van der Zee & Groenewegen, 2010).

Universal cover and access to health care services according to need (equity) forms the basis of
PHC. Communities and individuals must be empowered to participate in health care service
management and in the planning and execution of personal health care strategies. It “relies . . .

on health workers . . . suitably trained socially and technically to work as a health team”. PHC
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“should be sustained by integrated, functional and mutually supportive referral systems”.
Implementing PHC means changes to the health care system as well as recognising and
“addressing the underlying social, economic and political determinants of poor health” in
communities (Alma-Ata Declaration, 1987, p. 1-2). Thus the implementation of PHC requires a
coordinated effort from various sectors such as health, agriculture, education, employment, and
housing. According to the Alma-Ata Declaration (1987) PHC:

... includes at least: education concerning prevailing health problems and the methods of
preventing and controlling them; promotion of food supply and proper nutrition; an
adequate supply of safe water and basic sanitation; maternal and child health care,
including family planning; immunization against the major infectious diseases;
prevention and control of locally endemic diseases; appropriate treatment of common

diseases and injuries; and provision of essential drugs. (p. 2)

PHC is not a low resource solution to the health care problems of the poor or isolated. Itis an

ambitious, comprehensive service as is shown in Table 3.2 (WHO, 2008a).

Table 3.2

Primary health care (WHO, 2008a)

Primary health care is... Primary health care is not...
Addressing a diverse range of health needs Dealing only with priority diseases
The point from which users are guided through the An isolated service in a community

health system

An ongoing relationship between user and provider A lack of continuity

Patient centred health care The provision of one directional interventions
An opportunity for prevention of diseases and health Only treating common ailments

promotion

Provided “by teams of health professionals with specific | Low technology, non-professional rural health

and sophisticated biomedical and social skills” care for poor users

Supported by adequate resources and investment to Cheap

provide better value for money

31



Stellenbosch University https://scholar.sun.ac.za

According to Kringos et al. (2010) PHC is dependent on three levels i.e. structure, process and
outcome as presented in figure 3.1. Of special importance to this study is the process dimension
of access which includes components like availability, geographic access, accommodation,
affordability, acceptability, use and equality. These components are discussed in more depth in
chapter 4. Furthermore continuity, coordination and comprehensiveness of care as well as

quality and equity are important to the current study.

Structure Process Outcome
»Governance » Access eQuality
«Economic conditions « Continuity eEfficiency
»Workforce development «Coordination *Equity

» Comprehensiveness

Figure 3.1. Dimensions of PHC according to Kringos et al. (2010)

Fragmented, inequitable service delivery, vertical, uncoordinated, disease specific programmes,
separation between facility, community and home based functions, a curative focus and
challenges with regard to referral systems hamper the implementation of PHC in South Africa
(Blecher et al., 2011; Naledi et al., 2011). Until relatively recently health indicators showed
negative trends with life expectancy rates dropping and child mortality rates rising (Kautzky &
Tollamn, 2008). South Africa was not set to reach Millennium Development Goals four to six
(Mayosi et al., 2012). However, positive changes, such as an increase in the number of service
providers, compulsory community service, ward based outreach teams and community health
workers, a specialised PHC nurse and environmental health specialist, school health services,
district clinical specialist teams, policies targeting specific health conditions and curbing
overspending, have been seen more recently (Blecher et al., 2011; Mayosi et al., 2012; Naledi et
al., 2011). The result of these efforts are perhaps best illustrated by the fact that life expectancy,
which dropped after 1994, improved and reached the 1994 rates of 54 years for men in 2010 and
59 years for women in 2011 (Blecher et al., 2011; Naledi et al., 2011). Figures also show a
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change from no progress or regression in Millennium Development Goals four to six to a point
where none of the indicators showed regression and some showed slight progress (Mayosi et al.,
2012).

Despite these positive changes South Africa’s current health outcomes are still below what one
would expect from the health expenditure. On the whole the health care system is inefficient and
a gap exists between policy and policy implementation (Mayosi et al., 2012; Naledi et al., 2011).
Health care workers are not sufficiently equipped to implement PHC. They have too little
training on the impact of social determinants of ill health and health outcomes and the advocacy
role they have in this regard. In-service training is weak and often provided in silos instead of
holistically (Naledi et al., 2011). South Africa has failed to establish a strong district system and
especially to develop management capacity at district level (Mayosi et al., 2012; Naledi et al.,
2011). Workload has been decentralized, but not resources. Provincial governments still
maintain decision making power and control much of the financial resources. This top down
management results in role uncertainty, a lack of authority and accountability of district
managers and leaves them with little power to solve problems. In addition the institutional
environment makes it difficult to act innovatively and implement new strategies (Naledi et al.,
2011). These challenges are especially pronounced in rural provinces (Gaede & Versteeg, 2011;
Matsoso & Strachan, 2011; Versteeg et al., 2013).

3.5 Summary

Health and disease affect disability, function and quality of life. However, a relationship cannot
be simplistically assumed nor be explained in a linear way, because quality of life is dependent
on physical, emotional, spiritual, social and structural factors. Even so the physical component
plays an important role and can be addressed through popular, folk or professional health care.
In South Africa professional health care should be delivered according to the principles of PHC,
but, this does not always occur. The next chapter explores health care access and might provide

reasons why the implementation of the philosophy of PHC is challenging in South Africa.
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Chapter 4

Theoretical Perspectives on Formal Health Care Access

4.1 Introduction

Persons with disabilities access the same health care systems as their non-disabled counterparts.
Thus this chapter explore variables that impact on health care access in general according to the
EquitAble framework for health care access, i.e., systems, contextual, personal and community
variables. Systems variables are discussed under accessibility, acceptability, affordability and
equity of services. The specific contextual challenges of living in a rural area are explored under
contextual variables. As is the impact of living in an agrarian community since the study
population come from a community of farm workers. The chapter ends with a brief look at the
role of relevant personal factors such as poverty, education and employment. While the
variables that impact health care are presented in sequence it is important to remember that they
are interrelated in complex ways, for instance disability and poverty are linked and both are in

turn individually and together linked to health care access (Parnes et al., 2009).
4.2  Global Health Care Access Figures

Wagner et al. (2011) and Wagner et al. (2013) used data gathered by the WHO in 2002 and 2003
as part of the WHS to analyse various aspects of health care access globally. They found that
between 93% and 100% of households could access acute care as needed (Wagner et al., 2011).
The findings on access to medication showed slightly lower figures with between 29% and 15%
of households reporting not receiving all or most medicines in the previous 12 months (Wagner
etal., 2011, 2013). Access for care of chronic conditions were lower, especially in poorer
households, with 73% of poorer households in low-income countries and 49% of poorer
households in high-income countries reporting a paucity in treatment for all or some chronic
conditions (Wagner et al., 2011). Findings on access to preventative services showed that 39%
of children received at least one measles and one diphtheria, tetanus and whooping cough
vaccine and 55% of children received at least one vitamin A capsule in the 12 months prior to

data collection (Wagner et al., 2013).
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4.3 Formal Health Care Access

Formal health care access involves a dynamic interaction between service provision (supply) and
the service user (demand). In order to demand health care users must identify a need for it.
Various factors like knowledge, education, information, health literacy, health beliefs, trust,
expectations, perceptions of health and illness, as well as sociocultural factors, such as gender,
religion, and cultural beliefs play a role in whether an individual might identify a need for and
seek health care. For example, some people might see lower back pain as part of their life’s, and
live with it, while others might see it as a disease and seek health care for it. Should a person
identify a need for and seek health care they must be able to reach, afford and receive appropriate
services; aspects that are influenced by variables like location, infrastructure, transport, quality,
quantity, organisation, cost, attitudes and cultural sensitivity, many of which are determined by
national, provincial and institutional policies and processes (Aday & Andersen, 1974; Balarajan
etal., 2011; Gilson & Schneider, 2008; Levesque et al., 2013; Obrist et al., 2007; Peters et al,
2008; Russel et al., 2013).

Various frameworks, as summarised in Box 4.1, have been developed to illustrate the
multifaceted nature of health care access. As indicated in Chapter 1 | used the EquitAble
framework in this study. Thus health care access will be discussed under systems, contextual,

personal and community variables.
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Health Access Livelihood framework (Obrist et al., 2007)
According to this framework health care access, use and quality depends on policy, service
availability, acceptability, affordability, adequacy and accessibility as well as user assets and
vulnerabilities.

Andersen’s Behaviour Model of Health Services Use (Aday & Andersen, 1974)
Health policy, health system characteristics, population characteristics, utilisation of health,
service delivery and consumer satisfaction determine access.

EquitAble framework (2008)
Access depends on system, community, context and personal variables, and are determined by
health status, quality and user satisfaction.

Frenk’s Domains of Access (Ricketts & Goldsmith, 2005)
Access depends on availability and accessibility of services.

Gilson & Schneider (2008)
Access depends on availability, acceptability and affordability of services.

Index of Rural Access (McGrail & Humphreys, 2009)
Access depends on availability of, and proximity to, services, health needs and mobility.

Institute of Medicine model (IOM) of access to personal health services (Brewer, 2005)
Access depends on user barriers, utilization barriers, effectiveness and outcomes, as determined
by equitability, efficiency and quality.

Levesque et al. (2013)
Access has five service (supply) dimensions, i.e., Approachability, Acceptability, Availability and
accommodation, Affordability, Appropriateness; and
five user (demand) dimensions, i.e., Ability to perceive a need, to seek, to reach, to pay and to
engage health care.

Penchansky's Elements of Access (Penchansky & Thomas, 1981)
Access is the fit between user needs and the system’s ability to meet their needs. “The specific
dimensions are availability, accessibility, accommodation, affordability and acceptability” (p. 127)

Peters et al. (2008)
Access depends on policy, user characteristics, geographic access, acceptability, financial access,
availability and quality of services.

Russel et al. (2013)
Access depends on availability, affordability, acceptability, geographic access, accommodation,
timeliness and awareness.

United Nations (2000)
Access depends on availability, affordability, non-discrimination and equity.

Box 4.1. Health care access frameworks
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Appendix 3 presents summaries of the methodologies used in the studies to which I refer in the

discussion on access.
4.4  Systems Variables that Impact Health Care Access

I have identified availability, acceptability, affordability and equity as key health system
dimensions, common to most frameworks, which impact health care access. These four

dimensions were also used by Harris et al. (2011) in a South African study on health care access.
4.4.1 Availability

For the purpose of this study availability refers to all physical aspects of the service. An
available service is of adequate quantity, quality, range and type. Numbers and skills of service
providers are adequate; as is hours, location, medication, equipment and infrastructure (Balarajan
etal., 2011; Gilson & Schneider, 2008; Levesque et al., 2013; McGrail & Humphreys, 2009;
Obrist et al., 2007; Penchansky & Thomas, 1981; Peters et al., 2008; Ricketts & Goldsmith 2005;
Russel et al., 2013; UN, 2000). Accommodations for persons with disabilities must be in place.
This includes physical access to facilities and equipment, access to information in an
understandable form, and staff knowledge about assisting and providing health care to persons
with disabilities (UN, 2000).

While some access frameworks (Box 4.1) presents location as a separate dimension under
accessibility (Obrist et al., 2007; Penchansky & Thomas, 1981) or geographic access (Peters et
al., 2008; Russel et al., 2013) others included it under availability (Gilson & Schneider, 2008;
Levesque et al., 2008; UN, 2000) as I did in this study since one can only use a service if you can
reach it. Obrist et al. (2007) called organisation of care adequacy, while Penchansky and
Thomas (1981) and Russel et al. (2013) refer to it as accommodation. Levesque et al. (2013)
and Russel et al. (2013) organised information on services under approachability and awareness
respectively. Other frameworks (Gilson & Schneider, 2008; Peters et al., 2008; UN, 2000)

include these issues under availability as | have done in this study.
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Human resources

Health care systems are dependent on people to implement them. A service can only fulfil its
obligations to users if staff are available in sufficient numbers, have adequate training and skills
and are motivated (Balarajan et al., 2011). Staff shortages can have negative consequences for
users, individual service providers and the organisation. Users might experience long waiting
times and short consultations. Individual service providers have to deal with bigger workloads
and might be forced to accept that they are unable to deliver services according to their personal
standards. This can cause dissatisfaction and poor morale. The organisation might face
problems like suboptimal patient care, poor staff retention and challenges with recruitment
(Harris et al., 2014; Newman & Maylor, 2002). In addition to being adequate in numbers,
service providers must be adequately skilled and have clinically sound knowledge as illustrated
by the ability to provide a variety of clinical services, accurate diagnoses and effective treatments
(Balarajan et al., 2011; Mosadeghrad, 2013; Sofaer & Firminger, 2005).

Various authors of the South African Health Review of 2011 identified insufficient numbers of
health care workers as one of the key reasons for the poor performance of health care services in
South Africa (Balarajan et al., 2011; Blecher et al., 2011; Cooke et al., 2011; Matsoso &
Strachan, 2011). A participant in a study by Harris et al. (2014) describes the staffing dilemma
in South African health care aptly: “the clinic is growing, it’s not frozen [unlike staff posts]” (p.
8). Shortages occur amongst all professional groups (Cooke et al., 2011; DWCPD, 2013; Harris
et al., 2014; Tshitangano, 2013). Furthermore a lack of skills amongst service providers was
identified as a challenge in South Africa by Mills et al. (2012). Users in the study by Harris et al.
(2014) described the occurrence of misdiagnosis and Harris et al. (2011) found through a
national household survey (n =4668) that 17.5% of South African study participants felt the
medication they received at primary level did not improve their condition. The reasons for this
were not explored and it might be related to issues like unavailability of drugs or a lack of

clinical skills amongst providers.
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According to Cooke et al. (2011), Gaede and Versteeg (2011), and Matsoso and Strachan (2011),
staff shortages are more pronounced in rural South Africa than in urban parts of the country.

Studies performed in rural areas highlighted the following issues pertaining to human resources:

e Two qualitative studies performed in the North West Province identified staff shortages
as themes from the data (Couper et al., 2007; Van Deventer et al., 2008).

e Staff shortages was seen as a challenge by 83% of participants in a rural Eastern Cape
and KwaZulu Natal study (Schoeman et al., 2010).

e Eygelaar & Stellenberg (2012) identified a shortage of staff (indicated by 97% of nurse
participants) in the West coast Winelands region (rural Western Cape) and a lack of skills
amongst staff (indicated by 96% of participants).

e According to Van Deventer et al. (2008) inexperience and a lack of skills amongst rural
staff limit service provision.

e In addition to general staff shortages, Eygelaar and Stellenberg (2012) and VVan Deventer
et al. (2008) identified shortages amongst doctors. In the study by Eygelaar and
Stellenberg (2012) 72% of participants indicated a shortage of doctors.

Providers might be less enthusiastic to work in rural areas due to social isolation, less support
and less access to training opportunities due to distances, time and staffing limitations (Brems et
al., 2006; Cooke et al., 2011; Eygelaar & Stellenberg, 2012; Van Deventer et al., 2008). Fewer
health care professionals limit the user’s choice between service providers (Elliot-Schmidt &
Strong, 1997; Fitzgerald et al., 2001; lezzoni et al., 2006; Philo et al., 2003; Turner-Goins et al.,
2005) and can thus negatively impact the acceptability of the service (Russel et al., 2013). Small
teams, as often found in rural areas, are vulnerable since the loss of one team member can have a
huge impact on service delivery (Gaede & Versteeg, 2011). International authors indicated that a
shortage of providers, high provider turnover, a lack of skills, incorrect diagnosis and under
treatment hampers rural health care service delivery (Arcury, Gessler et al., 2005; Brems et al.,
2006; Chipp et al., 2011; Lourengo, 2012; Russel et al., 2013; Turner-Goins et al., 2005).
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Medication

Timely provision of medication is essential as delays in treatment can cause poorer health
outcomes and disability in some instances (Ingstad et al., 2012). While South Africa has a
National Essential Drug List, access to these drugs remains inadequate and stock outs in the
public health care sector are reported on in reviews (Gaede & Versteeg, 2011; Naledi et al.,
2011; Pharasi & Miot, 2013) and urban and rural research:

e Hasumi & Jacobsen (2014) found that 14% of South Africans reported unavailability of
drugs.

e Walker & Gilson (2004) found in a survey of seven urban, primary health care facilities
that 80% of responding primary health care nurses (n = 113) felt that essential drugs
were not always readily available.

e Couper et al. (2007), Goudge et al. (2009a) and Mashia & Van Wyk (2004) indicated

shortages of medication as a problem, but provided no figures.

Naledi et al. (2011) ascribes the challenges with regard to availability of drugs to weak

procurement, warehousing and distribution systems.

Unavailability of medication is found throughout Sub Saharan Africa (Cameron et al., 2009;
Kiwanuka et al., 2008; Mills et al., 2012; Obrist et al., 2007; Streefland, 2005; Toda et al., 2012).
Cameron et al. (2009) used WHO survey data from 10 African countries, and found the mean
availability of a basket of 15 generic medicines to be 29.4%, in the public health sector in Africa.
Thus while public health care services in some countries might provide medicine free of charge
unavailability might leave users with no alternative but to buy it from private sector suppliers. In
addition, Patel et al. (2010) found that urban South African users believed that, since public
service drugs were free of charge and/or generic brands, they are less effective and of lower

quality.
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Equipment and consumables

Eighty five percent of professional nurses identified shortages of consumables and equipment in
the study by Walker & Gilson (2004). Mills et al. (2012) found a lack of diagnostic equipment
in the public health care sectors of South Africa, Tanzania and Ghana. Challenges related to
equipment are compounded by a shortage of staff with the technical skills to operate specialised
equipment, poor maintenance of equipment, arbitrary procurement practices, a lack of guidelines
on operation and repair as well as long waiting times for servicing and repairs (Bhagwandin,
2011; Naledi et al., 2011).

With regard to rural areas specifically, more than 70% of participants in the study by Eygelaar
and Stellenberg (2012) identified a shortage of consumables and equipment as well as challenges
with maintaining equipment. These figures are higher than the 43% of participants that
identified a shortage of equipment and the 35% that identified a shortage of supplies in the
Eastern Cape and KwaZulu Natal provinces (Schoeman et al., 2010). The difference might be
due to a difference in study population. Eygelaar and Stellenberg (2012) interviewed all nursing
staff while Schoeman et al. (2010) collected data from clinic managers only. Couper et al.
(2007) also found shortages and poor maintenance of equipment as challenges in their qualitative

study in the North West province.

Hours and waiting times

Inconvenient hours and long waiting times have been identified as a challenge during PHC visits
in urban and rural South Africa (Day & Gray, 2008; Gilson et al., 2004; Harris et al., 2011,
Hasumi & Jacobsen, 2014; Mashiri et al., 2008; VVan Deventer et al., 2008). Furthermore users
might wait months to be seen by a specialist and years to receive treatment of a more advance
nature such as joint replacement surgery. Reasons for long waiting times include the large
number of patients, lengthy administration procedures, a shortage of medical personnel,
inefficiency, poor coordination of care between various service providers and levels of service

and between private and public service providers (Goudge et al., 2009a).
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Infrastructure

Old, small and dilapidated buildings, as well as a shortage of water, electricity and
communication systems cause infrastructure challenges in rural South Africa (Couper et al.,
2007; Gaede & Versteeg, 2011; Schoeman et al., 2010). Schoeman et al. (2010) found in a study
in four rural districts of the Eastern Cape and KwaZulu Natal that 43% of clinic buildings in both
provinces were in a poor condition. In addition 75% of clinics in the Eastern Cape and 50% in
KwaZulu Natal had insufficient water supplies. Energy was a challenge in 65% of Eastern Cape
clinics and 25 % of KwaZulu Natal facilities. These problems exist despite the building 1300
new clinics and upgrading a further 252 since 1994. According to Blecher et al. (2011) there is
ongoing under-expenditure of money earmarked for infrastructure development in South Africa

due to a lack of capacity and supervision.
Range of services

According to Gaede and Versteeg (2011) limited service packages in rural areas give rural users
fewer options than their urban counterparts. In addition rural emergency services are less

resourced than urban emergency services (Gaede & Versteeg, 2011).

In summary, the availability of health care services in South Africa is hampered by a lack of
resources such as service providers, medication, and equipment. In addition the skills of service
providers are not always adequate. The lack of resources, in combination with organisational
and infrastructure challenges, can impact negatively on acceptability of services.

4.4.2 Acceptability

Box 4.1 shows that most of the health care access frameworks included acceptability as a
dimension of health care access. An acceptable service is ethical, respectful, confidential,
culturally appropriate and, sensitive to gender and life-cycle requirements (Gilson & Schneider,
2008; Levesque et al., 2013; Obrist et al., 2007; Penchansky & Thomas, 1981; Peters et al.,
2008; Russel et al., 2013; UN, 2000). Acceptability of services is dependent on:
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Cultural sensitivity to users’ beliefs on and construction of health and healing (Dillip et
al., 2012; Gilson & Schneider, 2008; Mosadeghrad, 2013; Obrist et al., 2007).

Treating users as persons not diseases (Brugge et al., 2009; Mosadeghrad, 2013).
Communication between user and provider (Atinga et al., 2011; Gilson & Schneider,
2008; Goudge et al., 2009a; Hussey, 2013; Tonoyan & Muradyan, 2012). The
importance of communication is asserted by Bensing, Verhaak, van Dulmen and Visser
(2000, p. 3) who call communication “the royal pathway to patient centred medicine”.
Attentive listening and the ability to explain complex medical terms, conditions, tests
results, prognosis, management strategies and procedures in an understandable way are
valued by users (Bensing et al., 2000; Brugge et al., 2009; Goudge et al., 2009a;
Mosadeghrad, 2013; Sofaer & Firminger, 2005).

Education that empowers users to make autonomous decisions about their health and its
management (Bensing et al., 2000; Brugge et al., 2009; Goudge et al., 2009a;
Mosadeghrad, 2013; Sofaer & Firminger, 2005).

Patient centred care. Health care users should participate in goal setting and management
planning. They must be empowered through communication, sharing of information and
education on their condition and alternative management strategies to enable them to
make informed choices about their management. Patient centred care has been associated
with advantages like a decrease in symptoms, increased function, improved physical and
mental health status, improved patient satisfaction with services, and better compliance
with and acceptance of management strategies (Zimmermann, Konrad, Muller, Rundel,
Korner, 2014; WHO, 2011).

The absence of prejudice and stereotyping (Gilson & Schneider, 2008).

Health worker attitudes and behaviour play an important role in creating an acceptable service.

Users stressed the importance of behavioural aspects like eye contact, empathy, listening to

them, sensitivity, kindness, friendliness, courtesy, respect, compassion, dependability, and

emotional support. In addition service acceptability is impacted by clinical factors. This include

spending enough time with users, doing comprehensive clinical examinations, trust in the skills

of service providers, explaining the condition and treatment, involving users in clinical decision
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making, and respecting the privacy of users (Brugge et al., 2009; Gilson et al., 2004; Mills et al.,
2012; Mosadeghrad, 2013; Sofaer & Firminger, 2005; Tonoyan & Muradyan, 2012).

In South Africa acceptable and respectful service delivery as encompassed by the Batho Pele
principles are expected from every civil servant. The term Batho Pele means “people first” and
advocates improved public service delivery. Batho Pele is based on eight principles of which at
least four, i.e., user consultation, courtesy, providing information to users, and redress, have a
direct connection to service acceptability (South African Department of Public Service and
Administration, 1997). In spite of the Batho Pele principles, unacceptable practices by health
care service providers are documented (Day & Gray, 2008; Gilson et al., 2004; Harris et al.,
2011; Hasumi & Jacobsen, 2014). Challenges in both rural and urban areas related to:

e Communication difficulties because of poor proficiency in a mutual language. South
Africa has 11 official languages. Thus it is not unusual for users and providers to have no
common language in which both are proficient (Hussey, 2013).

e Negative, uncaring attitudes, rudeness and disrespect (Cleary et al., 2012; Couper et al.,
2007; Day & Gray, 2008; Gaede & Versteeg, 2011; Gilson et al., 2004; Gilson &
Schneider, 2008; Harris et al., 2011, 2014; Hasumi & Jacobsen, 2014; Kautzky &
Tollman, 2008; Versteeg et al., 2013). Harris et al. (2014) described how shaming and
humiliation of users lead to user passivity and a reluctance amongst users to ask
questions.

e A lack of confidentiality (Couper et al., 2007; Harris et al., 2011).

e Inadequate explanations (Harris et al., 2014; Patel et al., 2010).

e Allowing paperwork to take precedence over users (Peltzer, 2000).

e A lack of privacy (Harris et al., 2011; Westaway et al., 2003).

e A lack of individualised care (Patel et al., 2010).

e Taking long breaks (Gilson et al., 2004).

e Users turned away (Hasumi & Jacobsen, 2014).

e Not using a triage system (Gilson et al., 2004).

e Dirty facilities (Hasumi & Jacobsen, 2014).
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e Incorrect or no diagnosis (Hasumi & Jacobsen, 2014).

e Lost results and inadequate or absent records (Gilson et al., 2004; Gilson & Schneider,
2008; Hasumi & Jacobsen, 2014; Kautzky & Tollman, 2008; VVan Deventer et al., 2008).

e Poor continuity and seeing a different member of staff at every visit (Van Deventer et al.,
2008).

e Confusing processes and bureaucratic systems with regard to levels of care, referral
pathways and access requirements hamper user access to the system and cause users to be
lost to follow up (Bateman, 2012; Cooke et al., 2011; Gaede & Versteeg, 2011; Van
Deventer et al., 2008).

e lIrregular and inadequate follow up (Van Deventer et al., 2008).

Staff satisfaction, attitudes, morale and behaviour are shaped by a variety of factors including the
demands of their jobs, availability of resources, working conditions, decision making power,
workloads, the standard of training, training opportunities, respect and support from managers
and users, safety, remuneration (Gilson et al., 2004; Gilson & Schneider, 2008; Graber et al.,
2008; Kautzky & Tollman, 2008; Newman & Maylor, 2002; Tshitangano, 2013), the hardships
experienced by the communities they serve (Gilson et al., 2004) and health care reform (Gilson
et al., 2004). PHC professional nurses are especially exposed to the stressors related to patient
care since they are often working at the interface between the public and the health system. In
order to cope with the challenges they have developed practical strategies such as splitting and
distancing. Splitting refers to the breakdown of patient care into tasks with different providers
taking users histories, measuring vital signs, consulting and dispensing medication. Distancing
include aspects such as referring to a user though his or her disease (the paraplegic from School
street), not becoming involved with emotional issues and standardised routines. Splitting and
distancing help to create a defence system that decreases personal involvement with users and
the need to develop creative solutions for specific challenges faced by individual users, but might

decrease service acceptability (Van der Walt & Swartz, 1999).

Acceptable services empower users to take appropriate action. In addition, the insights and
knowledge gained on the disease empowered the user and family to become a community

resource on that condition (Goudge et al., 2009a). Unacceptable services can lead to
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inappropriate or lower rates of intervention relative to need, users not understanding the
diagnosis and management strategies, users doubting the effectiveness of treatment, healer
shopping, user unwillingness to reveal past medical history, lower referral rates to secondary and
tertiary care, limited user compliance, failure to follow up, lower self-reported health status, and
dissatisfaction with services (Gilson & Schneider, 2008; Goudge et al., 2009a).

In summary South African health care workers do not always provide an acceptable service.
Communication, behaviour, attitudinal and process challenges have been identified. Where users

find services unacceptable they might incur expenses in order to access a different service.
4.4.3 Affordability

While definitions differ, affordability refers to a match between the cost of the service and the
ability/willingness of users to pay for it (Gilson & Schneider, 2008; Levesque et al., 2013; Obrist
et al., 2007; Penchansky & Thomas, 1981; Peters et al., 2008; Russel et al., 2013; UN, 2000).
Cost of care can create barriers with regard to access and continuity of health care (Ansah et al.,
2009; Balarajan et al., 2011; Falkingham, 2004; Kiwanuka et al., 2008; Obrist et al., 2007; Peters
et al., 2008; Tonoyan & Muradyan, 2012; Trani & Barbou-des-Courieres, 2012; WHO, 2008a).
However, receiving health care of good quality and services underlying good health like clean
water should not depend on a person’s ability to pay for it (Gilson & Schneider, 2008; Peters et
al., 2008; UN, 2000). Accordingly the South African public sector provides health care based on
a system that does not exclude anybody on grounds of not being able to pay and give particular
support to vulnerable groups. This might be why Mills et al. (2012) found that 0.09% of South
Africans incurred catastrophic health expenses versus 2.43% of Ghanaians and 1.52% of
Tanzanians. Free health care policies have shown increased use of preventative, curative and
promotive health care in South Africa and Uganda (Peters et al., 2008), while introduction of
fees showed a drop in health care utilisation in Ghana (Ansah et al., 2009; Peters et al., 2008).

However affordability remains a problem for some South Africans, because exemption polices
are not always applied (Goudge et al., 2009a, 2009b; Harris et al., 2011; Mills et al., 2012). A
study done in two rural villages in Mpumalanga found that illness accounted for 4.5% of

household spending. Visiting a clinic incurred a burden of 1.3%, while an out-patient visit to a
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hospital incurred a burden of 8.2% (this is equal to the average cost of a month’s supply of staple
starch) and in-patient hospital costs caused a burden of 45% (Goudge et al., 2009b). Cleary et al.
(2013) found that South Africans from rural settings incurred higher costs to access health care
while they had less means to pay for it, than those from urban settings. A greater proportion of
households in the rural settings of this study borrowed or sold assets to pay for health care. The
authors pointed out that this practice is not sustainable in the case of chronic conditions such as
tuberculosis (TB) or Human Immunodeficiency Virus (HIV). The same authors reported that
50% of users in an anti-retroviral therapy programme in a rural setting spent more than 10% of
the household resources on health care (this is seen as catastrophic spending) and 36% borrowed

money to cover the expense (Cleary et al., 2012).

The cost burden of health care is further exposed by data from the WHS where 22% of
participants from low-income countries and 16% from low- to middle-income countries
indicated that the burden of health care expenses was potentially catastrophic. Forty four percent
of participants in low- income countries (data from 20 low-income countries were analysed) used
savings, borrowed money or sold assets to pay for health care (Wagner et al., 2011). The main
reason for the high expenses was indicated as the cost of medication (Balarajan et al., 2011;
Blecher et al., 2011; Cameron et al., 2009; Mills et al., 2012; Wagner et al., 2011). In low-
income countries medication was, after food, the biggest family expense (Cameron et al., 2009).
In addition to direct costs, indirect costs such as transport, meals, accommodation and loss of
income impacts negatively on affordability of health care (Ansah et al., 2009; Bakeera et al,
2009; Balarajan et al., 2011; Buchanan et al., 2006; Cleary et al., 2012, 2013; Elliot-Schmidt &
Strong, 1997; Goudge et al., 2009b; Harris et al., 2011; Hjortsberg & Mwikisa, 2002; Ingstad et
al., 2012; Kautzky & Tollman, 2008; Kiwanuka et al., 2008; Levesque et al., 2013; Matsoso &
Strachan, 2011; Obrist et al., 2007; Peters et al., 2008; Philo et al., 2003; Russel et al., 2013). A
study from rural Mpumalanga found that 42% of money spent on health care was spent on

transport; this increased to 60% when hospital visits were considered (Goudge et al., 2009b).

When health care must be purchased at a price beyond the means of the person who needs it, the
person might not seek care which might exacerbate the condition and require more expensive
care at a later stage (Balarajan et al., 2011; Goudge et al., 2009b). 1l health can also impact
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negatively on quality of life and the ability to earn. On the other hand should people access
health care at a price that they cannot afford it will erode funds destined for basic necessities like
food and long term investments in for example education. These can also have a negative effect
on quality of life and health (Wagner et al., 2011; WHO, 2008a). Alternatively people might
seek health care from unregulated and unlicensed providers, or other sources (Ansah et al.,
2009). In this situation health promotion and prevention are seldom addressed and it might lead
to financial exploitation, bad quality and unsafe care (Goudge et al., 2007; Peters et al., 2008;
WHO 2008a).

In conclusion it seems as if health care costs can cause economic hardship for families even in
South Africa where cost exemption polices exist. A considerable amount is expended on
medication and indirect costs related to transport, loss of income and meals. Cost of care can

lead to inequity in service delivery with the poor receiving fewer services than the rich.
444 Equity

Equity in health care refers to a moral commitment to ensure social justice in health care service
provision (Fleurbaey & Schokkaert, 2011; Kawachi, Subramanian, & Almeida-Filho, 2002).
Thus equitable health care services should enable everybody to reach an optimal level of
wellbeing, and to be equitable services should be provided according to individual need
(Ataguba & Mclntyre 2013; UN, 2000). Equity is achieved when two persons with the same
morbidity receive the same amount and quality of care. Health inequality is caused by injustice
(Fleurbaey & Schokkaert, 2011; Kawachi et al., 2002), for example the disparities in health care

service delivery to various South African population groups before 1994 (Coovadia et al., 2009).

Gilson & Schneider (2008) incorporate equity as a sub dimension of acceptability; arguing that it
is usually marginalised groups which are discriminated against. On the other hand the United
Nations (UN, 2000) Right to Health document incorporates equity under availability and
affordability by stressing that service availability should not depend on a person’s ability to pay
for it. Obirst et al. (2007) and Brewer (2005) see equity as a health status outcome. However

equity can be a determinant of health status, quality of services and user satisfaction as well.
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Therefore and because of the challenges South Africa experience with providing equitable

services equity has been included as a separate dimension in this study.

Ataguba et al. (2011) and Mills et al. (2012) indicate pro-rich health care service benefits in both
the private and public sector of South Africa while the poor showed higher burden of disease.
However, Ataguba and Mclintyre (2013) found a pro poor benefit at public facilities such as
clinics, community health care centres and district hospitals in South Africa and an equal
distribution of benefits between rich and poor when all public service facilities are looked at in
combination. Hasumi & Jacobsen (2014) found that health care service delivery in South Africa
is inequitable with regard to race. Significantly more Black African households reported
challenges when accessing health care than the other population groups (this was true after

adjustment for provider type and socio-demographic factors).

Thus while the South African government is committed to equity in policy and legislation,
inequities remain between population and socio-economic groups as well as between provinces,
and within provinces between urban and rural areas (Cooke et al., 2011; Coovadia et al., 2009;
Gaede & Versteeg, 2011; Sanders & Chopra, 2006). Examples include an infant mortality rate
ranging from 71 per 1000 live births in rural areas to 43 in urban areas and TB cure rates that are
19.9% higher in Gauteng than in the North West Province (Gaede & Versteeg, 2011). While
social and economic factors play a role in these figures, inequities in health care service
provision between rural and urban areas and access challenges in rural areas are in part to blame
(Balarajan et al., 2011; Blecher et al., 2011; Cooke et al., 2011; Gaede & Versteeg, 2011,
Matsoso & Strachan, 2011). For instance more urban provinces have on average 30 general
doctors and 30 specialists per 100 000 of the uninsured population, while more rural provinces
have on average 13 general doctors (7690 people per general doctor) and two specialists per
100 000 of the uninsured population (Cooke et al., 2011).

Rural areas might require more money per capita than urban areas to ensure equitable services.
Certain basic resources and crucial services must be available irrespective of how often they are
utilised. Thus efficiency indicators should not be the only yardstick when allocating resources to
rural services (Gaede & Versteeg, 2011; Matsoso & Strachan, 2011). For instance mobile

49



Stellenbosch University https://scholar.sun.ac.za

services may spend a lot of money and time on travel while providing services to only a few

users and are therefore less efficient, but not less vital to the right to health of rural populations.

Strict scope of practice regulations might be inappropriate in rural contexts, especially in the
light of staff shortages and limited transport to district hospitals. Service providers in rural areas
may need to perform procedures that are not within their scope of practice and need to increase
their capacity (Gaede & Versteeg, 2011; Gilson et al., 2004). An example is the catheterization
of males, a procedure outside the scope of practice of the primary health care nurse, but one that

can save a user severe discomfort in a rural setting with no immediate access to a doctor.

45  Contextual Variables that Impact Health Care Access in Rural Areas

The physical and demographic features of rural areas impact on health care access (Philo et al.,
2003). Distances from services, the degree of harshness of the environment, climate extremes,
landscape challenges, poor infrastructure, travelling time and availability or not of transport
interact to create barriers to health care access in rural areas of all parts of the world (Arcury,
Preisser et al., 2005; Arcury, Gesler., et al., 2005; Auchinloss & Hadden, 2002; Balarajan et al.,
2011; Brems et al., 2006; Buchanan et al., 2006; Cummins, 2002; Elliot-Schmidt & Strong,
1997; Fitzgerald et al., 2001; Gaede & Versteeg, 2011; Goudge et al., 2009b; Hjortsberg &
Mwikisa, 2002; Hossen & Westhues, 2011; Khan et al., 2006; Klemick, Leonard, & Masatu,
2009; Mamdani & Bangser, 2004; McGibbon et al., 2008; Mills et al., 2012; Peltzer et al., 2007;
Russel et al., 2013; Tonoyan & Muradyan, 2012; Turner-Goins et al., 2005).

Arcury, Gesler et al. (2005) found in a quantitative study in rural North Carolina, USA that
persons living farther from services have fewer regular check-up visits per year, but that distance
did not impact the number of acute and chronic care visits. However, Hiscock et al. (2008)
found that longer travel times decreased General Practitioner consultations and Pharmacy visits
in New Zealand. In addition rural users have poorer access to specialists, who seldom practise in
rural areas since the low population density makes it economically non-viable. Thus rural users
have to travel long distances often at high cost to access specialist services in urban hospitals
(Ansah et al., 2009; Bakeera et al., 2009; Brems et al., 2006; Buchanan et al., 2006; Chipp et al.,

2011; Cooke et al., 2011; Elliot-Schmidt & Strong, 1997; Fitzgerald et al., 2001; Gaede &
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Versteeg, 2011; Hjortsberg & Mwikisa, 2002; Khan et al., 2006; Kiwanuka et al., 2008;
Mamdani & Bangser, 2004; Obrist et al., 2007; Peters et al., 2008; Russel et al., 2013; Schoeman
et al., 2010; Turner-Goins et al., 2005; Van Deventer et al., 2008). In a qualitative study by
Turner-Goins et al. (2005), 33% of 101 elderly Americans indicated that having to travel out of
town for specialist care was a barrier to health care access. Participants suffering from chronic
conditions, in a qualitative study from rural Australia, reported loss of time before a diagnosis
was made. They ascribe the time loss to limited availability of doctors and especially specialists
in rural areas (Fitzgerald et al., 2001). Staying in a city for specialist care may cause anxiety
about family and work at home. The strangeness of the surrounds and lack of family support may
be distressing and can impact negatively on healing (Elliot-Schmidt & Strong, 1997).
Furthermore, distance impacts negatively on attending regular sessions such as therapy
(Buchanan et al., 2006; Elliot-Schmidt & Strong, 1997) and on accessing timeous emergency
care (Cummins, 2002; Gaede & Versteeg, 2011).

Travelling in rural areas in Global South countries is challenged by problems such as difficult
terrain, flooding, poor quality of roads, expensive, inadequate or non-existent public transport (;
Kiwanuka et al., 2008; Obrist et al., 2007; Schoeman et al., 2010) and unavailable or expensive
private transport (Obrist et al., 2007). South Africa has 221 000 kms of rural roads, some of
which are difficult to negotiate by motorised vehicle. This creates barriers to the provision of
transport (DWCPD, 2013). In addition, in emergencies ambulances are not always available or
when they are available it takes a long time for the ambulance to arrive (Couper et al., 2007,
Gaede & Versteeg, 2011; Harris et al., 2014). Walking, often over difficult terrain, is the most
common way of reaching health care services in rural Africa (Hjortsberg & Mwikisa, 2002;
Khan et al., 2006; Kiwanuka et al., 2008; Mamdani & Bangser, 2004; Mashiri et al., 2008; Peters
et al., 2008). In a nationwide South African study Harris et al. (2011) found that 45.2% of

participants used public transport to access health care while 37% walked.

Finally distances and isolation decrease access to sources of information such as radio, television
and internet (Eide, Loeb et al., 2011). This might negatively impact the knowledge of rural
communities, lead to a lack of awareness of services (Turner-Goins et al., 2005) and of
information on newly developed interventions (Chipp et al., 2011) and hamper health promotion,
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prevention and management practices. Furthermore, agrarian communities face their own

special circumstances.
45.1 The agrarian context

Farms and farming areas vary widely. Therefore there are no universal truths about the health of
agrarian communities (Atkinson, 2007). However, farming might expose both employer and
employee to a number of environmental, chemical, biological, mechanical and physical hazards
that can lead to musculo-skeletal conditions, dermatitis, eye, and respiratory problems, traumatic
injuries, hearing loss, chemical injuries and various cancers (Lovelock, 2012; Olowogbon &
Fakayode, 2013; Smith et al., 2008). Furthermore criminal attacks, causing death or injury to
owners and sometimes farm workers, are escalating and have become a health risk in farming

communities in South Africa (Lemke, 2005).

Elliot-Schmidt & Strong (1997) found in Australia that people living on farms often postponed
seeking health care until a trip to town was scheduled. These trips have multiple purposes such
as stocking up on food and attending community meetings. Thus seeking health care might not
always be a priority. This can cause delayed treatment and result in increased complexities or
permanent impairments in conditions that could have been cured (Elliot-Schmidt & Strong,
1997).

In South Africa many rural dwellers work on commercial farms for wages (Hall et al., 2013).
Historically farmer farmworker relations have been hallmarked by social paternalism, unequal
social relationships and “rigid gridlines of racial stratification” (Atkinson, 2007, p. 2; Levine,
2013). An increase in professionalism, changing relationships between farmers and
farmworkers, and laws that protect farmworkers against exploitation are beginning to bring about
change (Atkinson, 2007). However the changes are slow. For instance, Levine (2013) argues
that, in many instances, polices and laws meant to improve the situation of farmworkers have an

adverse effect and lead to even deeper poverty, hunger and social depravation, because there is
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no social structure to support those disadvantaged by generations of adverse practices such as the

“dop™* system.

Thus farmworkers are amongst the most vulnerable South Africans in terms of income, health
and education (Atkinson, 2007; Hall et al., 2013; Lemke, 2005). They experience structural
inequalities caused by the history of the country, gender inequality, dysfunctional families and a
lack of social and organisational skills (Atkinson, 2007; Hall et al., 2013). They are often
faceless and powerless; difficult to reach due to the remoteness of where they live, a lack of basic
communication services and a lack of transport (Atkinson, 2007). Farm workers are often
dependent on farmers for transport (Atkinson, 2007; Botes, 2011), since less than 3% of
farmworkers own a vehicle and there is little or no public transport available to them (Cummins,
2002). Visits to town might be as infrequent as once per month (Atkinson, 2007). Lemke (2005)
describes farmworkers as “trapped” without the skills to participate in the wider economy and
without the opportunity for progress on the farm; a scenario made all too real by Levine's
ethnographic studies on child labour in the Cape winelands (Levine, 2013) and by this quote
from (Atkinson, 2007, p. 1-2):

Conditions are poor on many farms, so many farmworkers are losing their jobs and
moving to towns and cities. But deep poverty already characterises the towns and cities,
those who have migrated to the towns . . . will simply swell the numbers of the . . . poor .
.. and those farmworkers who remain on the farms are unlikely to be able to make their

needs known.

Thus it is not surprising that, according to Hall et al. (2013), dependence on social security

payments are increasing in rural towns.

The health of farmworkers is negatively affected by occupational hazards, poor access to health
care, migrancy, social discrimination, poor living conditions, poverty and coercive labour

relations (Lemke, 2005). In addition high levels of smoking, alcohol abuse, domestic violence

4« . farmers providing alcohol as a method of partial payment to workers™ (Atkinson, 2007, p. 138).
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and malnutrition is found amongst farm workers (Atkinson, 2007; Botes, 2011; Lemke, 2005).
Alcohol related trauma, Fetal Alcohol Syndrome (FAS)®, and diseases in which smoking and
alcohol abuse are risk factors, are common (Atkinson, 2007). On the whole farmworkers face

adverse socio-economic circumstances.
4.6  Personal Socio-economic Variables that Impact Health and Health Care Access

There is a well-documented negative association between health care access, good health

outcomes and aspects of social deprivation such as:

e Poverty (Butler et al., 2013; Gaede & Versteeg, 2011; Jatrana & Crampton, 2009; Khan
et al., 2006; Ncho & Wright, 2013; Rukwong, 2008; Wagner et al., 2011).

e Lack of education (Balarajan et al., 2011; Butler et al., 2013; Gaede & Versteeg, 2011).

e Unemployment (Butler et al., 2013; Ncho & Wright, 2013).

e Substance abuse (Butler et al., 2013; Gaede & Versteeg, 2011).

e Food insecurity and poor nutrition (Butler et al., 2013; Gaede & Versteeg, 2011).

Mechanic and Tanner (2007) summarise the connection as follows:

The pathways through which education, income, wealth, and occupational status shape
vulnerability and resilience are complex, but socio economic status indicators are
associated with almost every measure of health and health care, including . . . morbidity,
impairment and disability, health behavior, and less access to medical care of all kinds.
(p. 1226)

® “Fetal alcohol syndrome (FAS)/partial FAS (PFAS) are endemic in impoverished communities of the Western and
the Northern Cape provinces of South Africa. . . . levels of FAS/PFAS ranging between 40.5 and 119.4 per 1 000
have been documented in several parts of these provinces. A recent study [May et al., 2013] examined the
prevalence of FASD (which is a broader and less well defined group) in an area of the Western Cape, and estimated
the prevalence at between 135.1 and 207.5 per 1 000 . . . FAS/PFAS is more common where mothers were resident
in a rural area at the time of pregnancy” (Olivier, Urban, Chersich, Temmerman, Viljoen, 2013, p. 402).
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In general, persons with disabilities experience higher incidence of these correlates of poor
health than do their peers (Drum et al., 2008; Groce, Bailey, Lang, Trani & Kett, 2011 et al.,
2011; lezzoni, 2009; Ingstad & Eide, 2011; Mitra, Posarac, & Vick, 2012) and they are often the
most vulnerable in situations of poverty or deprivation (Ingstad & Eide, 2011).

4.6.1 Poverty

Vladeck (2007) has argued that poverty is the biggest cause of vulnerability and persons with
disabilities are overrepresented amongst the very poor of society (Ingstad & Eide, 2011; Mitra,
Findley, & Sambamoorthi, 2009). This is true for South African society too, where Ataguba et
al. (2011) have found that poor South Africans show significantly higher prevalence of disability

than their more affluent country folk.

Poverty and disability relate to each other in a complex, often negative, spiral. Each is both a
cause and an effect of the other. Poverty may lead to disablement through having to live in
neighbourhoods with a higher incidence of social determinants of poor health, malnutrition and
hazardous employment, as well as limited access to education, health care, land and shelter, and
political and legal processes (Furumoto-Dawson et al., 2007; Graham et al., 2014; Ingstad &
Eide, 2011, Lee et al., 2010; Leight, 2003; Mamdani & Bangser, 2004; Mechanic & Tanner
2007; Parnes et al., 2009; Peters et al., 2008; Vladeck, 2007; Yeo & Moore, 2003). Specifically
with regard to health care poverty can cause late or no health care seeking, poor continuity of
care, and difficulty in complying with disease management strategies, which can aggravate
impairments and disability. This can lead to increased health care cost through higher rates of
hospitalisation, a need for more complex management strategies and longer treatment times,
which in turn aggravate poverty (Goudge et al., 2009a, 2009b; Goudge et al., 2007; Harris et al.,
2014; Ingstad & Eide, 2011; Kiwanuka et al., 2008; McGibbon et al., 2008; Peters et al., 2008;
Rukwong, 2008; WHO, 2008a).

Disability in turn may lead to poverty due to a reduction in income generating opportunities
caused by the impairment, discrimination, social isolation, low expectations, exclusion from
education, employment, political, and legal processes as well as decreased access to health care

(Groce, Kembhayi et al., 2011; Yeo & Moore, 2003). The burden of disability increases the risk
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of poverty for households through increased costs related to the disability, such as medical care,
assistive devices, consumables and care giving (Palmer, 2011; Parnes et al., 2009; Yeo & Moore,
2003).

Thus in a continuous cycle poverty can cause or aggravate disease, ill health and disability; and
disease, ill health and disability can cause or aggravate poverty (Braithwaite & Mont, 2009;
Ingstad & Eide, 2011; Palmer, 2011; Parnes et al., 2009; Trani & Loeb, 2012; Yeo & Moore,
2003). In a case study from rural Eastern Cape, South Africa, Grut et al. (2012) provide an
example of the negative interplay between poverty, social deprivation and a health condition;
they show how poverty causes barriers to health care access on personal, communal and systems
levels through societal norms, a lack of infrastructure, services, transport, money to afford what
is available, knowledge and understanding as well as poor responsiveness from health care
services. These factors led to increasing severity of impairments and disability, which in turn

aggravated the challenges of accessing health care and deepened poverty.

4.6.2 Education, knowledge and literacy

A lack of knowledge and education has been linked to:

e Decreased health care access, health care use and compliance with care (Balarajan et al.,
2011; Butler et al., 2013; DeWalt, Berkman, Sheridan, Lohr, & Pignone, 2004; Gaede &
Versteeg, 2011; Kiwanuka et al., 2008; Leight, 2003; Levesque et al., 2013; Obrist et al.,
2007; Peters et al., 2008; Plug et al., 2012; Trani & Barbou-des-Courieres, 2012).

e Poorer ability to understand and deal with health conditions (Sofaer & Firminger, 2005).

e Being less able to demand health care services (Balarajan et al., 2011; Levesque et al.,
2013; Trani & Barbou-des-Courieres, 2012).

e Decreased use of preventative health services including screening procedures and
immunisations (Plug et al., 2012; Scudder, 2006).

e Less disease specific knowledge amongst those who suffer from chronic diseases such as
Diabetes Mellitus and hypertension (DeWalt et al., 2004; Gazmararian, Williams, Peel, &
Baker, 2003).

e Poor health outcomes (Bakeera et al., 2009; DeWalt et al., 2004; Mfenyana et al., 2006).

56



Stellenbosch University https://scholar.sun.ac.za

e A higher prevalence of negative health behaviour such as smoking, excessive use of
alcohol and obesity (Plug et al., 2012).

Education of children with disabilities plays an important role in decreasing poverty among
adults with disabilities (Groce, Kembhayi et al., 2011). However, persons with disabilities
experience lower rates of education throughout the world (Drum et al., 2008; Eide, Loeb et al.,
2011; Graham et al., 2014; Lang et al., 2011; Mitra et al., 2012; Park, 2014; Trani and Loeb,
2012; WHO, 2011; Yeo & Moore, 2003). In addition persons with disabilities from poorer
countries have lower levels of education than from more affluent countries (WHO, 2011). An
African study found that between 25% and 40% of people with disabilities in rural areas have not
attended school while 15% to 30% of persons with disabilities in urban areas never attended
school (Eide, Loeb et al., 2011).

Similarly educational levels are lower amongst South Africans with disabilities than their
counterparts without disabilities (Cramm et al., 2013; Gathiram, 2008; Schneider et al., 2009;
Schneider & Nkoli, 2011). The World Disability Report (WHO, 2011) indicates that 99% of
South African children, aged six to 11, without disabilities are in school compared to 75% of
those with disabilities. Loeb, Eide, Jelsma, Ka Toni, and Maart (2008) found that 12% of
children with disabilities of school going age in the Eastern Cape have never been to school and
22% in the Western Cape, while 1% of children without disabilities in the Eastern Cape and 4%
in the Western Cape have never attended school. The difference is statistically significant for
both provinces (P = < .001 Eastern Cape and 0.003 Western Cape). Cramm et al. (2013) found
that 81.5% of youth with disabilities in the Northern and Eastern Cape provinces received formal

education versus 98.3% of their peers.

Low levels of education have a negative impact on employment status (Groce, Kembhayi et al.,
2011; Mechanic & Tanner, 2007), since it limits employment opportunities and often leaves
people with no choice but to take on hazardous jobs, which in turn carry a high risk of injury and
impairment (Ingstad & Eide, 2011).
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4.6.3 Employment

Persons with disabilities are more likely to be unemployed than those who are not disabled
(Cramm et al., 2013; Drum et al., 2008; Graham et al., 2014; Lang et al., 2011; Mitra et al.,
2012; Schneider et al., 2009; Schneider & NKkoli, 2011; Trani & Loeb, 2012; WHO, 2011).
According to the World Disability report 12.4% of South Africans with disabilities are employed
compared to 41.1% of their able bodied peers (WHO, 2011). Unemployment and unstable work
histories increase vulnerability to disease and disability through poverty, lack of social status and
lack of opportunities to gain knowledge and information (Mechanic & Tanner, 2007). With
stable employment come advantages such as health insurance and sick leave. Both improve
one’s ability to access health care. In addition health insurance provides the user with choices
with regard to service providers, points of service delivery and treatment options (Lee et al.,
2010).

4.7  Community Variables that Impact Rural Health Care Access

Rural communities often face bigger socio economic challenges than those in urban areas
internationally (Arcury, Gesler et al., 2005; Brems et al., 2006) and in South Africa (Gaede &
Versteeg, 2011; Neves & Du Toit, 2013). Furumoto-Dawson et al. (2007), Khan et al. (2006),
Mechanic and Tanner (2007) and Ncho and Wright (2013) connected living in disadvantaged
neighbourhoods to decreased health care access, increased health risks and poorer health
outcomes. Reasons for this included underdeveloped infrastructure, crime, pollution, poor
service delivery and fewer resources at health care service facilities. In addition, rural
populations may show higher incidence of behaviour associated with poorer health outcomes
such as smoking, high alcohol consumption, stress, poor nutrition and little exercise (Bourke et
al., 2004; Smith et al., 2008). Rural residents are less likely to access preventative screening
(Smith et al., 2008) and adhere to preventative practices (Lovelock, 2012; Smith et al., 2008).

On the positive side rural communities tend to be close knit with social networks that connect
people in useful, supportive ways and provide practical, physical, financial and emotional
assistance during stressful times. Strong social support networks can increase access to money,

knowledge, information and somebody to accompany one, and thus improve people’s ability to
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access health care (Kiwanuka et al., 2008; Mechanic & Tanner, 2007; Obrist et al., 2007;
Peters et al., 2008). However, social support depends on acceptance and people suffering from a

health condition that carries a stigma might avoid seeking health care (Brems et al., 2006).

People in rural areas know each other well due to routine encounters and because most are
involved in the same community institutions such as schools and churches; a situation that can
impact privacy negatively (Bourke et al., 2012; Brems et al., 2006; Chipp et al., 2011; Smith et
al., 2008). Seeking health care on a sensitive issue from someone one knows socially causes a
lack of anonymity which may cause hesitance in disclosing all relevant information, distress and
non-use of services (Bourke et al., 2004, 2012; Brems et al., 2006; Elliot-Schmidt & Strong,
1997; Fitzgerald et al., 2001; Philo et al., 2003). In addition it might become difficult for
providers to separate social and professional roles (Brems et al., 2006; Chipp et al., 2011; Philo
et al, 2003). Furthermore, new comers are seldom trusted immediately in close-knit rural
communities. This can create a lack of trust in incoming health care providers (Chipp et al.,
2011; Elliot-Schmidt & Strong, 1997).

4.8 Summary

This chapter focussed on systems, contextual, community and personal variables that impact
health care access. Health systems variables were discussed according to four interdependent
system dimensions, i.e., availability, affordability, acceptability and equity. South African health
care services experience challenges in all four domains and with multiple aspects under each
domain. The combined effect of these system challenges might be aggravated by personal,

contextual and communal challenges.

The literature reviewed suggests that health care access challenges for rural populations are often
the result of the complex interaction between a lower number of health care services, increased
distances from services, infrastructure challenges, the natural environment, transportation
challenges, hazardous employment circumstances and higher levels of risk taking behaviour.
The complexities of rural health care access are illustrated through the theoretical framework for
access to health care in Figure 4.1.
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System variables:
e Human resources

o Shortage
Inexperience / Limited skills
High turnover
Lack of specialised services
Few doctors

o Small teams
o Referral pathways challenging
e Irregular and inadequate follow-up
¢ Long waiting times
e Managerial challenges
¢ Limited package of services
o Infrastructure challenges

Context variables:

e Spatial isolation

¢ Vast distances

e Harsh environment

e Climate extremes

e Low population density

e Poor road infrastructure

e Little public transport

e Poor communication
infrastructure

O O O O

~ Health care
- / access

Community variables:
e Fewer services Personal variables:
e Less training and e Poverty
employment opportunities e Little education and knowledge
¢ Socio-economic challenges o Lifestyle challenges
e Close knit e Occupational hazards
o Lack of confidentiality e Poor living conditions
o Structural inequalities

¢ Gender inequality
¢ Dysfunctional families
e Lack of social and organisational skills

Figure 4.1. A summary of variables impacting rural health care access based on the theoretical

framework for access to health care

The next chapter will explore availability, acceptability, affordability and equity of health care

access for persons with disabilities.
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Chapter 5

Health care access for persons with disabilities

5.1 Introduction

Access to quality medical care, when and as often as needed, is critical for maintaining
good health and functioning, particularly for people with disabilities who may experience
poor levels of health. (WHO, 2010a, p. 33)

The causes and manifestations of disability are diverse, and persons with disabilities may have
the same health needs as their non-disabled peers (lezzoni, 2006a, 2009; Shakespeare et al.,
2009; Shakespeare, 2014). However, impairments often leave persons with disabilities with
increased health needs, a small health margin, and at higher risk to develop preventable
complications (Graham et al., 2014; lezzoni, 2009; Shakespeare, 2012, 2014). Their health is
often precariously balanced and they might be highly susceptible to minute failings in health care
systems (lezzoni, 2013). Addressing the health needs of persons with disabilities in an adequate,
timely manner through medical intervention is an essential step on the way to successful
community integration. When optimal functioning of physiological systems are not achieved
and maintained it is very difficult to successfully pursue life roles, education and or employment
(Clarke & Black, 2005; Neri & Kroll, 2003; Shakespeare, 2012, 2014). This chapter explores
persons with disabilities’ satisfaction with health care services and the barriers they experience

with regard to health care access.
5.2 Satisfaction with Health Care Services

According to Article 25 of the UNCRPD (UN, 2006) persons with disabilities have a right to

attain the highest possible standard of health, and states should:

e Provide persons with disabilities the same range and quality of care as their peers.
e Ensure disability specific health care interventions, for example, the prevention of

secondary complications.

61



Stellenbosch University https://scholar.sun.ac.za

e Not discriminate or deny health care on the grounds of disability.

However, persons with disabilities are vulnerable with regard to health care access, often
underserved and more often dissatisfied with services than their able bodied counterparts, as

shown in Table 5.1.
Table 5.1

Satisfaction with health care services

Country Persons with Persons with Persons without
severe disability =~ moderate disability disability
Fouts et al., 2000 USA 87 - 92
Gulley & Altman, 2008 Canada 75 82 88
Gulley & Altman, 2008 USA 66 76 89
Parish & Huh, 2006 USA 85 - 92
Trani etal., 2011 Sierra Leone 81 84 94

Parish and Ellison-Martin (2007) found, in a national survey in the USA, that dissatisfaction with
services caused late health care seeking amongst women with disabilities (p < .001). Margaret
Nosek (2010) argued that persons with disabilities suffer from second class health care services
caused by a multitude of barriers. The World Report on Disability (WHO, 2011) concurs with
this view when it states that persons with disabilities are more often denied care, treated badly or
confronted with inadequate health care skills and equipment than general populations of
countries. Barriers put users with disabilities at risk for injury, late diagnosis, inadequate health
care management, poor health outcomes and psychological harm (Kirschner, Breslin, & lezzoni,
2007).

Gulley and Altman (2008) found that 8% of Americans and Canadians with no disability
indicated unmet health care needs versus 21% with non-severe disability and 25% with severe
disability. Fisher and Shang (2013) found that in China only 26% of children with disabilities
who needed medical services received it. Table 5.2 shows that between 8% and 39% of persons
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with disabilities in various African countries felt they did not receive health care when needed.
In addition the table shows that access to rehabilitation, assistive devices and disability specific

counselling were limited.
Table 5.2

Percentage of persons with disabilities who felt they needed services but did not receive it (Eide,
Loeb et al., 2011)

Namibia Zimbabwe Malawi Zambia

Health care 27.1 8 39 20.7
Family disability 58.3 54.6 80.5 78.1
counselling

Counselling for 84.8 59.2 89.3 85.7
persons with the disability

Assistive devices 82.7 63.4 82.1 81.6
Rehabilitation 73.7 45.2 76.2 62.5

Systems barriers account for many of the challenges persons with disabilities experience with

regard to health care access.
5.3  Systems Barriers to Health Care Access Experienced by Persons with Disabilities

The systems barriers that persons with disabilities face with regard to health care access are
discussed under availability, affordability, acceptability and equity. The methodologies of the

studies that are referred to in the discussion are presented in Appendix 4.
5.3.1 Availability

In instances where persons with disabilities received health care services availability was
hampered by challenges with regard to physical access, provider knowledge and skills, silos of
care, poor continuity of care as well as limited access to medication, doctors, specialist care,

rehabilitation, assistive devices, preventative care and health promotion.
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Physical access

A number of studies in a range of countries (see appendix 4 for details) have found provider
offices to be inaccessible due to the physical characteristics of the building and surrounds.

Specific challenges included:

e Inadequate parking (Buchanan et al., 2006; Kroll et al., 2006; Scheer et al., 2003).

e A lack of ramps (Ahmad, 2013; Kroll et al., 2006) and/or curb cuts (Scheer et al., 2003).

e Swing doors and/or narrow doorways (Kroll et al., 2006; Scheer et al., 2003).

e High thresholds (Scheer et al., 2003).

e Small waiting and examination rooms (Ahmad, 2013; Kroll et al., 2006).

e Inaccessible (Ahmad, 2013; Kahonde et al., 2010; Scheer et al., 2003) or unavailable

(Van Rooy et al., 2012) rest rooms.

Inaccessible buildings and equipment limits health care access and can lead to the infringement
of rights such as privacy (lezzoni et al., 2006). According to Scheer et al. (2003) USA users
found these challenges stressful enough to risk their health though postponing health care visits.
Due to a lack of transport parking might not be a big issue in the study community. The other
barriers indicated above might all hamper access to health care in rural South Africa and the

study community.
Equipment related barriers

Persons with disabilities from various settings around the world experienced a variety of
equipment related barriers. These included narrow, high, hard, and slippery examination tables,
no sitting scales, and inaccessible diagnostic equipment such as mammography machines,
Magnetic Resonance Image scanners, and chairs for eye testing (Buchanan et al., 2006; Drainoni
et al., 2006; lezzoni et al., 2000; Kroll et al., 2006; Nosek, 2010; Pharr, 2014; Scheer et al., 2003;
Story et al., 2009; Van Rooy et al., 2012) as well as difficulty in manoeuvring nurse call buttons
and bed adjustment controls (Drainoni et al., 2006). Persons using wheelchairs participating in a
regional USA study by Kroll et al. (2006) indicated that they have not been weighed for years,

which make it very difficult for them to know if they are maintaining their ideal weight, a very
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important health promotion activity for them (Hughes et al., 2003; Rimmer & Rowland, 2008).
Harrington et al. (2009) found that 59% of wheelchair users in their USA study were examined
in the wheelchair because they could not transfer to the examining table. Findings from Pharr
(2014) concurred and indicated that some procedures were skipped or users were assessed in

their wheelchairs.
Provider knowledge, skills and understanding

Health care service providers often have limited training and experience in dealing with the
complex needs of persons with disabilities (Drainoni et al., 2006; Harrington et al., 2009;
lezzoni, 2006b, 2006c¢; lezzoni et al., 2006; lezzoni, McCarthy, Davis, Harris-David, & O Day,
2001; lezzoni & Long-Bellil, 2012; Neri & Kroll, 2003; Scheer et al., 2003; Van Rooy et al.,
2012; WHO, 2011). Service providers may lack knowledge in managing the person’s clinical
needs and/or disability specific aspects such as understanding the underlying impairment, the
impact of the disability on the person’s life and/or identifying the contributors and risk factors to
the disability. The service provider may ignore the disability or focus exclusively on the
disability and not discern when a condition arises from the disability and when it is caused by a
different health condition (lezonni, 2006b, 2006c; lezzoni et al., 2001; lezzoni & Long-Bellil,
2012; Mlenzana et al., 2013; Neri & Kroll, 2003; Scheer et al., 2003; Shakespeare, 2014; WHO,
2011). Inadequate knowledge and understanding of disability can negatively affect the quality of
health care provided, cause misdiagnosis, delays in treatment, incorrect or unsafe care and
wasting of resources (Fisher & Shang, 2013; WHO, 2011).

In addition, service providers may have limited knowledge of referral pathways for persons with
disabilities, assistive devices, alternative ways of performing activities, and the impact of
environmental barriers and how to deal with these. Thus they may not be able to advise the
person on functioning and fulfilling their life roles or they might give unfeasible
recommendations and management strategies (such as advising a wheelchair user to rest the
shoulder muscles), both of which will impact quality of life negatively (lezzoni, 2006b; Scheer et
al., 2003). Health care users with disabilities that participated in the regional, USA study by
Drainoni et al. (2006) felt that insufficient knowledge on disability caused providers to follow set
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management routines instead of identifying more suitable alternatives depending on the

impairment and the individual person.

Furthermore users with disabilities felt insufficient knowledge caused misconceptions and pre-
conceived ideas on the side of providers that could impact negatively on holistic health care
provision (Neri & Kroll, 2003; Mlenzana et al., 2013; Scheer et al., 2003). Examples of

misconceptions included:

e A person with physical impairments is also cognitively impaired (Drainoni et al., 2006).
e Persons with disabilities are sexually inactive (lezzoni, 2009; Scheer et al., 2003).

e Persons with intellectual impairments do not feel pain (Drainoni et al., 2006).

Users struggled to find a provider knowledgeable enough to assist them (lezzoni et al., 2006;
Scheer et al., 2003). They painted a picture of trying out doctors until they found one that they
were happy with. Once found they continue to seek care from that person. According to lezzoni
et al. (2006), finding a preferred provider in a rural area is especially challenging since providers
are fewer in numbers. In addition continuity is often lower in rural areas due to providers
moving out of the area. In public health care in South Africa users with and without disabilities
have little choice and often have to consult the provider they are allocated to or who is on duty
(Van Deventer et al., 2008; Visagie & Schneider, 2014).

Silos of care

Health care service providers often think of illness from the perspective of specialised
knowledge of particular disorders or difficulties. They may thus not assess and treat users in a
holistic way (Nosek, 2010). Therefore medical management for people suffering from multiple
chronic conditions and/or disability may be fragmented, leaving the user to interpret information
and management strategies prescribed by various service providers which can be confusing or
even conflicting at times (lezzoni, 2010; Nosek, 2010). Comprehensive health care for persons
with disabilities calls for interdisciplinary teams of health care professionals since no one

profession can address the diverse needs caused by many of the impairments. Historically

66



Stellenbosch University https://scholar.sun.ac.za

various team members were seldom exposed to the roles of other team members and integrated
care across disciplines (lezzoni & Long-Bellil, 2012). While this was the case in health care
service provision in general, the impact might be bigger on persons with disabilities that often
require input from a range of medical professionals due to complex health conditions and

impairments.

Time

Persons with disabilities in the studies by Drainoni et al. (2006), lezzoni, Davis, Soukup, and
O’Day (2003), Mlenzana and Mwansa (2012), and Neri and Kroll (2003) indicated that the
length of consultations with service providers were often too short. Non-disabled health care
users might also experience challenges with regard to the length of consultations. However,
shorter consultations might be more problematic for users with disabilities because of the
complexity of the impairment/s, the time needed for physical activities such as transfers and
undressing, communication challenges and conflicting perceptions between user and service

providers on the experience of disability (lezzoni et al., 2003; lezzoni et al., 2006).

Loss of time

Time is spent waiting for appointments at primary level, which in turn lengthens the time before
a specialist is consulted or management started. Problems are further exacerbated when referral
systems are varied and confusing (Scheer et al., 2003). Winitzer et al. (2012) found that some

American children with special needs waited longer than a year for a specialist appointment.

Participants in studies from Pakistan (Ahmad, 2013) and Namibia (VVan Rooy et al., 2012)
complained about time being wasted because they could not make an appointment, but had to
queue for services, a process that might take an entire day. In similar vein 37% of participants in
the Zambian study by Mlenzana and Mwansa (2012) were dissatisfied with the length of waiting

times.
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Continuity of care

Drainoni et al. (2006) found poor continuity of care due to high staff turnover and a lack of

effective communication between service providers.

No doctors

Fifty-four percent of Zambians with disabilities were dissatisfied with the availability of doctors
(Mlenzana & Mwansa, 2012) and Ahmad (2013) found poorer PHC service delivery for persons
with disabilities in rural Pakistan when there were no doctors at facilities. Users in this study felt
that service providers other than doctors did not have enough knowledge to assist them
adequately. No information could be found on South Africans with disabilities satisfaction with
the availability of doctors. However, a general shortage of doctors and other service providers
have been described under 4.4.1 and one can assume that persons with disabilities will
experience this shortage as well.

Specific and specialist services

Persons with disabilities experience challenges to accessing specialist medical consultants such
as orthopaedic surgeons and neurologists, mental health care services, dental care and speech
therapy (Drainoni et al., 2006; Mlenzana et al., 2013; Mlenzana & Mwansa, 2012; Scheer et al.,
2003; Smith, 2008; Winitzer et al., 2012).

Medication

Two studies from Global North settings found access to medication to be a bigger barrier for
persons with disabilities than for the general public. Gulley and Altman (2008) found that 11%
of participants with non-severe disabilities in USA and Canada and 15% of participants with
severe disabilities needed medication which they could not afford versus 4% of persons without
disabilities. Similarly lezzoni et al. (2011) found that 30% of uninsured persons with disabilities
could not access the medication they required versus 5% of uninsured individuals without

disabilities. Participants in the Namibian study by Van Rooy et al. (2012) also indicated that a
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shortage of drugs hamper health care service delivery. No data from South Africa could be

found on this.
Rehabilitation

According to Article 26 of the UNCRPD, states should ensure access to high quality
rehabilitation, as defined in the glossary of terms, to persons with disabilities (UN, 2006).
Rehabilitation is in many instances essential to ensure community integration of persons with
disabilities (Olaogun, Nyante, & Ajediran, 2009; Shakespeare & Officer, 2011; WHO, 2011).
Rehabilitation includes:

e Modification of the impairment through therapeutic, medical and surgical methods.
e Compensation for loss of function through assistive devices and compensatory
techniques.

e Modification of the environment (WHO, 2011).
Both the person’s home environment as well as the bigger community may need modification to
ensure community integration. Thus rehabilitation should have a dual focus, i.e., the individual
and the impairment as well as society and the elimination of physical and attitudinal barriers,
equalisation of opportunities, and promotion and protection of human rights. As such
rehabilitation should be provided through combined and co-ordinated service provision of
medical, social, educational and vocational services and not solely by medical services (DoH,
2000a; UN, 2006; WHO, 2010a, 2011).

South African national policy places rehabilitation in the realm of primary health care with the
use of institutions as referral centres. Thus rehabilitation should to a large extent be provided at
clinics and district hospitals (DoH, 2000b; Chappel & Johannsmeier, 2009). Rehabilitation at
clinic level should include prevention of disabling conditions, early detection and management
of conditions that can lead to disability, a basic assessment, a client centred management
programme, provision of and training in use of assistive devices and consumables and

assessment for social support grants (DoH, 2000b).
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The South African National Rehabilitation Policy proposes community based rehabilitation
(CBR) as the strategy to ensure rehabilitation as part of PHC in South Africa (DoH, 2000a).
CBR is multisectoral and focuses on improved quality of life as well as inclusion and
participation of persons with disabilities in five areas, i.e., health, education, livelihood, social
and empowerment. In 2010 the WHO published a series of booklets that provide practical
guidelines for the development and strengthening of CBR programmes in each of these areas
(WHO, 2010c). The booklet for health states: “CBR programmes support people with
disabilities in attaining their highest possible level of health, working across five key areas:

health promotion, prevention, medical care, rehabilitation and assistive devices” (WHO, 2010a,

p1).
Specific suggestions from these guidelines regarding the role of CBR in rehabilitation include:

e Identification of rehabilitation needs.

e Facilitating referral and follow-up.

e Early intervention and childhood development activities.

e Encouraging functional independence.

e Facilitating environmental modifications to ensure universal access.
e Linking persons with disabilities with self-help groups.

e Developing and distributing resource materials.

e Providing training to CBR staff and to health care service providers.

Drainoni et al. (2006) and Scheer et al. (2003) have indicated that while available access to
rehabilitation is challenging for some persons with disabilities in Global North countries. In

Global South countries rehabilitation services were often unavailable:

o Sixty three percent of Chinese children received no government services including
medical care and therapy (Fisher & Shang, 2013).

e More than 70% of Namibians and Malawians who required rehabilitation reported not
receiving rehabilitation. Figures for Zimbabwe (45%) and Zambia (63%) are slightly
better, through still high (Table 5.2) (Eide, Loeb et al., 2011).
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e “In almost all of the rural clinics and regardless of type of disability, people living with
disabilities complained of lack of rehabilitation” (Van Rooy et al., 2012, p772).
e In South Africa:
o Thirty percent of participants in the Western Cape Province study by Maart and
Jelsma (2013) needed, but did not receive rehabilitation.
o Seventy-four percent of the children who needed rehabilitation, in the study from
Orange farm, Gauteng, did not receive rehabilitation (Saloojee et al., 2007).
o Wasserman et al. (2009) found that no stroke survivors received rehabilitation
post hospital discharge in a rural KwaZulu-Natal setting.
o Bateman (2012) painted a bleak picture with regard to rehabilitation service
delivery in the Eastern Cape, Mpumalanga and KwaZulu Natal.
A shortage of service providers and other resources challenges rehabilitation service delivery in
the South African public service (Bateman, 2012; DWCPD, 2013; Maart & Jelsma, 2013; Ntamo
et al., 2013; Rhoda et al., 2009; Wasserman et al., 2009). Additional system challenges include
insufficient budgets, and transport, crippling policies such as short length of stay in acute
hospitals, red tape, breakdown in communication, challenges with referral to secondary and

tertiary services (Bateman, 2012) and language barriers (Maart & Jelsma, 2013).

No studies that report on rehabilitation service delivery in the Northern Cape Province could be
found. Furthermore, there is no reference to rehabilitation programmes or planning, CBR,
physio-, occupational-, or speech therapy in the Northern Cape’s Department of Health 10 year
vision which culminates in 2014 (NCDoH, 2006).

Assistive devices and consumables

Unhampered access to an ongoing supply of consumables and durable, suitable assistive devices
are essential to ensure an active productive life and quality of life for some persons with
disabilities. If they cannot access these it can have negative health and functional consequences
and higher levels of morbidity and mortality can be experienced (Greer, Brasure, & Wilt, 2012;
lezzoni, 2006a; Shakespeare, 2012; UN, 2006; WHO, 2008b, 2011). Inadequate supplies of
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consumables can force users to rely on unhygienic practices such as reusing disposable catheters
(Drainoni et al., 2006).

It seems as if challenges with regard to assistive devices in Global North countries revolve
around type, timely replacement, repairs and out of pocket payments (Drainoni et al., 2006;
Scheer et al., 2003). Drainoni et al. (2006) found unsafe home repairs, poor positioning,
secondary complications and injuries due to inadequate replacement policies. Participants in the
study by Scheer et al. (2003) indicated that devices recommended by the physician were not
covered by their insurance which covered less expensive and often less durable models. In
addition support equipment like batteries for motorised wheelchairs was not covered. In my
experience similar challenges are encountered in South Africa.

Furthermore persons with disabilities in Global South countries often received no assistive
devices. Fisher and Shang (2013) found only 10% of Chinese children with disabilities received
the assistive devices they needed. African countries showed similar challenges (Table 5.2) with
82% of Namibians, Malawians and Zambians, and 63% of Zimbabweans reporting not receiving
the assistive devices they needed (Eide, Loeb et al., 2011). In South Africa 34.5% of participants
in the Western Cape Province study by Maart and Jelsma (2013) did not receive the required
assistive devices and 72% of the children with disabilities in the Gauteng study did not receive

assistive devices (Saloojee et al., 2007).

Health promotion

Persons with disabilities can experience the same conditions as the general public. In addition,
persons with disabilities might experience associated conditions (e.g., spasticity) secondary
complications (e.g., pressure ulcers) and comorbidities (Harrison, 2006; Rimmer, 2002; Rimmer
& Rowland, 2008; Shakespeare, 2012; WHO, 2010a). Furthermore, persons with disabilities are
at higher risk for obesity, social isolation, fatigue, pain, depression, smoking and substance abuse
(Brucker, 2007; Chevarley et al., 2006; Hughes et al., 2003; Rimmer & Rowland, 2008;
Smedema & Ebener, 2010). Thus persons with disabilities should be an important target group
of health promotion activities (Harrison, 2006; Rimmer, 2002; Rimmer & Rowland, 2008;
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Shakespeare, 2012; WHO, 2010a) as behavioural and lifestyle changes can assist them to
improve their health status (Ravesloot et al., 2005; Rimmer & Rowland, 2008; WHO, 2010a).

The CBR practical guidelines on health provide the following guidance on inclusion of persons

with disabilities in health promotion programmes (WHO, 2010a):

e Include persons with disabilities in existing community health promotion programmes.

e Provide persons with disabilities with knowledge and skills to make healthy choices and
maintain a healthy lifestyle.

e Connect persons with disabilities to self-help groups.

e Educate health care service providers on the inclusion of persons with disabilities in
health promotion programmes.

e Create enabling environments.

e Focus on health promotion within the CBR organisation or programme.

Persons with disabilities require supportive environments such as accessible buildings and
exercise equipment, positive attitudes, and knowledgeable service providers. Furthermore
personal factors like fatigue, pain, spasticity, seizures, depression and obesity can hinder persons
with disabilities’ participation in health promotion programmes. Therefore intervention with the
aim to include persons with disabilities in health promotion activities should be multipronged
and focus on the person and the environment (Harrison, 2006; Rimmer, 2002; Rimmer &
Rowland, 2008).

Primary prevention

Many persons with disabilities can expect to lead long and productive lives and should thus
receive similar preventative care to their non-disabled counterparts (lezzoni et al., 2001; WHO,
2010a). Studies found persons with disabilities to be less likely to receive preventative and
screening procedures such as pap tests, mammograms, prostate specific antigen tests (Chevarley
et al., 2006; Harrison, 2006; lezzoni, et al., 2000, 2001; Ramirez et al., 2005) and tetanus

injections (Harrison, 2006). On the other hand, lezzoni et al. (2000) found persons with mobility
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impairments were as likely as the general USA population to receive pneumonia and influenza

immunisations. Harrington et al. (2009) found in a study from the USA that more than 70% of

participants with disabilities received various screening procedures and preventative procedures
such as cholesterol tests (91%), pap smear (83%), mammogram (77%), tetanus booster (73%)

and influenza vaccination (86%).

Trani et al. (2011) found that persons with severe disabilities in Sierra Leone were less likely to
receive immunisation than those without (74.6% versus 88.14% p = 0.003). A South African
study on the knowledge of persons with disabilities on HIV prevention found that 40% of
participants received HIV testing and 56% received information on the prevention of HIV at
health care institutions. The study used non probability sampling and was done in urban, peri-
urban and rural settings in Gauteng, the Western Cape Province and KwaZulu Natal. No
information on possible difference in findings for rural and urban dwellers was provided (Eide,
Schir et al., 2011).

In addition to general health promotion activities persons with disabilities might require specific
education, intervention and support to prevent secondary complications (Rimmer & Rowland,
2008; WHO, 2010a). WHO guidelines suggest the following general actions to increase access
for persons with disabilities to primary prevention (WHO, 2010a):

e Access to existing prevention programmes.

e Encourage immunisation.

e Ensure proper nutrition.

e Facilitate access to maternal and child health care.

e Education in the prevention of secondary complications.

Transport

Unavailability of transport for persons with disabilities to access health care services has been
widely reported on (Ahmad, 2013; Drainoni et al., 2006; lezzoni et al., 2006; Kahonde et al.,
2010; Maart & Jelsma, 2013; Scheer et al., 2003; Smith, 2008; Van Rooy et al., 2012).

Challenges occurred with private transport, public transport and specialised transport
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programmes for persons with disabilities (Scheer et al., 2003). Public transport is often not an
option due to unavailability (Heap et al., 2009), inaccessibility (Ahmad, 2013; Gaede &
Versteeg, 2011; Heap et al., 2009), and distance between route stops and the person’s home or
provider’s office (Scheer et al., 2003). In South Africa taxis sometimes do not stop for persons

in wheelchairs or charge extra for the wheelchair (Kahonde et al., 2010; Ntamo et al., 2013).

Users of specialised transport programmes for persons with disabilities in the USA voiced
frustrations with having to book transport up to a week in advance, eligibility criteria, schedules
conflicting with caregiver schedules and nondependability causing them to be early or late for
appointments or even missing appointments (Drainoni et al., 2006; lezzoni et al., 2006; Oliver,
2006; Scheer et al., 2003). Challenges with regard to bookings and reliability of specialised
transport for persons with disabilities in the few areas of South Africa where it is available is also

widespread according to anecdotal information.

Van Rooy et al. (2012) report from Namibia that transport is provided by private car, donkey car
or homemade sledge, but that the majority of people with disabilities walk to access health care.
Hiring transport increases the cost of health care and may deter people from accessing services.
In instances where the person is very sick an ambulance can be arranged, but it can take a long
time for the ambulance to arrive (Van Rooy et al., 2012).

De Koker et al. (2006) found in a nationwide South African study that 59% of DG recipients
walk to access health care facilities. Specific findings for the Northern Cape Province indicated
that 71.8% of DG recipients walk to their closest health care facility. The majority (82.9%)
stayed within 5km of the closest health care facility. It took 68.7% of them less than 30 minutes
to reach the closest health facility and 5.5% more than an hour (De Koker et al., 2006).

5.3.2 Acceptability

Communication

Open communication and consultation is often lacking between health care service providers and
users with disabilities (lezzoni & Long-Bellil, 2012; Shakespeare et al., 2009; WHO, 2011).
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Ineffective communication can create long lasting barriers, fear and anxiety, erode trust and lead
to poor compliance and suboptimal health and functional outcomes for users with disabilities
(Drainoni et al., 2006; lezzoni, 2006b, 2009; Shakespeare et al., 2009). The reasons for
ineffective communication are multifaceted and might be related to the service provider or the
impairment (Drainoni et al., 2006; lezzoni, 2006¢). Mlenzana and Mwansa (2012) found in their
Zambian study that persons with disabilities were dissatisfied with the doctors’ listening to them

(17%) and providing explanations to them (25%).

Communication challenges are especially evident in instances where users have hearing, speech,
language, and/or cognitive impairments (Drainoni et al., 2006; lezzoni, 2006c; Kritzinger et al.,
2014; Van Rooy et al., 2012). The challenges experienced by these users started when they
contacted providers by telephone to make appointments. Experiences of front office staff
hanging up on persons with speech impairments have been documented (Drainoni et al., 2006).
Deaf participants commented on the lack of sign language interpreters and indicated that writing

was not a good substitute especially when providers used jargon (Drainoni et al., 2006).

Communication challenges can also be caused by language barriers, as found by Maart and
Jelsma (2013) in the Western Cape, South Africa, and Van Rooy et al. (2012) in Namibia. In the
study by Maart and Jelsma (2013), 48.3% of participants with disabilities indicate language

barriers as an obstacle to access rehabilitation services.

Communication challenges can result in users not getting health information in a format
accessible to them or they might not understand explanations given to them by health care
service providers, leading to misunderstandings of treatment regimens (Drainoni et al., 2006;
Kritzinger et al., 2014). However communication challenges have a much broader impact on
health issues. Health promotion information is often provided through public communication
sources such as the radio and television or sound systems in clinic and hospital waiting rooms.
People who are deaf have little use for these sources and might not be exposed to health
promotion and prevention information as needed. Finally the language in which information is

available might not be the person’s mother tongue and thus limit understanding.
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A lack of information sharing

Eide, Loeb et al. (2011) (Table 3.3), Fisher and Shang (2013), Kahonde et al. (2010), Mlenzana
et al. (2013), Mlenzana and Mwansa (2012) and Van Rooy et al. (2012) found that health care
service providers did not always provide sufficient information and education to persons with

disabilities and their families on the management of their condition.

Patient centred care

According to Mlenzana and Mwansa (2012), 26% of Zambians with disabilities were dissatisfied
with the extent to which they were involved in decisions about their care. Kahonde et al. (2010)
found that some users were involved in decisions about rehabilitation strategies while others
were not. Some users indicated that they defer to therapists since they feel the therapists have

more knowledge on their conditions.

Provider perceptions about disability

Personal beliefs on the part of some health care service providers that disability leads to poor
quality of life can bias their clinical decisions and lead to delayed, suboptimal, less vigorous or
no treatment (Ahmad, 2013; Brown, 2009; Drainoni et al., 2006; lezzoni, 2006a, 2006c;
Shakespeare et al., 2009; WHO, 2011). Clinicians must seek and respect the views of users and
not make value judgements on the quality of the life of the user with a disability (Drainoni et al.,
2006; lezzoni. 2006¢; lezzoni & Long-Bellil, 2012; Mlenzana et al., 2013; Shakespeare et al.,
2009; WHO, 2011).

A power imbalance

Traditionally health care service providers held a position of power as described under the
medical approach to disability. In addition doctors are often the arbiters on who gets social
support such as a disability grant and were party to forced procedures such as sterilization until
recently (lezzoni & Long-Bellil, 2012). Thus one can understand that persons with disabilities
felt they must keep in favour with providers and not anger them in order to ensure that providers

address their needs, as found by Harrison et al. (2010).
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Role uncertainty

Traditionally the role of health care service providers was to relieve suffering and provide cure,
aspects of health care that persons with disabilities might need. However, the impact of social
and environmental factors on disability adds a public health dimension to disability management
that asked for interventions different to the standard medical interventions (lezzoni & Long-
Bellil, 2012). In addition persons with disabilities want to make their own choices about care
and treatment, as presented in the section on approaches to disability. Thus the role of health

care service providers is complex and not only the traditional one of providing a cure.

Attitudes

Mlenzana et al. (2013) found in a review of the literature on barriers and facilitators to
rehabilitation experienced by persons with disabilities that providers treated users with respect
and empathy. These findings are supported by findings from Kahonde et al. (2010). However,
other studies found attitudinal challenges like a lack of sensitivity, patience, courtesy and respect
(Drainoni et al., 2006; Mlenzana & Mwansa, 2012; Neri & Kroll, 2003; Ntamo et al., 2013; Van
Rooy et al., 2012). Drainoni et al. (2006) provided examples such as users being treated like a
child, being yelled at, being seen as difficult and not being taken seriously. Drainoni et al. (2006)
describes reluctance on the side of some providers to provide care to users with disabilities. This
was especially true for users who are HIV positive, users with severe developmental disabilities

and elderly users.

5.3.3 Affordability

A lack of health insurance, financial problems and/poverty decreased access to health care and in
instances led to poorer health outcomes for persons with disabilities in the USA (Cheverlay et
al., 2006; Drainoni et al., 2006; Gulley & Altman, 2008; lezzoni et al., 2006, 2011; Mitra et al.,
2009; Winitzer et al., 2012). Van Rooy et al. (2012) found that in Namibia cost of health care
prohibited persons with disabilities from accessing health care in some instances, but that
payment was waived in other instances. Ahmad (2013) found that in Pakistan out of pocket
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payment for things like transport, medication and tests increase cost of service and in some

instances rendered services unaffordable for persons with disabilities.

In a South African study, Maart and Jelsma (2013) reported that 71% of study participants did
not access rehabilitation services, because they could not pay for it, and Ntamo et al. (2013)
found that 29% of stroke survivors did not access rehabilitation due to a lack of money. Ntamo
et al. (2013) linked the findings to transport costs incurred by rural dwellers of which 32% lived
more than 100km from the service they had to access. Maart and Jelsma (2013) did not discuss
the findings further and it is possible that in this instance participants also referred to indirect
costs such as transport since health care to persons with disabilities should, according to South
African national policy, be free of charge.

Cost of care impacts health care access for persons with disabilities through a lack of access to:

e Specific providers and services (Cheverlay et al., 2006; Maart & Jelsma, 2013; Winitzer
etal., 2012).

e Medication (Cheverlay et al., 2006; Drainoni et al., 2006; Gulley & Altman, 2008; lezzoni
et al., 2006; lezzoni et al., 2011). According to lezzoni et al. (2006) users went without
medication or halved dosages when they could not afford it.

e Consumables, assistive devices and repairs (Cheverlay et al., 2006; Drainoni et al., 2006;
lezzoni et al., 2006).

5.34 Equity

Trani et al. (2011) found that in Sierra Leone persons with disabilities had poorer access to
community and hospital health care than their non-disabled compatriots. When one considers
the information on unmet health care needs, physical and information barriers, challenges with
service provider knowledge and skills, time constraints, poorer access to medication, promotion
and prevention as well as challenges with accessing rehabilitation and assistive devices, it seems
as if persons with disabilities in other parts of the world similarly do not receive health care

according to their needs.

79



Stellenbosch University https://scholar.sun.ac.za

5.4 Summary

Persons with disabilities often have greater health care needs than their peers, while experiencing
greater barriers to health care access. Availability of health care services for persons with
disabilities is negatively impacted by insufficient provider knowledge and skills in conjunction
with negative provider attitudes and perceptions. Physical access and access to information
creates barriers, as do inadequate provision of specialist and rehabilitation services. Costs, poor
continuity of care, communication challenges, staff shortages and transport challenges further

hamper access for persons with disabilities.

This chapter concludes the section on theoretical perspectives. In the next chapter the

methodology used in the study is explored.
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Chapter 6

Methodology

6.1 Introduction

The aim of the study was to describe the experience of living with a disability in a remote, rural
setting with a specific focus on barriers and facilitators to health care access. The exploration of
experiences depends on people’s stories as told through qualitative measures (Silverman, 2013).
Therefore this study employed a multiple case study design, purposive sampling, and in-depth
interviews and used interpretative phenomenological analysis (IPA) as an analytic framework.
The reasons behind each of these choices are explored in this chapter. In addition the reader is

introduced to the study setting and to health care service delivery in the study setting.
6.2 Study Design
6.2.1 Multiple case studies

Case studies are empirical enquiries that “investigate a contemporary phenomenon (the “case”
in depth and within its real-world context especially when the boundaries between phenomenon
and context may not be clearly evident” (Yin, 2013, p. 16). Case studies can be used as an
adjunct to surveys in order to explain “how” and “why”, because they are designed to produce
detailed and nuanced information on a specific issue in a specific context. The method assists
researchers to develop a deeper understanding of complex societal issues and processes that can
inform action. Case studies are explorative and can open up analytical possibilities through
expanding and generalising theory. The case study design does not only explore the perspective
of single participants, but looks at the interaction amongst participants and groups to capture a
holistic understanding of the phenomenon under study (Hodgetts & Stolte, 2012; McGloin, 2008;
Silverman, 2013; Yin, 2013).

Case studies can have single or multiple case designs, with one or multiple units of analysis.

Single case designs are used when the case being studied can be seen as critical, unique, extreme,
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representative, revelatory or longitudinal. None of the cases in the current study could be seen as
one of those. In addition it is improbable that a single case will capture all the different nuances
with regard to health care access for persons with disabilities in the setting. Furthermore
multiple cases make for a more robust design and can strengthen analytic conclusions (Yin,
2013). Thus a multiple case design was utilised. Yin (2013) advises that data from multiple
cases are first analysed individually and then integrated across cases. In addition, Yin (2013)
suggests that researchers find a method of data analysis that will ensure analyses of high quality
and suit their style and requirements. | chose to analyse data according to IPA as described by
Smith, Flowers, and Larkin (2009).

6.2.2 Interpretative phenomenological analysis

Based on the earlier concepts of phenomenology and hermeneutics, IPA came to the fore in the
nineties as a qualitative approach with the purpose of capturing the essence of lived experiences.
IPA aims to comprehend phenomena from the perspective of the person experiencing them in
order to enhance understanding of the phenomenon. Initially IPA was used mainly in health
psychology research in the United Kingdom. However it has grown substantially and is now
used in social and health sciences amongst other fields®. Due to its holistic nature IPA has
extensive application possibilities in health and social sciences and is of particular use when the
researcher wants to do a comprehensive, ideographic case study or is interested in exploring
participants’ experiences (Smith, 2004, 2011; Smith et al., 2009).

IPA’s phenomenological component hinges around exploring and describing an individual’s
understanding or perception of an experience; rather than presenting an objective description of
it. However, one can never completely understand the experience of another, thus in IPA the
researcher has to focus on creating a coherent third person account of the participants experience,
and make sense of another’s world, through interpretation (Larkin, Watts, & Clifton, 2006;
Smith, 2004, 2011; Smith et al., 2009). Smith (2004) describes the interpretation that occurs in

IPA as follows:

® See http://www.ipa.bbk.ac.uk for publications of research using IPA.
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Broadly, one can say that most of the interpretive levels employed in IPA are more in
keeping with a hermeneutics centred in empathy and meaning recollection. However,
IPA also allows a hermeneutics of questioning, of critical engagement, as the reader may
well ask questions and posit readings which the participants would be unlikely, unable or
unwilling to see or acknowledge themselves. Both stances can be seen to contribute to a
more complete understanding of the participant’s lived experience. Within such an
analysis, the empathic reading is likely to come first and may then be qualified by a more
critical and speculative reflection. (p. 46)

IPA is idiographic, because each case is analysed separately. The researcher does not move to
the next case before conclusion is reached. Only once all cases have been analysed, patterns
across cases are identified through cross case analysis. In cross case presentation attention is
given to converging and diverging findings, and the researcher should show how themes played
out in the experiences of individual participants. Furthermore, results are not presented in
isolation, but connected to wider social and cultural contexts as well as existing theory (Larkin et
al., 2006; Smith, 2004; Smith et al., 2009).

Supporters of the social approach to disability have criticised phenomenology for locating
disability with individuals and thus distracting attention from oppressive social practices (Scully,
2009). However, | have argued in the literature review that disability is about more than social
oppression and that experiences might be affected deeply by living with an “impaired” body.
Therefore understanding disability and experiences of persons with disabilities from the personal
perspective is a necessary part of the whole required to understand disability (Scully, 2009).
Thus | aim to add the voices of a group of disadvantaged persons with disabilities from a rural
setting to the dialogue on health care access in South Africa through the combined use of case
studies and IPA.

6.3  Study Setting

The study was performed in Fraserburg, a rural town in the Northern Cape Province of South
Africa (Figure 6.1). South Africa covers 1 220 800 km? and has a population of 51 million

people of whom 40% live in rural areas. The Northern Cape Province is the largest province in
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South Africa and covers 30.5% of the country, but has the smallest population of the nine
provinces and 2.2% of the total South African population. Roughly 30% of the population of the
Northern Cape Province lives in rural areas. The Northern Cape Province has, at 10.2%, the
highest provincial disability prevalence rate in South Africa (Stats SA, 2012).

South Africa

X National Capital ~ ———— International Boundary
o ProvinceCaptal ——— Province Boundary*

. City or Town

e Road
River

*Province boundaries are subject to change under
provisions of the South African Constitution.

0 10 200 300KM
) 100 200 300 Miles
2007 Geolagy.com

Figure 6.1. Map of South Africa with the Northern Cape Province to the left (The star indicates
the location of Fraserburg)

Within this province the town of Fraserburg (Figure 6.2) is home to a rural, small livestock
farming community. Fraserburg was purposively sampled as an EquitAble study site because it
is an example of a semi-arid rural area with low population density, poor infrastructure, high
levels of poverty, and inequities between various social groups in the community (Karoo

Hoogland Municipality, 2009). There are many similar rural settings in South Africa. The entire
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Northern Cape Province, as well as parts of the North West, Free State, Eastern Cape and
Western Cape provinces are arid or semi-arid. These settings are often dependent on small
livestock farming, are geographically isolated, and have poor infrastructure like roads and

communication systems (Atkinson, 2007; Botes, 2011).

Figure 6.2. Fraserburg and surrounds

Members of the Fraserburg community live as far as 80kms from town. Farms are connected to

each other and the town through a series of dirt roads with one tar road leading out of town
towards the Western Cape border. The shortest routes to all other towns, including those that
provide secondary and tertiary health care, involve some driving on dirt roads. These roads are

not kept in good repair, as Figure 6.3 shows.
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Figure 6.3. A dirt road in the Fraserburg district

Demographic data on Fraserburg's community came from two sources: Statistics South Africa
(Stats SA, nd), which provides data for the Karoo Hoogland Municipal area (Fraserburg,
Sutherland, Williston and surrounds), and a Fraserburg municipal community survey’. The
municipal area has a total population of 12 588, with a population density of 0.4 people/kmz2.

The Coloured group is in the majority at 79% followed by 15% Whites, 5% Africans and 1%
Asians. Afrikaans is the first language of 90% of the population. An expanded unemployment
rate of 14.6% is reported for the area. The main sources of employment are agriculture, tourism,
financial services, private households, community and social services. The general income in the
area is low and 39% of the community lives in poverty (Stats SA, nd). Figure 6.4 presents the
needs in the community as identified through the municipal survey in 2009. Services referred

mainly to a need for sanitation services. This need as well as the need for housing might have

" A municipal community survey was performed in 2009 in Fraserburg. The raw data were never analysed, but were
made available to me by the Community Development Officer, Mr V. Opperman. | entered the data onto an Excel
spreadsheet and from there collated the information used in this document. 559 persons participated in the survey.
Sampling was convenient and only persons from the Coloured community living in the town of Fraserburg
participated in the survey. Thus information cannot be extrapolated to the other groups in the community such as
White town dwellers, farmers or farm labourers. However, the data provided some compelling information about
the largest subgroup in this community i.e. the Coloured town dwellers.
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been addressed to a large extent by the building of 200 government subsidised houses with flush
toilets in 2011.
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Figure 6.4. Needs of the community of Fraserburg (N = 559; Source: Fraserburg community

survey)?

In addition to above information the EquitAble study gathered information that is important to
this study. This information and a short description of the methodology followed in the

EquitAble study is presented here.
6.3.1 EquitAble methodology

The EquitAble study was undertaken between 2010 and 2013 and focused on health care access
for vulnerable groups in Africa. Figure 6.5, which illustrates the study design, shows that data
collection and analyses were done in three phases. In the first phase international, regional and
national policy documents were analysed (Mannan, Amin, MacLachlan, and the EquitAble
Consortium, 2011; Schneider, Eide, Amin, MacLachlan, & Mannan, 2013). In the second and

® Responses are more than 559 since some participants indicated more than one need.

87



Stellenbosch University https://scholar.sun.ac.za

third phases access to health was assessed through qualitative a quantitative methods in four or
five sites in four African counties each. While findings from the quantitative component of the
EquitAble study would have enhanced this dissertation the analysis of the quantitative data was
unfortunately not completed at the time of its writing and could thus not be included. 1 will
include it in future publications. The information included in this section and the discussion
sections refers to Fraserburg only and was collated by me from a spreadsheet. | included it to

enhance the readers understanding of the study setting.

Access to health care in Africa

First ph i
E— Palicy Analyses

Second & third Qualitative exploration
phases Quantitative survey
|
v v v v
South Africa Namibia Malawi Sudan
l
V! v \/ Vi
Rural Northern Rural Eastern Urban Semi-rural
Cape Cape Western Cape Western Cape
Fraserburg

Figure 6.5. Schematic presentation of phases of the EquitAble study (Source: Visagie &
Schneider, 2014)

Data collection in Fraserburg

Quialitative data were collected between March and June 2010, through 19 semi-structured
interviews with 22 participants. Participants were identified through purposive sampling and
included public health care users (8), a public health care non user (1), key informants (5) and

88



Stellenbosch University https://scholar.sun.ac.za

service providers (8). In addition a facility review of the Community Health Care Centre

(CHCC) was done through completion of a checklist and observation.

Quantitative survey data were collected in October 2011. Data on demographics, health, and
activity limitations were collected, from 1 686 individuals in 506 randomly sampled households.
From these data persons with activity limitations were identified. In households where persons
with and without activity limitations resided an interview was done with the person with the
highest activity limitation score, and with a control without activity limitations, but who
resembled the person with activity limitations closest with regard to age and gender (in some
households no control could be identified). In households where there did not reside any persons
with activity limitations, one randomly sampled participant was interviewed. Figure 6.6 depicts
the sampling process and provides information on the number of participants in each group. The
interviews gathered data on activities, participation, environmental barriers and facilitators,
health conditions, health care service awareness, health care use and access, provision of

rehabilitation, counselling and assistive devices, physical and mental health status.

506 Households
1686 individuals

J !

Households with a person with an Households without a
activity limitation (n = 202) person with an activity
limitation (n = 304)
\/
v V \/

Individual disabled Individual control _InSiVi_dual control
interview (highest interview Interview _
score on activity (Closest match to N ’d (Random sampling)
limitation screening) disabled individual n =434 (n =304)
(n=202) (n=130)

Figure 6.6. Equitable survey sampling process and participant numbers in Fraserburg

89



Stellenbosch University https://scholar.sun.ac.za

6.3.2 Equitable results relevant to this study
Environmental barriers

The EquitAble survey found that both persons with and persons without disabilities from the
community of Fraserburg experienced environmental barriers, but that these barriers were
generally bigger for persons with disabilities, as presented in Figure 6.7. Transport and
geographic features created the biggest barriers, while 40% of persons with disabilities

experienced barriers with regard to health care access.
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Figure 6.7. Comparison of percentage of persons with (n = 202) and without disabilities (n =

434) who experienced environmental barriers (Source: EquitAble survey)

Health conditions and activity limitations

According to the EquitAble survey data as presented in Figure 6.8, hypertension and musculo-

skeletal problems were the most common in the community. The survey tool did not explore
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individual diagnosis or cause of problems. Qualitative data connected musculo-skeletal

conditions to the nature of the work on farms.
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Figure 6.8. Health conditions experienced by persons with (n = 202) and without disabilities (n

= 434) (source: EquitAble survey data) °

In addition, qualitative data indicated that pulmonary tuberculosis and alcoholism might be
common in the community. None of the participants reported suffering from alcoholism or

® These results concurs with some findings from a South African study on the reasons for accessing PHC, which
include three rural Northern Cape districts (Mash et al., 2012) i.e.:

e Hypertension was the most common complaint in both studies.

e Alcoholism was not identified as a disease in either study.
In other respects differences occurred:

e Human Immunodeficiency Virus and Acquired Immunodeficiency Syndrome (HIV/AIDS) was the third
most common reason for PHC encounters in the study by Mash et al. (2012), but not mentioned by
participants in the EquitAble survey.

e Mental health disorders were identified as a health problem by participants in the EquitAble survey, but
were not one of the top 25 diagnoses in the study by Mash et al. (2012).

o Lower levels of musculo-skeletal complaints were found by Mash et al. (2012).
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being HIV positive. The professional nurse in charge of the clinic indicated that they provided

anti-retro viral treatment to six users.

The EquitAble survey findings on activity limitations are presented in Figure 6.9 and shows that
limitations with walking, seeing and mental conditions were reported most often. Some

participants indicated problems in more than one category.
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Figure 6.9. Activity limitations experienced by the Fraserburg community (n = 1686; source:

EquitAble survey)

Health care services

Health care services to the community were provided through a nurse driven service at a CHCC,
with overnight facilities for up to five persons, and a one bed labour ward. The service is open
five days a week from 08:00 to 13:00 and 14:00 to 16:00. A professional nurse is on call for
after-hours emergencies. Approximately 40 — 60 users were seen daily at the CHCC, and one to
eight emergencies and labour cases were seen per week. The staff compliment and outreach

support at the time of the study is presented in Tables 6.1 and 6.2.
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Staff on site at the CHCC
Occupation Number of positions  Number of positions  Sufficiency
filled vacant
Professional nurses 4 1 Sufficient
Auxiliary nurses 6 None Sufficient
HIV/AIDS counsellors 2 None Sufficient
Housekeeping staff 2 None Insufficient

Kitchen staff

Maintenance staff
Emergency transport
officers

Security officers

Administration officer

None - two ladies cook in bulk and food is frozen and heated by

housekeeping staff before use

1 gardener;3 x a week

3

None

None

Post approved

Insufficient

Insufficient

Sufficient
Need 1

Doctors and therapists provided a weekly outreach service from Calvinia 200 km away.

Secondary health care was provided in Calvinia while more advanced health care was mostly

provided in Kimberley 800 km away. The district health care offices were situated in Springbok
700km away (See Figure 6.1).

Table 6.2

Clinical staff doing out reach visits to the CHCC

Occupation
Doctor

Physiotherapist

Occupational therapist
Speech therapist
Dietician

Social worker

Number

Frequency

1 x per week (+/-8 hours)
2 x in 2 weeks (+/- 4 hours)
1in CHCC, 1 do home visits

1 x in 2 weeks
Once a month
Once a month

Once a month
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Positive findings on health care service delivery included:

e No users were refused treatment.

e The length of consultations with professional nurses was satisfactory.

e Pharmacy prescriptions filled out on the day of the consultation, depending on
availability of stock.

e An adequate stock of walking assistive devices.
Service challenges included:

e Insufficient doctors’ hours leading to short consultations (on average 10 minutes).
e Drugs being out of stock.
e No computer and no internet access.
e Transport:
o No public transport.
o A stretcher ambulance was used for emergency transport, and routine transport to
the secondary hospital.
e Limited rehabilitation service delivery.
e Procurement of wheelchairs and buggies were challenged as described by Visagie,
Scheffler, and Schneider (2013).
e Orthotic and Prosthetic services were lacking.

e Spectacles were provided by a private company that visited Fraserburg quarterly.

The CHCC (Figure 6.10) is a purpose built facility. It has five consultation rooms, a dispensary,
waiting room, combined reception and records area, kitchen, laundry, delivery room, a theatre

which was only used for suturing of wounds, and overnight rooms for four users.
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Figure 6.10. The Community Health Care Centre at Fraserburg

There are no designated parking areas at the CHCC. The building has a ramp in front, but it was
uneven with a pothole at the bottom and no landing at the turn. Double doors gave access to the
building. One door was bolted at the bottom and top whenever | visited the CHCC. The open
door was too small for a wheelchair to enter. The reception area had no dropped counter.
Passages and inside doors were wide enough to allow easy access, and entrances to doors did not
have raised thresholds. The entire building was on ground level. The two public toilets were not
wheelchair accessible. Poster displays focusing on disease prevention were seen throughout the
building and written notices informing users about the organisation of services were seen in the

reception area. This information was only accessible for people who could see and read.

6.4  Study Population, Sampling and Participants

6.4.1 Persons with disabilities

In case studies the focus is on depth of data rather than numbers of informants (Yin, 2013). In
addition one can only do the comprehensive, nuanced data analyses that IPA requires with a
small sample (Smith, 2004). Participants are revisited while collecting and analysing data rather
than increasing the number of participants (Groenewald, 2004; Smith et al., 2009). Accordingly
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eight persons with disabilities living in or around Fraserburg were purposively sampled as the
primary participants (“cases”) in the study. In order to create a rich tapestry of their lives and
experiences additional data were collected from key role players in their lives (Yin, 2013). The
construction of cases differed since it depended on the significant role players in the life of the

person with the disability who was sampled.
Inclusion criteria

e All participants had to belong to the so-called Coloured population group.
Initially the study proposal called for participants from the White and Coloured
population groups since they represent 97% of the population of Fraserburg. However,
the Coloured group who are in the majority (79%) experience higher levels of poverty,
and unemployment, and were more dependent on government health care services.
Therefore | decided to focus solely on them.

e People of all age groups were included.
Exclusion criteria

e Persons who suffered from psychiatric problems as identified by the question: “Do you
have problems with nerves, sickness or depression?”” were excluded since | have no

clinical experience in this field and would not have been able to interpret findings.
Study population and sampling

A two stage sampling process as described by Yin (2013) was implemented. During the first
stage, findings from the EquitAble survey were used to identify the study population (Yin,
2013). During the EquitAble study the Washington Group Questions (WGQ) (Washington
Group on Disability Statistics, 2010) were used to collect data on activity limitations from 1 686
persons in the Fraserburg district. For the purpose of the current study individuals who scored 3
(a lot of difficulty) or 4 (could not do) in one or more of the WGQ were considered as
participants. A score of 2 might be an indication of very mild disability therefore these
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individuals were excluded. A total of 283 persons were eligible as study participants according

to this screening process.

During the second stage of selection | used information on gender, age, type of disability, place
of residence, employment and poverty status from the EquitAble survey data, prior knowledge of
the population, information from EquitAble field workers, discussion with community members
and provisional data analysis to identify eight study participants through purposive sampling
(Yin, 2013). Purposive sampling enabled me to select a heterogeneous group of participants with
maximum variation with regard to variables that might lead to different experiences on the issues
under study (Domholdt, 2005). Variables that may have an impact on how disability is

experienced and on health care access include:

e Type and severity of disability (Grut et al., 2012; Mechanic & Tanner, 2007).

e Being a child (Furumoto-Dawson et al., 2007; Khan et al., 2006).

e Beingelderly (Lee et al., 2010; Levesque et al., 2013; McGibbon et al., 2008).

e Poverty (Butler et al., 2013; Grut et al., 2012; Lee et al., 2010; Levesque et al., 2013;
Mechanic & Tanner, 2007; Peters et al., 2008; Tonoyan & Muradyan, 2012; Vladeck,
2007).

e Living far from services (Gaede & Versteeg, 2011; Goudge et al., 2009b; Hossen &
Westhues, 2011; Khan et al., 2006; McGibbon et al., 2008; Peltzer et al., 2007; Russel et
al., 2013; Tonoyan & Muradyan, 2012).

e Employment status (Butler et al., 2013; Lee et al., 2010; Mechanic & Tanner, 2007).

e Gender (Balarajan et al., 2011; Levesque et al., 2013; McGibbon et al., 2008; Peters et
al., 2008).

Thus individual anchor participants were sampled to ensure that they differed with regard to

these variables.
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Study participants

The first four participants all had impairments that led to mobility limitations. However, they
were of different genders and ages. In addition, the severity of the impairment and the
underlying health challenges differed. The next four participants had no mobility limitations.
They had challenges with cognitive ability, hearing and seeing. Table 6.3 provides specific

information on the study participants.
Table 6.3

Characteristics of study participants and persons interviewed in each case

Characteristics Persons interviewed
*Anita o Elderly, woman e Anita
e Severe acquired physical disability e Her husband
e Integrated in community before disability e Manager of the old age home
e Managed through all levels of care where she resides

e Lived intown
e Poor but not severely so
Brenda e Girl e Grandmother
e Severe, congenital, multiple disability e Mother
e Not integrated in community
e Managed through all levels of care

e Lived in town

e Very poor

Carel e Adult, man e Carel
e Moderate acquired physical disability e His mother
e Integrated in community before disability e His sister

e Managed through all levels of care
e Lived in town

e Very poor




Dina

Erik

Frans

Gert

Hans
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Adult, woman

Moderate, acquired physical disability
Integrated in community before disability
Managed at tertiary level of care

Lived in town

Less poor

Adult, man

Sever congenital intellectual disability
Integrated in community

Managed through all levels of care

Lived on farm

Less poor

Adult, man

Severe acquired hearing disability
Integrated in community before disability
Managed through all levels of care

Lived on farm

Less poor

Boy

Intellectual, visual and/or hearing disability
Integrated in community

Managed at primary level

Lived in town

Less poor

Boy

Intellectual disability

Integrated in community

Managed at primary level

Lived in town

Very poor

Dina

Her mother

Erik
His foster mother

His employer

Frans

His employer

Gert
His mother
His aunt

His teacher

Hans
His mother

His teacher

*Pseudonyms were used throughout to protect confidentiality.

99



Stellenbosch University https://scholar.sun.ac.za

6.4.2 Health care service providers

| proposed to interview health care service providers who provided services to the persons with
disabilities in each of the case studies. This proved difficult for a combination of reasons. At

least one of these reasons applied to each participant. The reasons were:

e Users did not consult the same provider every time.
e Users did not access health care anymore.
e Users could not remember the names of the providers they consulted.

e Service providers have left the community.

| was able to have one discussion with a professional nurse about a participant where the nurse
was named as a service provider. In addition, | did a focus group discussion with the three

therapists (occupational therapy, physiotherapy and speech therapy) who were responsible for
rehabilitation services to the community of Fraserburg in 2012. Two of them were doing their

community service'® year, while the third one had three years’ experience.
6.5  Instrumentation

While the research was based on a free flowing conversation, as recommended by literature on
case study research (Yin, 2013) and IPA (Smith et al., 2009), I used interview schedules for
guidance and to ensure that | covered all the relevant aspects during interviews (Yin, 2013). The
initial interview schedule was developed by me (Appendix 2). It broadly covered the following

aspects:

e Exploring the impairment/disability and its impact on the person’s life

e The participant’s understanding of health and disability

'%1n South Africa health care service providers must perform compulsory community service after qualification
before they can register as fully practicing members of their professions (Matsoso & Strachan, 2011).
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e The participant’s health care needs and health care systems used by the participant
e Exploring the participant’s experience of formal health care

e Exploring the participant’s material needs and situation

e Exploring the participant’s lifestyle and support system

e Exploring community integration and employment

Further interview schedules were developed as the data collection process unfolded and during
provisional data analysis. Through reflection I identified areas to be explored in subsequent
visits, with significant others and with service providers. The interview schedules for follow-up

visits and significant others varied from participant to participant.

6.6  Pilot Study

Since | expected cases to differ and the flow of the interviews to be varied and of different
lengths, undertaking a pilot study did not seem of particular use. The format of my interviews
was planned as conversations rather than a question and answer session. Thus while the
interview schedule could be tested during a pilot study I could not see it serving much purpose
since the schedule would not be used in the same way with any two participants. In addition, |
felt I knew the people, community and context through living here as well as directing two
phases of EquitAble data collection in the setting, and would not benefit in that regard from
doing a pilot study. Furthermore, two of the participants were interviewed during EquitAble as

well and these interviews served as a starting point in these cases.

| nevertheless selected a participant for a pilot study and performed an interview with her, and
significant others in her life. On completion of this process | felt that her experiences were

important for the main study. Thus I integrated the pilot into the full study.

| did learn the following from the process up to that point. The interview was done in
conversation style and | only glanced at the interview schedule from time to time to make sure
that | covered all aspects. | collected sufficient data to answer the aim and objectives of the
study through the interview although | would have liked data with more depth. The participant
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found it challenging to relate her feelings and emotions with regard to her experiences. The bulk
of the data were descriptive of processes of what happened rather than of how she experienced
what happened. | realised that this might happen throughout the study and entered interviews
with an awareness of this challenge.

6.7 Data Collection

| collected data through a series of face to face interviews of which the bulk were performed in
March and April 2012. Face to face interviews were chosen as the data collection method since
it allowed me to observe body language, facial expression and interaction between people. All
interviews were in Afrikaans, the first language of all study participants, and my first language.

The data collection process was initiated through a visit to each primary participant. During
these visits the study was described to them, provisional consent obtained and an interview date
and venue decided on. This was done through a personal visit since EquitAble survey data
included addresses, but not phone numbers. The process differed slightly for the two participants
living on farms. In these instances | used the name of the farm to find the phone number of the
resident farmer in the phone directory. The farmer was then contacted telephonically to enquire
whether the participant still resided on the farm and permission was obtained to access the farm.
In both instances the farmer offered to obtain provisional consent from the participant and made

an appointment.

Having secured appointments with all primary respondents | embarked on the initial interviews.

| met the participants at venues of their choice to ensure that they would be relaxed and
comfortable during the interview (Domholdt, 2005). The interviews commenced with a full
explanation of the study and obtaining written informed consent to participation and the use of a
digital recorder. | allowed free flowing conversation and explored thoughts and opinions as they
were offered by the participants, as recommended by Smith (2004) and Yin (2013). Before
concluding the interview | ensured that all aspects mentioned in the interview schedule were
covered. In instances where questions were not relevant, such as exploring conditions and
inclusion at work in the case of a bed-ridden person, these aspects were not pursued. The

interviews were ended with an opportunity for the participants to add anything they want, after
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which they were thanked and told that | might visit them again to ask follow-up questions. The
interviews varied in length from 1% hours to 45 minutes. Interviews of varying length in this
type of research are described by Groenewald (2004) and Smith (2004). During data analysis |
identified some instances where follow-up questions were needed to explore comments further. |

revisited participants to follow-up these issues.

In seven of the eight interviews the primary caregiver/most significant other in the life of the
primary respondent was present and participated in the interview. While this situation might not
have been optimal since it did not allow either the primary participant or significant other to
express honest opinions that might hurt the other person, | deemed it the most sensitive and
appropriate way to progress. In all seven instances the person had a very close relationship with
the primary participant, and in all seven cases this person was present both when the appointment
was made and at the time of the interview and acted like his/her presence was a given. Thus to
have asked them for privacy could have caused feelings of resentment which | wanted to avoid.
At no time during the interviews did any primary participant or significant other indicate in
words or body language that they were uncomfortable to be interviewed together or that they
were unwilling to answer any of the questions in the presence of the other. Should this situation
have occurred | would have set up a further interview with that person to explore my
observations. The presence of primary caretaker/significant other served an additional purpose
in some instances such as being the mother of a child with a disability, and thus being the

primary respondent, or acting as interpreter in the instance of a hearing impaired participant.

Through reflection on the initial int