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Abstract

Introduction : Rehabilitation is recognised as important in helping strokeivaussachieve their highest
levels of functional independence and best qualitjfe. Conversely, a lack of rehabilitation services, and
other environmental barriers, can prevent the attainment of optimal levels of functioning and advanced

outcomes, such as community integration and employment.

Aim of the study: To determine if uninsurestroke survivordiving in the Helderberg Basin (Western Cape)
reached their optimal rehabilitation outcome levels and if not, what environmental barriers contributed to
this.

Methods: A descriptive studywas conductedQuantitative data was obtained frd8 participants who
were selected through proportional stratified randompéiamm Demographicinformation and the health
status of participantswere recorded Other instruments utilised were the Stroke Impact Sc3l&3j,
Modified Barthel Index (MBI), Loewenstein Occupational Therapy Cognitive Assessnie@TCA),
language screening test and the ICF Core Set for Stroke (Environmental Factors). Qetedsnerere
categoriseds described by Landryr8chmidt andMcLean 1995.Data was subjected to statistical analysis.

Qualitative data was obtained from five participants, who were chosen by means of purposive sampling
Datawereanalysedaccording tqpredetermined themes

Results Six (11%) participantswere classified as by on rehabilitatiorevel 1 21 (40%)on level 2 16
(30%) onlevel 3; 8 (15%)onlevel 4 2 (4%)onlevel 5.

According to the MBI, 65% of participants required assistance with activities of daily living

LOTCA scores showed thahost difficulty was experienced with tests for \dswtor orgargation and
thinking skills. Participants experienced varying degrees of difficulith the speech andanguage testA
mean scoref 50.84for questions related to feelings on the SkS®idicative ofunderlying depression.

Stroke survivorgeceived limitedphysiotherapy and occupational theramd even less speech therapy and
dietary counsellingOccupational therapy had a significant impact on MBI (<0.01) and SIS3.6 (community
mobility) (0.02) scoresSix (12%) reportedassistance from a social worké&to psychological counselling
was reported by anparticipant A limited number of assistive devicesfocussingmainly on mobility

appliances$ad been issued

Partiagpants regarded the modignificant environmental barrieras being lack of assets8%%),
transportation(88%) and general social support services, systems and po(8¥s). Quditative data
showed a lack of counselling, education and training by health professionals reganidiagy and

secondary prevention of stroke and rehabilitation.



Conclusion: Numerous environmental barrienmipaced on the achievement of advanced rehabilitation
outcomes In addition to shortcomings in the primary and secondary prevention &estneany of the
minimum standards for rehabilitatipas stipulated in thé&/estern Cap€omprehensive Service Plan for the
Implementation of Healthcare 20@ere not being met.

Recommendations include establishindesignated stroke unit at Helderbergsidital ensuring transport,
and improving the referral systetm existing rehabilitation servicebcreased input froncore disciplines
essential tostroke rehabilitation has the potential tamprove outcomes A concerted effortby health
professionalsis requiredin terms of counselling, education and trainingith regards toprimary and
secondary prevention of stroke and rehabilitation

KEYWORDS: STROKE, REHABILITATION, OUTCOMES, UNINSURED POPULATION,
ENVIRONMENTAL BARRIERS.



Opsomming

Inleiding: Daar word algemeen aanvaar dat rehabilitage'n beroertaiiters belangrik iswant dit kan
beroerteoorlewendeshelp om die hoogste moontlike vlak van onafhanklikheid te bereik. Daarekéeénn
gebrek aan rehabilitasiediensteangewingsstruikelblokkeesr h o e doortbwenden@ar sy volwaardige

plek in die samelewing en werksplek inneem.

Doel van die projek: Om vas te stel of beroerte oorlewendesonagtigin die Helderberg Kom (Weskaap)
sonder mediese versekerjngel hulle hoogste vlak varfiunksioneringbereik het, en indien nie, om vas te
stel watter omgewingsstruikelblokkgdraende faktore was.

Metode: 6 n  Be s k r y wie uitgbwer Kwantithtiewedata is verkry van 53 deelnemers wat lukraak
gekies is deur gestratifiseerde ewekansige steekproeieming Demografiese inligting en die
gesondheidstatugan deelnemers is aangeteké&mder toetsewat gebruik is, is die Stroke Impak Skaal
(SIS3), Gewysigde Barthel Indeks, Loewenstein Arbeidsterapie Kognitiewe Bepaling (LOTCA),
taalsiftingstoes en die IE kern stel vir beroerte (omgewingsfaktore). Uitkomsvlakke Vvapaal soos
beskryf deutandrum, SchmidenMcClean,1995.Die data is statisties geanaliseer.

Kwalitatiewe datavasverkry vanvyf deelnemers wat deur middel van doelgerigtekpiexeftrekking gekies
is. Tydens data analise v@orafbepaalde temagidentifiseer.

Resultate: Ses (11%) deelnemers was geklassifiseer as op rehabiitasit 21 (40%)op viak 2 16 (30%)
opvlak 3, ag(15%) opvlak 4; twee(4%) op vlak 5.

Volgensdie MBI het 65% van die deelnemers bystand nodig vir daaglikse aktiwiteite.

LOTCA uitslae toon dat die grootste probleme ondervind is met toetse vir visumotoriese organisasie en
denkvermoénsDeelremers het verskillende grade van probleme ondervinddieetpraaken taaltoets6é n
Gemiddelde telling van 50.84 vir vrae nimtrekking totgevoeensin die SIS3,mag aanduidend wees van
onderliggende depressie.

Beroerteoorlewendes henin fisioterapie en arbeidsterapie ontvagnog mindespraakterapie eraad van
dieetkundigesArbeidsterapie insette het 'n beduidemdpak op MBI telling (<0.01) ei®1S3.6 (nobiliteit

in die germreenskap (0.02) gehadSes(12%) het aangedui dat hulle hulp van maatskaplike werkers ontvang
het. Nie een van die deelnemehet sielkundige berading ontvang nieeferkte hoeveelhede en tipes

hulpmiddels is uitgerejlenwas meesal om mobiliteit te verbeter.

Volgens eelneners wasdie grootstestruikelblokke'n gebrek aan batg89%) vervoer(88%)en algemene
sosiale ondersteuniadienste, stelsels en belgj7%). Kwalitatiewe datahet 'n gebrek aan berading,
onderrigen opleidingby gesondheidswerkers in terman prinére en sekon@te voorkoming van beroerte

en rehabilitasigienste getoon.



Gevolgtrekking: Verskeieomgewingsstruikelblokke heterhoed dadeelnemergyevorderde rehabilitasie
uitkomste bereik heBenewens tekortkominge in préne en sekon@e voorkoming van beroertejas van
die minimum standaarde vir rehabilitageosbeskryf in dieWes KaapOmvatteide Diens Plan vir die

Implimentering van Gesondheidsp2§1Q nie nagekom nie.

Aanbevelings sluit in die oprigitg van 'n beroerte eenheid by Helderberg Hospitaal, voorsiening vir vervoer
en die verbetering van die verwysingsisteem van bestaandbilitesge. Verhoogde insette van kern
dissiplineswie se rol noodsaaklikis in beroerte rehabilitasies nodig. Gesondheidspersoneel maet *
daadwerklike pogingaanwend omberading, ondeig en opleidingin terme vanprimére en sekon@fe

voorkoming varberoerte en rehabilitasieenste te verbeter

SLEUTELWOORDE: BEROERTE, REHABILITASIE, UITKOMS, MEDIESE ONVERSEKERDE
POPULASIE, OMGEWINGSSTRUIKELBLOKKE
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"BEROERTE"

Gister kon ek nog alles doen,

Vandag'n gebreekte, skewe pampoen,

Net binne'n s&konde of twee,

is miljoene breinselle uitgevee.

Eers maande na die plafon gestaar

Intussen dokters en terapeute, elkeen wil moed inpraat,
Oefeninge en nuwe prepraat.

Rystoel, kierie, enige apparaat.

Nuwe plan: Kom ons gaan na die spesialis,

Hy sal seker die antwoord wis.

Daar gekom, en daar word getoets deun

Groot, vet, imponerende man,

Die geoefende hading van'n belangrike meneer,
Want kyk, hy het mos lark geleer.

Dit praat en praat maar oplossing is daar niet,
En as ek vra hoeveel beroertes h¢y al genees,
O Grote Gees,

Dan skram hy weg soos wille bees,

Maar kom so oor ses maande weer,

Dan salek jou beursie heel omkeer.

Dom is ek wel, maar terug sakk nie gaan.

Ek leer weer soos kind, loop en val,

En twee en twee is nog vier, of is ek mal?

Nou is daar net hoop en vertrou,

Na die nuwe Suid Afrika.

Het U nog'n stukkie wonderwerk vir ons, wat pampoene is,
oorgehou?

Ben de Kocki Stroke Survivor (Somerset West)
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Definition of Key Concepts

Environmental barriers

An environmental barrier ideemed to bsomething that hinders the progress of the disabled person and
may compound the disability. Examplexlude negative attitudes towardegple with disabilities or the

unavailability of a needed service (World Health Organization, 2001c).
Environmental factors

"Environmental factors make up the physical, social and attitudinal environment in which people live and
conduct their lives{World Health Organization, 2001c:161).

Helderberg Basin

This describes the geographical area encompassing Somerset West, Strand, Rusthof, Lwandle, Nomzamo,
Gordon's Bay, Sir Lowry's Village, Macassar, Faure and Firgrove. These communities are sittlaged in

Western Cap@rovincein South Africa.
Rehabilitation

"Rehabilitation is a goal orientated and time limited process, aimed at enabling an impaired person reach an
optimal level of mental, physical and social functioning, thus providing the perslothe&itools to improve

their lives. The goal of rehabilitation is to enable individuals to return home to their communities with the
highest possible level of functional independence and the best quality of life, while at the same time reducing
as far aspossible, the burden of care on family members and significant ot{Western Cape (South
Africa). Department of Health, 2007:h&Rehabilitation also encompasses the protection of human rights,
equalisation of opportunities and the removal of bothudlitial and architectural barriers. Equalization of
opportunities means that health and social services, transport, housing, education, employment opportunities

and recreational and sports facilities must be accessible to everyone (United Nations, 2002).
Rehabilitation outcomelevels

Outcome levels provide a generic pathway that can be followed for all disabilities. They are guidelines to
ensure a logical progression in management from the initial incident to the final outcome. Six rehabilitation
outcomelevels have been identified and according to these levels, guidetmgisen as to where a person

should be receiving rehabilitation elgspitalor home (Landrumet al, 1995).



Stroke

"A stroke is an illness of sudden onset, causing neurologigairment resulting from occlusion or rupture
of a blood vessel that supplies a specific region of the brain" (Roos,1201%troke is a clinical syndrome

defined by acute neurological deficit (usually focal) with a vascular'b@gigr, 201Q14).
Stroke Survivor

This refers to a person who has had a stroke. The words "stroke survivor" has been used in preference to the
much used words "stroke victim." This is out of respect to the wishes of members of the Helderberg Stroke
Support Group, who havedicated that they wish to be known as "survivors" or "strokies". They do not like

to be seen as "victims".
Uninsured

This term refers to a person who does not have medical insu&festern Cape (South Africd)epartment
of Health, 2007).
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Chapter 1 Introduction

1.1 Background Information

Worldwide, nine percenbf deaths are caused biroke (ZhangPewey, Cadilhac& Donnan, 2011)In
SubSaharan Africa, stroke is considered to be the most prominent type of vascular disease (Wasserman,
de Villiers & Bryer, 2009).After Human Immunodeficiency VirugHlV) and ischaemic heart disease,
strake is considered to be tlileird most common cause of death in South Africa and the most common
cause of death in people over 50 years of(8gger, Connor, Cheyip, Staub, Tipping, Dui&,Pinkney

Atkinson, 2010).

Accurate figures on thprevalenceof stroke in South Africa (i.e. the number of stroke survivors at a
given time),are currently unavailable The SouthernAfrican Stroke Prevention Initiative study of 2004
gives an indication thastroke is "about half as common in rural South Africa adyipical high income
populations of the world, but twice that found elsewhere in Afr{@ryer et al, 2010754). These
authorssurmisethat the prevalence of stroke in urban areas in South Afipeobably higher than rural
areas due to a greater egpee to lifestyle factora/hich increa the risk of stroke.

At the Joint World Congress on Stroke, held in Cape Town in 2006, stroke was declared a catastrophic
disease in South Africa by world experts (Herm&Q06). The International Stroke Society
Mediterranean Stroke Society and South African Stroke Foundation endorsed this declaration (Bryer et
al., 2010).

The effect of a stroke @evastatingiot only for the survivor but also for tipeimary caregiver and family

who are often subjected to severe strigssssan Visagie & Miji, 2011b). It is well documented that
rehabilitation plays a vital role in lessening the effects of impairments and activity limitations and in
facilitating the return to active participatiom community lifeand economic selufficiency Young and
Forster (2007)report onstrong evidence linking rehabilitation with improved outcomes for stroke
survivors.Treatment in a dedicated stroke unit where rehabilitation is implemented by a muliitisgip
team, results in a reduction in mortality and in improved outcomes after a stroke, (Bryer26i@).
Landrum et al (1995) proposed six outcome levels through which a person should pdugiegs
rehabilitation after an incident like stroke chieveadvanced outcomes such as integration back into the

community and return to workCategorization according to thesi& levels forms the basis of this study.

According to the National Rehabilitation Policy(South Africa. Department of Health 2000)

rehabilitation in South Africa should be provided according to the social model of disability. Thus



rehabilitation shouldncorporate the protection of human rights audiressnvironmental barrierthat

prevent inclusionEnvironmentalbarriers andheir impact on rehabilitation outcomasd function are
discussed at length in the International Classification of Function, Disability and Healtrd{iGkpent

(World HealthOrganisation (\WHO), 2001d).

Dube (2005:4) points out that "South Africashsome of the most comprehensive legislation and policy
protecting and promoting the rights of disabled people in the world" but in reality the implementation of
policy and service proposals is rattvaysrealised Although one would anticipate challengesh regard

to the implementation of rehabilitation policy, it is important to identify and quantify these factors
order to develop strategies to address them.

This study isconfined tothe Helderberg BasjiwWestern Capél'he focus of the researchdgpecifically on
the rehabilitation ofuninsured stroke survivorghe rehabilitation outcomes levels achievadd
environmental and other factgpessiblymilitating against access awvailable servicesaand achievement

of advanced outcomes.

Evaluation ofthe services in the Helderberg Basin does not imply criticism of those individuals involved
in service provisiorfdoctors, nurses, pharmacists, physiotherapists, occupational therapistaaig.pf
whom arededicated and committed to theiork. It isappreciated by both the researcher iauaahy of the
participants in the study that poor services carthgeresult of lack of human resourcesd other

environmental barrierand not necessaritye fault of a particular individual

1.2 Motivation For The Study

In her capacity as an occupational therapist, the researcher has worked for approximately 20 years with
stroke survivors in the Helderberg Basin who have medical insurance or the finance to pay for private
rehabilitation. Through her involvement witiie Helderberg Stroke Support Group (HSSGEpcal noin
governmental organisation (NGQier experience was extended to include those to whom these resources
were not available. Limited therapy is available to the uninsured, but the researcher haddmdelye

aware of the difference in progress made, between those stroke survivors who received adequate

rehabilitation and those who received minimal intervention.

The prime motivation for this study was to establish whether uninsured stroke survivedHielderberg
Basin achieved optimal rehabilitation outcome levels and to evaluate whether or not they received the

required therapy /rehabilitation and other support.



1.3 Study Problem

The ICF lists multiple environmental factors which can either Wmaraier or facilitator in reaching
optimal rehabilitation outcome levels. For instance, lack of rehabilitation services can be seen as a barrier.
Wassermaret al. (2009), comment on how in developing countries, patients with acute stroke are often
dischargd without an option of receiving adequate rehabilitation. Rhoda, Mpofu and de Weerdt (2009)
report on the lack afccupational andpeechtherapy services abmmunityhealthcentre(CHCS9 in the

Western Cape.

Rhodaet al (2009) also suggest that further barrier could be lack of transport to access rehabilitation
where services are availablEransport is a major problem for people with disabilities and in particular
those who are in wheelchairs. Patients should be able to make u€eAGTHNET (non-emergency
transportservices)when they are referred for a consultation from "one institution to anoft\&Stern
Cape (South Africalpepartment of Health, 2007:16%owever,the researcher was uncertain asviwt

extent this service was utilised.

While many barriersn the Helderberg Basirsuch as the lack of support systems, inaccessible home
environments and a lack of assistive devices, especially in situations of extreme,poemtassumed

by the researcheno study had been done and narfakinformation existed.

Thus, the question remained whether or not uninsured stroke survivors in the Helderberg Basin reached
their maximum rehabilitation outcome levels and if not what environmental barriers prevented them from

achieving this?

1.4 Aim

The aim of the study was to determine whether uninsured people living in the Helderberg Basin who had
strokes between 01 January 2009 and 31 December 2010 had reached optimal rehabilitation outcome

levels and, if not, what environmental barriers had iredgutogress.

1.5 Objectives

For the purpose of the study, the following objectives were identified:

1.5.1 Objectives related to the participants' demographic status, health and functional abilities

9 To determine the demographic profile of the participants;

1 To determine the health status of the participants;



1 To determine the residual impairments, activity limitations and participation restrictions of

participants;
9 To determine the current rehabilitation outcome levels of participants.

1.5.2 Objectives relatel to environmental barriers or facilitators faced by the stroke survivor

1 To determine any environmental barriers or facilitators encountered by the participants.

1.5.3 Objectives related to rehabilitation
1 To determine whatherapy/rehabilitatiorparticipants have received in terms of physiotherapy,

speech therapy, occupational therapy and related services;

1 To determine whether the extent thferapy/rehabilitatiorreceived by participants, meets the
minimum requirements as stipulated by the Western @apaprehensive Service Plan for the
Implementation of Healthcare 2010 (Healthcare 201@nd

I To determine whether participants are aware of what these disciplines offer in terms of

rehabilitation after a stroke.

1.5.4 Objectives in terms of potentiakehabilitation outcomes level
i To analyse the information obtained through the above objectives and comment on ahether

the participants' maximum outcome level was achieved and if not, what hindered this.

1.5.5 Objectives in terms of Recommendations
1 To provide feedback to the Western Cape Department of Health and the Department of Social
Development and other stake holders on Rehabilitation Outcome Levels achieved by uninsured
stroke survivors in the Helderberg Basin;

1 To provide feedback to these onggations on environmental barriers and facilitators encountered

by these participants;

1 To provide feedback to these organisations on whether guidelines that are giealthtare

2010are been realised in terms of rehabilitation in the Helderberg Badin

1 To make recommendations to these organisations based on the findings of the study.



1.6 Significance

The Comprehensive Service Plan for the Implementatidideafithcare 201{Healthcare 2010provides
guidelines on rehabilitation services for the Western Cape. Nine minimum standapdsnfol health

care are listed and twelve flavel 1, 2 and 3 hospitals. The document states that these interventions must
be delivered to ensure that people achide highest possible outcomes levels and those secondary
complications which can result in the person needing further medical treatment do not\Masiern

Cape (South Africa). Department of Health, 2007)his study investigatt whether or not these

guidelineswerebeing successfully implemented in the Helderberg Basin.

The study identifies which rehabilitation and related services are lackigdeterminesother
environmental barriers encountered by uninsured stroke survivors. Where existingssareién place
problem areabavebeenidentified andcanassist in preventing people "falling through the crackg. {f

transport problems are resolved, more people might be able to access rehabilitation services that are

already available in the arga

In many respects, rehabilitation in the Helderberg Besssiembles jigsaw puzzle with isolated pieces,
scattered all over. Both thdational Rehabilitation PolicandHealthcare 201@omment on the role that

NGOs can play in the provision of rehataition services. Some of the NGOs involved in the Helderberg
Basin with stroke survivors are theS8G Society of the AgedBarmhartigheid, Diens SaafBADISA),
Masincedane and other orgsations involved with home based caring. The researttfgcontaced all

these organisations for background information for the study and for assistance in obtaining names of
stroke survivors in the community. Ultimately this will contribute to compiling a comprehensive picture
of services available to stroke survivonsthe Helderberg Basin ammbssiblyto a better referral system

between Government afN{5Os.

The researcher believes that this study can form the foundation for future studies on rehabilitation and
disability issues in the Helderberg bash.number of posible studies have been identified and are

mentioned in Chapter 6.

Many studies on stroke in South Africa appear to utilise measures which provide limited, impairment
focussed informatiore.g. the Barthel Index or the Rankin Scale. Other studies focuspeuwific
impairments or activity limitations.g. gat or handfunction. Furthermore, very little research appears to
have been done on cognitive and perceptual problems in stroke survivors in South Africa. This study is
possibly unique in that it providedetailed information on the impairments, activity limitations,
participation restrictions and environmental factors encountered by uninsured stroke survivors once they

return to their communities.



1.7 Study Outline

This chapter hagjiven anintroduction tothe study a well asclarifying the aim objectives, significance
andthe motivation for undertaking this researd¢h Chapter 2literature relevant to the study is discussed.
Chapter 3 describes the methodology utilised and the reseltprasentedn Chapter 4 These are
discussed in Chapter 5 and recommendations to the relevant service providers and aatikeaniégee in

Chapter 6.



Chapter 2 Literature Review

2.1 Introduction

This chaptesurveysliteraturerelevant to thestudy. It commences with a discussiantbe International
Classification of Function (ICF) which provides a theoretical framework ferrédsearclproject. Thisis
followed by aninvestigationof stroke and stroke risk factors. The impact of stroke owtfon isthen
examined in terms dhe ICF.Both general and stroke rehabilitatidactorsare explored, as are barriers
to stroke rehabilitation in South Africahe role of outcome levels in stroke rehabilitation is introduced.
Finally social grants relvant to stroke survivors in South Africa are described.

2.2 International Classification of Function, Disability And Health

The ICF provides a frame work within which disability, whether caused by stroke or some other incident
can be exploredlt provides a common framework for health outcome measuid® ICF is a
classification that allows a comprehensive and detailed description of a person's experience of disability,
including the environmental barriers and facilitators that have an impaat mgrson's functioning
(Schneidet; Hurst, Miller& Ustlin, 2003:588)

The ICF has integrated the medical model of disability with the social model of disabittgdtea
biopsychosocial approagcimcorporatingbiological, individual and social perspees (World Health
Organisation, 2001a). The medical model views disability as a problem of the person, which occurs as a
result of illness, injury or other healttonditions and advocates cure through individual treatnidre
social model sees disabjlins a problem created by societyndering the pantipation of people with
disabilities. The social model advocates inclusion through universal access strategies and removal of all

environmental barrier@Vorld Health Organisatiqr2001a).

Figure 21 shows that according to the ICF a person's health, furinticend ability is determined by a
complex interaction betweemmpairment of body functions and body structurastivity limitations
(inability to perform tasks)and environmental and personal fastadhat impact on participation

(performing life roles)



Health condition
(disorder or disease)

F'y
|

\} v v
Body functions and — Activities P I Participation
structures
t t t
) v

Ervironmental Persanal
factors factors

Figure 2.1 Interaction between various domains of the ICF (WO 2001d:18).

In this study the impairments and activity limitations that can arise from a strokexplared. In
addition, special attention is given to environmental bareeperienced bgtudy participantsAs per the

World Health Organisation's classificatiomv@onmental factoraregroupedn five sectionsThese are

"Products and technology

Natural environment and human made changes to the environment
Support and relationships

Attitudes

Service, system and policieNVorld Health Organisatiqr2001d: 173207).
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Environmental factors can either facilitate or restrict a person's performancerange or compound

their disability. A stroke survivor utilising a wheelchair may be unable to return to work because public
transport is inaccessihlevhereasa person with similar impairments may be able to return to work
because governmentibsidised ansport for disabled people (e.g. BéRide) is available Thus the

impact of thadisability is lessened through an environmental facilitator.

2.3 Stroke i An Overview

A stroke occurs when the blood supply to the brain is disryfteedke Associatior2006h). The majority
of people who haveuffereda stroke in South Africare 65 or olderwith only 10to 15% of stroke
sufferersbeingunder the age of 4@Heart Magazine, 2007)t is estimated that in Southfrica 25000
people died from strokie 2007andis rankedninthin terms of majocauses of disability in&uth Africa

(Bryer et al, 2010). Many stroke survivors require extended hospitalisation, nursing home care and



rehabilitationimpacting on the financial situation of individuals, their fansiieommunities and health
services.Stroke can to darge extent be prevented through the effective management of risk factors
(Bryeret al, 2010).

2.3.1 Types ofstroke
Ischaemicstroke (85%) (Bryer et al, 2010).

This occurs when a blood clot blockse of the arteries which carry blood to the bré@troke

Association, 2006b)An ischaemic stroke cananifestin a number of ways:

1 "A cerebral thrombosis occurs when a blood clot forms in an artery supplying blood to the brain
and blocks the flow.

1 A cerebral embolism occurs when a blood clot forms elsewhere in the body and travels to the
brain, where it blocks an artery.

1 Lacunar strokes occur as a result of damage to the small blood vessels deep within ‘the brain
(Stroke Assaciation, 2006b:5)

Haemarhagic stroke (15%) (Bryer et al, 2010).

1 "An intracerebral haemorrhage occurs when a blood vessel bursts and bleeding occurs inside the
brain.

1 A subarachnoid haemorrhage occurs when a blood vessel bleeds into the subarachrioid space
(Stroke Associatior006b:5)

2.3.2 Risk factors for stroke

In the South African population, hypertension is considered to be the main risk factor for Bekest
commonrisk factors for strokgHeart and Stroke Foundation of South Africa, n.d&Sbuth Africa.
Department of Health2001; Bryer et al., 201@re listed below andccording toBryer et al (2010 an
individual may present with several of these

9 High Blood Pressure. (Readings above 140/90 are considered to bg high.)
Smoking
Being overweight
High blood cholestergl
Physical inactivity
DiabetedMellitus (diabetes)

Excessive alcohol consumptiand

- —a & _a _a _a _=a

Current heart disease



Bryeret al (2010) also list a low intake of vegetables and fruit as a further risk factor.

New findings indicate that patefdramen ovale, aortic arch atheroma, hypemocysteinaemia and
thrombophilia arealsorisk factors forstroke and can account for cryptogenic strokes or strokes caused by

unknown factors (Zhang et.aP011).

Of particular relevance to South Africa isethncreased incidence of stroke caused Hwman
immunodeficiency virus (HIV)which is mainly affecting people in younger age gro(ryer et al,
2010). Normally, the incidence of stroke increases with dgl.V infection may cause gike through
oppatunistic infections, secondary to involvement of the heart by HIV, possibly by changes in
coagulation factors, and through direct or indirect damage to blood V&gl et al, 2010:755).

There is a close link between diabetes and stibe likelihood of diabetics having a stroke is increased
three fold in comparison to the normal populatiand80% of Type 2 diabetics usually die from a heart
attack or stroke (Tonkin, 2007).

Diabetes occurbecauseof high levels of blood glucose in the bloodstreadtigh blood sugar causes
damage and narrowing of blood vessels (atherosclerosis) which can result in a heart attack or stroke.
According tothe Heart and Stroke Foundation of South Africa, the normdiniadlood glucose level

should be $mmol/l. High blood glucose levels ocauhen the body does not produce enough insatin

when the body does not respond correctly to insfitisulin beinga hormone which is necessary for

helping the body turn glucesnto energy There are two main classes of diabetes

9 Typel: The onset of this type of diabetes usually occurs before the age of 40llymsacaused
by insufficient amounts of insulibeingproduced by the bodwndis usuallytreated with insulin
injections(Heart and Stroke Foundation of South Africa, n.d.a).

9 Type2: This type occurs mainly in adults and is associated with obesity. Insuffasigmnints of
insulin may be produced or the body may not respond to insulin. nfeeais by means of oral
medication. Dietexercise and weight losan also play an important role in the treatment of Type

2 diabetes. In some cases, insulin injections may also be necessary.

Other types of diabetes may be caused by infections, drudsutniteon and genetically related

syndromesGestational diabetes may occur during pregnéidewart and StrokEoundation n.d)a

Besides vascular damage which also results in an increase in blood pressure, further complications of

diabetesan be

I HeartAttacks
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Kidney diseasengphropathy)
Eye damagerétinopathy). Diabetiagetinopathy can lead to blindness. Diabetics are also more
prone to having cataracts and glaucpoma

Nerve damagenguropathy)

9 Foot problems. Circulation in the feet becomes poor. Diabetics are prone to ulcers and infections.

Gangrene can set (Heart and Stroke Foundation ra)d

As many risk factors are preventable or modifiable, management of these should be the first line of
defence against stroke. A stroke can cause numerous and varied impairments which impact on

performance of activities and participation in society.

2.3.3 Impairments, activity limitations and participation restrictions caused by stroke

A stroke can resulnione or more of the following impairments: paralysis or weakness of limbs, sensory
loss, incontinence, cognitive and perceptual impairments, vision impairments, personality changes,
speech and language impairments and swallowing problems (Stroke Asspd@afi6b:Tipping, 2008).

The impairments and activity limitations causedstipkeare discussed in more detail in the following

paragraphs.

2.3.3.1 Paralysis or weakness of limbs

Paralysis or weakness of tfeee andimbs will occur on the contrlateral side to the brain injury. Where

the cerebral motor area of the brain is affected, 65% of stroke survivors will develop spasticity (Tipping,
2008).

2.3.3.2 Sensorylisturbances

The sensations of touch, pressure, temperature, pain, vibratiggraprébception may be affected after a
stroke. This lack of sensory feedback can have a major effect upon peroaeptoiafunction, resulting in

disuse of affected limbs even where there has been good motor recovery, impacting negatively on

activities sub as walking (Pedretti, 1996).

2.3.33 Incontinence
Fifty to seventy percent of all stroke survivors experience some form of bladder incontinence in the first

month post stroke. Less than 20% generally experience problems at six months (Tipping, 2008).

The most common difficulties experienced are urge incontinence, urgency, frequactaya, difficulty
with voiding, sensory loss of the bladder and the involuntary passing of(Gtieke Association, n.d).
Urge incontinence is generally managed bpladdefre training programme which includes voiding

according to a planned schedule (Tipping, 2008).
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Bowel incontinence occurs in approximately a third of stroke survivors, but is generally only evident in
the first few weeks post stroke (Tipping, 20083ecal impaction, which can be caused by immobility, a
diminished intake of nutrients and fluids, depression and other factors is fairly commorcaifhie
managed through the use of laxatives and bowel training (Tipping, 2008).

2.3.3.4 Speech anthnguagedisorders
There are 2 types of Speech and Language disoajgrasia and dysarthria.

2.3.3.4.1Aphasia

This occurs as a result of neurological damage. People may have difficulty with auditory and reading
comprehensionExpressing themselves orallyr with the written wordmay be problematicStroke
survivors with aphasia may alexperiencedifficulty with mathematical calculations. Theaee several
different types of aphasi®edretti, 1996 Gillen, 2011).

1 Global aphasia With global aphasia, alanguage skills are lost. The person may be able to
interpret gestures and facial expressions, which often leads people to think they understand more
than they do.

9 Broca's aphasia(expressiveaphasia} In the case oBroca's aphasia, stroke survivors lose their
ability to express themselves verbally, but retain auditory comprehension. They may have
difficulty with reading comprehension and expressing themselves with writing.

1  Wernicke's aphasia (receptiveaphasia): With Wernicke's aphasia, auditory comprehension is
impaired. Paraphasic speech occurs. Comprehension of the written word may be affected and
mathematical skills may be impaired.

9 Anomic aphasia: In this case, stroke survivors will have difficulty with wefdding.

2.3.3.4.2 Dysarthria

With dysarthria, the muscles relevant to speech production are affected. Weakness of altered sensory
feedback on the movement of muscles results in the stroke survivor having difficulty articulating words.
Speech may be slad (Gillen, 2011).

It is the experience of the researcher that often farailg the stroke survivors themselyhave very
little understanding of speech problems leading to severe frustr@iiten (2011) reports on the negative
impact of speech andrguage disorders on quality of life, often resulting in the loss of employment and

causing the stroke survivor to feel isolated and depressed.
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2.3.3.5 Perception

Intact perception is required so that people can learn about and adapt to their consgagiggch
environment. It involves processing and interpretation of sensory information obtained from the
environment(Pedretti, 1996). Cognitive and perception impairments may be hidden and the stroke
survivor (and the family /caregiver) can be unawarehefrt. A stroke survivor with right hemisphere
dysfunction may retain good language skills, which can mask perceptual impairments and give the
impression of a high level of functionirigedretti, 1996).

Some of the perceptual dysfunctions which commorfgcapeople who have had a stroke are:

2.3.3.5.1Body schemedisorders

This type of perceptual impairment will affect the interpretation of how the body parts fit together
anatomically. Stroke survivors with this problem, often have difficulty with drgssnd other sel€are
activities. They may experience problems with kaftd right orientation and in planning how to move
their bodies in order to perform certain tafRedretti, 1996).

2.3.3.5.2Apraxia
This is defined as the inability to perform purposeful movements without any loss in motor power,

sensationand abilityto comprehend Btructions or as a result of lack of cooperation by the stroke
survivor.

9 Ideomotor apraxia: This manifests as the indity to carry out a purposeful movement on
instruction. The stroke survivor may still be able to perform the task automatically.

1 Ideational apraxia: With ideational apraxia, the person has difficulty performing routine daily
tasks on commanduch as brusng teeth.

1 Constructional apraxia: This manifests in difficulty copying, drawing or in the construction of
objects from designs. Stroke survivors with this impairment often have difficulty with dressing
(Pedretti, 1996).

2.3.3.5.Unilateral neglect

This usually occurs with stroke survivors with right hemisphere lesions. The person demonstrates a lack
of awareness of the affected limbs and anything that occurs in the surroundings on that particular side of
the body. Stroke survivors with unilateradgiect have great difficulty performing activities of daily

living such as dressing, eatirfgeading, writing and arithmetic skills can also be affe@ratiretti 1996).
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2.3.3.5.4Spatial relationships

This term refers to the ability of the person to discthe position of two or more objects in relation to

each other and to themselves. Impairments in this regard are common amongst stroke survivors with right
hemisphere damage. Problems will often manifest in dressing, or with transfers and ambulagahevhe
person has to judge the distance between objects. The person will also have difficulty with copying and in
constructing three dimensional designs ahpcts(Pedretti, 1996).

2.3.3.5.5Visual perception of vertical

Stroke survivors with right hersphere damage may have difficulty in visually determining what is in the
horizontal or vertical position. Impairments in this regard may affect balance and w@Hedggtti,
1996).

2.3.3.5.6 Figureground perception

This pertains to the ability to focus selected visual stimuli whilst excluding background stimuli. Stroke
survivors with this impairment, will have difficulty in selecting items on a desk or shelf, because they will
not perceive the object as separate from other i{Bedretti, 1996).

2.33.5.7Agnosia

This refers to the inability of the stroke survivor to recognize familiar objects by means of tactile, visual
or auditory perception. With visual agnosia, the stroke survivor will have difficulty recognising familiar
objects and faces, evemough vision, language and other cognitive functions may be relatively
unaffectedGillen, 201).

2.3.3.6 Vision-related impairments

2.3.3.6.1Hemianopia

This is a visual field defect that results in vision loss of the temporal half of the one eye nasaihealf

of the other ey€Gillen, 201). "Loss of the left half of the visual field accompanies left hemiplegia, and
loss of right visual fields accompanies right hemiplegi@ili¢n, 2011: 403). This can cause stroke
survivors to see half of a plate of food, or a page of a book placed in front of them. With walking, they

can often bump into furniture or objects on the affected side.

2.3.3.6.2Visual attention
Stroke survivors with visuattention impairments, have difficulty with visual fixation and shifting their

gaze. Eye movements are slowPedretti, 1996).
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2.3.3.6.3 Ageelated vision problems

There is generally a higher incidence of stroke amongst elderly pdojsl@nportant to remember that
vision problems may have been prevalent prior to a stroke and not necessarily as a re@@itlef,it

2011). Cataract is considered to be the most common vision problem amongst the elderly. Other
conditions affecting the eldgrare macular degeneration, glaucoma, ptosis and diabetic retinopathy
(Gillen, 2011).

2.3.3.7 Cognitiveimpairments

After a stroke, memory, abstract thinking and reasoning may be impaired. The stroke survivor's ability to
judge the consequences of their actions may be affected. People may act impulsively and lack insight into
situations. They may have difficulty withgislem solving and initiating tasks. Sequencing skills may be
affected, resulting in difficulty in planning and organizing tasks involving more than one step (Pedretti,
1996). Cognitive impairments can impact on a stroke survivor's ability to live indepnd&illen,

2011).

It is generally recognised that intervention by rehabilitation professionals has the potential to modify
many of these impairments. However, as already discussed, rehabilitation has come to mean far more than
therapeutic interventior\/arious factors pertaining to rehabilitation in general and in South Africa are

investigated in the following section.

2 4 Rehabilitation

2.4.1 Rehabilitation in South Africa:

The disability movement in South Africa played an integral role in the formulation of The White Paper on
an Integrated National Disability Strategy. This paper describes rehabilitation as a means "of helping
people with disabilities to become fully partiating members of society, with all the benefits and
opportunities of that societyfSouth Africa.Office of theDeputyPresident, 19972).

The South AfricarNational Rehabilitation Policyvas completed in 2000 and incorporates the principles

of the socil model of disability. The goal of this policy is to realise "every citizen's constitutional right to
have access to health care servic€8uth Africa. Department of Healtl20002). The policy also
promotes equitable and affordable health care andbilghtion services. It further encompasses the
concepts of promoting equalisation of opportunities and the protection of human rights. The importance
of collaboration between the Department of Education, Health, Housing, Transport, Labour and Welfare
is dressed. Community Based Rehabilitation (CBR) is also promoted. "CBR is a strategy within general

community development for the rehabilitation, equalization of opportunities and social inclusion of
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people with disabilities. CBR is implemented through thenlgsined 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'ld(\Wealth Organization,
2004b:2).

In 1994 the National Health Plan was introduced in South Africa. The main focus was to restructure the
national health system according tpramary healthcare (PHC) approacitbased on the principles of the
Alma Mata Declaration of 1978. It was envisiornthat communitybased health care would be made
available to all South Africans through the establishment of E#t@es (Paagrath & English, 2011).

The four corner stone's of Primary Health Carg(Begron& Josianne, 2008):

91 Promotive Services
i Prevetative Services
M Curative Services

1 Rehabilitation Services

Although South Africa has extremely comprehensive and advanced policies and legislation in terms of
rehabilitation, services still seem to be lacking. In a study on the provision of rehabilgatiioes

within the District Health System, Dayal (2010) concludes that the following factors have impacted
negatively on the capacity to deliver rehabilitation services and on the patient's right to access

rehabilitation in South Africa:

"Bureaucratic infficiencies
Limited awareness of public policies

Lack of direction to operationalise rehabilitation services within the Primary Health Care package

= =4 =4 =4

Differing approaches to service delivery and lack of clarity between national, provincial and
facility levels" (Dayal, 2010:26).

2.4.2 Rehabilitation in the Western Cape (South Africa)

"Healthcare 2010was developed to improve the quality of the healthcare service and to provide a
financially sustainable health service in the Western Caffestern Cape (Southfrica). Departmenof

Health, 2007:1). Plans to start implementing this policy commenced in 2007 / 2008. The two main
components ofHealthcare 2010revolve aroundfacility-basedservices (FBS) ancommunity-based
services (CBS) and state thaghabilitation should be available across both secidre Western Cape
Rehabilitation Centre is currently the only higlhlensity rehabilitation facility in the Western Cape
(Western Cape (South Africalpepartment of Health, 2007%0ome low intensity teabilitation services
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are offered at level 1, 2 and 3 hospitals,-aabte and chronic care services and other commbaggd

rehabilitation service@Nestern Cape (South AfrizeDepartment of Health, 2007).

Thecommunitybasedservice model is based ahe PHCapproach which advocates the involvement and

empowerment of individual communitiedealthcare 2010advocates that CBS should be provided by

non-profit organisation§NPOs)(Western Cape (South Afric®epartment of Health, 2007).

The Helderberd@asin falls within the Cape Metropole Region of the Western Gdpalthcare 2010s

particularly relevant to the researchestudy as iprovidesguidelines on the rehabilitation services that

should be available to peophéth disabilitiesin the Westan CapeThese are listed below.

2.4.2.1 Corepackages of ehabilitation services forprimary health care

Nine points are listed iAlealthcare 201@s"minimum rehabilitation interventions that must be delivered

to ensure optimal outcomes and the prevertiosecondary complications which could result irengry

to the acute health care system

1
1

Follow-up of all patients discharged from hospitals
Low-intensity rehabilitation services rendered by, at least, physiotherapists and / or occupational
therapistsdr at least 22 hours per person /day but not necessarily every day

Screening and assessment (including screenirgdjdability grants)

Education, training and support of the patient, family and primarygieees /homebased carers
Establishing adequatend safe systems of nutrition, respiration, skin preservation, joint
maintenance and bladder and bowel management

Therapeutic and support groups

Correct prescription and issue of wheelchairs, or buggies in the case of children, including correct
posturalseating together with the necessary pressure relief cushion(s)

Correct prescription and supply of other required assistive devices

Facilitating the achievement with varying degrees of assistance as required of a basic degree of
functional independence irel§-care, mobility, safety, communicatiorfWestern Cape (South
Africa). Department of Health, 2007:71).

2.4.2.2 Corepackage of rehabilitation services for levels 1, 2, and 3 hospitals

The following 12 points are listed ealthcare 201@&s "minimum rehabilitation interventions that must

be deliveredby level 1,2 and 3 hospitaldjo ensure optimal outcomes and the prevention of secondary

complications which will result in rentry to the health care system
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Clinical evaluation and managementadifreferred clients
Alleviation of acute symptoms (curative services)
Lowi intensity rehabilitation services rendered by, at least, physiotherapists and/or occupational
therapists for a minimum duration of2Lhours per person /day, not necessarily evesy dn
either an iRpatient oroutpatientoasis
Ensuring adequate respiration, skin preservation andgoahgoft tissue maintenance
Establishing adequate medical, nursing, bladder, and bowel managemenitrétiwhal support
protocols in collaboratiowith other team members
Early mobilization and initial functional reducation
Preparation for discharge from day 1 by arranging referral to an appropriatedeabllitation
service point (highntensity rehabilitation or lovintensityrehabilitation)

9 Provision of various assistive devices to helprogme activity limitations ancelieve the burden
of care

1 Correct prescriptiomndissue of wheelchairs or buggies irtbase of childrenncluding correct
postural seating, together with the necessaggqure relie€ushion(s)

9 Counselling, education, training and support loé patient, family and primargaregiversif
available

1 Providing information to identified consumer gpsuand their families e.gor mental health
consumers, traumatic brain injyrstroke

9 Link clients and their families to community resources for easier management at home and
promotion of community integratidon(Western Cape (South AfritaDepartment of Health
2007:72)

2.4.3 Strokerehabilitation

Several definitions of rehabilitation have been citethe Key Concepts section abowe.addition, the

Stroke Association (2006a:5) defines rehabilitation as "the process of overcoming or learning to cope
with the damage the stroke has caused, gettaw bo a normal life and achieving the best level of
independence by: relearning skills and abilities; learning new skills; adapting to some of the limitations

caused by a stroke; and finding social, emotional and practical support at home and in theigoimmu

The South Africarguideline for the managementsifoke and transienschaemicttack(2010) defines

stroke rehabilitation as "a geatientated process which attempts to obtain maximum function in patients
who have had strokes and who suff@nfi a combination of physical, cognitive and language disabilities"
(Bryer et al, 2010: 775). The extensive implications of human rights in rehabilitation were discussed in

section 2.4.1.
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Stroke Rehabilitation can take place in different locations. Steh African NationalGuideline on
Stroke and Transient Ischaemic Attack Managen{&auth Africa. Departmentof Health 2001)
advocates that acute management should take place at a hospital-asdtsubanagement should take
place at specialised rehatalion centres, secondary inpatient facilities or CHC's (Riebdh 2009).

The South African guideline for management of stroke and transient ischemic strokéB2¢di0et al.,
2010)advocates treatment in a dedicated stroke unit, which can be a specific ward in a hospital or section
of a ward. Treatment in a dedicated stroke unit results in a reduction of mortality rates and in better
rehabilitation outcomes

Depending on their needthe involvement of the following team members may be required in the
rehabilitation of the stroke survivodoctors, nurses, physiotherapists, occupational therapists, speech and
language therapists, audiologists, psychologists, social workers, digtigiegsthetists and orthetists
(Western Cape (South Africd)epartment of Healtt2007).

Generally, teamwork can take the form of a multidisciplinary, interdisciplinary or a transdisciplinary
approach. The type of approach utilised will to a large extepend on the human resources available

and on the system that is the most effective or practical for a particular facility (Visagie, 2008).
9 Multi disciplinary approach

With a multi disciplinary approach each team member will do an evaluation and sat up

individual treatment programme according to these findings.
1 Interdisciplinary approach

Assessments, planning of goals and treatment are done in conjunction with other team members.
A single treatment plan is identified in consultation with 8teke survivor and all team
members work according to this. The team member most suited to perform a particular treatment
modality will be allocated the task.

1 Transdisciplinary approach

Therapists may perform treatment modalities conventionally addc#o other professions.
Two disciplines may work together on evaluations and treatment, often in consultation with
family members (Visagie, 2008).
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Bryer et al (2010) advocate an interdisciplinary approach where team members are both knowledgeable

and experienced in working with stroke survivors.

2.4.4 Barriers tostroke rehabilitation

Four studiexonductedn various countriesince 200thave identified a nundy of regional variations in
barriers to stroke recovery. In SwedeXgurén, LundgrenaNilsson and Sunnerhagen (Z)0found
geographical terraimo be abarrier. Astudy carried out in Korea by Han, Yajima, Lee, Meguro and
Kohzuki (2005) showed servicesid policies to be a barrier for stroke survivors. A Canadian study by
Rochette, Desrosiers and Noreau (2001) reported income security as being equally facilitating and
hindering and equal opportunity and political orientation were seen to be a barter United States of
America, Hollingswath, Stark and Morgan (2008), identified assistive devices, relationships, attitudes,
services and systems as facilitators.

Although specific guidelines on stroke management and rehabilitation are availabléhimPA8ma, lack

of monetary and human resources means that policies or guidelines on stroke management are not always
implemented (Bryer et a2l2010). Many hospitals do not regard stroke as a priority in terms of developing
protocols for management (Bryet al, 2010). Due to a shortage of beds, stroke survivors are often
discharged before they are proficient in transfers and basic activities of daily living. This can result in a
heavy burden upon caregivers who may also have to go out to work, resuttiegstroke survivor being
neglected.

Rhodaet al. (2009xonductedh study on the rehabilitation of stroke patients at community health centres
in the Cape Metropole Region of the Western Cape. The study revealed the following:

1 There was a lack of thgra services to provide rehabilitation to stroke patients at the CHCs in
the Cape Metropole Region of the Western Cape. Occupational and Speech Therapy services in
particular where lacking
Services that were currently available were not coordinated
The frequency of physiotherapy, occupational therapy and speech therapy was low
Although physiotherapy was available, the number of hours of physiotherapy received by

patients was low

2.5. Rehabilitation QutcomeL evels

Healthcare 201(proposes anoutcomes-basedrehabilitation service plan addressing six clinical outcome
levels. These are based on the outcome levels described by Lagtdalifi995). The authors identified

six outcome levels and according to these levels, provide guidelines on the funetimaahes the
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person should achieve at each level and where appropriate rehabilitation should be comolucted
instance at a hospital or home.

This is a useful measure to guide the rehabilitation process and which all rehabilitation professionals can
be trained to use, thus providing a uniform language and understanding of the person'saaiiitesxis

and where they are in terms of integration back into society after a stroke or relative incident. This
measure has been utilised in this study.

Level 0: Physiologicalinstability

This level describepatientsas they first present after the onset of an injury or illness.patientwill
need to be stabilised and receive emergency medical care. A detailed medical and psychological
evaluation will still ned to be done and the diagnosis confirmed before the full treatment plan for the

patientcan be determined.

In the case of &troke patientthis would be when the person has just suffered the stroke and is still
medically unstable. Th8outh African guidline for the management of ischaemic stroke and transient
ischaemic attack 201Gstresses the importance of an acute stroke or transient ischaemic(akégck

being treated as medical emergency, much as a myocardial infarction is (Bry@040al

A neurological and general examination to determine the patient's vital sign should be done.
Computerised tomograpl{ZT) scans should be performed on all stroke patients, but in South Africa, due
to financial constraints and the logistics of getting toeatre that offers this service it is not always
possible. In the case of patients who could benefit from thrombolysis, a scan should be done within 30

minutes of arrival at the hospital (Bryer et 2010).

General treatment for ischaemic strokecludes respiratoryand cardiac care; fluid and metabolic
management; blood pressure control; the prevention and treatment of conditions such as seizures, venous
thrombeembolism, dysphagia, aspiration pneumonia, other infections and pressure ulceration, and

ocaasionally management of elevated intracranial pressure” (Bryer 2080:763).
Level 1: Physiologicalstability

This is achieved when all acute and life threatening medical and physiological problems have been
attended to. Rehabilitation revolves aroupdevention of secondary complications, evaluations,

identification of and referral to appropriate rehabilitation and planning of future care.

Family education and counselling is extremely important at this stage.
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Level 2: Physiologicalmaintenance

The focus at this level will be on the maintenance ofghgent'scurrent and longerm physiological
health. Functional goals revolve around bed mobility, continence and transfers. A limited degree of

mobility, selfcare, and communication, cognitivedamehavioural outcomes is achieved.

People who have had a TIA or stroke are at risk of having further strokes. At this level, putting steps in
place for long term management of blood pressure, diabetes mellitus and hyperlipidaemia is extremely
important. The implementation of lifestyle changes, such as cessation of smoking, reduction in alcohol

intake, weight reduction and increased physical activity is necessary. The need for antithrombotic

medication (e.gaspirin) or oral anticoagulation (e.g. warfanmdeds to be determined (Bryer et aD10)
Level 3: Residentialintegration

This level considers the skills necessary forghtientto reach an acceptable level of function either at
home or in a longerm residence. Thpatientshould require minimaléip with selfcare activities, and

with walking or propelling a wheelchair. Tipatientshould have some ability to communicate and have
basic skills in home management, and must be able to perform these tasks safely within tloe home

residential environent. He / she must be able to direct tasks, even if they are performed by other people.
Level 4: Community reintegration

This level focuses on thdient's ability to function within the community. Goals revolve around-self
management, social competenciesmmunity mobility, and complex homemaking skills, managing of

finances, self directed health monitoring, recreation and involvement in other community activities.

Many stroke survivors are elderly and recreation and involvement in community activitiggagaan

increasingly important role in their lives.
Level 5: Productive activity

At this level, rehabilitation goals should be appropriate tactieat'sinterests and stage of life and may
involve vocational, avocational or educational activitielse ultimate goal of rehabilitation is for people

to return to work and be able to support themselves financially.

Much has been done in South Africa in terms of policy, legislation and guidelines to facilitate the

employment of people with disabilitieBoni (2011) detailed the following:
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White Paper on the Transformation of Public Seryit®@94). This determines the government's
intention that by 2005, two percent of people working for the public service should be people with
disabilities (PWD's)

South African Qualifications Authority Act (no.58 of 1995). This is aimed at establishing a
uniform set of qualifications in South Africa that will be recognised nationally and internationally.
Skills Development Act (n0.97 of 1998). This seeks to promote édaatd training and redress
inequalities in this regard

Employment Equity Act (no.55 of 1998). This act promotes equal opportunities in the workplace.
People applying for work or who are already employed, may not be discriminated against in terms
of race disability, gender, language or culture. The act promotes affirmative action, requiring
employers to accommodate previously disadvantaged groups in the work place. (i.e. Black people,
people with disabilities (PWDs) and womgn)

Skills Development LevieAct (n0.97 of 1999)

The Promotion of Equality and Prevention of Unfair Discrimination Act (2000)

The Code of Good Practice on the Employment of People with Disabilities (2002). This is a
guideline for employees, employers and trade unions on the pronajtiEqual opportunities in

the work place

Technical Assistance Guidelines on tBeployment of people with disabilities This is a
simplified version of the Employment Equity Act and the Code of Good Practice, which is aimed
at assisting both employesaisd employeeand

National Skills Development Strategy

Although South Africa has advanced policies, legislation and guidelines in place inofeemgloying

PWDs, there are still many barriers preventing people with disabilities from gaining emptoyimese

are:

1

Internal policies: Maja, Mann, Sing, Steyn and Naidoo (20L‘Bport on many employers
espousingqual opportunity policies, butry few companies have internal policies regarding the
recruitment and employment of PWDs

Unemployment rates in South Africa: South Africa has an extremely high rate of
unemployment, making it difficult for all South African citizens to obtain gainful employment. In
the last quarter of 2010, the unemployment rate was reported to He(Prading Economics,
2010y,
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1 Physical environment: Inaccessible buildings, lack of parking facilities, general infrastructure,
and difficulty using equipment and machinery have been found to be barriers in the employment
of people with disabilities. Lack of accessible publi@nsport is a major barrier in preventing
PWDS from being employed (Maja et,&011).

9 Attitudes: People without disabilities often regard people with disabilities as being inferior.
Negative attitudes, and a lack of awareness and knowledge of disednilitgad to discrimination
and play a role in PWDS not being employed (Maja.efall1). Definitions of disability can also
play a role in perceptions of PWDs and their abilities (Toni, 2011). Words subhredicappet]
"crippled’ or "invalid" immedidely give rise to a negative connotation. Many employers foster
the mindset that a person with disabilities will not be able to perform a required task, that
production speed will be slow and that the employee will be off work for long periods of time due
to illness and the need for medical attention. There is also concern that, with current legislation,
once the person is employed, it will be extremely difficult to terminate the contract if they are not
able to meet the work requiremerasd

91 Ignorance or apathy on the part of disabledpeople: It is the researcher's experienitet
PWDS who do not have much education are often ignorant of their rights in terms of sick leave,
return to work etc. Contracts are not necessarily drafted ierioyee's home language and
unless assistance is received from the employer or a social worker, great difficulty can be

experienced in sorting out worklated issues.

2.6 GrantsWhich Are RelevantTo Stroke Survivors in South Africa

It is generally recgnised that the largest concentration of people with disabilities come from backgrounds
of extreme poverty and it has been necessary to provide for them financially through the provision of
disability grant§DGs). The disability grant was not meant todeneasure for poverty relief, but with the

high levels of unemployment in South Africa, disability grants are in many instances providing income

for a number of people living in one home (Waterme$evartz, Lorenzo, Schneider & Pries®@06).

2.6.1Disability grant

In determining who is eligible for a disability graittis necessary to distinguish between people who
cannot work as a result of impairments and those who cannot work as a result of unemployment. The
Social Assistance Amendment B{B5 -2010 defines disability in terms of an applicant applying for a
grant as a "moderate to severe limitation to his or her ability to (function) or perform daily life activities
as a result of a physical, sensory, communication, intellectual or mentaliyisendering him or her

unable to:
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i Obtain the means needed to enable him or her to provide for his or her own maintenance, or

1 Be gainfully employed(Pegram E, 201T).

2.6.2Grant for older person

This is applicable to people of 60 years or alder

2.6.3Temporary disability grant
Stroke survivors are initially issued with a disability grant for one year. This is to allow time for
spontaneous recovery as well as the benefits of rehabilitation before the stroke survivor is issued with a

permanentlisability grant.

2.6.4Grant-in-aid
People receiving disability, older persons or war veterans' grants and who reqdireefdare are also
eligible for a granin-aid.

2.6.5Socialrelief of distress
This grant provides temporary assistance for peopkituationavhere they are awaiting payment for an
approved grant and in situation$ poverty where they cannot provide for their own or their families'

most basic requirements.

All of the above mentioned grants are subject to a meang3esth African Social Security Agency,
2011).

2.7 Summary
This chapter has provided important background information relevant to the Atudkplanation or
description of arious concepts and terminology utilisisdgiven Additional literature relevant to the

findings of this study is discussed@mapter 5.
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Chapter 3 Study Methodology

3.1 Introduction
This chapter describes various components which pertain to the study methodology. Of relevance are the
study design, quantitative and qualitative sampling procedure, instruments of measurement, the pilot

study, data collection, ethical considerations agokr

3.2 StudyDesign

This study is a descriptive study. It can further be classified as amgttbd study as both quantitative

and gualitative methodologies have been used in a sequential exploratory design, as described by Kroll,
Neri and Muller (2005).

Joubert and Ehrlich (2007) comment on the usefulness of descriptive studies to healthplemiees.

These studies can provide information that is helpful in developing appropriate services, allocating
resources, deciding on priorities and deciding on which populations need to be targeted in terms of health
care. Findings from this study signitvhether or not rehabilitation in terms ldéalthcare 201(has been
successfully implemented in the Helderberg Basin, which falls within the boundaries of the Western Cape
Department of Health.

Quantitative data was collected and analysed in the fietepbf the study. Demographic detéilg.age

at last birthday, marital status, date of onset of strakethe stroke survivor were documented. Further
guantitative data was obtained through standardized tests, observation of the study participaaits, fo
checklists, rating scales and use of questionnaires. This data indicates impairments, activity limitations,
participation restrictions and rehabilitation outcome levels achieved by the study participants, as well as

the environmental barriers encoueis:

Qualitative methodssecondary to the quantitative data collectioere used to provide more-depth
information on the quantitative findings and environmental barriers and facilitators encountered by study

participants.

3.3 Study Setting

This sudy was conducted in the Helderberg Basin in the Western Cape, South Africa. The Helderberg
Basin encompasses the following geographical ar8asnerset WestGarden Village Helderzicht

Strand Rusthof Lwandle Nomzamo Gordon's BaySir Lowry's Village MacassarFaureand Frgrove.

The geographical boundaries of these areas were used to demarcate the setting.
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In terms of healthcare, the Helderberg Basin falls withinettstern, suldlistrict H of the Western Cape.

Two hospitals are situated in the Idierberg Basin. Vergelegen Me@iinic is a private hospital.
Helderberg Hospital (previously known as the Hottentots Holland Hospital) falls under the jurisdiction of
the Western Cape Department of Health, as do Macassar, Gustrouw and Strand CHC. rgelderbe
Hospital is devel 1 hospital, with tetevel 2 beds available (Theron, 2011). Somerset West, Strand, Sir
Lowry's Pass, Gordon's Bay and Ikwezi clinic are managed by City Health (Cape Town).

At primary level, there are some lantensity rehabilitabn services available for the uninsured in the
Helderberg Basin. These are located at Helderberg Hoddidgbhssar and Gustrouw CKHGJntil fairly
recently theravas only a physiotherapy post at Helderberg Hospital although for the last few years, an
occupational therapist doing her community service year, disgs been based at this institution. The
employment of a fultime occupational therapist from January 2011 at Helderberg Hospital and the
utilisation of the community service occupational theraptsHelderberg Hospital as well as lkwezi,
Gordon's Bay and Sir Lowry's Pass clinics can be considered positive $tese servicesvere

established subsequent to the commencement of this study.

The occupational therapist and physiotherapist based &tHiis, workfour daysper weekat Macassar

CHC and one day per week at Gustrouw CHC in the Strand. These therapists are treating clients with
various diagnoses and are coping with an extremely demanding work load. At the commencement of the
study it appead that many people in need of rehabilitation were either not receiving it or only to a
limited extent. Occupationaherapy,speechtherapy angsychological services in particular appeared to

be lacking.

Intensive inpatient rehabilitation is providedtae WCRC which is approximately 44 kilometres from
Somerset West. This service acts as a referral service for uninsured stroke survivors from the Helderberg
Basin amongst othereasHowever, the researcher considered that there were uninsured strokersur

from the Helderberg Basin who should have been referred there but were not. In some cases, it appeared
people had been referred but were not admifiée. researchesurmised this was related to the high
patient load carried by WCRC (Hassan, 2008) ather environmental barriers, but the exact reasons

were unknown.

3.4 Study Population

The study population is composed of people living in the Helderberg Basin who had strokes in 2009 and
2010 and who accessed medical treatment and rehabiitdtrough the public health system. This
particular time frame was chosen, partly as it coincided with the implementatiteatihcare 201@nd,

as such, provideuseful information on the impact of that policy on current rehabilitation, health and

27



other services. Furthermore, the most spontaneous recovery would have taken place. According to
literature, the most spontaneous recovery takes place in th&xitshweeks after the onset of the stroke
(Kwakkel, Kollen & Twisk, 2006). Green (2003) reports the role of neuronal plasticity and that many
stroke patients continue to demonstrate improvement s toonths after the incident. De WRutman,
Schuback, Komarek, Angst, Baert, Berman, Bogaerts, Brinkman, Connell, Dejaeger, Heys, Jenni, Kaske,
Lesaffre, Leys, Lincolin, Louckx, Schupp, Smith and De We€2007) state that the most functional and
motor recovery occurs within the first six months post stroke. Due to the time frame of the study, one
participant was evaluated five months post strolcetawo of the participants were evaluated four months
post stroke. All the other participants had their stroke at $dastonths prior to the evaluation. None of

the participants were involved in active rehabilitation at the time of the assessments.

34.1 Inclusioncriteria
1 Uninsured stroke survivors living in the Helderberg Basin who had strokes in 2009 or 2010.
1 Uninsured stroke survivors living in the Helderberg Basin who were seen at Tygerberg Hospital,
Groote Schuur Hospital, WCRC and other ingititng which do not fall within the Helderberg
Basin.

3.4.2 Exclusion criteria

People were excluded in the following instances:

Anyone under the age of 18 who has had a stroke
People who had strokes before 2009 and after;2010
Stroke survivors who receivateatment at the Helderberg Hospital, but who resided in Grabouw
or other geographical areas which do not form part of the Helderberg Basin. The researcher is not
familiar with those environmeng or services available. Furthermore, it was decided that additional
travel costs and time involved would militate against extending the geographical boundaries of the
study,
Stroke survivors who no longer lived in the Helderberg Basin
Stroke survivors wir declined to take part in the study, or whom the researcher was not able to
contact

1 Stroke survivors who received medical treatment and rehabilitation through private hospitals and
private therapists
Stroke survivors seen at Helderberg Hospital wadlimited medical insurance cover

Stroke survivors whose home language is not English /Afrikaans or Xhosa.
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3.5 Sampling Procedure

3.5.1 Phase 1: Quantitativesampling procedure
The following paragraphs describe how the study population was identifiethersérmnpling procedure
utilised.

3.5.1.1 Initial identification of the study population

Permission was obtained from the Western Cape Department of Health to acquire names and contact
details of uninsured people who had strokes in 2009 and 26dn Helderberg Hospitalnd Macassar,

Strand and Gustrouw CHCCity Health Department (Cape Town) denied access to records at the various
clinics falling underit's jurisdiction. In order to ensure a list of names that was as comprehensive as
possible NGOs in the Helderberg Basin who work with stroke survivors were also contacted and asked to
assist by providing names and contact details of people on theibak#a HSSG and Masincedane
Community Services assisted in this regakdtotal of 326 name were obtainedhrough all these
avenuesThe names of 59 stroke survivors were immediately excluded as they came from Grabouw and
other locationsoutside the Helderberg Basifhis left the researcher with 267 names from which to
sample 50. The research@ consultation with a statistician decided that approximately 50 participants
would be used in the studivaluations and assessments would be detailed and time consuming and the
researcher considered this to be the optimum number of participantaptetmthe study in the allocated

time frame while ensuring a large enough sample to provide valid results.

3.5.1.2 Sampling

Proportional stratified random sampling was used. Strata were formed according to the geographical areas
in which people lival. This choice of strata was used as the researcher wanted to ensure that participants
from all communities in the Helderberg Basin were represented, including dnesswvhere extreme

poverty is experienced.

The following 5 strata wenelentified

A. Somerset WesGarden VillageandHelderzicht
B. StrandandRusthof

C. Sir Lowry's Pass VillagendGordon's Bay

D. Lwandle NomzamoandChris Nissan Park

E. MacassafirgroveandFaure
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The names of stroke survivors were placed alphablgtitekeach stratum and then numberBandom
numbers were drawn from each stratum using a compgetegrated programme. This was done by a
professor at the Centre for Statistical Consultation at the University of Stellenbbisetinal number of
participants drawn from each stratum was proportional to the total number of names originally placed in

each stratum.

Tablel indicates the number of stroke survivors in each geographical area and the number of participants
drawn per strata.

Table 1. Sampling

Area Geographical Area Number of Stroke Number of Extra
survivors in study period participants per
identified in area stratum
A. Somerset West / Gardg 22 4
Village / Helderzicht
B. Strand / Rusthof 74 14 2
Sir Lowry's Pass Village /| 25 5
Gordon's Bay
D. Lwandle / Nomzamo/Chris | 41 8
Nissan Park
E. Macassar / Firgrove / Faure.| 105 20
267 51 53

Ultimately 16 participants were seen in the Strand /Rusthof area, bringing the total to 53. The extra two
participants were included, as the community worker assisting the researcher had managed to locate these
two stroke survivors who were next on that land they were willing to participate. The statistician was

contacted and he was of the opinion that the larger the sample, the more valid the results would be.

3.5.1.3Further identification of study population
Extra names were placed on a reserve disli nhumberedn order of the randomised drawVhere
individuals declinad to participate, fag#d to be contacted, @re deceased or needed to be excluded in

terms of the criteria for the studihe next person on ttist was contacted.

Initial contact was made with those stroke survivors sampled to participate in the study in the following

manner:
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1 Letters were sent by the researcher to thep&rticipants whose names were sampled. This
informed them about thstudy and enquired about their willingness to participate. People were
asked to phone the researcher if they were willing to participate. As anticipated, not many people
replied.The researcher assumed that soeapfe don't have the finances to makepetme calls
and some addresses were incomplete. Many people had died. However, as the researcher was not
known to the subjects and does not work at facilities where they have been treated wadetter
provided to them with informationto enable them to nk& an informed decision when the
researcher folloed up with aphonecall. Theythushad some knowledge of what the aallvisit
was about.

1 Follow up was done via phone or through personal vi€iften telephone numbers which were
listed did not exist. In most instances the reseansfasraccompanied kg community workeor
person who was familiar with a particular geographical .a8eemetimeshe community worker
wentaloneto the peoplédiomesto establish whether or not they were willing to participate.

Due to the relatively high mortality rat@4 people had died¥jnding the 53 stroke survivors who
ultimately participated in the study was more difficult and time consuming than originatlipated. A

total of 151 households were contacted to procure the 53 participants. Fifty people could either not be
contacted as addresses and telephone numbers were incomplete or incorrect or they had to be excluded in
terms of selection criteria for thitudy. Only four people who were eligible to take part in the study
declined. This is illustrated in Takkbelow.

Table 2: Number of households contacted to determine participants

Number of potential | Number of potential participants | Number who | Final
participants contacted | excluded as per selection criterig declined to take| Number  of

who were deceased or could not be traced part in study participants

44 50 4 53

3.5.2 Phase 2: Qualitativesampling procedure
Purposive sampling was done for Phase 2 of the study. Five participants were selected whom the

researcher believambuld elucidate relevant information on the issues being investigated.

During Phase 1 of the study, the researcher kept a list of panticipdaom she considered would fulfil
these criteria. One participafwho had been included in the pilot study) wsedected for Phase But

excludedfrom Phase 1 as she had received a few private speech therapy sessions. As there was no speech
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therapy aailable through the government services her employer had paid for her to have some private
sessions. Her reason for consulting a private speech practitioner is pertinent to the study and as such, a
decision was made to include her in Phase 2.

Two female ad three male participants were selected. Ages ranged from624years of age. A
participant from each rehabilitation outcomes lg#@m 1-5) was included.To cover as wide a range of
experiences as possible, a heterogeneous group of participanthosza.

3.6 Measuring Instruments
Domholdt (2005) describes three broad categories of rehabilitation measurements which are generally

used in research:

1 Biophysiological measurementsbtained through the use of mechanical or electrical;tools
1 Selfi report measurements that require participants to give their own account of the phenomenon
for example ®ndardisedestsand nterviews
9 Observational measurements. This is where the examiner will observe gait patterns or other
movement strategies and mageuormal checklists to organise these observations.
Observational and SeReport measurements were used in this study and are described in more detalil

below.
36.1 Phase 1

3.6.1.1 Datacoding form (Appendix 1)

A data coding form was developed by the researcher to record demographic data. This form was
developed from various assessment forms that the researcher utilises in her private practice and from a
survey form developed by th#SSGin 2008.

3.6.1.2 Strole Impact Scale Version 3.¢SIS3) (Appendix 2)

The Landon Center on Ageing at the University of Kansas Medical Cendanally developed th SIS

2.0 based on feedback from stroke survivdrsneasures the following aspects, which were found to be
important to stroke survivors: strength, hand function, mobilégtivities of daily living, emotion,
memory, communication and social participati@uigcan, BodeLai & Perera, 2008 It was developed
after intensive psychometric testingd after consultatiowith caregivers and stroke expertgalidity of

the scale was established by comparing $i8esto the Barthel Index,the Duke Mobility Scalethe
Functional Independence Measure, Folstein Mental State Examination, NIH Stroke Scatee Fugl

Meyer and the Geriatric Depression Scéluncan, Wallace, Lai, Johnson, Embretson & Laster, 1999).
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It was found to be valid and reliable measure and sensitive to changes in function (Dungatfégal
StrokEngine Asse}s

A Rasch analysis waken performed on a larger sampldrafividuals, which according to Duncan et al
(2003) provided further evidence tife validity of the Stroke Impact Scaléive items were removed
from the SIS 2.0 and the new version was called the SIS, version 3104iDat al., 2003).

Prior to the commencement of this study, the researcher became aware-ofjlebi@gsues regarding the

use of this measure. The developers of the SIS3 were contacted by email and the researcher was referred
to the MAPI Institute in Frace. Special permission was obtained from this facility to have this measure
translated into Afrikaans and IsiXhosa and to utilise it in the stimyréisearcher waequired to payor

the costs of having the translations dpiidie MAPI Institute requéed that the translation involve both
forward and backward translation from professional translators as well as clinical validation of the
translation by rehabilitation professional$ranslations were done by the Language Centre at
Stellenbosch UniversitySome modifications were made after discussion between the researcher and her
two supervisors who assisted with the clinical validatidme one supervisor was fluent in Afrikaans and

the other in IsiXhosaWith the necessary permission from the MAPI ibus¢ in France to utilise this
measure, the SIS3 should now be available in Afrikaans and IsiXhosa.

This measure is rated according to the stroke survivor's opinion. Scores are converted allowing for a
minimal score of 0 and a maximum score of 100.ailetof this conversion method are given in
Appendix 2. Section 8vas particularlyvaluable in providing a measure indicating the current

involvement of participants' in their previous life situations.

3.6.1.3 Barthel Activities of Daily Living Index (Appendix 3)

The Barthel IndeXBl) includes theen most common areas included in Activity of Daily Living (ADL)
Scales(i.e. personal hygiene, bathing self, feeding, toilet, stair climbing, dressing, boddbladder
control, ambulatioror wheelchairmobility andchairi bed transfers) (Wade, 189 According to Wade
(199%), the validity of the Barthel Index has been well established. Geyh, Kurt, Brockow, Cieza, Ewert,
Omar and Resch, (2004b), reported that the Bl was the dbspaicific measuremented mostoften in

stroke studies they research#édshould be noted that the Barthel Index was originally designed for use in
Rehabilitation Centres and mobility refers to ambulation indoors (Wa@g$8@h Vanclay and Cooper

1989), and has been useda@dingly in the current study.

Nevertheless, the researcher elected to use the MBI as, according to Shah et al. (1989) it increases the

sensitivity of the score and ithe researcher'opinion, made it easier to correlate findings with
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rehabilitation outcme levels.Each item on the scale, as well as the whole index, is given a numerical
score, with 100 being the maximum possible score. The researcher evaluated each participant according
to the guidelines given by Shah et al. (1989) and the additionalnapltg notes given by the Australian
Government Department of Health on their website.

3.6.1.4 Loewenstein Occupational Therapy Cognitive Assessment (LOTCA) (Appendix 4)

Cognitive andperception impairments can be "hidden", with the stroke survivor amdyfaften not

being aware of them, or having no understanding of the problem. These impairments can have a
devastating effect, resulting in activity limitations and participation restrictions. Where there are limited
occupational therapy services, the Uscof rehabilitation is often on physical problems, mobility and
transfers. The researcher was of the opinion that it was extremely important that cognition and perception
be evaluated in some depth in this study, as only limited occupational therapgesdmave been
available to uninsured people in the Helderberg Basin and cognition and perception was an area that had

in all likelihoodbeen neglected.

It is the researcher's experience that many cognitive and perceptidmatestseen criticized as natihg
applicable to the South African situatiodowever, the researcher believée . OTCA uses material

which could be understood by different ethnic groups and people with low education levels. Some tests
(e.g. Chessington Occupational Therapy NeuliokigAssessment BattenyCOTNAB) are extremely
costlyand timeconsumingo administer. Taking all these factors into account, the researcher decided that

the LOTCA was the best option to use.

The LOTCA is divided into six main areasorientation, visual perception,spatial perception,motor
praxis, visuomotor organization andthinking operations. (Refer to Appendix 4 for scoring of this

measure.)

The LOTCA was a useful measure to use. It was developed for use with clients with some form of brain

injury and stroke is specifically mentioned in the test manual. Measures have been put in place to make it
possible for stroke survivors with both expressive and receptive communication problems to participate in

the test. Caregivers who accompanied aphasicjpatits expressed surprise at how well they performed

on certain tests. Often the focus of cognitive and perceptual tests is to screen for impairments but,

particularly in the case of aphasic stroke survivors, it revealed their abilities.

3.6.1.5 Measuremat of speech andanguage (Appendix 5)
With extremely limited speech therapy available to uninsured stroke survivors in the Helderberg Basin, it

was very likely that participants had received minimal help in regard to problems with reading, writing
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and dong calculations. In terms of time, it was not possible to complete a full test battery such as the
Western Aphasia Battery (WAB). Wad&99%) commented that the section of the NliMiental State
Examination (MMSE) which specifically tests for language Iskis considered adequate in certain

situations.

Based on the researcher's experience over the past twenty years in conducting detailed evaluations on
stroke survivors, she modifietlis section of the MMSBy adding additional materidtom the WAB to

increase the validity of the test. The researcher is of the opinion that when one question is asked, as is the
case in the MMSE, there can be a number of reasons why a participant could make an error, but if the
same results are obtained with three questitive test is more reliable. One of the objectives of the study

was to obtain an indication of whether or not there are uninsured stroke survivors with speech and
language difficulties, who would benefit from the intervention of a speech therapisesdaraher is of

the opinion that this modified screening test combined with Sectionh& &1 would provide adequate
information in this regarddowever, it should be noted that it was not tested for reliability and validity,

and more detailedvaluatons by a speech therapist, utilising a standardised test suchvd&Bevould

increase the sensitivity of the scar@Refer to Appendix 5 for scoring of the speech and language test

utilised in this study.)

3.6.1.6 Measurement oénvironmental factors: (See Appendix 6)

From the literature research, there are currently four measures generally used to determine environmental
barriers and facilitators. The first is the Craig Hospital Inventory of Environmental Factors (CHIEF),
(COMBI, 2006). Whiteneck, Ghardt and Cusick (2004) utilised this in a study on environmental factors
impacting on people with traumatic brain injury. The other three measures are the Facilitators and
Barriers Survey (FABS), (Gray et.aR008) Measures of the Quality of the Enviment (MQE),
(Rochette, Desrosiers & Noreau, 2001) and the International Classification of Functioning Core Set for
Stroke (Geyh Cieza, Schouten, Dickson, Frommelt, Omar, Kostanjsek, Ring and S20¢kb;World

Health Organisation, 2004a).

The section o environmental factors from th@omprehensive ICF Core Set for Strokas used in this

study. This is a list of environmental factors that are assumed to be imgortaost strokesurvivors. It
wasdetermined by 39 experts on stroke, from 12 differenintries, after a systematic review, a Delphi
exercise, empirical data collection and training in ICF was completed. Thirty three categories have been
included, which cover all five sections of environmental factors listed by thelligFexperts considede

this necessary as thegcognised the influence these factbes/ein determining stroke outcomes. It
"demonstrates the awareness of the important influence of patient's surroundings and life situations on
their health and also on the course of rehalbitin” (Geyh et al, 2004139).
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For scoring, responses range from:

9 Barriers:mild, moderate, severe, compleseored as minus 1 to minus 4 respectively.

1 Facilitators:mild, moderate, substantial, complete, scored as 1 to 4 respectively.

1 No influenceon the patient's life is scored as 0.
There are twaptionalresponses8 (not specified.) and 9r{ot applicable.) The researcher added 10 as a
further score. This was used when participants lacked knowledge of the particular environmental factor
for example whee participants had no knowledge of labour or health policies and were therefore unable
to comment on themor where participants had difficulty understanding the concepts of" barriers and
facilitators". Appendix 6b was used to assist participantietiding on the score they wanted.

All participants were given the same examplasdach ICF codesothere was a clear understanding of

what was meant or required.

3.6.1.7 Determiningoutcomelevels

In determining outcome levels, results pertainingmpairments, activity limitations and participation
restrictions of participants were analysed. Contextual factors were also taken into agcanatiysing

the data coding form which provided information on the demographic and health status of pgsticipa
and rehabilitation. Results from the ICF Core Set for Stroke were also considetedmelevelsas
described by Landrum et al (1995) were utilised and participants categorised accordingly. A framework
developed by Visagie (2010) giving a summaryeath level described by Landrum et al. (1995) also

provided a useful tool for categorizing outcome levels.
The researcher determined all outcome levels in this study herself.
3.6.2 Phase 2Interview schedule Appendix 9)

Participants and proxy respdents were interviewed, using sestiuctured interviews with open ended
guestions. The structure of the interviews was completed, once the quantitative data had been
provisionally analysed. Questions focussed on risk factors for stroke and basic nertagiemedical
conditions which play a key role and form the foundation in determining which rehabilitation outcome
level is achieved. Further questions focussed on rehabilitation, environmental barriers faced by uninsured

stroke survivors and recommendsis for improving services.

3.7 Pilot Study

A pilot study was undertaken in January and February 2011. Five participants were selected from

community groups with which the researcher is involved throughl8%®G andnvited to take part in the
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study. The pilot study was conducted on four uninsured stroke survivors who had their stroke prior to
2009 and one who suffered a stroke in 2040liv edin the same communities as participants who took
part in the main study.

To ensure that the various measuring tools were adequately tested three participants whose right side of
the body was affected and two whose left side was affected selectedOne participant had aphasia,

which provided the opportunity to work with a gyorespondent and to determine the effectiveness of the
language measurement (Appendix 5). AeXhosa speaking stroke survivor was included. This
provided the opportunity to evaluate the translator's skill and provide her with guidance on what was
requred of her. It was also an opportunity to discuss ethics and issues of confidentiality with the

translator.
Further importance of the pilot study was:

I To determine the length of time it would take to do all the evaluations and complete the
questionnaires

To see if any questions were unclear and needed changing

To get feedback from participants about the length of the evaluation

To determine the order in which tests should be done

=A =4 =4 =4

To determine if coding systems and methods of recording data wereiveffect if any

amendments needed to be made in this regard

=

To see if data gathered would satisfy the aim and objectives of the study

To determine if examples given with the ICF C&ea for Stroke helped people to understand the
concepts on which they nided to comment, in terms of barriers or facilitators.

On completion of the pilot study some amendments and additions were made to the demographics form.
Further reading was done and discussion held with various people to overcome difficulties with scoring
for the ICF Core Set for Stroke.

3.8 Data Collection

3.8.1 Phase Hata collection
1 On initial contact with participants, provisional consent to take part in the study was obtained.
Appointments were set up with them at a venue and time convenient toAthéra.first meeting,
the study was explained to them and an authorisedgoaze where there was any concern about
the competency of the participant. (Issues related to competency are discussed further @nder 3.1

Ethical Considerations.) Once they had amderstanding of the study and indicated their
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willingness to participate, they were asked to sign a written consent form. In some cases, these
forms were left with the potential participant so they could let family members who were possibly
not availableead through them, before signi(gppendix7)

The researcher had envisioned conducting most of the interviews and evaluations at the home of
the participants. However, when participants were given a choice, the majority of them opted to
be seen at a caat venue in Macassar or Somerset West. Many of the participants never leave
their homes, besides going to appointments at the GHEinic or to collect their pension or
disability grant. Apart from the importance of taking part in the research, it was also seen as an
opportunity to do something different and to go on an ougPagrticipation by stroke survivors in

the community andociety will be discussed further in the stydyarticipants who wanted the
evaluationconductedt their homeswere bedridden or had extreme difficulty doing transfers into

a vehicle were seen in their home environment. Tegpondentexpressed concerbout the
personal safety of the researclieshe collected them from home and opted to utilise taxi services

to get to the main terminal in Somerset West. The researcher paid the fare for the participants and
a caregiveandcollected them by car at therminal and returned them there after ititerviews
andevaluation All other participantsvere collectedat their home$y the researcheand diven

backon completion othe evaluation.

Although the majority of the formal evaluations and intemgefor the study were done at a
central venue in Somerset West or Macassar, the researcher did have the opportunity to see 51 of
the participants at their homes, either when making initial contact or when fetching them for the
consultation. This providevaluable information on their home environment, surroundings and
environmental barriers encountered. It also afforded the researcher the opportunity to observe gait,
wheelchair mobility, ability to transfer in an informal manner and provided valuabléntiriatg

how stroke survivors were coping in their home environment. Conversation in the informal setting
of the vehicle en route to the consultation or taking the participants home, also provided a wealth
of background information. The researcher usedtatitact time with the participant and their
families as part of the evaluation and gathering of information.

The researcher conducted all the interviews and administered all the questionnaires and data
coding forms. Although the researcher speaksadd amount ofisiXhosaand has a reasonably

good understanding of the language, a translator was usetsiMiftosaspeaking participants to
ensure questions were clearly understood and that the researcher interpreted the answers correctly.
As far as pesible selreporting by the index persomng, stroke survivor) was used. However,
collateral information from family is extremely important and at times, it was necessary to verify

information with family members. Although the researcher is experiemcedrking with stroke
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survivors with aphasia, proxy respondents were used to assist participants with this condition. A
mentally impaired stroke survivor required his sister to be the proxy respondent. Other than when
a proxy respondent was required oramthe competency of the stroke survivor was of concern,
participants were given the choice of attending the consultation on their own, or bringing a family
member with them.

1 At the commencement of each session, participants were informed about whétosoud and
that at any time they could ask for a break, complete the session on another day or withdraw from
the study if they wanted tdnterviewsand evaluationswere conducted in the following order:
explanation and signing of Patient Information Leaflet, where this had not already been done;
demographics form; SIS 3; Modified Barthel Index; LOTCA and thenStieech and.anguage
Test. A short break (180 minutes)was given after the Language Té&stallow participants to
use the toilet and have a cool drilessions concluded with the questionnaire on Environmental
Factors. This order was decided on in conjunction with participants in the pilot study. Starting
with the demographics form and SIS3 affed participants the opportunity to share information
about themselves and how the stroke had affected thema@sadding to pilot study participants
this made them feel comfortable and at ease with the researcher, before more formal testing
occurred. Tey found it positive to finish with the questions on environmental factors. They
appreciated being afforded the opportunity to express their views on services and issues that were
a barrier to them and reported that concluding sessions with questionsi@nmental factors
left them with a positive feeling about the research and that someone was interested in their well
being.

9 Test results and other scores were recorded on the relevant forms and data coding sheets.

9 Sessions took approximatelyrée to three and a half hours.

3.8.2 Phase 2ata collection

The five participants were contacted by telephone or visited at their homes and invited to participate.
Two of the interviews were done at the participants’ homes. The other three were embiadlactentral

venue in Somerset West and MacassHne level 1, 2 and darticipants had their spouses present who
acted as proxy respondents. These participants were encouraged to participate in any way they could. In
the case of thievel 3client whowas aphasic, measures were put in place to ensure that she could let her
opinion be known.d&g. put up her hand if she did not agree with her husband@je level 4 and5
participants were unaccompanied. Interviews were recorded with a voice recerdassidn for this is

requested on the written consent form. (Appendix 7)
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3.9 DataAnalysis

3.9.1 Phase 1: Analysis afuantitative data
All data from the demographic questionnaire, SIS®BI, LOTCA, Measurement of Language and
Measurement of Environmental Factors forms as well as the Rehabilitation Outcomes Levels were

entered on Excel spreadsheets. A statistician was consulted and statistical tools used to interpret data.

Descriptive statigscs were based on the concepts of central tendency and variability. The statistical
foundations of measurement theory as described by Domholdt (2005), was utilsettrequency,
distribution, mean, variance, standard deviation, normal curve, casrelaiefficient, and standard error

of measurement.)

3.9.2 Phase 2: Analysis afualitative data
Data was transcribed by the researcher. In order to protect the identity of the participants additional
assistance was not utilised in this regard.

The researcher listened to the recordings and read through the transcribed interviews several times. Data
was then coded and organized ittte following predetermined themes determined from the quantitative

data

General kowledge ofisk factors for stroke
Knowledge and awareness of hypertension as a risk factor
Awareness of diabetes as a risk factor for stroke and knowledge of treatment

Adherence to medication

=A =4 =4 4 =

Knowledge and awareness of importance of lifestyle gasun primary and secondgsgevention of
stroke;

Recommendations of participants and caregivers in terms of health and life style changes;
Counselling, education and training received in terms of primary and secondary prevention of stroke;
Referral system for rehabilitation;

Rehabilitation received;

Awareness of role of various rehabilitation professionals;

=A =4 =4 4 4 A

Counselling, education and training received in terms of rehabilitation.

Further suhemes were identified within these predetermined themes.
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This qualitative data was then discussed in terms of its relationship to the quantitative data. Quotes from
the interviews were used to illustrate and highlight the main findings of this study.

3.10 EthicalConsiderations

1 Approval for this study was ohined from the Committee for Human Research at Stellenbosch
University. (Ethics Reference Nr: N10/11/375).

1 Special permission was obtained from the Western Cape Department of Health to acquire the
names and contact details of people who had strokes in&2@D2010 from Helderberg Hospital
and Macassar and Gustrouw CHC. (Reference Nr: RP 140 /2010) Guidelines given by the
Department of Health were adhered to.

9 The principles of th&outh African Guidelines for Good Clinical Practic&A GCP) were applied
(Moodley, 2009).The key elements are obtaining informed consent and ensuring the privacy and
confidentiality of informatiorconcerningparticipants.

1 Information about the study and consent fomesegiven to participants in their home language.
(Appendix7.) Special consideration was given in determining the competence of the stroke
survivor to make an informed decision about participation in the study. Although many stroke
survivors are capable of kiag informed decisions, certain impairments as a result of the stroke
can affect a person's ability to do théesg{ memory problems and problems with understanding
the written and spoken word.) The researcher does have experience in this regard. fidwough
work as anoccupationaltherapist, she has been involved with doing nediegal reports and
evaluations to determine if someone has the ability to live independently, can manage their own
affairs, drive or return to work after a stroke.

1 In certaininstances where the person was not able to give consent, proxy consent by an
authorised caregiver was also requested (Appendix 7). Where proxy consent was given, the
researcher also obtained an indication from the subject as to their willingness tpatartidiany
stroke survivors have communication problems, but can understand what is being said to them
and can give an indication of their wishes.

1 The researcher ensured that participants could not be identified in any way from research records
(forms, questionnairestape recordings) by using a research number on forms. Data was stored in
a locked filing cabinet in the researcher's office. All data stored on the researcher's computer was
passworeprotected. The translator and community workers who acaaegh#he researcher had

to sign adeclarationstating that they would not disclose any information about the participant.
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1 Where the researcheoncludedhat a participant could benefit from further therapy, or required
additional equipment, this was discussed and the necessary inforanatiamntact details were
provided Information on NGOs in the community who could give assistance was also given

1 At all times the wellbeing of the participants was taken into aca@nohte stroke survivors and

their families were treated with respect and courtesy.
3.11 Rigor

3.11.1 Phase 1

The validity of a research project is judged by the extent to which comatuare believable and useful.
Validity can be defined as accuracy or how close one gets to the truth. Bias can be defined as error that
comes into the study via various means and can to a certain extent be controlled by the researcher
(Domholdt 2005).

Besides the factors mentioned below, additional commentary on limitations to the study are given in

Chapter 4 with the presentation of the results and in Chapter 6.

Selection bias can influence the validity of a study. For this reason, the researchedréguirames and
contact details of as many uninsured people who had strokes in 2009 and 2010 as possible. By working
through hospitals, CHCs and NGOs it was presumed that most uninsured stroke swveoiviorde
accounted for. In addition, stratified raomd sampling was used in the study, to ensure that a general
picture of the outcome levels of uninsured stroke survivors in the Helderbergngasibtained. In some
communities health services might have been of a higher standard and without stratifted sampling

a wrong impression could be created.

It is generally accepted that the larger the sample, the greater the validity of a study. Although 53
participants may be considered a relatively small sanipderesearcher is of the opinion thatefiable
indication of rehabilitation outcomes of uninsured stroke survivors was obtained and thatdépehin
evaluations which were conducted have provided useful information on factors which have previously

been unexplored in uninsured stroke surksvio the Helderberg Basin

Information bias can occur when there is an error in collecting data or measurements are taken
incorrectly. TheModified Barthel Indexand LOTCA are all well known rehabilitation measurements.
The LOTCA is a standardised testrdrcan come in with the LOTCA and the language evaluation if
clients are not seated correctly for the tests, lighting is poor and people who normally wear glasses do not

use them for the tests. Of some concern in this regard was the number of participadid not have
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reading glasses and who the researbletievedrequired vision testing. However, items which did have
to be read were given to all participants in large print.

Education of clients also needs to be taken into account. If this is ngthdas&an come ine(g.where

someone is illiterate and has never learned to read or write. The researcher may test them and document
the reading problem to be an activity limitation after the stroke, which is incorrect.) It is possible that
some bias @y have occurred in this regard; however, the researcher is of the opinion that material used
in the LOTCA and Speech and Language evaluation should have been understood by most participants.

It is also possible that an element of information bias ocduwsith the ICF core set for stroke, where
people were questioned about the amount of assistance received from and attitudes of immediate family.
In some cases, family /caregivers were present and the stroke survivor may have been reticent about

giving a n@ative answer, for fear of reprisal.

Consistency of the rater (intrater) can result in bias. Items in thdified Barthel Indexcover fairly

broad categories, making the likelihood of inconsistency amongst raters less than when each item being
measired is more specific and detailed. With regard to rehabilitation outcomes, unresolved issues at lower
levels created some difficulty in determining categories, which according to Laetialnil995) should

occur chronologically. Practically, it was npbssible to get other therapists to take measures and
compare with the researcheresults. It is possible that this resulted in some bias. These factors will be

discussed in more detail in Chapter 6, under recommendations.

In selecting the correct @asure to determine environmental barriers and facilitators, content validation
was of concern. Content validation can be defimsd'the extent to which a measure is a complete
representation of the concept of intetéBtomholdt, 2005:260)Initially, the researcher considered using

the short form of the CHIEF, as it is very quick and easy to administer, but was concerned that it would
not give a true reflection of environmental factors in the Helderberg Basin. The comprehensive ICF Core
Set forStroke wa utilised. Again, the researcher was concerned that where theat€fory titles gfee
Appendix 6) might be totally understood develogd countries, they might not be understood in
circumstances where a person has had very little education. To coutiter;aexamples were given and

the same examples used for all participants.

3.11.2 Phase 2

Verification of qualitative data is generally done through triangulation of results, the use of multiple
researchers to code data independently, member checkitgy l@mve an outside researcher audit the
analysis (Joubert & Ehrlich, 2007).
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In this study, verification of results from Phase 2 was done by triangulatiomeméerchecking by one

of the participantsDomholdt (2005: 179) states that triangulation is conducted by "comparing multiple
sources of information to determine whether they all point to similar concluskindihgs correlate with
feedback that stroke survivors and representatives from vareumenities have been giving to the

committee of the HSSG.
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Chapter 4 Results

4.1 Introduction

In this chapter the study results are presentieelsecorrelatewith the objectives of the stud$ection 4.2
lists results pertaining to the demographic peodif the participantsind Section4.3 thér health status
Findingson impairments, activity limitationgarticipation restrictionsnd rehabilitation outcome levels
are presented in section 4td 4.7. Findingsrelated to environmental factors areg@eted irSection4.8

and hoserelevant to rehabilitation are i®ection 49. The methods of scoring for the various measures
can be found in thAppendiceslt should also be noted that percentages have been rounded.

4.2 DemographicProfile of Participants

4.2.1 Age and gender

The youngest participant wa8 gears of age and the oldest v The majority of the participantgere
over 60 years of ag¢he mean age was &8 (Figure4.1). Twentynine (55%) of the participants were
male and 24 (3%) were female.
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Figure 4. 1 Participant age (N =53)
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4.2.2 Education

Eighteen (34%) participants fell into the Grade7 education level, 16 (30%) into the Grad&18level

andsix (11%) had no formal education. Four (8%) of participants had a matriculation certificateesd

(6%) some form of tertiary education (Figure 4.2). Three participants with no formal education reported
teaching themselves to read and write. One explashedhad learned with her children: once she had
helped her ten children with their primary school homewsink was able to read her bible and do simple

calculations.
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Figure 4.2 Education level of participants (N=53)

4.23 Marital status
Twenty-seven 61%) of the participants were marrie8eventeen32%) were widows or widowerssix

(119 were single Two (4%) wereliving togetherand ong2%) wasdivorced.

4.24 Minor children

Nine (17%) participants had chitdn who werestill under18 yearsof age This question was originally
includedto asseshow many participants were still responsible for supporting children after their stroke.
However, in retrospect, it would have been ntoréhe pointto determine the numbef people living in

one household or on one properyg t soon became apparent that the majority of participants were living
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with extended familymany of whom were unemployedn many instances, the pension or disability
grant of the participant playedh important role in supporting teetendedamily unit.

4.25 Language andpopulation group

Forty- four (83%) participants werdrom the Coloured population groupseven(13%) were Black and
two (4%) were White. Forty-four (83%) were Afrikaans speaking aseven(13%) IsiXhosa.Two (4%)
of theparticiparts home language was English.
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4.2.6 Employment

Four participants were employd#&igure4.3). A 44-year oldfemale andi 65 year oldmaleresumed fuH
time employmentperforming the same job descriptions as prior tostheke Onefemalepartiapantof
43 yearshad temporargmploymentfor a few hours each day 73-year old malevho had takeron a
parttime job to supplement his incomeadfound it necessary tlurtherreduce hisvork hours after the

stroke.
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Figure 4.3 Employment status of participants (N=53)

At the time of this survey, 394%) of the participants were unemployddgure 4.4 shows that stroke

was the cause of unemployment in 18 (37%) of these c&sésenparticipantshad been housewives

prior to the stroke and although they were not receiving remuneration for their work, had been actively
contributing to the wdbeing of their householdsOf these, two were attempting some house hold tasks,
but were requiringnput from family members. A 3§ear oldwomanwho had received rehabilitation at
WCRC required minimal assistanegth cooking, and other domestic actigeg. Two participantshad

been boarded due to other medical conditions which occurred before the strokbrearithd been

retrenched prior to the strokBen(19%)hadalready retired at the time of the steok
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Histogram of Reason for Unemployment
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Figure 4. 4 Stroke as cause of unemployment (N=53)

4.2.7 Income

Generally, ncome waspooledto support thenhabitantsliving on a particular plot or in a particular
home. At times, thereould be up tden peopleresiding on one plofThe majority of household$7%)
were living o less than R30Dper monthand d these, 16 (30%) were livingnoR100L i R2000 per
month 11 (21%) were living @ R200L i R3000 per montland3(6%) had no incomat all (Figure4.5).
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Figure 4.5 Income of family unit (N=53)

Income was generated through disability grastatepensiongold age pensionjncome of spouses and

family memberdiving on the same property as the stroke survimod the salafes of the four stroke

survivors who were employdgrigure4.6). In addition 64% of these family unitgerealsosupported by

extended family who were not residing on the same propeeteived a pension from previous

employment or had some form of savings.

50



Bar/Column Plot of Count of yes
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Figure 4. 6 Source of income

Of the participans with no income, onevas a builder and plumberior to the strokeAlthough he hd
recovered well physically, he @idound it difficult to resumework. Testing with the LOTCArevealed
cognitive and perceptual impairments which wohiyeimpacedon his work.He was being supported

by his religious communityin the othertwo cases, a disability grant and pension payout were pending.
A community feeding scheme and family members wemgdstisg with supplying food. The one

participant in particular, would have benefitted frospaial relief of distressgrant.
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4.2.8 Housing

Forty five (85%) participants were living in the same home or on the same plot as other family members.
Three (6%) were residing with their spouse ando (4%) with friends. Of the remaininghree
participantsiwo were residing alone armhewas in a boarding care facility (Figuder). The families of

the participants living independently expressed their coratawnt their parents being alone at night.
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Figure 4.7 Household information (N=53)
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Figure 4.8 shows thdtl (77%) of participants were living imgle stoey housesMany of these were
supplied through the RenstructiorandDevelopment Programe (RDP). Oftenextra roomsvere added
using wood and scrap material. In many cases, Whodses had been set anound the main housing
structure, to provide extra accommodation for family members
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Figure 4.8 Type of housing of participants (N=53)

Two (4%) of the participants were living in flats on gecondor third storey. The only access to the flats
wasby using the stairs, whidhesestroke survivors found tbe a barrierThreepeopleresided in double

storey homesone of whomwas permanently bedriddeithe family found it impossible to carry her up

and down the stairs for appointments, and her bed had been moved downstairs in to the lounge, which
was the main access room to the hoaisé afforded her no privac¥or the othetwo, the stairs were

initially a barrier, but with time they learned to manage thine remainingsix participants were living

in shacks or in Wendiiouses on the same property as family members or fri€mws.@rticipant had

been given a room in a residence for homeless people.
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4.2.8.1 Accessibility

Figure 4.9shows tha?74% of the homes had stef$is varied from the flights of stairs mentioned above
to a step at the front or back dpwrhich was still a arrier for participants in wheelchairs and to stroke
survivors with poor walking balance. Housesre generallysmall and crowded and in 70% of cases,
there was insufficient space to manoeuvre wheelchairs and wdlkeasnumber of homes (13%) the
doors were not wide enough for a wheelchair. One participantardsied toher bedroom, because it

was extremely difficult to get through the bedroom door with her wheelehdishe was unable to walk
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Figure 4.9 Accessibility of housing
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4.2.8.2 Toilet facilities

Forty-four (83%) of the homes visited had inddoilets (Figure4.10). Two (4%) participantsvere living

in Wendyhouses with the toilet in the main dwelling on the propedtye participantin particular would
have benefitted from having a commode in the Wemlyse and a ramp going into the main house to
makeaccessgo the toilet easier Seven(13%) had to make usH toilet facilities outdoorsind would also
have benefitted from being supplied with comnsde
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Figure 4. 10 Toilet Facilities at homes of participants (N=53)

4.2.8.3 Power

All 53 participants had access to ele@tipoweron their properties.

4.2.8.4 Water

Ninety-eight percenof participants had access to running water in their hokh@sever, free quotas of
water were used up quickly in large househadldiany participants mentioned problems wiitisufficient
watersuppliesandhavingto make arrangements with the municipaéiythey did not have the finances

to pay for additional usageOne care giver whose husband was bedridden and incontapamtedhow
difficult it was to wash all his linen with the limitednount of free water availablEifty-seven perceruf

the homes had a bath and 21% had a shdd@sever, in most cases participants used a basin, as they
found it too difficult to get into a shower or ba#imd also to saven water.
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4.2.8.5 Terain

Figure 4.11 shows that the majority ftdbmeswere surrounded bipose sand (51%) or hard soil (38%).

The ground was often uneven, making it difficult to manoeuvre wheelchairs or walk, particularly in cases
where balance was poor or the stroke survivor hacasg or proprioceptive impairmentsElderly
caregivers in particular found it difficult to push wheelchairs in rough terrain and through sand
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Figure 4. 11 Terrain outside participants' homes (N=53)
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4.3 Health Status Of Participants

4.3.1 Number of strokes

According to figure 4.12, thirty thre@2%) of participantgeported the stroke as being fivst incident.
For 15 (28%) it was thesecondstroke andive of the participants had had multiple inciterFifteen
(28%) participants had their stroke in 2009 and 38 (72%) in 2010.

Histogram of Number of strokes
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Figure 4. 12 Number of strokes suffered by each participan{N=53)
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4.3.2 Medicalconditions of participants

Figure 4.13 indicates th&% of theparticipants reported they suffered from hypertendiomddition,

40% said they hadhigh cholesterol and 38% reported a history of heigeaseThirty-two percenof the
participants were diabetithese percentages could be higher. Many of the participants had no knowledge
of cholesterol and where uncertain of their risk factors for striokeome cases, the researcher had to
examinethe medication that participants were taking, in order to detertfieir health statug&leven
percentof the participants reported having seizuresongst other conditions, eight of the participants

suffered from arthritignd three participants reported havitily andTB in addition to the stroke
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Figure 4. 13 Medical conditions pertaining to participants
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4.3.3 Smoking
Thirty five (66%) of the participants in this study smokedarettesbeforethe stroke (Figure 4.14).
Fourteen(26%) of them have continued to smoke after the inti(fégure4.15).

Histogram of Smoke Before Stroke

demographic in results.stw 140v*53c
40

35/ 66%

35

30

25

20

No of obs

15

10

Smoke Before Stroke

Figure 4. 14 Smoking habits prior to stroke (N=53)
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Figure 4. 15 Smoking habits after stroke (N=53)
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4.3.4 Participants estimates olfevel ofrecovery after stroke
In terms of participantgstimates of their level of recoveoy the Stroke Impact Scaléersion3 (SIS3)
the mean score was 48.80t of a possible 10(Figure4.16. The left most bar indicates the number of

values equal to zero.
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Figure 4.16 SIS9- Level of recovery after groke (N=53)

The severity of the challenges faced with regard to health conditions and participants' knowledge and

management of these were brought home througliitative findings.

4.35 Knowledge and awareness of hypertension as a risk factor
As illustrated by the following comments, appeas that participantshad very little knowledge or

awareness of risk factors for stroke, before the incident

"Before | had the stroke, we didn'tdum anything about high blood pressure. We only found out about

this afterwards.
" | was not aware of high blood pressure and strokes, until | had one."

None of the participants or caregivers knew whatls they were working towards in terms of
managemenbf hypertension. When asked what they thought their blood pressure should be, most

participantandcaregivers responded as these did:
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"l don't know how high it should beé. Usually they

"I don't know how high it should be."
"I haven'tgot a clue."
"They told me what my blood pressure is, but they didn't tell me what it should be."

4.36 Management of diabetes mellitus
This study has revealed the following problem areas in terms of the management of diabetes mellitus:

4.36.1 Diet

Fromdiscussions with participants in the study and their families, it appaaattempt is being made by
nursing staff to give out information sheets and pamphlets onHtigtever, in terms of management of
diabetes, participanendcaregivers expressedramendous amount of confusion about what they should
be eating.

"No, the first time we were basically informed that she must eat correctly. No explanation was given. | am

sure doctors think that if they say someone has diabetes we know what it is &ll abou

There were also complaints that they could not understand pamphlets which were distributed. Information
was not always given in the person's home language and recommended food was often unaffordable. This

is illustrated in the words of an Afrikaaspeaking participant

"Basically in English. Then one cannot always afford the food that is on the pamphlet. There must be

alternativesi things that a person can afford. Things are very expensive in the shops."

4.36.2Blood glucosemonitoring

According to Helderberg Hospital, diabetic patients who are on insulin are provided with glucometers.
Those who are not using insulin are taught to do colour coding with accucheck active strips (Theron,
2011).

The researcher gained the impression thatesparticipants had received glucometers and otheré&\sot.

one participant said
"I would like to have my own machine, but they say it is very expensive."
Some participants also expressed concern about the cost of strips

"We got a machine. The probighen is that the strips are very expensive".

61



Other environmental barriers also impact on the effective use of glucometers as illustrated by a stroke
survivor who reported that he did not have a battery for his glucometer. The battery was unavailable at
any of the shops in the community and transport to the nearest large centre was costly and problematic as
he was a wheelchairser. His family did not see it as an important issuetlamdghtthat the R80which

the battery cost could be put to better use.

4.36.3 Poor adherence tomedication
The following qualitative data demonstrates the lack of compliance in taking medication by some
participants:

"Quite simply, he did not take his pills and when | Ifinaealised it, it was packets and packets of

pillséeé. "

"Just didn't feel like taking them."
"He knew it was going to cause problems, he was going to have a heart attack or have a stroke. He had to

lose weight. | started workgaini then he just stopped taking his pills."
The following reasons were also given by patrticipants for not adhering to medication:

1 A 67-year old male reported getting likbod pressurenedication from th&€HC and putting it in
the cupboard and leaving it there, as he believed God would protect him. He had a stroke six
months later.

1 An elderly female participant reported on how she did not like taking pills and had recently
decided to stop taking all BP mediicatt.

1 A 69year old femaleand 73year old maleparticipantdescribedhow they had stopped taking
their blood pressurenedication asheyfelt "fine" and then had a stroke several months later.

1 A 69-year oldparticipantwith diabetes believed he had bdeewitched after having the stroke
He hadstopped takinginy medication given at the clinic and rather visited a traditional healer.

1 Being faced with hours in a queue can lead to-campliance. Participants or caregivers who

were employed found it pactlarly difficult to take off a day of work to obtain medication
"It is difficult to get off work. This is a huge problem".

One participant who was a truck driver reported being aware that he had hypertension before the stroke.
However, he found iimpossible to take a day off work each month to get his medication as he was a key
employee in the business. He wasaware of the consequencafslack of compliance in taking his

medication until he had a strok& 43-year old male participantho hadalso been employed prior to the
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stroke reported a similar experience. The clinic alagys closed by the time he got home from work
He suffered a stroke several months after he stopped his medication.

People are individuals. As illustrated bystciommaent from a participantvho was informed he required
blood pressurenedication medical professionals need to use their skills and knowledge of clients to
determine the best way to get information across to them. What might work for one patient may not work,

or even be offensive tanother.
"He said- no it is for the rest of your life. | think it is the way thathe sailit deci ded bugger it

The same participant was of the opinion that far more emphasis should be placed on the consequences of

nottaking medication
"That shock treatmerit.
They should be totd

"That is where you are going to be. That is your future. That wheelchair is waiting for you. That potty

thing is waiting for you. It depends on you. Do you want to be ilthreas yowplease”

4.37 Lack of explanation and educationin terms of medication
Participants and caregivers appeared to have very little understanding of what medicationasas for

illustrated by these comments from caregivers and participants:

"About medicatin, | don't know muchall that | know is that pills were prescribed. Till today, | still don't
know what they are for. They have to be fetched at the clinic. That is the extent of my la¢iowledg

"If I had just been more informed, then | wouldn't have lseestupid and stubborn and saBlugger it-
I'm not going to be so dependent on pills. | stopped taking the pills. | drank one or two. If he had just

t aken t h¢oetpliotard, iendight.not have happened.”
"They saithlood pressure amongst @hthings. There was no explanation.”

"No mani | got over it. | was at the hospital and then went home. | got medicine, but | was still none the

wiser."
"Otherwise it was just pills. Off you gitm none the wiser."

"No. | haven't got a clue. Till today,am still not sure of what they plan to do or to give me. Now they say

I must come back next month and get pills."
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"Yesi they did not tell me what else we must do. Nobody said what the pills weredia are your pills.
Move on. Nothing about thisfisr this and this is for this. | always like to know."

4.38 Lifestyle changes
In terms of the addiction to smoking participants made the following comments:

"At one stage we did not even hdwedbecause he carried on about that packet of cigaréitestead of

buying breadcigarettes were bought."

"And small children alsd like at schooli they say they can smokgist not in front of the teachers. |

think it is worse than drug addiction."
"Difficult to stop"

"For me it isi probably because | am more of a compulsive smoker. It is not as if | now suddenly crave a
cigarette. Second nature. You sit in the movidzsesn't worry you. You come ddirst thing that you d

is - where are my cigarett® Like on the aeroplane it doesn't worry yalisembark land. Now | want to
smoke. It is a funny sickness. It is a sickriess.

"Terrible thing. | think it is much worse than drug addictBhese days they use dangerous stuff, but

smoking is a buggér

From discussions with participardsidcaregivers it appeadthat while some people do manage to make
lifestyle changemdependentlyothers need significant support in this regard and were of the opinion that

they were not receiving it.

"In terms of smadkg, they do very little. Each time the doctor asks hiHow many cigarettes do you
smoke?They write down how many cigarettes he smokes and that Tg@llmust smoke légsaand that

is all that is said."
"Yes, in terms of cigarettes that suppomdg therel Honestly There they gave him very little support.”

"And the fact that they put him on a diet or say that he must go on a diet, but they don't ask him to come

backil et us see what your weight i sé.
"The dietician should have made therecomrmdea t i on t hat he came back after

"Couldn't they have told us to come back? You can come backvadtenonths, or you can come back

after a mont h. I want to see you in a month ti meé
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4.39 Recommendations of participantsand caregivers interms of health and life style changes
The wife of a69-year old participant was of the opinion that more needs to be done at school level to
promote a healthy lifestyle.

"In schools they must show more of those fétmgutwhat smoking causé@ancer and all those things.
It is education. Just like witH | V , is smokingé..itbés a problem."

"They must do more exercise. It is just a fhat play rugby and a few that do exercise. And the others

don't want ta' they just don't do it."
"They don't take part in sparthey drinki they smoke cigarettes."

Another participant was of the opinion that more should be done in the work place atirggipeople on
a healthy lifestyle and having regular medical examinations when you reach a certain age:

"Look in my factorythere are notices about labour laws. Maybe there should be pastdmn't know?
About medical stuffvasectomies, high blood @m®ureithe basic things relevant to anyone that turns
40."

A further recommendationvas thatbuying alcohol and cigarettes should be made increasingly difficult

by making them unaffordahle

"They must make cigarettes extremely expefisive
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4.4 Impairments

This section presents the results pertaining to physical, cognitive, perceptual and speech and language

impairmentsResults in sction 4.4.7give an indication of the emotional well being of participants.

44.1 Paralysis
Figure 4.7 shows hat 60% of participants suffered from paralysisweaknes®n the left side of the
body and 43% mthe right sideAs a result of multiple strokespme participantaiereaffected on both

sides of the bodyl'wo percenbf participantgeported that thelimbs were unaffected
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Figure 4.17 Limbs affected by droke

Utilising the 3S 3, the mean score for participants' ratings of the strength ofuppgr and lowelimbs
after the stroke is 44.66 (Figu#el8). The mean scoréor the participants' ability to use the hand most
affected by the stroke was .82, the median was 2@-igure4.19). Seventeen participants scored zero for
hand functionOn both graphs, the minimal score obtainable was zero and the umaxi®0The left

most bar indicates the number of values that are equal®o

66



Histogram of SIS1
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Figure 4. 18 Selfreported strength of affected imbs (N=53)
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Figure 4. 19 Functionality of hand (N=53)
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4.4.2 Restriction in joint range of the upper limbs

In terms of restriction in joint ranggeneral observatisrwere madewith active and passive movement

of limbs. Differentiation between spasticity, structural limitations and soft tissue shortening were not
recorded Fifty one percenbf participants had limited range of movemanthe shoulder, particularly in
terms of elevation and abducti®8% complained of shoulder pain.

Twenty eight percendf participants had restrictednge of movemenif the fingers, 26%of the wrist
and 21%of the elbow Contractures and spasticity in the upper limbsgaificantbarriers in regaining
hand function.

4.4.3 Speecland communication

Twenty seven(51%) of participants believed they had experiencedsome form of speech and
communication difficultypost strokeThis varied from fairly milddysarthria to more severe problems
related taaphasialn many cases thetead beersomespontaneous recover¥n the $S3the mean score

for communication was 72.87 and the na@d82 out of a possible score of 100 (Figure 4.20). This graph

gives an indication of participants' opinions of their current communication abilities.
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Figure 4. 20 Communication problems experienced according to SiBscores(N=53)
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4.4.3.1Speech andanguagetest

4.4.3.1.1Naming

In this test participants were required to name objectshich theresearcher pointedProblems in this

regard give an indication of expressive aphasia, anaphasiar dysarthria.

Twelve percenof participants hadifficulty with naming, whik 88% experiencedho difficulty.

4.4.3.1.2Auditory Verbal

In this test, participants had to follow verbal instructions given by the resedPcbblems in this regard

give an indication othe presence of receptive aphasia.

Sixty-two percentof participants were able womplde the auditory verbal section of the tesbtaining

the maximum score of 19he remainder experienced varying degrees of difficastyndicated in figure

4.21.
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Figure 4.21 Speech and language Auditory Verbal C omprehension (N=53)
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4.3.3.1.3Repetition
Participants were required to repeat words or a short phrase. Problems in this regard give an indication of

dysarthriagxpressive oreceptiveaphasia.

The mean score wd$.52 and the median 20ut of a possible score of 2Bigure4.22). The minimum

score was zerd@The leftmost bar indicates the number of values equal to 0).
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Figure 4.22 Speechand languagei Repetition (N=53)
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44.3.1.4Reading
With this task, participants were required to read a sentence and then carry out the instruction given.
Problems in this regamive an indication of difficult with reading comprehension.

It is possible that vision impairments and lack of education impacted on realitsugh many
participants appead to be inneedof reading glassesr possibly had other visual probleniarge print
was utilised to compensate for this. T participants who were blind from diabetic retinopathy and
theonefrom cataracts were unable to perform the t&ske participanhad never learned to read.

Thirty one (58%) participantaere ableto completethe reading taskobtaining the maximum possible
scoreof 12. Nine (17%) were unable tcand 13 (25%) participants experienced varying degrees of

difficulty. The mean score was 8.@3igure4.23).
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Figure 4.23 Speech anddanguagei Reading(N=53)
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4.4.3.1.5Writing
With the writing task, participants were asked to write their name and address and the numbens from
through to 20.This test gves some indication of expressive aphasia in terms of writing andadlso

impairments redted to number concepts.

Stroke swivors whose dominant hand was affected were asked to attempt the task using their non
dominant hand and were assured that neatness did not Agairi.lias as a result of vision impaiems

and lack of educatiomeeds to be taken into accouBeveral ofthe participants with severe vision
impairments were able to complete the task when given some guidance as to where they had to write on
the paper.One participant reported that he had never learned to write and could not do thetask.

seven percentvere able to complete the taskhile the remainder experienced varying degrees of
difficulty. The mearscorewas 12.71 and the median @t of a possible score of {bBigure4.24).
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Figure 4.24 Speechand languagei Writing (N=53)

4.4.4 Swallowing difficulty

Six participantgeported orexperiening difficulty with swallowing.
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4.4.5 Vision

Sixty-six percenbf participantseportedincreasing difficulty withtheir vision andeading as they aged
(Figure4.25). Theresearcher has recorddds as presbiopia, but this would need to be confirmed by an
optometrist or ophthalmologisis t is possible that these vision impairmecwsild berelated tocataracts
diabetic retinopathyr other visual impairment&ight pecentof participants had Hemianopia astk
percenttomplained of experiencing double vision.
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Figure 4. 25 Vision impairments experienced byparticipants (N=53)

Six of the participants reported diabetic retinopathywe®7- year oldwas virtually blind as a result of
this and consequentlyhad to give up his job as a buildéte reported the frustration of having to go
through to an institution in Cape Town for laser treatnoety to find this equipment out of order and
having to get another appointment, which was also cancdlleid resuledin long delays before he was
treated Another 53year old diabetievho was also blind had to give up his employmeitthough he ha

a temporary disability grant, the familyas battlirg financially. He was not suref the cause of his vision
problem but it is possible itvasrelated to diabetic retinopathBoth participants tereceived limited
occupationatherapy and intervention from the Society of the Blnd are likely to havachieved higher

outcome levels with further rehabilitation.
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4.4.6 Cognitive and perceptual function

4.4.6.1Selfi reported memory andthinking skills
Figure 4.5 shows he mean score for memory and thinking skills onSHs3 was 70.79 and the median

79 out of a possible score of 100
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Figure 4.26 Memory and thinking skills of participants (N=53)

4.4.6.2 Testing of cognition and perception with LOTCA

Severe visual impairments preventbdeeof the participants from completing all of the subtedtshe
LOTCA. It is possible thatognitive impairments related wementia the normal aging process and
other disordersaused some bias the resultsin the scope of this study,was notpossble to determine

if any of the participants hgute-existing cognitive and perceptual impairments prior to the stroke
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4.4.62.10rientation
Figure 4.7 shows thatt7% of participants were orientated in terms of time and place. Others showed
varying degees of difficulty in this regard’he mean score was 13.@0t of a possible 16
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Figure 4. 27 Orientation scores &cording to the LOTCA (N=53)
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4.4.6.2.2Visual perception

This section of the tesicreens foimpairmentsrelated to figure ground percepti@amd determinethe
stroke survivos ability to identify shapeand objects Fifty-threepercentof participants obtained the
maximum score for this test. Others showed varying degrees of impaiffhentmean score wést.09

out of a possible 1@igure4.28).
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Figure 4. 28 Visual perception sores according to the LOTCA N=53
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4.4.6.2.3Spatial perception
This subtest identifies impairments related to body scheme disorders, unilateral andlperception in
terms of leftright orientation and thénterpretationof concepts such as behiwd in front, aboveor

below.

As indicated in figure 42 49% of participants obtained the maximum scdiee mean score was 9.60

out of a possible 12

Histogram of spatial perception
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Figure 4.29 Spatial perception scores ecording to the LOTCA N=53
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4.4.6.2.4Motor praxis
Fifty one percenof participantsobtained the maximum score for this test. The mean score wasdl@.18

of a possible score of {Zigured. 30).

Histogram of motor praxis
Spreadsheet7 in results.stw 8v*53c

median=12.0 mean=10.1887 sd=2.6534 min=3.0 max=12.0
30 r r r r r r

27/51%

25
20

15

No of obs

10
7/ 139

5/ 9%
5 9 4/ 89
3/ 6% 4/ 8% / 8%

1/ 2% 1/ 2% 1/ 2%
0
= median

® 3 4 5 6 7 8 9 10 11 12 25%-75%
—-non-outlier range
motor praxis A outliers

Figure 4. 30 Motor praxis scores according to the LOTCA (N=53)
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4.4.6.2.5Visuomotor organisation
Impairments related to planning, organizing, apraxia, unilateral neglect, spatial relationships, visual
perception of vertical another cognitive and perceptual deficits can be identified utilisingstibgest.

One (20) participant achieved theaximum score and tw@%) scored 27 out of a possible total of
28.The mean score was 15.86d the median 18-igure4.31).
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Figure 4. 31 Visuomotor organisation scores acording to the LOTCA (N=53)
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4.4.6.2.6Thinking skills

Various cognitiveskills such as abstract thinking, short term memamnoblem solving,reasoning,
planning, organizingsequencingnd ability to follow instructionare tested in this section of the test.
short section incorporating simple cdhtions isincluded. Again, participants found this challenging,
with one (2%)obtaining the maximum score ofL.3The mean score was 16.8nd the median 15.0
(Figure4.32).

Histogram of thinking operations
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Figure 4.32 Thinking operations scores acording tothe LOTCA (N=53)
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4.4.6.2.7Attention and concentration

According to figure 4.3, nine percenbf participants scoredne and 32% scoretwo in this section
These scores are considered to be low. On the opposite side of the spectrum 43% of pastozhts
threeand 15% scorefbur, which implies higher levels of concentration and attention

Histogram of attention & concentration
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Figure 4. 33 Attention and concentration scores ecording to the LOTCA (N=53)
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4.4.7 Emotions

Questiongelated to feelingsn theSIS3 evokedsignificantemotional responsdlany participants cried

or hadtears welling in thie eyes when they answered questioftse developers of the S3®eport on this

section of the questionnaire only capturing "limitations in functionh® most impaired groups of
patients” (Duncan et al2003:951) The researcher gained the impression that many participants were
depressed and that this was one of the few opportunities they had had to discuss their feelings. This
observation is supportdry the dataThe mean score was 50.84 and the mediaoub®f a possible total

of 100(Figure4. 34).

One caregiver described her husband's level of depression in the following manner:

"Yesi even now he says that he would rather be dead. He doesnttoageitout of bed. He always used to
do this every morning, but éé.he is at that stage
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Figure 4. 34 Emotional status of participants according to the SIS3 (N=53)

82



4.5 Activity Limitations Of Participants

The MBI and theSIS3 have been used to obtain an indication of activity limitations of participants.
Questions on bladder and bowel control have been included in both measures and although problems in
this regard shoulgossibly be discussed under the section on impairments, this would affect the scoring

and interpretation of ressltFor this reason these impairments are included in section 4.5.

The MBI is scored according to the amount of assistance the stroke suretuares in performing
activities of daily living. The section on activities of daily living on the SIS3 is scored according to the
participants perception of how difficult it is tcomplete the activityThe minimum score for both of

these tests is Ghd themaximumis 100.

4.5.1Modified Barthel Index

The mean score for the Modified Barthel Indsas 70.58 and the median #8ut of a possible 100
Scores of @4 denote total dependency,-29 severe dependen®-74 moderate levels of dependency
and 75-90 mild levels(Australian Government, Department of Healtbhd. According to Figure 4.35

21% of participantzan be considerddtally or severely depeandt.
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Figure 4. 35 Modified Barthel Index (MBI) s cores (N=53)

83



Table 3: Bartel total correlations

merged in results.stw
1 2 3 4 5

variable 1 variable 2 Spearman| Spearman p-va |# cases
1|Bartel total SIS7 0.7¢ <0.01 53
2|Bartel total SIS1 0.65 <0.01 53
3(Bartel total Nr of hours of OT received after last stroke -0.0t 0.71 53
4|Bartel total Nr of hours of Physio received after last strol -0.22 0.11 53
5(Bartel total visual perception 0.4t <0.01 53
6(Bartel total spatial perception 0.2t 0.07 53
7|Bartel total motor praxis 0.43 <0.01 53
8(Bartel total visuomotor org 0.4¢ <0.01 53
9(Bartel total thinking operations 0.5€ <0.01 53

Table3 shows that wittp values of <0.01, strength of limbs (SIS3.7), hand function (SIS3.1) and various

cognitive and perceptual functiofigsual perception, motor praxis, visuotar organization and thinking

operations) had a statistically significant impact on performance of activities of daily Iiwiegd was

evident h terms of spatial perceptio®ne would expect spatial perceptionhtave a greatédmpact on

activities for daily living. The difference in p value between this and the other cognitive and perceptual

scores can possibly latributed to the fact thanore complex spatial perception is tested in the section

for visuomotor integrationf the LOTCA
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4.5.11 Personalhygiene

This refers tothe stroke survivorsability to brush teeth and hair, wash hands, face, shave and apply
make up. Eleven(21%) of participants were independent in this regard and 19 (36%) required minimal
assistace (Figure4.36).
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Figure 4.36 MBI scores- Personal tygiene (N=53)
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4.5.12 Bathing
According to figure 4.3, fifteen (28%) of participants werendependent in performing tasks such as
showering, bathing or washing their whole bdggonge bathyithout assistance. ElevéA1%) required

minimal assistance.
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Figure 4.37 MBI scoresi Bathing (N=53)
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4.5.13 Feeding

To be considered fully independent, the stroke survivor needs to be able to feed himself, cut food and
spread margarine or jam on bre&ifteen (28%) of participants were fully independent and 31(58%)
required minimal help with cutting food and spreadimgygarine etq(Figure4. 38).
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Figure 4.38 MBI scoresi Feeding (N=53)
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4.5.1.4Toileting

This refers to the stroke surviwbeing able to handle their clothing, get on and off a toilet and clean
themselves with toilet papsvithout any assistanc&hirty (57%) of participants were fully independent
in this regardTwenty threq43%) required some form of assistance (Figu8).
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Figure 4.39 MBI scoresi Toileting (N=53)
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4.5.1.5 Stairclimbing (i.e. a flight of stairs.)
This refers to the stroke survivoiahility to go up and down stairs safely and without any form of
assistancerifteen(28%) participants were able to do this independently (Figut8).
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Figure 4. 40 MBI scores- Stair climbing (N=53)
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4.5.1.6Dressing

Full independence in this regard, requires the stroke susvigdoe able to dress /undress themselves,
manage all buttons and other fastenings and tie their own shoeH#d®EEN (8%) participants were fully
independent. The others required some form of assistance (Eigil)e

Histogram of dressing
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Figure 4.41 MBI scoresi Dressing (N=53)
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4.5.1.7Bowel control
Thirty (57%) of participants were fully independent in this regard, which implies that they could control

their bowels and intentionally have no accidents (Figu2).

Histogram of bowel control
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Figure 4.42 MBI scores- Bowel mntrol (N=53)
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4.5.18 Bladder control
Fully independent refers to the stroke survivor being continent during the day and alwghty four
(45%) of participants reported being fully continent (Fights).

Histogram of bladder control
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Figure 4. 43 MBI scores- Bladder control (N=53)
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4.5.1.9Ambulation

In order to be classified as fully independent, the stroke survivor must be able to walk safely for a
distance of 50m indoors without any form of assistance from another person. They may use some form of
walking aid (e.gcrutch, walking frame). Figure 4.4t illustrates tha®3 (57%) participants were able to

walk independently indoors.

The researcher observed thaam of themrequiredsome form of assistance outdoors, where greater
demands were made on balan@dthough not spcifically tested, impairments such asg of sensation
and poomproprioception aréikely to have played a rola this regard

Histogram of ambulation
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Figure 4.44 MBI scoresi Ambulation (N=40)
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4.5.1.10 Wheelchaimobility

Independence refers to the stroke survivor being able to propel the wheelchair independently for 50m,
being able to turn corners and get to a toilet or tahk.indicated in figure 45 the majority of
wheelchair user€8: 62%) were unable to perform tleesctivities.

Histogram of wheelchair
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Figure 4.45MBI scores- Wheelchair mobility (N=13)
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4.5.1.11Chair -bed transfer

The stroke survivarmust be able to approach the bed in a wheelchair or from a standing position. They
must be able to get onto the bed safely, lie downrananto the sitting position without any assistance.
Figure 4.4 shows thaR5(47%) participants were fully indeperdt in terms of chairbed transfers
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Figure 4. 46 MBI scores- Chair-bed transfer (N=53)
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4.5.2 Activities ofdaily living (SIS3
The nmean scoravas49.17 and Median 50.00ut of a possible score of 1QBigure4.47). The minimum

Score was zero.
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Figure 4.47 S1S3.5- Activities of daily living (N=53)
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4.5.3 Mobility in the home andcommunity (SIS3)
Mobility scores on the SBvaried widely, but a mean score of 51.51 and a median of 53 indicated that

many participants experienced challenges in this regard.

Histogram of SIS6
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Figure 4.48 S1S3.61 Mobility at home and in community (N=53)
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Vision Problems(Presbiopia); LS Means
Current effect: F(1, 51)=1.2788, p=0.26 Mann-Whitney U p=0.30
Effective hypothesis decomposition
Vertical bars denote 0.95 confidence intervals
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Figure 4. 49 Statistical correlation of vision problems to SIS3.6 scorgdN=53)

Although the p value does noéveal any statistical significance, Figure 4.49 indesthat where
participants hadewer visual impairmentgpresbiopia) scores for community mobility were higheX.

similar trend was evident with other vision impairmeiialfetic retinopathgndcataract).
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Figure 4. 50 Statistical correlation of mobility assistive devices (cane/ stick) to SIS3s6ores(N=53)

Mobility Assistive Devices(Cane / Stick); LS Means
Current effect: F(1, 51)=1.3661, p=0.25 Mann-Whitney U p=0.27
Effective hypothesis decomposition
Vertical bars denote 0.95 confidence intervals

50

yes no
Mobility Assistive Devices(Cane / Stick)

Althoughthe p value does not reveal astgtistical significancehis graph indicates that utilisation of

canes /walking stickdoes have a positive impam ommunity mobility
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Mobility Assistive Devices(Wheelchair); LS Means
Current effect: F(1, 51)=8.7792, p=<0.01 Mann-Whitney U p<0.01
Effective hypothesis decomposition
Vertical bars denote 0.95 confidence intervals
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Figure 4. 51 Statistical correlation of mobility assistive devices ( wheelchairs) to SIS3s8ores(N=53)

This figure illustrates that issuing of wheelchairs did ingirove community mobility(p=0.01).There
was a very similar finding with custom measured wheelchairs. (p=0€xLling of valking frames did

notresult in improvecommunitymobility (p=0.05).

Patient age, visuomotor organization, physical geography, and transport all hadep eflg 0.01

indicating that thee factor$iad a statistically significant impact on community mobility.
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4.6 Patrticipation RestrictionsOf Participants

The majority of participants experienced restrictions in their ability to participate in sotigioug
sport, leisure and employment activities as measured §I8& This is illustrated irFigure 452 where
themean scoravas31.34 andthe median28 out of a possible total of 108:s illustrated by the left most

bar on the graptfour (8%) participants obtainedscore of zero.
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Figure 4.52 SI1S3.81 Participation (N=53)

Table 4: SIS3.8 correlations

merged in results.stw
1 2 3 4 5

variable 1 variable 2 Spearman| Spearman p-val|# cases
1|SIS8 SIS1 0.4¢ <0.01 53
2|SI1S8 visual perception 0.57 <0.01 53
3[SIS8 spatial perception 0.31 0.0z 53
41S1S8 motor praxis 0.5& <0.01 53
5[(SIS8 visuomotor org 0.5C <0.01 53
6|SIS8 thinking operation 0.61 <0.01 53

This table shows thabgnitive and perception impairments as well as physical impairments (S1S3.1) had

a statistically significant impact on participation (S1S3.8)
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Table 5: SIS 3.1 and SIS3.7 scores for participants < 60

SIS3.1 SIS3.7
Age Type of Employment
Score/100| Score/100
57 Builder 88 100
59 Chef 88 50
54 Welder 13 0
54 Security Guard 63 60
57 Builder / Plumber 75 65
56 Domestic Worker 63 40
58 Gardener 25 0
46 Security Guard 38 0
54 Construction Labourer 31 25

Nine participants in the economicaligtive age group were unemployed as a result of the stroke and
vision impairments. @ble5s lists the scores dheseparticipantdor the SIS3.1 where they rated the

strength of their upper and lower limbs. Bilateral hand function would also have played an important role
in performingwork relatedasks. SIS3.7 scores give an indication of their ability to use the hand most

affectedby the stroke.
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Table 6: LOTCA scores of participants < 60 and who were employed at the time of the stroke.

Age Typeof Orientatior Visual Spatia Motor Visual Thinking Concentrati
Employmen Perceptio | Perceptio | Perceptio Organiz Operation
Score/l Score/1! Score/1; Score/1. Score/2 Score/3 Score/
59 Chet 1E 15 1C 12 18 23 3
54 Welde! 1€ 16 12 12 25 14 3
54 Sec.Guarc 1€ 16 12 12 26 24 3
57 Builder& 1€ 16 12 12 23 29 4
Plumbe
Domestic
14 15 12 11 12 12
5¢ Workel 3
58 Gardene 7 13 12 1C 13 13 2
46 Sec.Guarc 1€ 16 12 12 24 20 3
54 Construc 13 12 12 10 15 14 2
Laboure

Table 6 lists the LOTCA scores of eight participants who fell within the economically activeagrdup
whowereunemployed as a result of the strokbe maximum possible scores are listed under each
heading. The one Syear old builder was blind as a result of diabetic retinopathy and could not return to
his former employment due to his visual impairments. His scores are excluded from the table as these
impairments made it difficult for him to complete all sectionshefdssessment.
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4.7 Rehabilitation Outcome LevelsAchievedBy Participants

Analysis of all quatitative data was done to determitiee rehabilitation outcome level of each
participant.Six (11%) participants were classified as being on rehabilitationoougclevell. A further21
(40%) participants had reached rehabilitation outcome I[2wid 16(or 3099 had reachetkvel 3.Eight
(15%) had reachedievel 4.0nly two (4%) participants had achieved rehabilitation outcome levahd
had returned to fulime employmen{Figure4.53).

Two participants had patime employment. However, the researcher classified thelavat 4asthey
bothweredealing withunresolved issueghich should have been addressedier in rehabilitationThe
one had been wornkg parttime prior to his stroke and had to further reduce his hours after the. dttoke
had received noccupational omphysio therapyandwas having difficulty with walking, stair climbing

and bath transfer&elf-scoring on the SIS3 in terms of participation was 63.

The other participant had been given gamne employment for a few months. Scoring on the SIS3 in
terms of participation was 5&he appeared to be depressed and scored 31 on the SIS3 with regard to

feelings and emotions.
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Figure 4.53 Rehabilitation outcomes (N=53)
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4.8 Environmental Factors
Note that in allof the graphs in this section, negative scores indicate environmental barriers and positive
scores facilitators. Acore of zero indicates that the particular environmental factor had no impact on the

participant.

4.8.1 Products andtechnology

According to the ICF, this implies any "product, instrument, equipment or technology adapted or
specially designed for improvintpe function of a disabled person” (World Health Organization, @001

1 173.
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4.8.1.1 Products or substances for personal consumption

This refers to "any natural or humiamade object or substance gathered, processed or manufdotured
ingestion(World Health Organization2001d: 173) and mainly refers to food and medicatioh.
limitation of the study is that the researcher only recorded this in terms of food on the allocated form.
Although detailed notes were kept about problem#$ wwiedication, for the purpose of the study, this
section on environmental factors should have been splitwdaategories. On the whole, participants
reported being satisfied that they obtained their medication, but had problems with long apetues
waiting times to receive medication. The impact of this on Rehabilitation Outcomes will be discussed

further in the nexthapter.

Figure 4.8 indicates that 3Q57%) participants reported a shortage of food as being a barrier, with nine
(17%) indicating tht this was a complete barri€ourteen(26%) reported food being a mild facilitator,
but on the whole the researcher gained the impression thatah#rg/ study participants webattling to

feed themselves and their families

Histogram of E110

Spreadsheet9 in results.stw 34v*53c
16

9
14 14/ 26%

12 .

10/ 19%

10
9/ 17%

7/ 13%

No of obs
[e¢]

4/ 8% 4/ 8%

2/ 4% 2/ 4%

1/ 2%

Figure 4.54 E110- Products or substances for personalansumption (N=53
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4.8.1.2 Products and technology for personal use in daily living

This refers to the availability of such items as clothing, hdwde appliancesand furniture as wk as

equipment which can assist people with disabilities in their daily Beventyseven percenbpf

participants perceived the shortage of these items as a barrier @Eigire
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Figure 4.55E115- Products and technologyfor personal use in daily living (N=53)
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4.8.1.3 Products andtechnology for personal indoor and outdoor mobility and transport
This refers not only to transport such as buses and cars, but aldeeétchairs and othespecialized
equipment fopeoplewith disabilities

The lack of both public and private transport created a considerable barrier to community participation
and in accessingehabilitation and other services as the following quote from the qualitative data shows:
"Because it is so diffidt to get to the hospitdll have to ask my sdnoften he has to put in leave at work

to help."

Eighty percenbf participants reported on lack of transport as being a barrier. Of these, 45% considered

transport to be a complete barr{eigure4.55).

Histogram of E120

Spreadsheet9 in results.stw 34v*53c
26

9
24 24/ 45%

22
20
18
16
14
12

No of obs

10

71 13%
6/ 11% 6/ 11%

3/6% 3/6% 3/6%

1/ 2%
-4 -3 -2 il 0 1 2 3 4

o N b O @

Figure 4.56 E120- Products and echnology for personal indoor and outdoor mobility and transport (N=53)

With regard to the types of transport us8d% of participants had sufficient mobility to access taxis. A
further 30% elied on relatives for transport and 8% made use of assistance from fEé&nds percent

of participantsowned vehicles but for a number of reasons could not drive after the strokeliaddn
other driversFour percenbf participantswere driving their own vehicles again after the str{fkigure
4.57).
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Figure 4.57 Mode of transport

Thirty-two percenpf the participants reported having to pay people in the community to transport them,
often at significant cost. Many were paying R29%300 to be transported to Tygerberg Hospital for
appointmentsAlthough HEALTHNET Services are available, participamtsre not aware of this service

or how to access it. Others reported difficulty in gettinchéalth facilitiesfrom where this transport

departs.

Wheelchair users in particular found it difficult to access tagigh increased transport costs for them
The normal return taxi fare from Lwandle to Somerset West is Ri#eelchair users were paying
R100.00 to be transported by car. One participant who had to get from Macassar to the hospital in
Somerset West on a regular basis, to haagarin levels chead, was paying R80 for a return trip by

car. The normal taxi fare is R15.

For seventeerparticipants wheelchairs were their only means of accessing the nearest CHC or clinic.
Many of them got pushed long distances, with one participant travelling appteki®kmsto get to the

CHC and then home again. AccordingHealthcare 2010people should not have to travel more than
3kms to access clinicWestern Cape (South AfricaDepartment of Health, 2007%everal participants

also commented on the fliglaf stairs over the railway lirseat the van der Stel, Somerset West and

Bellville statiors as being a significant barrier loemin using the train as a medium of transport.
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4.8.1.4 Products andtechnology for communication

This refers to equipment suchs telephones and television, as well as communication boards,
computerized software, writing devices and other specialized apparatus to assist people with
communication impairmentsSixty-four percentof participants considered products and technology for
communication as a barrier, mainly due to the fact that they did not have a telephone or couldn't afford
the cost for this service @ellphoneairtime. Twenty-one percentonsidered having a landline or cellular
phone as a mild facilitator as they hadnaans of contacting acquaintances and emergency services
(Figure4.58).
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Figure 4. 58 E125- Products and echnology for communication (N=53)

The researcher noted tH& participants had television in their hom8kefound it extremely difficult to

contact participants telephonically. Numbers listed wewa-existent people did not have airtime or

lacked a cellphone chargelm all likelihood this makes it difficult for health services to confirm
appointments and iofm people of pathology results (ewarfarin levels.) Onlytwo participants had

access to computeremail and faxes.Obtaining pensions and disability grants, oftequiresdetailed
information from previous employersaccess tcemail, telephonesand fax machines auld facilitate

sorting out these issues. Participants were generally unaware of specialised products and equipment that

couldenhance communication for PWDs and none of them had received any assistance in this regard.
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4.8.1.5 Products andechnology for employment
This refers to any form of equipmewt technology which enhances participation in walated

activities.

Sixty percentof partidpantsresponded thaproducts and technology related to employment were not
relevant to their situation and were neither a barrier nor facilitator. This was mainly due to the fact that
they were over retirement agehirty-seven percentonsidered the lack of availability of prodsiend
technology to promote participation in werddated activities to be a barrier (Figu¥&0).
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Figure 4.59 E135- Products and tchnology for employment (N=53)
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4.8.1.6 Designgconstruction and building products and technology of buildings for public use

This refers tahe accessibility of entrances, exits and the facilities of public buildvgay participants

found this question difficult to answer, as the vast majority reported only leaving their homes to go to the
hospital, CHCor dinic or for their pensionor disability grant payment they found all thesbuildingsto

be accessible. (The lack and cost of transport was given as the main barrier to participation.)

Many of them were also of the opinion that steps were not a problem and people always assisted if thi

was necessaryYou make a plan!"

However,65% still rated public buildingsn the Helderberg Basin as being inaccessible, mainly due to

steps Figure4.60).
Histogram of E150
Spreadsheet9 in results.stw 34v*53c
2 237 43%
22
20
18
16
9 14 13/ 25%
o
B 12
o
Z 10
8
6 6/ 11%
5/ 9%
4
2 2/ 4%
1/ 2% 1/ 2% 1/72% 1/2%
0

-4 -3 -2 il 0 1 2 3 4
E150

Figure 4. 60 E150- Design, onstruction and building products andtechnology of buildings for public use (N=53)
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4.8.1.7 Designgonstruction and building products and technology of buildings for private use

This refers to the accessibility of peoples' homes and propéfty.three percentf participants were
satisfed with their accommodation and considered it to be a faciljtatgd8% found that steps/stairs,
lack of facilities such as indoor toileasdthe size and structure of homes were barriers (Fig60.
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Figure 4.61 E155- Design, onstruction and building products and technology of buildings for private use (N=53)
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4.8.1.8 Assets

This refers to "Products or objects of economic exchange, such as money, goods, property and other
valuables that an individual owns or which he or she has rights of use" (World Health Organisation,
2001d:181).

Eighty-nine percenof participants described lack of assets as a barrier. Of these, 43% considered this to
be a complete barrier (Figudes2).
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Figure 4.62 E1651 Assets (N=53)
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4.8.2 Natural environment and human made changes to environment

4.8.2.1 Physicalgeography
This refers to the relief and other descriptions of land masses and water.

Seventy one percenff participants reported on the physical geography of their surroundings as being a

barrier. 51% reported mild barriers, 9% moderate barriers and 11% severe barriers4(B&jure
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Figure 4.63 E210- Physical geography (N=53

Stroke survivors and caregivers mainly commented on the difficulty of walking or pushing wheelchairs
through sandy soil and over uneven terrain. Although many roads were tarred, there were potholes and
often there was no pavement. Where there was argite this was usually uneven and made walking

and pushing wheelchairs difficult. Although in many areas the terrain was flat, some participants reported

on the difficulty of having to push or walk up hills to get to the CHC or clinic.

The wife of a 54year old participant describes the challenges encountered in the following manner:
"Because it is so difficult to get there. We have to take the wheelchair and it is difficult to get there. Once
we had to go the CHC and it was also davke had to go in 1 wheelchair and that morning it was also

extremely misty."
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4.8.3 Support andrelationships andattitudes

Support and Relationships refers to the amount of "practical physical or emotional support, nurturing,
protection, assistance" that is received bygbleson with a disability (PWDyom other people (World
Health Organisation, 20@1187).

Peoples' attitues towards others are influenced by their "customs, practices, ideologies, values, norms,
factual beliefs and religious beliefs" (World Health Organization, @d®D). Many people with
disabilities experience the negative attitudes of people towardsathenbarrier. Participants in the study
also reported on people giving practical assistance but doing this reluctantly.

4.8.3.1 Immediatefamily

Eighty-eight percentof participants found their immediate family to be helpfeifty-seven percent
regardé their input as a significant facilitator (Figdté4) Seventytwo percentfound attitudes of
immediate family towards them as positive and helpful (Figi68). However, some participantsit
that family members cared for them physically, but didlitatantly and from a sense of duty.
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Figure 4.64 E31071 Support and relationships- immediate family (N=53)
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4.8.3.2 Extendedfamily

Less support was obtained from extended family with only 42% reporting assistance in thisfFegard.
23% of participantsextended family lived in other provinces or towns and due to lack of transport and
finances they never had contacith them and ths the extended famillgad no impact on their lives.
Thirty-six percensaw the lack of assistance from extended family as a barrier (Hd#)e The impact

of poverty, transport problems and attitudes is illustrated by a participaninitially stayed with family

in the Strand and then moved back to her home in Macassar, approxittakehs away. She left her
denturedn the Strand and months later she was still without them. Although she was having significant
difficulty chewing aml swallowing her food she reported that no one had the money for transport or the

inclination to assist her by retrieving her dentures.
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Figure 4.66 E315- Support and relationships- extended aimily (N=53)
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4.8.3.3 Friends

Input from friends was seen as a facilitator %26 of participantswith 28% considering this as a
substantial facilitator. On the other hand, 49% felt that many friends had rejected them after the stroke
and had given no form of assistance (Figu&).

However, there was a clear majority consensus on the attitudes of friends as being a barrier as 54% of
participants reported thigFigure4.68). They were of the opinion that friends suddenly regarded them as
being incompetent and stupid after the strok
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Figure 4.67 E320- Support and relationshipsi friends (N=53)
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Figure 4.68 E420- Individual attitudes of friends (N=53)
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4.8.3.4 Acquaintances, peers, colleagues, neighbours and commumitgmbers

Sixty percenbf participants found acquaintances in the community to have been supportive4e@ure
However, only 53% of them rated the attitude of acquaintances as a facilitator 4FiQurieorty seven
percent perceived societal attitudesagfacilitator and 53% regarded this as a barrier (Figure 4.71).

A significant barrier to participation in the community was fear of being attacked by "skollies" or "tik
gangs" if stroke survivors ventured out on their own. Participants were of the ropieibthey were
vulnerable and likely to be harmed if they were in a wheelchair or seen to be walking with a limp or

walking aid.
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Figure 4. 69 E325 - Support and relationships - acquaintances, peers, colleagues, neighbouasid community members
(N=53)
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Figure 4. 70 E425- Individual attitudes of acquaintances, peers, colleagues, neighbours and community members (N=53)
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4.8.3.5 Personalcare providers and personal assistants

For the purpose of this study, hofipased carers have been regarded as persare@bproviders. Home

based carers in the different communities assist with washing and dressing of strokersatvieir

homes. This service is limited and people do not necessarily receive help every day. Ultimately the
burden of care rests upon family membérhirty-two percentof participants reported receiving no
assistance from homeased carers, but regad this as neither a barrier nor a facilitatbnirty-eight
percentregarded this assistance as a facilitator. One participant chose to make use of option 9, which
implies that the service was not applicable to his circumstancesAfpeadix 6.Envirormental Factors

form.)

The coding guidelines for the ICF state that an environmental factor can either be a barrier because of its
presence or because of the lack of a service (World Health Organisatiod). 200@4nty-nine percenof
participants requirk assistance with washing and dressing but were not receiving this and reported this as

a barrierof varied severitfFigure4.72).
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Figure 4. 72 E340- Support and relationships- personal care providers and personahssistants (N=53)
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Many participants were extremely positive about the services and attitudes of thddsedecarers.

Often close bonds were formed between the stroke survivor and theirTdarss-five percentreported

on their attitudes as a facilitato@nly 8% percentregarded their attitudes in a negative light. A few
participants and family members expressed concern about carers sharing confidential information about
their clients with other people in tltemmunity and that this needed to be addressed. Some people also
found them unreliable and reported that they did not come when they were meaiftytseven percent

of participants had either not had caregivers or felt the attitudes of the carediverst deally affect

them in any way (Figuré.73).
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Figure 4. 73 E440- Individual attitudes of personal care providers and personal assistants (N=53)
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4.8.3.6 Healthprofessionals

The term health professionals refers doctors, physiotherapists, speech therapists, occupational
therapists, nurses, medical social workers, orthotists /prosthetists and audiologists (World Health

Organisation, 200ad).

Participants and caregivers showed genuine appreciatiserates rended by health professionals in

the Helderberg BasinNinety-seven percenof the participants reported on assistance by health
professionals as a facilitator. Of these, 42% rated their input as a substantial facilitator and 23% a
complete facilitator (Figw 4.74). Ninety-two percentof participants also perceived the attitudes of
health professionals as a facilitator, with 43% rating their attitudes as a substantial facilitator and 11% a

complete facilitator (Figurd.75).
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Figure 4. 74 E355- Support and relationships- health professionals (N=53)
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Figure 4. 75E450- Individual attitudes of health professionals (N=53)

4.8.3.7 Healthrelated-professionals.
Professions such as architedesyyers and teachers are considered to be hesdlited professionals
(World Health OrganisatioA001d).

From the perspective of participants and their families, these professions had had no impact on their lives
and they were uncertain as to how theylddoe of assistance.
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4.8.4 Servicessystems andpolicies

Very few participants in this study, or their caregivers, had any knowledge of policies related to the
administration of various serviceBwelve participants were vaguely aware of efforts baimgde in terms

of employing people with disabilitie3.hey had become aware this through the medium dklevision

Three participants had some knowledge of architectural and building regulations. One participant was
aware of health policies. Some stroke survivors complained about dogs roaming the streets being a barrier
to participation. With poor walking balance thiejt vulnerable when dogs approached them in the street.
They preferred to stay at home rather than venturing out into the neighbourhood. These participants were

not aware that municipalyblaws prohibit dogs from being out on the streets unless theynaadead.

4.8.4.1 Architecture and construction services and systems
Seventy percerdf participants regarded architectural services, systems and policies as a barrier
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4.8.4.2 Housing services and systems
Seventy percendf participants regarded housing as a problem (Figuf®. They expressed concerns
about the lack of housin@DP housebeing small and of poor quality and the difficulty in getting repairs

done.
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Figure 4. 76 E525- Housing services and systems (N=53)
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4.8.4.3 Communication, services, and systems
Sixty-three percentegarded communication services and systems as a barrier due to the costs of airtime
or having a land lineand, lack of public telephones and facilitiésr sending faxes and email (Figure

4.77).
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Figure 4.77 E535- Communication, services, and systems (N=53)
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4.8.4.4 Transport services and systems
Eighty-eight percenof participants regarded transport as a barrier, with 53% perceiving transport as a
complete barrier (Figuré.78).
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Figure 4. 78 E540- Transport services and systems (N=53)

130



4.8.4.5 Legal services and systems

Forty-two percentof participants reported not having much knowledge of the legal system in South
Africa and found it difficult to comment on this being a barrier or facilitator. Others based their opinions
on the helpfulness of the police services in their momities.Thirty-four percentsaw legal services and
systems as a barrier and 25% as a facilitator (Fig7e3.
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Figure 4. 79 E550- Legal services and systems (N=53)
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4.8.4 6 Associations and orgarsational servicessystems and policies

This refers to "groups of people who have joined together in the pursuit of commeoomorercial
interests, often with an associated membership structure” (World Health Organizatiod, 2881
Thirty-seven percenbf participantsregarded associations and orgational services as a facilitator
(Figure4.80).
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Figure 4. 80 E555- Associations and orgarsational services, systems and policies (N=53)
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Forty-sevenpercent ofparticipants in this study reporta@ceiving no assistance from associations
(Figure4 81).
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Figure 4. 81 Assistance from NGOs in Helderberg Basin (N=53)

Although the FBSGgives out information at Helderberg Hospital tamk# survivors on the services they
offer, and currently havaine subgroups running in the various communities of the Helderberg Basin,
only 15% of participants reported attending these groups. Many of them were unaware of the existence of

the organisatioget those who did attend found it a supportive and educating environment

"Aah! It means so much to her. Before she gets fetched on a Monday, she is so excited. She will be

dressed early and be ready and waiting. Then she will tell me what happeneaythat d

"And then | read in thenewspaper abouhe Helderberg Stroke Support Group. That is where | learned
the most about stroke. Nobody else explained to me. You interact with others. This is when | really started

to understand what everything was about."
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"Youspeak to other people who have had the same experience or are worse off than you. | think suddenly

my eyes were opened."
"Whatl benefited most from was the exercises with L and company at stroke support group".

Thirty 1six percentof participants made use of hotbased carers from Masincedai€heir rolewas
discussed under persofwre provider3.Ten participants reported receiving some form of assistance
from their churches. Two were assisted bydheetpeople'sorganizatian in Sir Lowry's Pass Village and

one participant who had no form of income received food parcels from the Muslim community. Other
NGOs and service centres mentioned were Strand Care, Rotary, the Night ShdlteeSociety of the

Blind, Helderberg Hodpe and a private organisation where medication is collected from the local

hospital and delivered to patients at their homes.
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4.8.4.7 Social security services

Generally participants had ambivalent feelings when discussing social secwitesesystems and
policies. In one sense, the regular income and some form of alleviation from poverty was seen as a
facilitator by 42% of participants (Figu#e82). On the other hand, the limited payout for pensions and
disability grantswvas considered barrier by 47%, as was the great difficulty currently being encountered

by stroke survivors in becoming registered fadisability grant Those people who are already on the
payout system reported being reasonably satisfied with services. One aattiejported that collecting

her pension payment at Strand Town Hall was the highlight of her month. She enjoyed the outing and it
was an opportunity to socialise with her friends and acquaintances in the commalevign percenof

participants reportedn social services having no impact on their lives.
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Figure 4.82 E570- Social security services, systems analicies (N=53)

In general, participants complained of

1 Long queues when having to register for a pension atisability grant. Often there were cut off
points and people were told they must return the next day, as there were already too many people in
the queue. Some participamegardedhe queuing system as unfair athata lot depended on who

you knew, as tthow soon you were assisted.
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"He knows Piet, Paul en Klaate knows them. Lets them through and the rest of us have to stand in
the queue.”

1 Temporary disability grant. Issuing of temporary disability grants to stroke survivors causes a
lot of problemsStroke survivors may only reapplyee the final date is reachadd often there
is a delay of several months where they waithout income while the paper work is being
processed. According the South African Social Service Agen&ASSA), people can apply for
a Social Relief of Stress Grafatr this period but as participants pointed out, they have the same
problems trying to process this.

91 Doctor's appointments.At the time of this research, participants were finding it difficult to get
the necessary doctor's appointment to have the medical forms filled in. Participants reported
arriving at the CHC for their appointment and being told the relevant doctor wasmioigcthat
day.

9 Attitudes. Some participants complained about the attitudes of officials fhrenBouth African
Social Security Agenc{SASSA). They found them unhelpful.

It was distressing tamate that participants and their caregivers were afraid dfjilng complaints to
SASSA. There was a tremendous fear of reprisal and that they would not be assisted if they complained.

136



4.8.4.8 General social support services and systems

This refers to services offering public assistance with activities of daily living, transport, shopping and
housework to those people who due to age, disabilities and other reasons cannot manage these tasks
independently.Eighty-sevenpercentof participants considered the lack of this form of public assistance

to be a barriewhile 28%considered it to be a complete barrier (Figi83). The need for assistance in

this regard is summed up by a participant who said the following

"It is like a prison semnce. | am actually a prisoner. | want to go to Checkers. Please take me quickly.
Checkers is ifive minutes walking distance from our hotisi is a huge problem. | have to sit and plan
how | can get to Checkers."

The lack of support services dtealy illustratedin the situation whera participars fourteenyearold
son had to take off schoagularly to collect her medication or get her to appointments at the clinic.
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4.8.49 Health services, systems and policies

All of the participants complained about extremely long queues at hospitals, CHCs and clinics. Stroke
survivors from Lwandle and those attending the Gustrouw CHC were particdiasigtisfied in this
regard.

"Long queues.lt is terrible."
"There are just rows and rows of people that sit there."

"If you go to the clinic, you have to be very patient. What | can't understand is why people have to be

there so early and are then onlylped in the afternoon.”

"Usually when | gd | leave the house at 6am or 6.30am. | then get back at about 4.30pm. That is how
long | have to sit and wait."

Wherethe caregiver or the stroke survivor was employed, long queues and the length of timetd took
get their medication meant taking the day off work to be assisted.

"Often it is difficult for me. My daughter is at home and if | am working, she collects it. When she returns

to work, it is going to be extremely difficult."
"Difficult to get offwork. It is a huge problem."

Many participants complained about the noise level in waiting rooms and that they could not hear their

numbers been called, especially if they were hard of hearing. This often meant they missed their turns.

In spite of thesecomplaints, participants in this study were extremely positive about health services.
Ninety-seven percentf participants regarded the health services as a facilitator and 45% of these rated

the health services as a substantial facilitétayure4.84).
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Histogram of E580
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Figure 4. 84 E580- Health services, systems and policies (N=53)

Participants were very understanding of the shortage of human resources and the effect upon service
delivery. Some participants and caregivers also gave thessipn of being very passive and accepting

of their circumstances.
"One must just accept that if you go to the clinic you must take a bag of patience with you!"

"I am not pointing fingers at the doctors, because | think all the doctors are overworled. ok
there are hordes of people. It is a hell of a task for them."

"It doesn't help to be impatient. As | said last time, you must always think about the person helping you.
That person has also got things they have to do. If a patient complainsuaigs on, that person is not

going to want to help you. That is why | am always relaxed. | keep calm, because | also consider that
person. He has got lots of people he has to help and he is only one persopatienti | wait for my

turn.”
"You mustyst accept what you have got."

Four percentof participants reported on the standard of health services as being unacceptable. One

participant's son had died in casualty after a car accident amelgbaedthe hospital had been negligent.
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Another caregiver reported visiting her husband on several occasions and finding his bed and clothing
soaked in urine. He was aphasic and had no bell or manner of calling for help. (Several participants
reported how other patientsidhelped thento get D the toilet or fed them when nursing staff were not
available.)

One caregiver reported that the doctor at casualty had been drunk when his wife was admitted, but apart
from this incident, was satisfied with the services received. Another stroke swigavas also diabetic
apparently sustained a leg injury while she waadmoved in hospital. The injury did not heal and the

leg had to be amputated. Her husband was extremely angry about this, but still reported being generally
satisfied with the healtbervices.

The husband of a 4fear old participant was particularly concerned about the lack of protocol in treating
stroke patients on admission to Helderberg Hospital and was concerned that delays might have affected

her outcome

"She knew exactly whab do, but she waited for instructions. This is something that can result in a
patient's condition deteriorating . but i f the sister knows she must

up noweé"
A few months later, the researcher received the followM& &om the same gentleman:

"l have not sorted the disability grant of my wife out. | have started a new job because | need to earn
more. That being so, the thought that comes to mind is why is no doctor at the local hospital able to help
with a stroke p@ent in the beginning stage as it starts to take place. Surely for the trained eye the

symptoms must be known."
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4.8.4.10 Labour and employment services, systems and policies

Fifty-three percentf paticipants were of the opinion that because they had reached retirement age,
labourrelated issues did not impact on their livEsrty-one percentonsidered labour and employment
services and systems to be a barrier because of the unemployment ratekasfddb opportunities for

their families and themselves.
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4.9 Rehabilitation

The results in thisection relateo facilities where rehabilitatiowas conductedhe disciplines involved
and the amount of therapy receiveddayticipantsThe qualitative data highlights the lack of education
and counselling and other problems experienced by participants in terms of rehabil{@bf@ttives in

terms of potential rehabilitation outcome levels are discussed in Chapter 5.)

4.9.1 Institution where participants were treated after the onset of the stroke

Figure 4.8 shows that the majority of participar(#0;75%) were initiallyseen aHelderberg Hospital.

Six (11%) were seen at the CHC arnkden sent homeTwo participants had no immediataedical
intervention Oneparticipant was admitted to a private institutiontfmeeweeks He was included in the

study as he was transferred to a government hospital for further treatment and received all rehabilitation

through the government services.
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Figure 4. 85 I nstitution where initially t reated (N=53)
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4.9.2 Duration of stay in hospital
Twenty-two (42%) of participants were hospitalised for more than 14 dagysversely 10 (19%6) of the
participants were na@dmitted to a hospitébr treatmen{Figure4.85).

Histogram of Duration of stay in hospital
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Figure 4.86 Duration of stay in hospital (N=53)

4.9.3 Specialistehabilitation services(Western Cape Rehabilitation Centrg
Ten(19%) of the participants were apparentlgferred to WCRC.Of these four were admittedSome of

the reasons that were givemparticipantgor nori admissiorwere:

1 The wife of a54-year old participant wadold telephonically tat he husbanddid not have
"enough problems" tqualify foradmssionto WCRC

"Yesi we phoned. They told us it is only for people with more serious sirpkeple that can do

nothing for themselves."

1 An elderly participant was apparently told that WCRC was only admitting younger people with
the potential to returto the work place.

1 Other reasons given were tN8@CRC was at capacity and there were no laeddable.
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The researchebelievesthat other environmental factors also play a role in uninsured stroke survivors
from the Helderberg Basin not being admitted to WCREor example goarticipant referred to a
specialised seating clinic at WCR/@s never able to attendlith his first appetment, he did not have
transport. With the next appointment, he managed to organise transport but neither he nor the driver knew
how to locate WCRC. The researcher also encountered cases througlc3 where lack of
communication systems (telephopksces emailor wrong addresses) meant that stroke survidaisot

received messages about appointments.

The positive impact of rehabilitation at WCRC is illustrated by a caregiver who worked at an old age
home and whose husband was a participant énstiaidy

"Where | work, there is a white man who had a stroke. This was a few moniBefagothat he could
do everything for himseifeverything everything everything and then he could do nothing for himself
And then his childreiithey sent him tMitchells Plaini Rehab. Yesterday | was with hintalked to him.
Then he explained to me. He said to"tdg child" He now sorts out his own room. He doesn't want you
to help to make the bed. You must do nothing for him. He does everything for Himself.

When asked if she could notice the difference after he came back from WCRC, she replied:

"Yes. He couldnithe walked like someone who was drufde a long time he could not walk. Yasd he
couldn't care for himself. When he came back from WCRC he could do everything for himself again. He

did it slowly, but he could do everything for himself."

According to Dr. Helen Sammon8/CRC hasl156 beds availableOf those, approximately halfare
reserved for neurological casdéscluding stroke Numbers vary slightly, according to the demand at a
given time.WCRC takes referrals from all over the Western Cape and is often at cafiaditgs have
admissions guidelinedor example, peferenceis given to clients who have the potential to return to
work. Where a client requires specialised rehabilitation or no other rehabilitation services are available,
admission will be considered’he client must require input frorthree or more disciplinesto be

consideredPersonal interview with research&6, Septembe2011).
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4.9.4 Physiotherapy
Thirty-five (66%) participants receivgghysiotherapy while in hospital (Figu#e87).

It should be noted thaiNot applicablé on this graph(and on those relating to received occupational
therapy, speech therapy, psychological intervention and assistance from a social worker and dietician
whilst hospitalised, belowyefers to participants who were not admitted to hospitaldoesnot imply

that therapy was unnecessary

Thirty (57%) received individugbhysiotherapy at CHCisr at Helderberg Hospital on an outpatient basis
(Figure4.83).

Histogram of Received Physiotherapy in hospital
demographic in results.stw 140v*53c

40

35/ 66%

35

30

25

20

No of obs

15

9
10 10/ 19%

8/ 15%

No Yes Not applicable

Received Physiotherapy in hospital

Figure 4.87 Number of participants who received physiotherapy in laspital (N=53)
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Received individual Physiotherapy at CHC /Clinic; LS Means
Current effect: F(1, 51)=.72864, p=0.40 Mann-Whitney U p=0.65
Effective hypothesis decomposition
Vertical bars denote 0.95 confidence intervals
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Figure 4.89 Correlation of Modified Barthel Score with physiotherapy received at CHC (N=53)

Although a p value of 0.4@evealsno significant statistical evidence Figure 4.89doesindicate that
physiotherapy received at CldClinics and hospital outpatient departmdmasl a positivénfluenceon
Barthel scores.In terms of community mobility, aimilar, butslightly lesserfinding is illustrated in
Figure 4.90(p=0.78)
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Received individual Physiotherapy at CHC /Clinic; LS Means
Current effect: F(1, 51)=.08056, p=0.78 Mann-Whitney U p=0.79
Effective hypothesis decomposition
Vertical bars denote 0.95 confidence intervals
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Figure 4.90 Correlation of SIS3.6 score with physiotherapy received at CHC (N=53)
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According to figure 21 (17%) of the stroke survivors in the study receivedhysiotherapyTwenty
three (43%) reported having-% hours ofphysiotherapyand 12 (23%) had-60 hours of intervention.
Nine (17%) participants received more theenhours of physiotherapy.

Histogram of Nr of hours of Physio received after last stroke
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Figure 4.91 Number of hours of physiotherapy received after lasttsoke (N=53)
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4.9.5 Occupational therapy.

Twenty two(42%) participants reported receiviogcupationatherapy while hospitalised (Figu#e92)
and 21(40%) received assistance from eccupationaltherapist at a CH®r as an outpatient at the
hospital

Figure 4.93 illustrates thawenty (38%) stroke survivors who took part in the study received no
occupationaltherapy 20 (38%) & participants receiwk 1-5 hours eight (15%) received 40 hours of
therapyand aly five (10%) participants received more thaf hours

Seven (13%) participants reported that they received a home visit from an occupational or
physiotherapist.

Participants were generally of the opinion that physiotherapy revolved around exercise, but could not
elaborate further. However, the majority expressed uncertainty about the rolecaipationatherapist,

as illustrated by the following comments:

"Physiotherap® i Th a t is exercises. To gi v eccapatienaltharapyd s é |

no.

"An occupationaltherapis? -No, | have got no idea."
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Received individual Occ Therapy at CHC /Clinic; LS Means
Current effect: F(1, 51)=7.3422, p=<0.01 Mann-Whitney U p<0.01
Effective hypothesis decomposition
Vertical bars denote 0.95 confidence intervals
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Figure 4.94 Correlation of Modified Barthel score with occupational therapy received at CHC (N=53)

A p value of <0.01 indicates that Occupational Therapy received at CHCs /Clinics or as hospital
outpatients had a statistically significant impact on Barthel scores.
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Received individual Occ Therapy at CHC /Clinic; LS Means
Current effect: F(1, 51)=5.7085, p=0.02 Mann-Whitney U p=0.02
Effective hypothesis decomposition
Vertical bars denote 0.95 confidence intervals
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Figure 4. 95 Correlation of SIS3.6 score with occupational therapy received at CHC (N=53)

This graph show that Occupational Therapy received at CHCs, clinics and hospital outpatient departments

had a statistical significaitnpact on community mobility. (p=0.02).

4.9.6 Speechtherapy

Figure 496 illustratesthatfive (9%) participantsreceived speecttherapy Of thesepne obtainedimited
treatmentat Helderberg HospitalAnother received speech theramt Tygerberg Hospitaland was
assistedfor a short period as an outpatient, but found the cost of travelling to Tygerberg a barrier to
continued treatmenffwo participants received speech therapy at WCRC and one at Conradie Care, a

respite institution in Cape Town.
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Histogram of Received Speech Therapy in hospital
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Figure 4. 96 Number of participants who received speech therapy in bspital (N=53)
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For part of 2009 and 2010cammunity service speechtherapist from Tygerberg Hospital came through
to Helderberg Hospital once a week to see clieftss service was discontinuedpmarently due to a
shortage of staff

The frustration with the lack of speech therapy services is illustratedeblugbandf a 45yearold
participant

"It is very difficult to get an appointment with the speech therapist at the hospital. One of the most
difficult things at thestate hospital. Perhaps you will get an appointment and that will be in athoat
monthstime.| can't see how one appointment in three months can help. What can you do in such a short

time?"

Four partidpants reported having-a hours of speech therapy and one particigait he had a 30
minute session with the speech therafpgjure4.97).

Histogram of Nr of hours of Speech Therapy received after
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Figure 4.97 No of hours of speech therapy received after lastroke (N=53)

As illustrated by the following commentsanpicipants with speech and language problems redard

speech therapy as important
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"Speechtherapy is vey important. It is one of the first things that must be attended to after a $tsoke
that the patient can communicate."

"It helped me a lot because | improved much quicker] ¥ed it is all thanks to the therapy which | got.

The speech therapy."

Some shared how embarrassing it is tcbesideredirunkas a result o& speeclimpairment."Man |

am not drunk | haven't been drinking. My speech has been affected."
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4.9.7 Psychologicalcounselling

Currently, stroke survivors and their familie® ot have access to psychological counselling at
Helderberg Hospital, CHC's or clinics within the Helderberg Basims is of concern whemne
considers thathe majority of participants scored less than 60%the $S3 questionwhich deals with
feelingsand emotiongFigure4.34 above.

4.9.8 Assistance from dietician

Helderberg Hospital employs a dietician who is involved in planning hospital meals,dsutaddave a
dietician availablefor counselling patientsOne mrticipant received counselling from a dietician at
WCRC and one at Tygerberg Hospital.

From discussions with participants in the study and their families, it apgiéamps are being madey
nursing staff to give out information sheets and pamphletieinHowever, the majority of participants
and their caregivers reported being confused albat they should be eating

4.9.9 Assistance fromsocial worker

A full-time social worker is employed at Helderberg Hospifdiree (6%) participants and their
caregivers reported receiving assistance fecsocial worker while the stroke survivor was hospitalised.
A further three (6%) reported seeing a social worker as outpati€dte caregiver phoned for an

appointment because shaswdesperate for help and advice on how to cope with her circumstances.

One participant particularly appreciated the assistance given by the social aWERC in termsof

being informed abouandapplying for her disability grant.
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4.9.10 Reasons for not receiving therapy
Where the relevant services do exist in the Helderberg Bas% of participants reportdatie lack of a
referal or the knowledge of the existence of the relevant selagcthe reason for not receiving certain

forms oftherapy or interventions.
The frustration of a caregiver in this regard is illustrated by the following comment:

"Yes Shod If this happens for the first tinieyou are in the dark. You are somewhere where you have
not been before. Now what is the nebetp? Is there someone that can help? You hear how someone says
you must go and see that person. Guidelinaest just on paper, but that are practidaif you go from A

to B that person will help you and tell you what the next step is."

Twentyfive percentof participants said they did nogceiwe therapy or only atteratl a few sessions
because of the cost of transport to get to the hospital or, B#& said they hado transportvailable
Thirteen percendf participantsspecificallyreported on tke lack of transport for wheelchair us¢Esgure
4.98).
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Thirteen percenof the stroke survivorseported having no one to accompany them to ther@ftgn
family members workEight percentof the participants or their caregivers did not think therapy was

necessaryOther reasons given were:

9 The stroke survivor was too weak to go out or was not feeling well

1 It was too difficult to move obese stroke survivors and was easieate them in bed. Pushing
overweight people to CHCs /clinics in a wheelchair was extremely difficult for caregivers

9 One participant reported on having to look after her grandchild and not being able to continue
with any therapy, even though she wouté benefitted from this. Another prefedito go to the
exercise groups run by theSiSG;

1 Another participantreportedon therapists not keépy their commitmentsThere was also a
complaint that thg@hysiotheragt hurtthe stroke survivoand theyhaddeclined to continue with

treatment.

Anotherreason for people not making use of available rehabilitation services appears to be caregiver
strain.This is illustrated by the following case. Atderly participant lived directly across the road from

the CHC wherephysiotherapy anaccupationaltherapy were available. TheS$Galso organisedor
individual therapy for the participant with physiotherapist experienced in stroke rehabilitation at a
nearbyvenue. The participant did not make use of these opportunities. When her daughter was asked
why this was the case, she said that she wdtkeddays a week and spent the rest of the time caring for

her mother and just did not have the energy or timtake her mother to therapy, even if iengreadily
available. She did not have the insightr hadshereceivedsufficient counselling in terms of the benefits

of rehabilitation. Instead, she was totally overwhelmed by her caring .duties
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4.9.11 Assistive devices
The Western Cape Department of Health divides assistive devices into the following categories:

1 Mobility devicege.g.wheelchairs, crutches and walking frames)
9 Activities of Daily Living devices

I Communication device@Vestern Cape (South Africd)epartment of Heal{l2007).

Fifty-one percenof participants received mobility assistive devices through the hospital where they were
initially treated. Seventeerobtained them from CHCs or clinics and 34% from other sowsueh as
NGOs, family and friends (Figure99).
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Twenty-eight percenbf the participants had receivedme form ofwheelchair A further 286 had been
issued with whathe researcher has referred to as "custom measured wheéldhans observations, it
was apparentthat some efforhad beemmade in takingndividualisedmeasurements and ensuring that
the wheelchair was the correct size for the stroke survivor anea firassure relie€ushion was issued
with the wheelchairFifty-threepercentof participants had been issued a crutch or walking stick and 15%
had received walking frames. The researcéhef the opinion that 15% of the participants would have
benefitted from some form of mobility assistive device, but did not receivéRigisre 4.100). Issuing of

the correctmobility assistive device enhances safety with ambulation acan help in ovemming

activity limitations and promote participation in the commuaitg society.
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Two participants who received rehabilitation at WCRE€re issuedvith additional devicesThese were
wheelchair tables, a babloard anchdapted cookingtensils(Figure4.101). It was rewarding to see how
well ore participant managed basic cooking skilldjging this equipment with the training she had been
given at WCRC.Considering thafrior to the stroke 16 of the participants were housewivese
attention needs to be given to the issuadzpted cooking utensils.
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49.12Lack of eduation, training and support in terms of treatment of medical conditions and
rehabilitation

This study has revealed that in many areas, stroke survivors in the Helderberg Basin anarfamily
caregivers are not receiving sufficient training and education from disciplines involved in medical
treatment andrehabilitation. Thisis illustrated by the following comments from participants and

caregivers

"But| believe if the doctors had educateanhtold him.'This is what you must tat least called me in
€ This is what your husband must ddlot justletusgbwe ar e not <cl everée. "

"Now a person just wants to know. Someone must just explain this long term sftuation.

"He probably just presumddknew what it was about and you must not just presume that someone knows.

You must make sure that he kndws
"There is just too little information”
"I don't really know what happened at thespital-l was n'bt thereé

"If you look at the numbeiishe hasn't got the time to discuss therapy. It is not that he doesn't wiant to

there is not enough time for him to do it".

"Till today, | don't know what the ladies nawas- very friendly. If | had only known how everything

fitted togetheré"

A caregiver who was asked if she received any guidance from therapists in doing transfers gave the

following reply:

"I wouldn't say they took time to explain everything. | really just watched what they were doing the one

dayé"

Another @aregiver who was questioned about guidance she and her husband had received from doctors

and therapists turned to her husband and asked the following question:

"When you had the stroké took you in the afternooithey kept you there that night. | camente. You
stayed in the hospitdlyou were lying in hospital. There were people who came té gave you therapy
and spoke to youl don't know exactly what happened. Can you remember anythifigi?this question

her husband replied\Nbt exactly'
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This response from a caregiver illustrates the need of follow up appointments gaingnsupport and

training:

"Couldn't they have told us to come back? You can come back in two months, or you can come back in a
months time. | would really have appreciated thd@hen | could have gone back after a month and said

this is |ike this and this i s | i .Klberetade iyosir pilsnid t hi s
would say they must give more attention to that. | strongly beliétbat had happened,would have

been much wiser and he wouldn't have just lain there."

There are numerous reasons why participants /caregivers did not receive the required education and

training:

1 Rapid discharge rate
With the high demand for bedsherapists at Helderberg Hospital report that stroke survivors are
often discharged before they have the opportunigiveany counselling.

1 Unavailability of family members
Often family members are employed and do not have the time or opppttugt to the hospital
CHC.

1 Environmental Barriers
Environmental barriers such as lack of transport and finances prevent family getting to the
hospital/CHC /Clinic.

9 Lack of human resources
Lack of human resources, where stroke survivors either receive limited therapy or services are

non-existent.

9 Limited time available
Doctors and therapists carry high case loads, limiting the time they can give to patients.
4.10 SummaryOf Results
Six (11%) participants were classified as being on rehabilitééhesl 1. A further 21 (40%) had reached
outcomelevel 2 16(30%) were onevel 3and 8(15%) had reachelvel 4 (Community Integration). A
total of two (4%) participants had achievedatkilfitation outcome Level 5 and had returned to-fintie

employment.

Utilising the MBI, 7 (13%) partidpants were considered totaljependent4 (8%) showed severe

dependency levels and 12 (23%) moderate leté4l€1%) required minimal assistance fraaregivers.
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Numerous environmental barriers have impacted on the achievement of advanced rehabilitation outcomes
by uninsured stroke survivors in the Helderberg Basinterms of the ICF Core Set for Stroke
(Environmental Factors) the majority of panpiants considered the following factors as barriers: products

or substances for personal consumption and use in daily living; products and technology for personal
indoor and outdoor mobility and transportation; products and technology for communicatitiver Fur
barriers were identified as design, constructadbuilding products and technology of public buildings

as well as assetghysical geography and attitudes of friends and society.

Concerning services, systems and policies the majority of partisipag@rded the following as barriers:
architecture and constructiohousing; communication; transport; associations and organisations; and

general social support.

Results indicate that the following three categories were considered the most signifidans, baith
89% of participants regarding lack of assets as a barrier, 88% transportation services, systems and policies
and 87% general social support services, systems and policies.

In addition to shortcomings in the primary and secondary preventistnoéi, it would appear that many
of the minimum standards for rehabilitation forimary health care andlevel 1 and 2 hospitals, as
stipulated in thé\Vestern CapeComprehensive Service Plan for the Implementation of Healthcare 2010
havenot been metPhysiotherapy and occupational therapy intervention was limited, with a lack of input
from other rehabilitation professionals.limited number and type of assistive devices had been issued

and focussed mainly on mobility appliances.

Certain themes emexd during the quantitative researabhich were explored in more detail in the
gualitative phase. It was evident that in terms of primary and secondary prevention of stroke, participants
lacked knowledge and awareness of hypertension and other risk taotongere not always compliant in

taking medication. With regard to diabetes, there was confusion about diet and general management of
the condition. Participastandcaregivers in general reported on the lack of education, counselling,
training and supgrt by health professionals regarding of primary and secondary prevention of stroke and

rehabilitation. .
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Chapter 5 Discussion

5.1 Introduction
Discussion in this Chapter pertains to the results and objectives of the study. Besides covering the
demographic and health status of participants and objectives related to rehabilitation, factors relating to

potential rehabilitation outcome levels and tealisation oHealthcare 201@uidelines areonsidered.

5.2 DemographicProfile Of Participants

As discussed in Chapter 2, the majority of people who suffer a stroke in South Africa are generally over
65 years of agéHeart Magazine, 2007)The mediarage in this study was 62 yeasd the mean 62.56.

In other studies done in the Western Cdjlegda Mpofu and De Weerd2011) report a mean age of.,6

de Villiers, Badri, Ferreira and BrygR011) 60and Hassan (2®) 53 years In the study done imorthern
KwaZulu-Natal, Wasserman et al (2009), report on a mean age of 68.6 years

In the case of Hassan (2009) ttiscrepancy in age is possibly influenced by the selection criteria for
WCRC, where preference is given to clients with the potential téume to employment(personal
interview with Dr. Helen Sammons, 16 September 208ijoke survivors eligible for employment
would most likely be under 60 years of agéthe time,male South Africars were atitled to apply for a
state pensioiif they were63 years of age or older arid the case ofemales, 60 years or old€south
African Social Security Agency, PQ). From2011 all South African citizensomplying with themeans
testand whoare 60 years of age or oldere eligible for a pension(South African Social Security
Agency, 2011).

With regard to gender, findings from the various studies differ. Wassermai§2&08l) report 80% of the
participantsbeing female,whereas in the study by Hassan (2009) 42% wEne currentstudy has a
fairly similar finding to Hassanwyith 45% of the participantiseingfemale Rhoda et al. (2011) report on
50% of the participantén their studybeing female.In the study done in northern KwaZulNatal,

significantly more females had strokes than in the studies done in the Western Cape.

According to the South African Census of 2001, 48.13% of the population of the City of Cape Town
metropolitan municipality was Coloured, 31% black Africans, 18.75ptté\and 1.43%A\sian (Statistics

South Africa 2001 Wikipedia, 2012. In accordance witlkeensus findings, the majority of participants in
this studywere Coloured, but in a higher ratio (83%0.his is possibly due to the fact thaipstof the
participars lived in Macassarthe Strand Rusthofareaand Sir Lowry's Pass, where a predominantly
Coloured, Afrikaanspeaking population resides. Lwandle /Nozamo is a smaller area comprising a

mainly IsiXhosa speaking population.
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