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ABSTRACT 

The area of young persons caring for the physically disabled 

is a relatively new field of research. In South.Africa, 

limited attention has been devoted to adult ca~ers; young 

carers have not been addressed. In Britain, the ~ole of 

young carers has been highlighted in the course of several 

research projects. 

The aim of the present research project was to investigate 

via the exploratory research methodology, the 

appropriateness of children caring for physically disabled 

pesons. 

The current caseloads of the Association for the Physically 

Disabled <Western Cape>, and its branches were used for the 

purpose of this research. 231 cases were identified, with 

470 children between the ages of 6 and 18 years inclusive. 

Random sampling was used to select 46 cases consisting of 72 

children. At the time of the administration of the 

interview schedule, only 65 respondents were available. A 

kilogram scale was used for measurement. 
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The following variables defined inappropriate care: type of 

caring activities, time, weight and age. 

The type of caring activities refer to an inappropriate 

activity for a· young carer, for example, assisting the 

~hysically disabled person with toileting. In terms of 

time, the researcher set the baseline for inappropriate 

caring to be in excess of 4 hours caring per day. In terms 

of weight, the researcher established that a person could 

only comfortably pick up half their weight on a regular 

basis. Age appropriateness was also assessed using 

activities, for example, a 7 year old changing her mother's 

sanitary towels, this is inappro~riate because this child 

has not yet experienced menstruation. 

The researcher also looked at replacement activities which 

could previously have been or should be done by the / 

physically disabled person. 

.1 

The data gathered was analyzed with the use of graphs, pie 

charts, histograms, tables and short discussions. 

The results proved that young carers, are definitely 

involved in inappropriate caring, in t•rms of type of caring 

iv 



activity, time, weight and age, for the physically disabled. 

It is recommended that young carers receive guidance and 

assistance with regard tc• caring for the physically 

disabled. The researcher has made several recommendations 

to and the various social service 

organisatiQns, in the fc•rm c•f seminars, a ~entral register 

to identify young car er s, an improved attendant care 

allowance schemes and expansion of care attendant schemes, 

to mention Just a few. 

It is concluded that the plight of young carers needs to be 

highlighted and that service organisations should heed the 

recommendations this research document has outlined. 
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CHAPTER ONE 

1. INTRODUCTION 

1.1 STATEMENT OF THE PROBLEM 

This document is an investigati•:•n t1:1 .:\ssess the 
I 

appropriateness of children caring for the physically 

disabled. The term ~.:hildren' refeys t•:• any child between 

the ages of 6 and 18 years who lives in the home of the 

physically disabled peYson and who i~ involved in the care 

of that persc•n. It does not necessarily have to be a family 

membeY it could be a neighbour's child sleeping with the 

disabled person at night. In the erisuing chapters the 

resear•:her will sket•:h the •:•:•ntex.t •:if this type c•f caring by 

examining the international arena in relation to the local 

perspective with regard to the care of the physically 

disabled. 

According to Singer and Irvin C1989) and Inskip (1989) the 

shift in the United States and Britain from 

d institutionalized care to cc•mmunity care has received a 

significant amount of attention. Community care in this 
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instance refers to family care. In South Africa, for the 

majority community care is not a new trend but the norm. 

This is primarily as a result of inadequate provision 

of special schools, day care facilities and institutions for 

the physically disabled. Central figures in community care 

are the family members . 
.----· 

In the United States and England, 

to name just two countries, ways and means were devised to 

make the task of these families more manageable, this aspect 

will receive further attention in chapter two of this 

document (Gf. 2.2.1 10) 

The focus has been primarily on the individual disabled 

person/family member provided by welfare 

organisations in South Africa. The family is usually 

solicited to meet the needs of the disabled person and 

welfare C•[.2anisat ions have tended tc• adv•::icate support grc•Ltps 

for parents of disabled children. 

More recently the term 'carer' has gained momentum with 

regards to parents and other adults caring for the 

disabled. These carers automatically become unpaid workers 

who are saving the social seryice provider's money. In 

many cases, wives and mothers have had to give up their jobs 

to care for the physically disabled person; those who could 

I 
f 
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not afford to give up their jobs have had to rely heavily on 

their children to take care of the disabled person. In 

instances where a parent is disabled, a similar situation 

arises. The other parent is concerned with providing an 

income and the child has to step in as a carer. 

This job of caring may come about suddenly due to an 

accident, or gradually as a result of a disease. In South 

Africa, social workers are aware of cases where children are 

carers, but they are unable to speak authoritatively about 

how many such children there are, the types of caring they 

are involved in, and whether or not such caring can be 

considered to be appropriate for a child. 

For the purpose of this research children between the 

ages of 6 years and 18 years inclusive, will be referred t6 

as young carers. The researcher established that adult 

carers have received attention in a previous research paper 

<Thomson, 1983) to recommend the initiation of a Care 

Attendant scheme (cf. 2.7.2 :30). As far as the researcher 

is aware, specific research on young carers has not been 

done in South Africa, thus far. 

Exploratory research (cf. 4.1 :45) was undertaken prior to 

more explanatory research, because the young carers who the 

\ 
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researcher initially encountered appeared to be involved 

in caring that was considered by the researcher to be 

inappropriate in terms of the types of activities and the 

am•:•unt of time spent on these a•:tivitie_s. Be<ar ing al 1 

this in mind the researcher set out to identify the number 

of young carers involved in inappropriate caring. 

The researcher would like to point out that, short of the~ 

identifying particulars of the physically disabled person in 

the interview schedule, no further attention is paid to them 

as they are not the focus of this research. 

This research does not seek to abolish the occurrence of 

young carers and also does not seek to encourage it. Rather 

it aims to assess the extent and appropriateness of the 

caring being done by young carers. The assessment will be 

done in terms of type of caring activity, time, weight and 

age. 

When the researcher refers to types of caring activities, it 

could be assisting the physically disabled p~rson with 

toileting, to mention just one type of caring. Time, fc•r 

the purpose of this research refers to the hours spent 

caring for the physically disabled person whether it is per 

day, per week or month. Too many hours spent caring would 
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be considered to be inappropriate, further discussion on 

this aspect follows in chapter two (cf. 2.8.4 :36). Then 

there is also the weight issue and this refers to 

activities such as the lifting of the physically disabl~d 

person by the young carer. The weight difference betwe~n 

the young carer and the physically disabled person has 

considerable bearing on this issue. Finally, the age 

variable is significant with reg,rd to certain activities, 

for example it is considered to be inappropriate for a 7 

year old to change his/her mother's sanitary towels while 

she is menstruating. 

There are also other activities that young carers are 

involved in. These relate to household chores that would 

previously have been done ~y or should be done by the 

disabled person. The r esear •:her is aware that it is 

generally accepted, in our society ~h~t children assist with 

household chores. But these chores are seen as additional 

hours C•f being duty". The nature/extent of 

inappropriate caring is based on the literature, the local 

professionals' opinions and the researcher's opinion. The 

researcher is of the opinion that young carers in the 

Western Cape and its immediate rural areas (cf. 3.2.2 : 41) 

are inappropriately caring for the physically disabled. In 
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1.3 OUTLINE OF' THE FOLLOWING CHAPTERS 

Chapter 2 

Chapter 3 

Chapter 4 

Chapter 5 

Chapter 6 

. . 

. . 

The literature review focussing on the 

1;) f the an 

international perspective. The researcher 

also examines the local perspective. The 

available literature and the Association for 

the Physically Disabled (Western Cape) and 

its branches functioning in this field will 

be examined. 

The objectives, scope and limitation of the 

research will be stated in this chapter. 

This chapter will look at the research design 

and methodology. 

In this chapter the data will be analyzed and 

the findings will be discussed. Graphic 

representations graphs, histograms, pie 

charts and short discussions will be used to 

present the findings. 

The recommendations will be made to the 

relevant professional and organisations. The 

r ese;ar c her w i 11 then end ·off this d1:11: ument 

with a few concluding remarks. 



CHAPTER TWO 

2. LITERATURE REVIEW 

In this chapter the researcher will present issues and 

definitions relevant to this research, as found in a variety 

of international 

artir:les. 

books, research reports and journal 

The review will provide an overview of the general field of 

physical disability, before addressing the specific problem 

which' forms the cantral focus Of this p~per, namely that .of 

the activities of young carers: 

2.1. Physical disabilities and social work services 

2.2 Community-based care 

2.3 Carers 

2.4 Young carers 

2.5 General literature 

2.1 PHYSICAL DISABILITIES AND SOCIAL WORK SERVICES 

2. 1. 1 01 i ver ( 1 '383 38) defines physical disabilities 

as: 
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Impairment lacking all or part of the 
limb, or having a defective limb, organ or 
mechanism C•f the body. Di-sablement: the loss 
or reduction of fuhctional ability. 
Handicap: the disadvantage or restriction of 
activity caused by the disability. 

01 iver < 1'383) further presents the framework for 

the social model approach as a new form of social 

work intervention with the physically disabled. He 

compares it to the traditional model, the 

individL1al which sees the prc•blems 

experienced by the disabled people to be as a 

direct result of their disability. The task c•f 

the social worker in this instance is to help the 

physically disabled individual the 

adjustment phases of shock, denial, anger and 

The social model was initially introduced by 

Finkelstein <a disabled person) who sees the 

problems of adjustment as not being for the 

physically disabled individuals but rather for 

sc11: iety, for example the environment disables 

because it is not accessible. 

Jefferys < 1 '36'3 3) defines physically disabled 

persc•ns as: 
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••• people who have some severe limitation of 
physical capacity ••• due to motor limitation 
of some kind, or it may be that other organs 
of the body like the heart and lungs may be· 
implicated and this may impose severe limits 

The writer devotes the rest of this document to the 

physically disabled individual in the community as opposed 

tc• the physically disabled pers•:•n in SC•me f r:rrm of 

institutionalized care. 

2.2 COMMUNITY-BASED CARE 
( 

2.2.1 and ( 1 '381: 6) define the 

physically disabled person as having II a 

physical impairment or combination of mental and 

physic al impairments 11
• They focus on respite 

care and community-based services to the disabled 

and their families. Six different types of 

respite care which are being offered to families 

in the United States are discussed:-

a. at home respite care; 

b. special respite care homes; 

c. special respite care facilities; 

d. day/night respite care service; 

e. respite programs based at an institution and 

f. respite care co-operatives. 
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These authors also recognise that the disabled 

living at home in the community is a reality but 

they also recognised II the strain of these 

demands •.. 11 c•n the family. They also cite that 

40 hours caring per week for a severely physically 

disabled person as a reason why there is a high 

turnover of care staff at institutions in America 

<Powell and Hecimovic, 1 '381: 13) • 

the community and social workers as being in a 

transitional state with the final destination 

being inte~ration of the 

person into the community. 

comment that the problem 

physically disabled 

The writers also 

of replacing the 

person's activities could involve increasing cost 

and time. 

De Jong <1981) did a study to indicate that 

•:ertain factors will hamper the physically 

disabled person in his acquisition of independent 

living. A he uses is 

assistance' which 
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••• comes in a variety of activities such as 
assistance with personal care (e.g. bathing, 
grooming, dressing, toileting), meal 
~reparation, light housekeeping (e.g. 
laundry, cleaning), shopping and supervision 
of children. 

He asserts that if these needs are not met then 

the person will be limited in trying to 

participate in work and extra-mural activities. 

De Jong (1981: 145) also makes the following 

statement 

••• the sex of the spouse was an important 
consideration: males (physically disabled) 
with female spouses could depend on more 
regular care. 

He also stresses the need for expansion of the 

care attendant schemes because a large number of 

respondents were not receiving adequate in-home 

assistance. 

Inskip (1981 1) explores existing family support 

services and makes recommendations for initiation 

of further family support services. These 

services provide: 

••• personal care and help for physically and 
mentally handicapped people living in their 
own homes ••• to alleviate stress in famil-ies 
and enable disabled people to continue to 
live at home ••• 



2.2.4 

2.3 CARERS 

2.3.1 

This booklet further explores training attendants 

and suggests a framework for a care attendant 

project. Inskip (1981 :3) defines caring 

activities as follows: 

••• getting the client up and putting him to 
bed, washing hair collecting their 
pensions, letter writing and making telephone 
calls, ••• sitting and listening •.• 

Singer and Irvin (1989 45) have looked at 

supporting ~caregiving' families in a variety of 

ways. These writers felt that families who have 

severely disabled family members~ 

face common challenges, including chronic 
stress, grief, financial costs and losse~ in 
financial opportunities, extraordinary time 
demands, difficulties with normal family 
routines, marital discord, absence of 
services and difficulties with physical 
management of the child. 

They advocate that there should be formal 

~caregivers' who are on a stat~- aided programme. 

In March 1980, a survey report (Equal 

Oppo;tunities Commission, 1980 : 6) looked at the 

problems and the needs of carers. A postal survey 

was conducted in 1978 in West Yorkshire in 
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England. Questionnaires were sent tb 2500 homes 

and 909 responded. Of these respondents 116 were 

interviewed in-depth. 

Caring was considered to be a full-time Job by 

the majority of the carers. One of the problems 

which this booklet emphasises is the most common 

health problem incurred by carers which is <Equal. 

Opportunities Commission, 1980: 20): 

••. bad backs and bad legs brought 
1 i'ft ing dependents in and ··:•ut of bf?d, 
out of the bath or up and down steps. 

Of the 116 carers interviewed 75% were females. 

C:Ibid, : 7:>, 

The research report of the Equal Opportunities 

Commission (1982 Ca) viii) asserts that the term 

~carer' is perhaps not the most sactisfactory 

unpaid basis." and this is seen as an indicat•:•r 

of the " lack of social awareness regarding 

this role." The research report also states that 

carers are usually considered to be an informal 

caring network. The document quotes the Crossroads 

Survey, which was the proposal for a care 
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attendant scheme which indicated, that, of the 42 

adult carers interviewed, the greatest number 

spent between 4 and 6 hours carins per d~y. These 

carers all .indicated that they n~eded .help. (in 

Equal Opportunities Commission, 1982 (a) :-14). 

In the booklet, Who Cares for the Carers (Ibid 

Cb) 1), caring is seen as: 

an 
onerous 

open-ended 
over the 

task- which grows more 
years caring is very 

much a full time job. 

The recommendations of the Equal Opportunities 

Commission (1982 Cb)) look at the concept 'care in 

the community'. The principle source of care is 

the family. 

Two additional types of community care are 

addressed: unremunerated care provided by women 

volunteers and then a more organised care 

attendant scheme which is also provided by 

predo~inantly females who receive a small amount 

of money. This study recommends that the carer's 

needs must be met with regard to home help, 

relief care, day-care centres and hostels, 

domiciliary health services, accessible housing 
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and assistive devices to make the caring easier, I 
for example, a taxi-commode for toileting the 

physically disabled person. 

Pitzele (1986 : 151) prefers the term ~caregiver' 

and defines it as: 

any person 
another person, 
temporarily. 

who takes 
either 

primary care •:if 
permanently or 

Pitzele (1986) also comments that the relationship 

between the carer and the disabled person is one 

for which there has been no planning. Caring can 

be (F'itzele, 1'386 : 156) 

difficult and exhausting and may 
range in a single day from doing the wash or 
cleaning up a bowl of spilled soup to giving 
a shower or removing a bowel impaction. 

Pitkeathley ( 1 '38'3) documented the plight of 

carers, their role and their needs. She directs 

her book at the policy - makers in England and 

~ecommends a better state remuneration for carers. 

She says just as the physically disabled need day-

care, carers also need short-term relief and 

attendant care. 

Carers also need support organisations, carers' 
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centres, time off,· home help, laundry services, 

transport services, counselling- services and 

volunteers to do sitting services. The 

counselling services are necessary she says for 

the carers to deal with any feelings, such as 

anger, guilt, to mention just two. Pitkeathley 

(1989:11) defines a carer as: 

someone whose life is in some way 
restricted by the need to be responsible for 
the care of someone who is ment•lly ill, 
mentally handicapped, physically disabled or 
whose health is impaired by sickness or old 
age. 

She also adds that the majority of carers will be 

living with the person they are responsible for. 

Caring activities vary from situation to situation 

according to Pitkeathley C1989). She says that 

caring is time consuming but more importantly, it 

requires skills, for example, many adults do not 

have the expertise to insert a catheter, give a 

injection and manually evacuate the bowels. 

~ 

With regard to the concept of 'young carers' 

Pitkeathley (1989 : 24) says the following: 

responsibility falls on the child 
until she finds herself washing and dressing 
a parent before school, rushing home at 
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lunchtime to prepare food or take the parent 
tc• the 1 avatg_ry, as wel 1 as taking 
respon~ibilty for the rest of the household. 

2.4 YOUNG CARERS 

2. 4. l. In 1 '387, the Tameside Research was carried out in 

the abovenamed Borough, near Manchester, England. 

Two SLtrveys were carried the first 

constituted a scree~i~g sLtrvey; 
' 1 

a 

follow-up interview with all those-who identified 
' '-

themselves as carers. This research was not 

directly geared towards yo~ng carers. From the 

.-age gr oLtps identified in this study, the 

researchers were able to ·ascertain that young 

carers as primary carers were not 

cu:CLtrrence. Only 0.14% were identified as primary 

carers while 13% of c .-::i.r <-?rs were 

peripheral carers <Meredith, 1990:1). 

The Tameside Research raised many issues and 
,.,_, 

heightened t_he •:c•mmunity's awareness with regard 

to the actual existence of young carers Cibidl. 

2.4.2 As a follow up to the issues raised in the 

Tameside research, an investigation was conducted 
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in the Sandwell Borough Secondary Schools to 

assess how many young carers there were in this 

area. The focus of the research was the <Social 

Services F~esear •: h, 1 '3'30 : 32) : 

••• school-aged carer who is 
responsibility for the care of 
handicapped relative ••• 

t ak i n£1 sc•me 
a sick oY 

Ninety-five young caYeYs were identified as a 

result of a questionnaire sent to the schools. 

The findings showed that fifty-seven caYeYs were 

female and thirty-seven were male. The largest 

number of careYs (37) were found in the 14-15 age 

categc•ry: the second largest number, 22 carers 

were in the 13-14 age categc•ry. (Ibid, : 34). 

The Sandwell research project examined school-

going children of 11 yeays and oldeY. The study 

found that young carers were more at risk when the 

mother is incapacitated because of the major .roie 

she plays in a family. 

They found that 50 young carers weYe responsible 

for their mother and only 14 for fathers. The 
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remaining 31 respondents cared for others, for 

example siblings, grandparents or friends Cibid 

~(1'38'3 

( 
The writer comments that 

/'being carers then it 

if adults have problems 

is extremely thought-

provoking to imagine the emotional burden to a 10 

year 'old caring for a mother. White Clbid : 42) 

also describes the following caring tasks which 

young carers are involved in: 

••• getting up sev'er<al times at night to turn 
a parent in bed to avoid pressure sores or 
rushing home from school at lunchtime_to give 
life saving. insulin in.jectic•ns ••. washing, 
bathing, dn?s:::.ing, t•:•ile~t:.ing, fc~eding and 
the household tasks of preparing _meals, 
!shopping, •:aring for younger children, 
cleaning, managing the household budget ••• 

t.-Jh i t e C I b i d 42) quotes Ashley, a British member 

of Parliament who reacted to a 11 year old boy 

changing his mother's sanitary towels during 

her per ic•ds by saying that its 11 
••• a stain on 

British society and 'a S•:andal. 11 White Cibid) says 

that despite the shock reaction there are still 
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local authorities in England, who do not offer 

home help or home care to households of disabled 

persons where there is an able-bodied person of 

12 year and older. 

Fallon ( 1 '3'30 22) comments that it 

unusual for a young carer to start caring from 

05h30 and also for a young carer to spend more 

cites a case where an eight year old had to take 

total care of her severely disabled mother and a 

five year old brother. The writer cites the 

nineteenth century Royal Commission quote (Ibid : 

22) : 

••• heavy work was not 
people whose bones 
developing. 

appropriate for young 
were growing and 

This writer asserts that the continuous lifting of 

a physically disabled person and pushing a 

wheelchair can lead to serious health problems, 

particularly back problems. 

Lunn C1990 :10) defines young carers as 

those children who by force of 
circumstances find themselves looking after a 
dependent adult. 
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LLmn (Ibid) asserts that on the basis of a recent 

survey conducted in Britain by the Carers National 

Association there could be ten thousand young 

carers who are pri~ary carers and under the age of 

18 years. 

Meredith C1990 : 9) says tha~ caring often has a 

devastating effect on a II child's social, 

per sc•nal and r.,~dL\I: at ion al development. 11 He also 

describes excessive and inappropriate caring as 

being too much to soon in a child's life and 

creates a sense of fah~e maturity. 

carer in some instances, assumes the full control 

of the family'~ domestic situation and has too 

little time for important childhood activities. 

Meredith (Ibid) writes about his concerns for the 

young carers health, because injuries : 

••• such as back injuries can arise from the 
tasks like pushing wheelchaiL§ and turning a 
pe·I'" son in b<~d. 

He suggests that there should be plans for formal 

respit-=:t for ey;;ampl e, befriending services and 

support schemes to give children a break from the 

stress so that they can experience ordinary 
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family situations. 

2.5 GENERAL LITERATURE 

The researcher also reviewed general literature with regards 

to children's needs and the weight issue. 

2.5.1 Brunner et al C1976l advocates the importance of 

play and stresses that the need differs with the 

different age group. A six year old may want to 

play the whole day whereas the 16 year old 

leisure activity could be coMfined to a specific 

activity such as going to the cinema, a disco or 

reading a book. The writer does not specify exact 

times required for this activity in the different 

age groups. 

Cameron and Skofronick (1978 : 21) allude to the 

damage which is caused to the back through 

regular incorrect lifting : 

•.• lifting heavy objects 
cause of lower back pain ••• 

is a primary 

An example is also graphically presented to show 

the effects ~f lifting, on a person weighing 40 
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kilograms picking up a weight of 20 kilograms 

They advocate that a person could 

pick this weight up more easily if using correct 

posture but continuous lifting and bending over to 

pick up a heavy ob.je1: t wi 11 develop 1 ar ge 11 forces" 

in the lower spine which could eventually lead to 

a crushed vertebrae. 

Pringle (1974) ·examines the needs of children, 

more specifically the need for balance_ and 
-~·-· 

structure with regard to home life, education and 

social development. A section of this book is 

devoted to the functions of play and school and 

its related activities. 

The researcher has reviewed all the literature and will now draw 

out the relevant aspects. 

2.6 DEDUCTIONS DRAWN FROM THE RELEVANT LITERATURE 

On the basis of the literature reviewed, the following may 

be deduced: 

2.6.1 The term 'physically disabled' refers to persons 

with a permanent loss or reduction of functional 
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Cmc•tc(r. .. :>-ab.i..Lity: this could be cc•mbined with a r-- ~~~--~···-~· --~~ 

mental impairment. (cf. Jeffries, 1 '36'3; 01 i ver, 

1983 and Powell and Hecimovic, 1981). 

The literature indicates that the physically 

disabled need family assistance in order to cope 
_ _..,...._....~;-=-"""·~=-=~--=--·""'~-_.,,,._~-~ ---..-~,,,.,._---0~~~~- ... - - - --=--.-:----,. 

(cf. De Jong (1981) and Powell and Hecimovic 

( 1 '381)) 

Where the physically disabled person resides in 

the home family members require some form of 

assistance to relieve stress and qive them time to 
~ .-

do other things. Care attendant schemes and a 

· variety of resp i te/~e.J,.ief care schemes were ,-----.cc.- .. ~----

outlined and presented for examination. (cf. 

Inskip, 1981; Pitkeathley, 1989· Powell and 
I 

Hecimovic, 1981; Singer and Irvin, 1989). 
~:..:_-~ 

Carers are identified as people who care for the 

disabled and all their needs. This caring is time 

consuminQ_ and hard work. (cf. Equal Opportunities 

Commission, 1980; 1982 Cb>; Pitkeathley, 1989; and 

Pitzele, 1'386). 

• 
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2.6.5 Doubt exists as to whether the term 'carer' is 

sactisfactory to really define the situation. 

<Equal Opportunities Commission, 1980 and 

Pitzele, 1986) 

2.6.6 Female~ form the majority of carers. <Equal I 
' Oppdrturities Commissioni 1980). 

2.6.7 Young carers are defined as children who are 

forced by circumstance to look after a dependent-

adult <Lunn, 1990) 

2.6.8 Young carers are involved in personal, initimate 

activities f6r adults. <Inskip, 1981; 

Pitkeathley, 1989 and White, 1989) 

2.6.9 Young carers as primary carers are not the norm. 

Peripheral young carers are very common. 

<Meredith, 1990 and Social Service Research, 1990) 

2.6.10 Females are the most prominent young carers. In 

instances where the mother is incapacitated, young 

carers are more at risk because of the role the 

mother plays especially with regard to the 
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replacement activities. <:Fal 1 on, 1 '3'30; Social 

Services Research, 1990 and White, 1989 > 

Yc•ung carers are involved in i!lappropr iate __ Ca!~!n9 

in terms of type, time, weight and age. crallon, 

1990; Meredith, 1990; Pitkeathley, 1989 and White, 

198'3) 

In the following section the local perspective will be addressed. 

2.7 THE LOCAL PERSPECTIVE 

2.7.1 THE ASSOCIATION f"OR THE PHYSICALLY DISABLED <WESTERN 

CAPE> AND ITS BRANCHES 

The Association defines its clientele as II persons 

with locomotor handicaps ..• " (cf. Appendix 1 : 122>. 

The researcher refers the reader tc• the Const i tut ic•n c•f 

the organisation for its objective and structure Ccf. 

Appendix 1 : 122>. The branches will receive further 

attention in chapter three (cf. 3.2.2 : 40). 

(3ddi-t-i,c•nal local branches of the Association fc•r the 

Physically Disabled are the Disabled Servicemen's 

Aftercare Association; Headway; Huntington's Society; 
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Ocean View Work Group; Tembaletu Day Care Centre; 

2.7.2. THE ·SERVICES 

counselling services the 

of ·the services rendered by the 

Assoc iat ic•n. In the Annual Report of 1990/91, 1680 

pec1pl e received cciunselling services. These ser vi•: es 

include hcime circumstances investigations, applicaticin 

fcir disability grants, adjustment tci the disability, 

aft.er-care services, family 

support services for 
~~~-'=~-=--~"~-c::::'.l 

the physically disabled 
: 

person, assessmen~t~s~ and referrals tci: cirthc•paed ic \ 
1. 

clinics, special schools, social grciups, home 

industries, sport, rehabilitation centrt;?~1 protective \ 
i 

) 

~s·r--k-shc•ps, independent 1 iving centre and the attendant 
~~------- ---· - ---,-,.-- --,---::--~~.-.,.., __ 

care scheme. 

There is a close working relationship between social 

workers and hospitals, orthopaedic clinics, special 

schools and protective workshops to mention just a few 

of these referral sources. The social group, transport 

facilities, sport activities, rehabilitation centre, 

care attendant scheme, loan of appliance, education 
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bursaries, home industries, prot~_Lv.e-we•r-kshoP-§_ and 

the independent living centre are all services provided 

by the Association for the ehysically Disabled <Western 

Cape) and its branches. The social workers are also 

central to all the community projects, for example 

swimming grc•ups, camps fc•r physically disabled children 

and toy libraries and stimulation groups. 

The researcher would like to focus attention on a few 

services which have direct implications for carers. 

There <are supp•:•rt grc•Ltps f•:•r parents lcu:ally and in the 

rural areas. At the head off ice there is a carer's 

group which is directed at adults. Other f•::irms C•f 

assistance for carers are : transport facilities, the 

care attendant 

·centre. 

scheme and the independent living 

In 1983 Thomson conducted research Ccf. 1.1 3) and a 

care attendant scheme was initiated. This study 

investigated the personal care needs of the severely 

physically disabled. 23 carers were interviewed to 

assess how much time they spent on the personal care 

needs of the physically disabled. Help with personal 

care activities was requested by all the physically 

I 

l 
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disabled respc•ndent in the study and not al 1 the carers 

felt that help was necessary. 

The Association's Care Attendant Scheme offers relief l 
t C• ~9-~~-fa(Tl_i lj_f?S ~ _f!_;i_r~ ... ~~~~ ari~===~~l f~C.:~!'".:O=f=1:-":'E?~~ "9~¥ • / ~~:.lv:J 
The co-ordinator of the scheme does not allow any of/ . 

\ 

her 5 male attendants t•:• bath the disabled •:l ient when v 
they are alone because back injuries have already been 

incurred by two attendants •:•ver the past 5 years. Only / 
I 

male attendants are employed therefore only . male 

clients are receiving t~i~_se~yice. 
~'.'.":-::--:o:-~-~-- -- - - - ~- ~.,-

The Bromil~\.J..-J:>9wning Independent Living Centre offers 
___ ...--=- ~ - - - - -=-- =~ - -=-~--::..-~_=-_,,,_ ---=---------~~--~ - - -- - -·- ~-'='=----:-:=-......, -

advice on adaptations to homes and assistive devic~s to 

make the physically disabled more comfortable but more 
~~~--===-,....._ 

make the task of the carer more 

manageable. - ..,,,. Seminars are also presented on issues 

related to independent living. The Annual Report of 

1990/91 reflects that 1951 people have been given 

advice and information during the 1990/91 financial 

year. 

The above has provided a brief overview of the services 

of this organisation. For the purposes of this paper, 
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the organisation is significant in that cases of this 

organisation were utilized for the purposes of this 

research. 

2.8 RELEVANT DISCUSSION 

2.8.1 The relevant discussion will be with regard to the 

l •::i•:al and international perspec·t ives and 

professional opinion. Young carers represent a 

new field which up until now has not received 

attention from the local service delivery 

organisations, as far as the researcher is aware. 

Services are rendered to maximise whatever 

functic•nal abilities the disabled persc•n has left. 

After many months in hospital the person is 

released into bis/her family's care. Although I 
after-care services are rendered, their focus is -· \ 

~usually the disabled person. The international 
--==---~-~"-==~ ~--·~- ,,_~~....,...,,.....- -~~ 

writers have placed a familial relationship 

between the young •:arers and the physc ial 1 y 

disabled persons. The cases of the Association 

indicate that as a result of the lack of suitable 

housing, a number of (biologically> unrelated 
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families may share a home. The term physically 

disabled person in this research 

necessarily reflect parents but disabled children 

as well. 
<: 

As already stated the newness of this field has 

made it impossible for the researcher to focus on 

secondary school-aged children only Cas was the 

case in Sandwel l's research). The resear•:her used 

all school-going children ranging from 6 years to 

18 years inclusive. 

In addition, caring varies from case to case 

CPi t keathl ey, 1989). The researcher is of the 

opinion that caring varies depending on the 

severity the physical d i sab il i t y. A 

quadraplegic who has lost the use of all his limbs 

would be tc•tally d_§!pendent for all his/her needs. 

A ~araplegic would at least have the use of 

his/her arms and certain activities such as 

transfers to and from the wheelchair and even 

preparin~meals will be within the person's coping 

means. Bi-lateral arm amputees, multiple 

sclerosis and TB Spine clients to ~ention a few 



2.e.2 

33 

would also require most of the caring activities 

t•::i be dc•ne for them. (cf. AppendiY. 2 : 135) 

APPROPRIATE CARING ACTIVITIES 

The Yesearcher agrees with all the inteY'national 

souyces of liteYatuY'e which pYesented several 

types of caring activities. She would like to add 

the following caYing activities which the sources 

of literature have not mentioned: assisting 

someone else with the lifting of a physically 

disabled pers•::in, assisting the peYson with 

walking,brush~ng 

things fc•r the 

of teeth and 

peYson, talking 

hair; fetching 

to the peYs•:•n, 

opening doors, playing games with the peYson, 

pushing the wheelchair and washing the peY'son's 

clothes. 

AppropYiate caring activities foy children in the 

Yesearcher's opinion are the following: going 

to the shop, fetching water so that the disabled 

person can take their medication, bYushing of haiy 

and teeth, talking and listening, letter writing, 

making telephone calls, playing games, opening of 

dooYs, making tea and sandwiches and washing of 

the peYson's hands and face. 
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INAPPROPRIATE TVPES Or CARI.NG ,ACTIVITIES 

Sc•me of the caring activities mentioned previously 

include activitie.s which could prove to be 

problematic for the young carer. Fallon C1990) and 

Pitkeathley (1989> have mentioned different types 

of inappropriate caring. The researcher would 

like to mentic•n a few additional inappropriate 

types of caring activities: toileting, bathing, 

emptying urine bags, fitting condoms and changing 

sanitary towels. These ;ai:t i vi ties are a source 

of embarrassment for the children and are 

considered by the researcher to be inappropriate 

for them. The sight of blood can also be very 

frightening and damaging to a young child changing 

his/her mother's sanitary towel. 

lNAPPROPRIATE CARING IN TERMS Or TIME 

Meredith Cin Childright, 1990), Pitkeathley (1989) · 

and Thomson C1983) all agree that caring is time 

The Crossroads Survey (in Equal Opportunities 
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Commission, 1982 Ca> : 5> indicates that carers 

whc• spent 4 tc• 6 hours car ~ng per day needed help. 

The researcher considers more than 4 hou~~-per 

day; 28 hours per week and 112 hours per month of 

caring by a young carer to be inappropriate. 

Levett, a child psychologist at the Child Guidance 

Unit of the University of Cape Town s~ggests that 

there should be a balance of ~ow a child's time is 

utilised. It is not easy to pin down specifics 

but generally it is ac~epted by other 

professionals an~ the researche~ that a child 

should have 8 hours sleep and depending on their 

age, spend 4 to 7 hours at school. If the child 

then spends 4 hours caring he/she might Just have 

time for one or two of. the following essential 

activities, such as eating, bathing, dressing, 

homework and play. The Services Manager at the 

Parent Centre in Claremont, Cape Town advocates 

that a child should have at least 2 to 3 hours 

leisure time (depending on the child's age> which 

could be used to play with friends or on their 

own or in any other leisure activity. 
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Local teachers in the Western Cape advocate that 

at lea.st 1 to 2 hours should be spent on homework ______. 
for primary school children, who receive homework, 

and a minimum of 3 hc•urs fc•r senic•r schc•ol 

children. The Treatment Director of Leliebloem 

Hc•use Chi 1 dren' s Hc•me in Athlone, Cape Town 

describes the programme they have for school-going 

children as follows: 1 hour of homework for all 

ages and an extra hour for children from standards 

5 tc• 10. The prc•gramme al s·o makes al li:iwance fc•r 2 

hours leisure time for the older children and 3 to 

4 hours for the younger children. Levett of the 

Child Guidance Unit does not advocate a specific 

time for homework but normally tells pa.rents and 

children that there should to be time for 

h c•mewc•r k • The parent and the child should 

negotiate the time required depending on the 

standard the child is in. There a.re so many 

opinions on these issues: time for leisure and 

time for homework. For the purposes of this 

research the researcher has to advocate a. baseline 

for the time spent on these activities. She feels 

that a child between the ages of 6 yea.rs and 18 

yea.rs inclusive should have a. minimum of 2 hours 
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leisure time and with regard to homework. The 

researcher feels that the minimum homework time 

for primary school children, who get homework, 

shc•uld be 1 hc•ur and f•:•r senior children shc•uld 

be 2 hours. If one were-to calculate the time 

taken for sleep, school, homework and then the 4 

hours for caring, only three and a half hours 

would be left to get dressed twice, bath, eat 

three meals travel to and from school and play. 

2.8.5 INAPPROPRIATE CARING IN TERMS .Of" WEIGHT 

Fall•::in (1'390:>, the Equal Opp•:•rtunities Commissi•::in 

( 1980) and the Cc•-ordinator of the Associations 

Care Attendant Sche~e all agree that continuous 

lifting of a physcially disabled person can lead 

to serious back problems. 

Cameron and Skofronick <1978) have already 

demonstrated the impact weight and incc•rre•:t 

lifting has on a person. The researcher has 

discussed this issue with experts who regularly 

lift physically disabled persons and they agre~ 

that a person can pick up half their weight with 

ease. If picking up more than half their weight 
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th~n- two persons will be required to do the 

lifting or an expert. 

2.8.6 INAPPROPRIATE CARING, IN TERMS Of" AGE 

The researcher' deduces from the various s•:1urces of 

literature that it would seem as if, age i~ 

relative and that it does not matter if you are 6 

or 18 years old. But it does matter, is it 

appropriate in our day and age to expect an eight 

year old to cook food, do all the budgeting and 

all the housework. The researcher has already 

referred to several personal, initimate care 

activities which is considered to be inappropriate 

( c f • 2. 8. 3 : 34) • It also has age implications. 

Girls in the age group, 16 to 18 years who have 

been exposed to menstruation for several years 

could therefore cope with this type of caring much 

better than girls in the B to 10 year age category 

who have not as yet started menstruating. The 

researcher is of the opinion that total or primary 

•:are cc•uld not be given by_~- yc1ung •:arer under the 

age of 18 years. 

The researcher will address the objectives, scope and limitations 

of the research in the following chapter. 



CHAPTER THREE 

3. THE OBJECTIVES, SCOPE AND LIMITATIONS OF THE RESEARCH 

3.1 THE OBJECTIVES OF THE RESEARCH 

The objectives are: 

3.1.1 to establish the types of caring activities young 

carers are involved in; 

3.1. 2 to assess appropriateness versus inappropriateness 

in terms of type of activity and time spent; 
' , 

3.1.3 to assess the ext~nt of inappropriate caring in 

terms of the age of the carer and his/her weight; 
' 

3. 1. 4 to make recommendations to the social service 

organisations to ease the plight o~young carers; 

3.1. 5 to stimulate more extensive research into this 

subject. 

3.2 THE SCOPE OF THE RESEARCH 

3.2.1 CASES: The cases were taken from the CURRENT 

} caseloads of the Association for the Physically 
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Disabled <Western Cape) and its branches. <cf. 

3.2.2 :40) 

GEOGRAPHICAL AREAS: The Association for the 

Physically Disabled <Western Cape) renders 

services in the following areas: Southern 

Suburbs, Cape Flats, Mitchells Plain, 

Strandfontein, Khayelitsha and the Boland areas 

which include: Sc•merset West tc• Villiersd•:•rp, 

Malmesbury and Atlantis. 

Branches : The Tygerberg Association fc•r the 

Physically Disabled has as its geographical area 

the Northern Suburbs, Paarl Association for the 

Physically Disabled serves Paarl, Wellington, 

Stellenbosch, Saron and Wemmer·shoek. Worcester 

Association for the Physically Disabled serves 

Wor•:ester, Rawsonville, Ceres, Bree RiveY, De 

Doorns, Robertson, Montagu, Tulbagh and Wolseley. 

West Coast Associati•:tn fc•Y the Physi•:ally 

Disabled renders services in VYedenbuYg, 

VelddYif, Saldanha and Langebaan. 

The bYanches : which have been excluded fyom this 
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research are: additional local branches Ccf. 3.1 

: 28), for the 

Disabled, 

Physically 

Oudt s-.hoor n Assc•c iat ion 

Physically 

for the 

Disabled, Heidelberg Association for 

the Physically Disabled, Beaufort West Association 

for the Physically Disabled and the Namaqualand 

Association for the Physically Disabled. These 

branches were excluded be•:ause of the great 

distance involved: it would not have been cost 

effective to interview one or two clients who 

were approximately 500 kilometers out of Cape 

Town. A few of the local branches do not have 

social workers and there.fore they were nc•t 

included in the sample. 

Population Group: All races 

Age: 6 - 18 years of age. All children were 

incl~ded regardless of type of physical disability 

the client had. 

Time: Interviews were conducted between July and 
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August 1991. 

3.3 DEFINITION Of" CONCEPTS 

The researcher will briefly define the concepts as 

understood by the researcher for the purposes of this 

research. 

3.3.1 Young Carers 

The researcher defines young carers as follows: 

children between the ages of 6 and 18 years 

inclusive, who are involved in caring activities 

for dependent physically disabled persons without 

receiving payment. 

3.3.2 Physically Disabled 

A physically disabled person has a permanent 

impairme'nt as c:\ result of a l•::cc•::cmotor >disability. 

Caring Activities 

Caring activities involves the personal care of 

the physically disabled person as well as 

additic•nal activities .such as preparing meals, 
"- ---- ~-- -

shopping and cleaning of the disabled person's 



43 

immediate environment. 

3.3.4 Replacement activities 

Replacement activities done by the young carers 

are activities which were or should be done by the 

physically disabled person, such as shopping and 

doing the family's washing. 

3.3.5 Inappropriate Caring 

Inappropriate caring involves activities which are 

not suitable in terms of type of activities, age 

appropriateness, necessitating more than 4 hours a 

day (28 hours per week and 112 hours per month> 

for a person who is physically disabled and weighs 

more than the young carer. 

3.4 LIMITATIONS OF THE RESEARCH 

3.4.1 The Population: The researcher stresses that 

this research project is limited because it only I 
takes into account the current cases of the 

.... 

Associatic•n fc•r the Physically Disabled <Western 

Cape) and only four of its nine rural branches, 

and two of its seven additional local branches. 
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3.4.2 Unidentified Young Carers: On a broader level, 

there are young carers who are known to other 

social se.rvice_del ivery organisations and a larger 

totally hidden unidentified number in the 

cc•mmuni ty which were also excluded. 

3.4.3 Pau•:ity of local lit1eYature : The ·researcher was 

able to find only one local research document 
' - .. (" 

which paid a l .imi ted amount of attention to adult 

carers. There was no local literature available 

on young carers. 

3.4.4 Attitude. of Respondents: The researcher had to be 

aware of the fact that this research could have 

been perceived by the clients as being negative 

and the children could have been warned to 

' underplay their p~rt in the caring activities, ·in 

c•rder tc• •:c•unteract ·this, the :resea·rcher took the 

social worker concerned with her because this 

person was already known to the family. 

The next chapter will outline the research design and 



4. RESEARCH DESIGNANDt1ETHOOOLOGY 

This •:hapter addresses ·the research design and meth•:idol •:igy 
•· 

used for this research. 

4.1 THE DESIGN 

This research falls in the province of exploratory research 

as c•utlined by Arkava and Lane (1983-:96): 

Exploratory research 
precisely the nature 
then may formulate 
questions. 

helps pr a.ct it ic•ners determine more 
and form of a pr•:iblem, so they 

and test more specific research 

Selltiz and Otiz <1971) assert that the purpose of this 

type of research is to gain familiarity with a phenomenon or 

to achieve new insights into it. 

The researcher is of the opinion that yc•ung carers are a new 

area of interest in South Africa. (cf. 2.8.1 : 31) The 

researcher has assumptions about the role of children in the 

homes of the physi~ally disabled which will now be tested. 

It is also exploratory because no specific research has been 
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conducted local!~ on young carers. 

4.2 THE HYPOTHESIS 

Collins (in Meyer, 1986:3) points out that the main 

c•b.je•:tive •:if expl•:iratory resear•:h is "tc'. refine •:oncepts and 

hypothesis for further research." The researcher felt that 

at this point, she was unable to formulate a hypothesis. 

There were so many questions about the extent of caring 

being done by young carers that clarity was needed before 

more specific questions could be asked. 

4.3 THE UNIVERSE 

The universe was selected from the current caseload of the 

Association for the Physically Disabled <Western Cape) and 

its branches: Tygerberg, Paarl, Worcester and the West 

Coast ( c f • 3. 2. 2 : 40) • The resea1•.,:her had requested that 

the social workers scrutinize their current caseloads to 

l•:•ok fc•r children bt?tween ·the ages c•f six years and eighteen 

years who reside in the homes of a disabled client. Two 

hundred and thirty one cases of physically disabled clients 

were identified by the social workers and submitted to the 

researcher. F•:iur hundred and seventy children between the 
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ages of six years and eighteen years inclusive were 

identified in these two hundred and thirty-one cases, these 

children formed the universe. 

The Assc•c iat ic•n. for the Phys it: al 1 y Disabled <Western Cape) 

and its branches see clients with a variety of physical 
\ 

disabilities. The researcher has identified the disabilities 

which the disabled persons had who were represented as cases 

for the sample. (cf. Appendix 2 : 135) 

4.4 THE SAMPLE 

The sampling technique used was probability samplingt 

specifically, random sampling. Each SC•C ial WC•r ker 

submitted a list with the following detail: 

File no Diagnosis 

Sixteen lists were submitted. 

Address 
No. of ch. 
6yrs-18yrs 

To each list was assigned 

the first initial of the social worker's name and a 

numerical number for each item on the list. 

cases were randomly selected by using an interval of three, 

which gave the researcher a sample of seventy-two 

respondents. At the time of the interviews only forty two 

cases were used as two cases had moved and the children of 
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two other cases were attending boarding schools. As a 

result •:if this, S'even •:hil dren rep·resented in these cases 

were then excluded and therefore only 65 children were then 

interviewed. 

4.5 RESEARCH TOOLS 

4.5.1 

• 

4.5.2 

Literature Review 

Although the literat·ure· search yielded only a 

smal 1 amount of literature <iwhii:h was pr imaY ily 

of British and Amercian origin) this nevertheless 

gave the researcher some insigh~ into the field of 

study and provided some of the required 

Literat":lr~ __ pertaining to the .. S•:iuth 

African context was limited~ 

Interview Schedule 

Several factors influenced the development of the 

interview schedule. It had to be designed (in 

such a way> that either a six year old or an 

eighteen year old cc•uld understand it. The 

questions were designed to cover the following 

areas: identifying particulars of the young carer, 

the disabled person, caring activities,replacement 
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activities and general. The interview schedule 

contained only 18 items but this proved to be 

satisfactory 

researched. 

e>':plore the topic being 

Administration of the Interview Schedule 

To test the effectiveness of the interview 

schedule, a pilot study was conducted. The pilot 

study was conducted with four cases which had been 

closed at the time the researcher requested the 

names for this research. During the pilot study 

ambiguous questions were identified and removed. 

The interview schedule was also reconstructed by 

adding the hours spent columns (cf. Appendix 4 : 

143) which simiplified the questions on the caring 

activities and the replacement activities making 

it m•:•re manageable f•:•r the rese~-archer. 

The researcher persc•nal l y the 

interviews. The social worker in each instance 

accompanied the researcher to the homes of the 

respondents. Th~ researcher was aware of the 

sensitive nature of the research and to gain 
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access to the children, thought it would be better 

to go with a person they already knew. The social 

wc•rkers in turn used this opportunity to conduct a 

counselling sessic•n with the disabled pers•::cn. 

The respondents were told that in the past the 

Association'.s servi;:es had been f.1:1cussed c•n the 

disabled person. Now, they were looking further 

afield to the families, particularly the children 

to see if there was any kind of service the 

children needed. Hence, the research was designed 

to ask the children questions in an attempt to 

make recommendations. 

The researcher introduced herself the 

respondents and assured the respondents that she 

would only take a half an hour_sif their time. She 

al so assured the respondents that the quest ii::ins 

were not difficult. The researcher also 

as•:ertained which language w•:•uld be •:c•nvenient fc•r 

the child and conducted the interview in the 

requested English or Afrikaans medium. This 

introduction relaxed the respondents sufficiently 

for the researcher to then ask the relevant 
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quest ions. The researcher was aware of 

interviewer bias but felt that the use of field 

workers would perhaps complicate the situation by 

introducing other ~orms of biases. 

A Scale 

The researcher used a scale ·to weigh the 

resp1::indents. The same scale :was used fc•r all the 

interviews to ensure v_al idity. It was a kilogram 

scale, ranging from 0 to 120 kilograms. The scale 

is also considered to be a valid measurement tool 

because it eliminated any possible errors which 

could have arisen if the weight was estimated. 

chapter wi 11 deal with the analysis c•f the data 
I 

gathered through the use of the interview schedule and the scale. 



CHAPTER FIVE 

5. DATA ANALYSES AND FINDINGS 

This chapter reflects the data ~athered by means of the 

interview schedule and the scale, (cf. 4.5.2 :48, 4.5.4:51>. 

The researcher will evaluate the data and the findings will 

be presented in the form of tables, graphs, histograms, pie 

charts and a short discussion. 

The contents of each section of the interview schedule will 

be evaluated and analyzed individually and if appropriate, 

in combination with other sections. 

To obviate confusion when reading the results, the 

following may be useful: 

i. The children in the study are referred to as young 

carers. 

ii. Young carers are the respondents. 

iii. Only where specified will the disabled persons be used 

in the presentation of data. 

5.1 IDENTIFYING PARTICULARS OF THE YOUNG CARERS 

This section will contain a summary and a short disc~ssion 

of the profile findings c•f the respondents. 
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5 .. 1.1 TABLE: AGES OF RESPONDENTS 

AGE NO .• OF' RESPONDENTS x 

6 4 6. 2% 

7 4 6. 2% 

8 5 7. 7'Y. 

9 4 6.2/. 

10 8 12. 3% 

11 2 3.0/. 

1--· 5 7. 7% 
,,,;_ 

13 6 ~3 .•. 2/. 

14 10 15.31. 

15 4 6. 2% 

16 4 6.2/. 

17 3 4. 6% 

18 6 9.21. 

N = 65 100 

The sa.mple showed a fair represent at ion o.f the age 

categ.::ir ies .and ·there were respondents in each c.ategory.. The 

highest number of respondents (10) appeared in the 14 year 

age categ•::sry.. The lowest number of resp•::<ndent·s (3) weye in 

the 17 year age category. 
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PIE-CHART: SEX OF RESPONDENTS 

43. 1% 

MALE 

FEMALE 

=D 
=D 

There were 28 (43.1%) males and 37 (56.9%) females in the 

sample. 
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S.1.3 TABLE: RESPONDENTS ATTENDING SCHOOL 

SCHOLARS NO. Or RESPONDENTS 

YES 60 92.4'Y. 

NO 7. 6'Y. 

N = 65 1 OO'Y. 

60 ('32. 3/.) of the re.spondents were scholars and 5 <7. 6'Y.) 

respondents wel"e not. 2 c•f the 5 respondents who wer-e nc•t 

scholars had just turned 6 years old and would only star-t 

attending school in 1992. The r.ese.aYcher- had asked. f•:•Y' 

school-going chi 1 dren but· i.n these instances the social 

wor-kers had Just ~sed the age factor-. 3 of the 5 

r-espondents reported that they were no longer attending 

school because they had decided to help with the car-ing of -the disabled person as no one was at home to do the· caring • 
......, 

The youngest respondent who left school to do the car-ing was 

15 years old. Her-e aga.in the social worker-s were under the 

impr-ession that these children were still attending school. 
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5.1.4 TABLE: SCHOOL. STANDARDS OF THE RESPONDENTS 

STANDARD 

SUB-A 

SUB-B 

1 

2 

3 

4 

5 

6 

7 

8 

9 

10 

NO 

N = 

OF RESPONDENTS 

2. 

8 

5 

6 

5 

6 

8 

6 

7 

4 

2. 

1 

60 

'Y. 

3. 3/. 

13.3/. 

8. 3/. 

.10.0'Y. 

8. 3% 

10. O'Y. 

13. 3/. 

10.0Y. 

11 • 7/. 

6.7/. 

3. 3/. 

1. 7/. 

100 

The h:ighest concentratic•n 'Of r~spondents (8) •:tut of the 60 

Yespondents who were schola.rs were in the standaYd 5 

categc•Yy. This table indicates that :20 (33. 4'Y.) respondents 

weye in senioY secondary school while 40 (66.6/.) respondents 

weYe in primaYy school.. The age categories indicated that 
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33 (55. O'Y.) respondents were· of· senior seconda.ry school age. 

In this research ·the objectiv,e was m.:it to assess why, if 

any, causal factors. related to the· caring had an impact on 

the y•:•ung carer's educ at ion. Th.is .is an impc•rtant quest ic•n 

which could form the basi.s of further research. 

5.2 .IDENTIF"YING PARTICULARS Of" THE: PHYSICALLY DISABLED PERSON . 

. 
This secti•:•n will consist ·C•f a shi:•rt discuss.ion on the 

profile of the physically disabled person. 

5. 2.1 TABLE.: CARERS RELAT.IONSHIP TO THE 

.DISABLED PERSON 

DISABLED PERSON'S 
RELATIONSHIP TO THE 
YOUNG CARER 

MOTHER 

FATHER 

SISTER 

BROTHER 

COUSIN 

OTHER 

N 

NO OF PHYSICALLY 
DISABLED PERSONS 

30 

20 

.1 

10 

3 

1 

= 65 

PHYSICALLY 

46.5'/. 

30.7'/. 

1 • 5'Y. 

15. 3'Y. 

4. G'Y. 

1. 5'Y. 

100 
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The cla.ss. whi.ch had the most physically disabled persons 

C30) was that of mc•theYs. There were no .a'Lmts,, uncles and 

grandparents in the c.ases from whi.ch the sample was drawn. 

There was only one respondent U. 5J.) in the •other' •=lass 

and thi.s was a 10 ye.ar cild girl whc·· cared for a neighbour 

who had a TB Spine (cf Appendix 2 : 135) 

5.2.2 TABLE: TYPE ,QF PHYSICAL DlSABlLlTY 

(cf 5.2.2 : 59) 

Amputations and paraplegia represented the hi.ghest number of 

physically disabled persons <:10 and 11 respectively) per 

category. In both cases the persons could be wheelchair

bc•und., .Bilateral amputees and :paraplegics are trained to 

achieve independence by max imi.z ing their arms sc• making 

them less dependent on care.. .In •:ine i:ase of the sample, a 

13 yeaY old boy was providing total caYe for his father who 

lost both his arms .in an explosion .. The categories 

quadraplegia and multipl.e sclerosis had 6 persons in each 

1:.ategory.. In both cases this type of disability at its 

severest stage can cripple all fou.r limbs (cf. Appendix. 2 : 

135) and requi.re ·total care. 

All the other type.s of physical di.sabil it ies wil 1 be 

defined later Cc f. Appendix 2 : 135). 
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5. 2. 2 TABLE: TYPE OF PHYSICAL DlSAB.lLlTY 

NO OF 
TYPE PHYSICALLY Y. 

DISABLED 
PERSONS 

AMPUT.AT IONS 10 15.4Y. 

CEREBRAL PALSY 5 7.7Y. 

CONGENITAL MALFORMATION 4 6 .• 2Y. 

GULLIAINE BARRE 3 4.61. 

HEAD IN.JURY 3 4.61. 

HEMIPLEGIA 1 1. 5Y. 

HUNTINGTON'S DISEASE .1 .1. 5Y. 

MULTIPLE SCLEROSIS 6 9.2Y. 

MUSCULAR DYSTROPHY 3 4.6Y. 

OSTEOGENESIS IMPERFECTA 1 1. 51. 

PARAPLEGIA 11 16.9Y. 

POLIOMYELITIS 3 4.6Y. 

QUADRAPLEGIA 6 '3. 2Y. 

SPASTIC DISPLEGIA 3 4.GY. 

SPINA BIFI.DA 1 1. 5Y. 

TB SPINE 4 6.2Y. 

N = 65 100 
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5.2.3 TABLE: AGES OF THE PHYSICALLY DISABLED PERSONS 

/ 

AGES 

1 - 10 

11 20 

21 - 30 

31 - 40 

41 - 50 

51 - 60 

NO OF PHYSICALLY 
DISABLED PERSONS 

7 

6 

4 

36 

11 

1 

N = 65 

10. 8% 

'3. 2/. 

6.2% 

55.4% 

16.'3r. 

1. 5% 

100% 

The majority of the physically dis~bled receiving care were 
- --. 

adults. 52 (80%) persons were over the age of 20 years, 13 

<20%) persons were 20 years and under. The.greatest 

concentration of phyiically disabled persons (36) were in 

the 31-40 class. 

Other than the weight, no further information with regard to 

the prc•file of the physically disabled 

ascertained. 
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5.3 INAPPROPRIATE TYPES OF CARING ACTIVITIES 

This section forms one of the most important aspects of this 

research. 

5.3.1 

l<EY 

PIE- :/CHART: THE NUMBER OF YOUNG CARERS INVOLVED IN 
INAPPROPRIATE TYPES OF CARING 
ACTIVITIES 

4•3. 2/. 

..:' NOT INVOLVED 

INVOLVED 

=D 
=D 
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The interview schedule yielded the following findings. Only 

33 (50.8%) respondents were involved in inappropriate types 

of caring ~ctivities. The remaining 32 (49.2%) respondents' 

schedules were therefoYe set aside and all further data 

analysis was conducted with the 50.SX 

5.3.2 TABLE: SEX Of" YOUNG CARERS INVOLVED IN INAPPROPRIATE 
TYPES Of" CARING ACTIVITIES 

SEX NO OF RESPONDENTS 

MALE 1S 54.5% 

FEMALE 15 45.5% 

N = 33 100 

This table reflects that there were more male (18) young 

carers than female (15) young •:arers involved in 

inappropriate types of caring activities. This is a 

significant factor when considering that there are more 

mothers C4G.5%) than fathers (30.7%) who the young carers 

were caring for. 

(cf.5.3.3 . . 63) 

Also some of these caring activities 

have initimate implications, for example, 

changing sanitary towels. 
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The YeseaYcheY had left- additional space on the inteYview 

schedule f•:ir activities which the respc•ndents felt shc•uld be 

on the list of caring activities (cf. Appendix 4 : 143). 

The Yespc•ndents added several types c•f •:ar .ing activities, 

the yeseaYcher considered the. following to be additional 

inappropY iate caring .act i vi t ·ies: emptying and c 1 ean i.11~ -a 

urine bag, , fitting a condom for an incontinent person whc• 

does nc•t use a catheter and cleaning and bandaging severe 

pressure sores. 

The yespondents claimed not to be involved in the following 

types cof caring activities: bowel ·evacuation; catheter 

insert ion an.fl in.ject ions. Al 1 wheelch:air-bc•und persons need 

to have some form of bowel regime because they have no ..... -

feeling in that area. In sc•me cases it can be. dc•ne through 

using laxatives and in other ins·tances manual evacuation 

would be required. This is a sensitive issue and the 

Yespondents appeaYed to prefer tc• .just 1 eave it at 

assisting with toileting, than to be so specific despite the 

question being asked. The two inappropYiate types of caring 

activities that had the highest frequency were bathing 

(57.5%) and toileting (54.5%). 7 (21.1%) respondents 

admitted to changing sanitary towels and fitting condoms. A 

15 year c•ld young carer described her wc•rst type of caring 

activity as that of changing the bandages and cleaning an 
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enormous pressure sore which took an hour of her time. 

This section provided the researcher with the evidence that 

young carers are involved ·in inappropriate type of caring 

activities for the physically disabled. 

5.4 INAPPROPRIATE CARING IN TERMS Ot TIME 

KEY 

This section will analyze the time in terms of hours per 

day, week and month. The researcher has already set the 

baseline with regard caring that is inappropriate: exceeds 

4 hours per day; 28 hours per week and 112 hours per month 

(cf. ,., ,., •'") .-, 
~ . ...;, . ..:.. . ..::. : 35) 

5.4.1 PIE CHART: NUMBER Ot RESPONDENTS INVOLVED IN 
INAPPROPRIATE CARING IN TERMS Ot TIME 

46. 21. 

TIME APPROPRIATE 
TIME INAPPROPRIATE 
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This diagram indicates that 35 C53.8%l respondents were 

caring in excess of 28 hours per week. 30 (46.:2%) 
~ 

respc•ndents spent less than 28 hours per week caring. 

S.4.2 GRAPH: NUMBER OF" HOURS SPENT CARING PER DAV 

(cf. 5. 4. 2 : 67) 

This graph indicates that the highest frequency was at the 4 

C2'3. 2%> hour and c•ver mark. 35 C53.8%l respondents were 

involved in caring that exceeded 4 hours. The lowest amount 

of time caring was 20 minutes (.33%) per day. 

-
The most excessive caring per day was 10 hours and 45 

minutes. This respondent is a 15 year -old girl who is 

providing total care for her mother who has ~ TB Spine and 

is bedridden. 

S.4.3 GRAPH: NUMBER OF" HOURS SPENT CARING PER WEEK 

( c f • 5. 4 • 3 : 68) 

The baseline for hours of caring per week is 28 hours. So 

hours in excess of 28 hours is seen as being inappropriate 

in terms of time. The highest frequency was 12 (18.4%)' 

respondents on both-sides of the baseline. 

Despite this, the 35 C53.8%) respondents involved in 
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ina.ppropr ia.te caring in terms of time were st i 11 in the 

ma..jc•r i ty. 

5.4.4 GRAPH: NUMBER OF HOURS SPENT CARlNG PER MONTH 

(cf. 5.4.4: 7(>) 

The yc•ung carers whc• spent more than 112 h•:iurs per month 

caring were caring inappropr .iately in terms of time. The 

gyaph on the mc•nthly hours spent indicates that the category 

115-149 hc•UYS C29 •. 2X> t1:• have the most respc•ndents ( 1 '3). 

The average amount of hours of caring in this category was 

36 C55.3X> young carers were 

indicated as ca.ring inappropYiately in terms of time. 

The international literature recorded that the cayeys who 

needed help were ca.Ying between 4 to 6 hours peY day (28 to 

42 per week, 112 to 168 hours per month> 

5.5 INAPPROPRIATE CARING IN TERMS OF" ,WE.IGHT 

This se•:tion will lcu:•k at the respc•ndent's weight as •::ipposed 

to the weight of the physically disabled persons in an 

attempt t•:• establish if inapprc<pr iate cay ing in terms •:•f 

weight was taking place. 

--------------------------------
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PIE CHART: THE NUMBER OF RESPONDENTS INVOLVED IN 
INAPPROPRIATE CARING IN TERMS .OF WEIGHT 

30.8/. 

NOT INVOLVED = D 
INVOLVED = D 
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The pie chart presents the following findings: 45 C69.2'Y.l 

respondents were involved in inapprc•pr iate caring in terms 

of weight, while 20 (30.B'Y.l respondents were not involved in 

weight-related activities. 

5. 5. 2 GRAPH: INDICATING THE WEIGHT DU"FERENCES BETWEEN THE 
YOUNG CARERS AND THE PHYSICALLY DISABLED 
PERSON 

(1:f .• 5.5.2 : 73) 

The graph is a cc•mbination. of the weights of the young 

carers and the physically disabled persons. It highlights. 

the significant discrepancies between the two groups. The 

highest percentage yc•ung carers C:29. 2'Y.) were fc•und in the 

45-55 kilogram weight category. The highest percentage 

C32.3'Y.l disabled persons were found in the 86-95 kilogram 

category. All the young carers weights did not exceed 65 

kilograms. The majority of the physically disabled persons 

(45 respondents) weights were in excess of 65 kilogram. 

The lowest frequencies occurred in the following caring 

activities: assisting with walking, 6 respondents and 

picking up the wheelchair, 3 respondents. 

The inapprc•priate caring activities with regard to weight 

represented the highest number of respondents and the 
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frequencies for the individual activities were also very 

high. 

5.5.3 HISTOGRAM: INAPPROPRIATE CARING ACTIVITIES IN TERMS 
OF 'WEIGHT 

(cf. 5.5.3 75) 

As already stated, 45 (69.2'/.) r.,espondents were inv•::ilved in 

inappropriate caring in terms of weight. These 45 

respondents were asked if there were any additional caring 

activities they were involved in. The researcher considered 

one of the additional activities, picking up the wheelchair 

to be inappropriate in terms of weight. The caring 

activity which presented with the highest frequency (68.8/.) 

was pushing the wheelchair. ~ 

The second largest group (64.4/.) were involved in assisting 

sc•meone else in lifting the physically disabled person. The 

despite the enormous discrepancies in the 

weights were in fact, the respondents (51.1/.J who 

directly assist in the lifting of the person without any 

help. 11 <24.4/.) respondents had to regularly turn the 

physically disabled person. 
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5.6.l GRAPH : THE AGES OF THE RESPONDENTS INVOLVED IN INAPPROPRIATE TYPES OF CARING ACTIVITIES 
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35 yesp•::indents in different age gy-oups Y"anging from 7-18 

yeaY"s were involved in inap.propr iate caring in terms elf time 

and age. 

5.6.3 GRAPH: THE AGES·Of' THE. RESPONDENTS WlTH REGARD TO 
HOURS Of' CARING PER WEEK 

( c f • 5. 6. 3 : 80) 

This gy aph shc•ws tha·t even a £ year old spen~s l hc•UY" per 

day (7 hc•uY"s per week) c:a.ring for a physi•:ally disabled 

persc•n. 

The fc•l lowing age categories all indicated more than 28 

hc•urs caring per week: 12 years, 13 yea.rs, 14 yeaYs, 15 

years, 17 years and 1.8 years. The respondents in the age 

categ•:•r ies 15 years and 18 years spent 41 hc•L1rs caring per 

person per week. 

Belc•w the baseline th,e respondents in the 9 years category 

spent 22 hc•urs caring per week, whi•:h is not much less than 

28 hours per week. 
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5.6.4 TABLE: . AVERAGE. HOURS 1DF CAR.I:NG PER .WEEK IN SPECIFIC 
AGE CATEGDR.IES 

AGE NO. OF RESPONDENTS AVERAGE HOURS 

7 1 39.0 

8 1 29.58 

'3 2 .33. 24 

10 5 38.11 

11 

12 4 38.5 

13 4 35.9 

14 5 44. 18 

15 ·4 50.6 

16 1 40.0 

17 3 3'"' .·.-,.-., 
.L. "'" 

18 5 46.6 

This table reveals that the highest average hc•urs of caring 

per week per age j:ateg•:•ry was in the 1·5· year categ•:•ry. An 

average of 50.6 hours was being· spent by a 15 year old on 

•:aring per week. Th.is av.erages out tj:• 7.2 hours per day~ 
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The highest number of respondents (5) were found in the 10, 

14 and 18 year old categories with averages c•f 38.11, 44.18 

and 46.6 hours per week per person respectively. 

A fifteen year old would normally spend 7 hours at school, 2 

hours on homework and if, as is indicated the young carer 

spends 7 hc•urs on caring, then only 8 hc1urs w•::iuld be left 

fc•r sleep. If this is indeed the picture the young carer 

would have had no time to eat, get dressed and travel to and 

frc•m schoc•l and have leisu.re time. 

5.6.5 GRAPH: WEIGHT DIFFERENCES BETWEEN YOUNG CARERS AND 
THE PHYSICALLY DIS.ABLED IN EACH AGE CATEGORY 

(cf. 5.6.5: 83) 

For this graph the average weights of the respondents and 

the average weights of the physically disabled persons were 

taken in each age categ•:•ry. This highlighted the weight 

difference between the two for each age category, for 

example, the yc•ung •:arer's weight average in the 6 year •::ild 

category was 18 kilograms and the disabled person's was 95 

kilograms so the weight difference was 77 kilograms (81.1X). 
, 

A six year old related how she has to lift her father's legs 

up to put each foot on the step of the wheelchair. With the 

type of weight difference the researcher has just mentioned 
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this type of caring is considered inappropriate. The 

youngest person who assisted with a lifting a the disabled 

person was 7 years old. The weight difference in this 

categc•ry was 33 kilc•gr_ams which indii:ates the weight of the 

physically disabled person to be twice the weight of the 

" In Chapter 3 Ccf. 2.8.5 : 37) the researcher asserted that 

the young carer would only be able to pick up half his 

weight. This is also relevant when assisting someone else 

to avoid ·inctirring back injuries. The lowest weight 

difference occurred in the 15 year age category which was 

16.3 kilograms (25.4%). 45 (69.2%) respondents were 
~ -.1 . 

i~~olved in ina~propriate caring in terms of weight and age. 

To end c•ff this sub-section the resear•:her will show the 

percentages of the different types of inappropriate caring. 

5.6.6 HISTOGRAM: THE PERCENTAGES OF' THE INAPPROPRIATE CARING 

( c f • 5 • 6. 6 : 85) 

This diagram indicates that the most inappropriate caring 

was in terms of weight C69.2Xl. The category which showed 

the least number of respondents C50.7Xl was that of 

inappropriate types of caring activities. 
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5.6.6 HISTOGRAM: THE PERCENTAGES OF INAPPROPRIATE CARING 
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This histogram presents the researcher with a global picture 

c•f the evidence that yc1tmg •:arers · are · invc•l ved in 

inappropriate caring activities. The concretized variables: 

type of caring activity, time, weight and age have been 

tested and have proven the extent and the nature of the 

inapprc•pr iateness ctf the •:are y•:•ung carers render tc• the 

physically disabled person. The average of the various 

inappropriate caring activities indicate conclusively that 

56.8% of the respondents C37) were involved in inappropriate 

caring. 

5.7 REPLACEMENT ACTIVITIES 

These activities refer to activities that the physically 

di sab 1 ed per s•:•n could have been doing before his/her 

disablement. It also refers to activities that would 

normally be done by the physically disabled person. 

Cc f. 3. 3. 4 : 43) 
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5.7.1 PIE CHART: NUMBER OF RESPONDENTS INVOLVED IN THE 

KEY 

REPLACEMENT ACTIVITIES 

NOT INVOLVED 
INVOLVED 

This diagram indicates that only 61 (93.8%) respondents were 

involved in replacement activities. Of the remair.ing 4 

respondents there was a 6 ahd a 7 year old who were not 

involved in any replacement activity. 

consisted of an 8 and a year old girls who were not 

involved in replacement activities for their fathers but 

spent all their time caring. The 8 year old was involved in 

I 
I 

------------ -- __ _J 
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29.35 hours and the 12 year old was involved in 62.30 hours 

of caring pe~ week, these both exceeded the 28 hour 

baseline, so therefore it is considered inappropriate in 

terms of time. The latter had the third highe~t amount of 

hours spent caring per week out of the whole sample. 

5.7.2 HISTOGRAM: REPLACEMENT ACTIVITIES f"OR SPECIFIC 
PHYSICALLY DISABLED PERSONS IN TERMS Of" 
HOURS PER WEEK 

(cf.5.7.2 : 89) 

The h istc•gram shc•ws that 27 respcindents were involved in 

doing repla•:ement _sstivities for mothers. It registered the 

most houri, 604.25 hours which averages to 22.34 hours per 

young carer per week, doing the following replacement 

activities:. preparing a meal, 
~ - . 

18 respc•ndents 

and washing clothes to mention 
I 

were 'involved in replacement 

activities for fathers and these 18 resulted in 336.42 hours 

per week. The replacement activities per person on average 

was 18. ~- hc•urs per week. Brc•thers and sister replacement .._ 

activities only involved 9 and 1 respondents respectively. 

The c•ther, in this instance, refers to 5 respondents 

involved in replacement activities for 4 cousins and 1 

neighbour. 
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5. 7. 3 GRAPH: TYPES OF REPLACEMENT ACT.I'VlTIES 

(cf. 5 .. 7.3 : '31) 

The graph consists of 36 different replacement activities. 

The activities that were most frequently en1:c1untered were 

those of: the drying of dishes C37 respondents>; scrubbing 

( .-,.-, 
•• ~L t.-aking the refuse (32 

respi::andentsl and washinc:i of dishes (35 resp•::indentsl. ,-

The activities which had the lowest frequencies (under 5%) 

were: budgeting <1 respondent); feeding siblings <2 

respondents>; setting the table <2 respondents) and washing 

the car C2 respondents>. The other low frequencies 

recorded were the categories which the respondents added to 

the list, which are: washing pets C2 respondents>; feeding 

pets C3 respondents>; cleaning the pool 

chopping woc•d C2 respondents) and carrying water C1 

respc•ndent). The finding that mer its dis·•:ussic•n is that in 

mc•st of the cases the young carers were involved in several 

house cleaning activities. The researcher, through 

discussion while administering the interview schedules, 

discc•vered that in cases where the physically disabled 

person was a father or sibling and the mother was the 

primary carer, the respondents were involved in a wide 

range of replacement activities. They were not only 
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involved in the sibling/father replacement activities but 

als•:• in the activities elf the mc•ther whc1, being the primar-y 

carer, was unable to do her share of 

activities. There was also another scenar-io wher-e the 

father was the physically disabled person and the mother had 

to be the breadwinner-. In this instance, the young carer 

was involved in both the replacement activities of the 
I 

mother- and the father. 

5.7.4 GRAPH: REPLACEMENT ACTIVITIES PRESENTED IN HOURS PER 
:WEEK AND THE AGE CATEGORIES 
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This graph indicates that the 2 categories 11 years and 16 

years had the highest frequencies: 35.12 hours and 51.5 

hours respectively were utilized per week for replacement 

a•:t i vi ties. The main con•:entrat i,on c•f respondents was in 

the 15 to 25 hours of replacement activities per week. 36 

respondents were identified in these categories with an 

average of 19.60 hours per person per week being spent on 

replacement activities. 

S.7.S GRAPH: COMPARISON OF HOURS Of" CARING AND REPLACEMENT 
IN THE DU:"f",ERENT AGE CATEGORIES 

( c f • 5. 7. 5 : '34 ) 

The age categories 15,16 and 17 years showed a marked 

difference between the hours spent on caring and ~he 

replacement activities. In the 15 year old category the 

average hours of caring per week ~as 41.0 hours and the 

average hours spent on replacement activities were 26.65 

hours. These hours together were equal to 66.65 hours per 

week. The researcher did not set a baseline for hours spent 

on replacement activities but these 66.65 hours would be 

considered to be inappropriate in terms of time and age. 
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Initially 3 of these respondents were not involved in 

' inappropriate caring, in terms of time, but now all 5 

respondents in this age category are involved in 

inappropriate caring, in terms of time because the 

replacement activities are as a result of the physically 

disabled person. 

The closest interval was in the 6 year old category where 

the average hours spent on caring was 7.0 hours and, 

replacement activities was 12.55 hours. This means that 

19.55 hours were spent on the two activities per week which 

was significantly lower than the baseline of 28 hours per 

week for only one of these activities. On the whole, this 

graphic representation indicates that where hours spent on 

caring is a considerable amount, the hours spent on the 

replacement activities are usually a relatively smaller-

amount. 

The reverse is also true, as seen in the 16 year category 

where the hours spent on the caring activities per week was 

only 14.0 hours which was considered to be reasonable, but, 

the hours spent on replacement activities were excessive 

(51.57 hours per week) and means that this young carer 

spends 65.57 hours on these activities._ That means out of 

the 168 hours .in a week, 39.8% (65.57 hours) of the time 
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was being spent on caring and 20.8% C35 hours) was spent 

on going to school per week which is equal to 60.6%. This ' 

leaves 39.3% of the hours in the week for 8 hours per night 

sleeping which is equal to 33.3%. This leaves an 

impossible 12 hours per week for eating, homework, bathing 

tri list a few vitally essential activities in the life of a 

child between the ages of 6 years and 18 years. According 

to this graph all young carers of 8 years (57 respondents) 

and over are caring inappropriately because of the time 

factor. 

The researcher has now dealt with all the inappropriate 

types of caring and the replacement activities. 

5.8 GENERAL 

There was some general information which the researcher was 

able to establish about the young carers. 
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5.8.1 PIE CHART: DID SOMEONE SHOW YOU HOW TO CARE 

29.2/. 

KEY 

D NO = 
y :::s = CJ 

46 respondents were shown how to care. 45% of this number 

of the respondents were shown how to care by the able bodied 

family members. The remaining 18% were either shown by the 

district nurse or a physiotherapist at the hospltal. 
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5.8.2 TABLE: LENGTH OF" CARING 

YEARS NO OF RESPONDENTS % 

1 - 2 18 27.7% 

3 - 4 20 30.7% 

5 - 6 '3 13.8% 

7 - 8 5 7.7% 

9 - 1 (> 7 7.7% 

10 + 8 12.4% 

N = 65 100 

The majority of respondents (20> had been caring for 3 to 4 

years. The second highest frequency was in the 1-2 years 

Therefore 58.4% of the respondents were 

caring 4 years and under: 19 (29.2%) respondents have been 

caring for 10 years and under; 12.3% have been caring for 

more than 10 years. 



5.8.3 TABLE: HELP NEEDED 

HELP NEEDED 

YES 

NO 

NO O~ RESPONDENTS 

27 

38 

N = 65 

41. 5/. 

58.5/. 

100 

Many of the respondents C58.5/.) said that they did not need 

help. They felt that this was a family matter and outsiders 

were not needed. A few respondents said that their families 

had to take on this challenge of caring because it was seen 

An 18 year old respondent told the 

researcher that as she grew up she knew that as each of her 

3 elder sisters left home to get married the caring would be· 

passed on and she would get her turn, she said she had a 

sister of 16 years who would now already been shown how to 

care for their quadraplegic mother when it becomes her turn. 
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5.B.4 TABLE: TYPES Of" HELP NEEDED 

TYPES OF HELP NO OF RESPONDENTS 'Y. 

BATHING '12 44. 4% 

BANDAGING PRESSURE SORES 1 3.7% 

CHANGING SANITARY TOWELS 2 7.41. 

DRESSING 1 3. 7% 

HOLIDAY PROt3F~AMME 1 3. 7% 

HOSPITAL VISITS 2 7.4% '-.. 

LIFTING i'l 77.71. 

LISTENING AND TALI< ING 3 11. 1% 

LOOKING AFTER THE PERSON 4 14. 8% 

PREPAF.: I Nt3 MEALS 1 3. 7% 

REPLACEMENT ACTIVITIES l 3. 7% 

SCHOOL WORI< 7 25. '3% 

TOILETING 7 25. '3/. 

TURNING THE PERSON 1 3. 7% 

WALi< ING 2 1. 4% 

WASHING THE PERSON'S CLOTHES 2 7.41. 

WHEELCHAIR 2 7. 4% 

WOOL FOR HOME INDUSTRIES 1 3. 7% 
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The respondents were exceptionally hesitant to ask for help. 

Sc•met imes afte.r the intier-view was c;:•mp1eted help wc•uld be 

sought, as if it was an afterthought. A request for 

assistan•:e with lifting the physically disabled persc•n drew 

the largest response (77.7%> out of the 27 respondents who 

requested help. The next highest resp;:•nse (44. 4%) was fc•r 

assistance with bathing the physically disabled person. The 

yc•Lmg •:arers in sc•me instana:es wanted help ·tc• make the 

physically disabled person more cc•mfortable. There were 

requests fc•r wheel•:hairs in twi:• instan•:es whe·re there was nc• 

wheelchair. One young carer requested wool so that his 

sister could occupy herself. There were also requests for 

arrangements for .hospital visits as a result of transport 

difficulti-es - this appeared tc• be a p·r·::iblem ft:,y the y•:•ung 

carers. There were also 3 Cll.1%> requests for someone to 

just talk and listen: a 14 year old complained that after 

all her chores she was too tired to sit and talk, she needed 

that time to sleep. The.re were als·•:• requests frc•m 4 

r espc•ndent s for someone to look after the physically 

disabled person whi~e they were sick. 

9 years and 18 years, said that then they would be able to 

attend school more regularly. A 15 year old also said she 

was a religious person and would like to go to church so she 

would appreciate 2 hours relief per week. 
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was spending 82 hours per week caring for her sickly 

paraplegic mother, as she was the only dependent her mother 

had. 

A 10 year old boy asked for some form of school holiday 

programme because he would like to go out, as they very 

rarely had the oppc•rtunity of going c•n outings. He spent 

34.15 hours per week caring for his paraplegic mother. 7 

(25.9/.) respondents asked for assistance with their school 

work because they are not making progress. One 15 year old 

boy had failed standard 6 twice and was particularly 

c•:•n•:erned but he said he did not have ti.me for extra 

attention despite his request for help. 22 (81.5/.) 

respondents asked for help with inappropriate types of 

caring activities. 24 (88.8/.) respondents who are involved 

in inappropriate caring in terms of weight asked for help 

with lifting, turning the person and assisting the person 

with walking. 
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5.8.5 PIE CHART: YOUNG CARERS AS PRIMARY CARERS 

33.8/. 

KEY 

PF.: I MARY CA PEPS 

PERIPHERAL CARERS 

22 (33.8/.) respondents were identified as primary carers. 

The remaining 42 (66.2%) respondents were all peripheral 

carers. This supports the international literature. in 

chapter 2 (cf. 2.4.1: 18). 
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5.8.6 HISTOGRAM: PRIMARY CARERS 
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As the researcher has already stated 22 respondents were 

identified as primary carers. 

researcher wanted to identify if there were more female 

than male primary carers in this group. Of the 33.8% the 

female young carers giving primary care was 63.6%, the 

remaining 36.3% being male. During the ;:c•urse c•f the 

interview the young carers had also identified who was the 

primary carer, in their opinion. In the other 43 cases 

(66.2%:>, the females were the main source of primary care, 

sisters and mothers looked after the physically disabled 

pers•::ons. This confirms the findings of the Sandwell 

research Ccf. 2.4.2 19). These statisti•:s have confirmed 

what has been said in some of the literature that females· 

form the majority of primary carers as was seen in Equal 

Opportunities Commission research repc•rt ( 1 '382 ) • ( c f • 

2.3.2. : 14) If there is nc•t a mother, then there is a 

sister or grandmother. This is a thought provoking issue 

which could form the basis for further study. 



5.8.7 PIE CHART: 

KEY 
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HOMEWORK 
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NUMBER Or RESPONDENTS WHO RECEIVE SCHOOL 
HOMEWORK 

In the beginning of this chapter (cf. 5.1.3 : 55) it was 

stated that only 60 (92.3%) respondents were scholars: of 

the 60 only 55 C91.7%) respondents received homework. The 

remaining 5 C8.3%) respondents were in Sub A and Sub B where 

homework is not necessarily allocated. 
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5.8.8 TABLE: TIME SPENT ON SCHOOL HOMEWORK 

MINUTES NO OF f.:ESP.ONDENTS i:. 

1 - 60 37 67.3% 

61 - 120 •3 16.4% 

121 - 180 7 12. 7% 

181 - 240 1 1. 8% 

241 - 300 . 1 1. 8% 

N = 55 100 

This table highlights that the majority of the respondents 

(67.3%) only use one hour and under for their school 

homework. 20 of the 60 respondents were in high school (cf. 

5.1.4: 56) and it is expected that they would spend more 

than 2 hc•1.1rs c•n their hc•mew•:•rk as stated in •:hapter 2 (cf. 

2.8.4 36). Only 9 (16.3%) respondents spent more than ~ 

hours (120 minutes) on their homework. The significance of 

this fact did not receive any specific attention in this 

research but should be incorporated in any further studies. 

The researcher has now completed the analyses of the data 

The next chapter will intlude the researcher's 

recommendations and conclusion. 
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6. RECOMMEND.AT IONS AND CONCLUSION 

The researcher has found this area of research to be an 

enormous challenge. is that the 

assumptions. The findings of the previous chapter have 

produced the evidence that young children, defined in this 

research, as carers are indeed 

The researcher is not apportioning blame to either, the 

parents or servii:e deli very organ isat i•:•ns, at this point, 

because the inapprc•pr iate •:ar ing has come about b.y forc_e;_£f 

•: i rcumstance.s and no specific statutory Yul ing ·exists •=•n 

these situations. 

Currently, there is ignorance with regard to the needs of 

the physically disabled persc•ns in this cc•untry. F•:•r 

example, the battle continues for accessible buildings, to 

mention Just one area of concern. Seen in this context, it 

might be undeYstandable that adult carers have received an 

insignifi•:ant -amc•t.mt of attent.i1:1n cand that 

are still an unknown entity. 
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It has become evident from this research that young carers 

d•:• need help, even if, at this stage all the resp•:•ndents 

were nc•t cc•nfident enc•ugh tc• ask fc•r some fc•rm of relief. 

' 
The severity of the physical disability will dictate to what 

extent and what amount of time the young carer will spend on 

inappropriate caring. 
-~~==>'t-:"----,"7~~~==~.........., 

The Association for the Physically Disabled (Western Cape)· 

has a Care Attendant S•:heme whi•:h is ·c•ne w1-ay •:•f a!~sist ing 

the m•:•ment, c•nly 36 families in ·the magis·terial distrii:ts •:•f 

Wynberg, Cape Town, Athlone areas are benefiting from this 

mu•:h needed seYvice. At the mc•ment c•nl y mal·es are receiving 
? 

care. The lack of expansion has been primarily due to the 

state department's deh.ate •:•n the issue of subsizidizati•:•n. 

The research covered a vast area as c•utl ined in chapter 3 

(cf.3.2.2 : 40) and the need has been expressed from many of 

these areas, ranging frc•m the immediate northern suburbs t•:• 

the rural areas. 

Locally,· the organisation also has a carers' support group, 
- ----- $;-

which has thus far c•nly target·ed adults. Ther-e is alsc• the 

Independent Living Centre a project of the Association 

make the physically disabled persons more •:omfortable and \ 
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to make the carer's burden more manageable. The 

•:entre alsc• presents seminars to •:arers on lifting and 

turning the physically disabled person. The problem the 

rese;aYcher has encountered here, is that 

accessible tc• young carers because the seminars are held on / 

week-day mc•rn in gs during the sch•:•ol ·term. 

Some of the information gathered in the document, at times 

disturbed the Yesearcher. The sight of a 7 year old boy, 

unswervingly caring for a severely physically disabled 

mother and helping her onto a bedpan with extreme effort is 

a reality fraught with •:c•ntent ious issues. 

responsibility for the disabled person and siblings and 

maintaining a home with all the ·essential •:h•:•Yes. When 
~---,-~-~~-~=---_-----:;---.:_--:;-_:-::-:-;: -~--'--=-:----::i 

asked if she needed help, her only request was that, if it 

was at all possible, she would be extremely grateful if 

someone could just sit and talk to her mother because she 

does not have the time. 

Additional research is required to further examine the 

cursory findings presented in this d•:n:ument. There is 

little d6ubt that young carers are essentially vulnerable 

for to establish the criteria for young carers. 
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The findings indicated that the majority of children (69.2%) 

(1:f. 5.5.3 75) were involved in inappropriate caring in 

terms of weight. This sug.gests that attentHm shciL\ld be 
I 

paid by physiotherapists and other professionals not only to 

the physically disabled person but also to the family 

members who are considered to be the carers in cirder to 

prevent creating further physical disabilities in the fcirm 

of back injuries. -
Inappropriate caring in terms of time Cper day) indicated 

that 35 respondents (53.8%) were involved (cf. 5.4.2 : 66). 

In terms of hours spent caring per month 55.3% cif the 

respondents were involved Ccf. 5.4.4 : 69). This does not 

appear to be a large number, just a little more than half. 

35 respondents spent mc•re than 4 h•:•urs caring per day. The 

statistic changes dramatically when one consi~ers the hours 

spent on replacement activities. The initial 35 

respondents involved in inapprcipriate caring in terms of 

57 respondents when the hours spent on 

replacement activities are add~d. The researcher did not 

establish a baseline for the hours spent on replacement 

activities <cf. 5.7.2 : 88) . The graphic presentation (cf. 

5.7.5 94) indicates that all children over the age of 8 

years are involved in time inappropriateness because caring 
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time and replacement time would then be over 28 hours per 

week. The same effects will apply as has been stated in 

chaptef two (cf. 2.8.4 35) with regard to inappropriate 

caring in terms of time. as a result of 

constantly being 'on duty' has no leisure time. The 

researcher sees the major causal factor for excessive hours 

spent on replacement activities as being a result of the 

replacement of mother's activities. The study has 

evidenced that out of the 65 res~ondents, 27 respondents 

(41.5%) were dc•ing repl<a•:ement activities fc•r m•:•thers. <•:f. 

5.7.2 : 89) This represents almost half of the respondents. 

The researcher has already mentioned the Association for the 

Physically Disabled <Western Cape) Care Attendant Scheme's 

limitation with regard to the area it serves. Cc f. 6 

:109). Another limitation which is perhaps, c•ne that now 

with this evidence, should receive urgent attention, is that 

there are no femaie care attendants hence nc• female clients 

are rer:ei ving this essential service. This research 

iri~icated that·where there· are mothers incapacitated, the 

replacement .-activities are SC• much more demanding. Yc•ung 

carers, caring for their mothers should become a priority, 

for some form of relief provision. * 
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An additional significant time issue that was examined was 

time spent .:in homewc•r k. For this study, 

alluded that the time spent on caring effected the time --spent c•n hc•mewc•rk. The majority of the respondents (37) 

spent one hour or less on homework. Bearing in mind that 21 

resp1:1ndents we.re in sen ic•r 

respondents spent 2 hours and more c•n hc•mewc•rk. The 

at two hours (cf. 2.8.4 : 35). The fact that only half of 

the respc•ndents (50. 8/.) were inv•::il ved in inapprc•pr iate types 

of caring activities does not minimize this unsatisfactory 

situati•:•n. (cf. 5.3.1: 61). There are •::ither findings which 

merit attention before the researcher can make relevant 

re•:c•mmendat ions. Female young carers (63.6/.) f c•Y med the 

most primary young carers, out of the 22 primary young 

carers (33.8/.) identified <•:f. 5.8.5: 103). 

The majority of the respondents were from lower socio-

e•:c•nc•mic communities and ,only 3 respeindents had paid hc•me-

help. It was evidenced, that in the addition to the caring 

activities, the young carers also had to do all the 

The researcher did nc•t ask specific quest i c•ns on 

the c•veral l financial status of the family but ten young 

carers were also working in the afternoons or weekends to 

I 
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This could be because the 

physically disabled person is a grantee. 

The researcher hopes that further research will be 

severely disabl.ed pers1:•ns should 

than the 
( 

prescribed attendant allowance. 

Provision should actually be made for paid domestic services 

fcrr the wh•:•le week. Fc•r this reason, the present F.:5'0.00 per 

month is considered inadequate. 
"<':'.'." 

6.1 RECOMMENDATIONS 

-

Against the backdrop of the research findings the researcher 

wishes to suggest the following recommendations to the 

Association for the Physically Disabled <Western Cape) and 

its branches, other organisations and institutions, who 

render services to the disabled, frail and chronically ill, 

and the relevant state departments. 

The recommendations are as follows: 

6. 1. 1 That an awareness campaign b~ initiated to assist 

in identifying young carers. 
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6. 1. 3 

6. 1. 4 

6. 1. 5 

6. 1. 6 
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That a central register of young carers be kept at 

the organisations and institutions mentioned 

above, with the aim of establishing a carers 

support organisation. 

That professionals acquaint themselves with the 

plight of young carers. 

That in instances where carers are 

identified as the primary carers, social 

workers and other professionals of the relevant 

organisations and institutions make alternative 

arrangements. 

That a workshop be held to enable young carers to 

define their needs on a broader base. 
~ 

That seminars on lifting, turning, et cetera, be 

c•r gan i sed, as is being done by the Independent 

Living Centre but that it be made more accessible 

to young carers in terms of weekends or school 

holidays. 
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6. 1. 7 That further in-depth research be conducted on the 

subject of young carers. 

6. 1. 8 That the community be to start 

voluntary informal attendant care projects along 

the prescribed ideology of community based 

6. 1. 9 That the present attendant allowance be incre~sed 

in the cases where the physically disabled person 

is severely disabled, to enable payment of full 

time domestic worker. 

6. 1. 10 That the state departments subsidizes existing 

care attendant schemes to enhance expansion and 

further, initiate more care attendant schemes. 

6. 1. 11 That the Association for the Physically Disabled 

<Western Cape) expands their care attendant 

schemes to include its branches and female clients 

6.2 CONCLUSION 

This research has Just drawn back the ·covers on what is 

known as the informal family care network. Yc•ung •:arers 
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have been in this role for a very long time. 

as 14 years. One 7 year old proudly told the researcher 

that while he is at school his 4 year old sister looks 

after his mother who has multiple sclerosis and his two 

year old sister. The researcher had interviewed children 

between the ages C•f 6 t•:• 18 years but it is •:•:•mments 1 ike 

this, that needs further investigation. 

This resear•:h has been an iat tempt tc• p1::ise the first f•:•rmal 

questions with regard to the caring activities of children 

in relation to the physically disabled. 

The researcher hc•pes that this document has sc•wn the 

initial seeds of awarenes in the minds of a previously 

uninformed society. Society has to take responsibility to 

neglect. Abuse comes in different formats, disruetic•ns tc• a 
\ -- --=--

child's scholastic activities and lack of play and peer 

associations as a result of having no time, could amount to 

~ being yet anothf?r . format. 

In instances, where there are young carers, with training 

and guidance they can indeed take on the role of a carer but 

in a peripheral sense which means offering the primary carer 

assistance •::ir relieving this person for an hc•ur c•r 



118 

two, occasionally. 

Built-in SLtpport has ti;::~~.J!rovided which would serve a dual 

purpose: of offering support and also serving as a regular 

check to ensure that the caring provided by these children 

are still within the bounds of appropriateness. 

Professionals attached to the various service organisations 

would be in a perfect position to monitor the 
~-- ..... ,-

appropriateness as part of their services to the disabled 

person and, equally important, the family members of the 
~-·-~.,.....,,.~~-·~-,.~~~~ 

physically disabled persons. 

In conclusion the researcher would like to leave the reader 

with a clear picture of the reality. Based on this 

children between the ages of 6 and 18 years 

inclusively, in the Western Cape are invc•l ved in 

inappropriate caring for the physically disabled. 

The researcher has made several recommendations to all the 

professionals and social service delivery organisations. It 

.that, at least sc•me, if not all of these 

recommendations will be favourable received with the view to 

possible implementation to ease the plight of young carers. 
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APPENDIX 1 
' •. 

CONSTI'.lUTIOI~ 

,t . ; 

l. ~ 

1..1 The name of the A~sociation is the Asaoci.at.i~ .. I~~.2E.. the Physically 

P~"'b~!E--~stern Ca~) ( Com1ti tucnt member of the lfa tional Council 

for the Care. of Cripples in South Africa)\ 
I '-•t' 

l. 2 The Association is a constituent member of the ~iestern Cape CouncU 

. 
for the l?hysically Disabled. 

2. ODJJ.X:TS ------
2.1 To protect and promote the interests nf all physically disabled 

persons wi. th loco-motor handicaps referred ·to ·hez;eafter e.s disabled 

persons 

2. 2 To promo·i;e and/or support measureo which will prevent or reduce the 

occurrence of disabling conditions and their effects. 

2.3 To promote, undertake and/or support community projects concerned 

wi"i;h medical, educational, voca·cional, social and recreational 

rehabilitation of disabled persons 

2.4 To promote and/or undertalce activities which \7111 improve the 

physical and social environment, including public facilities, to 

tho advantage of disabled persons 

2. 5 To establ~ah and maintain a comprehensive social v1orlt service. . . 

2.6 To encourae;e a greater concern, unders·t;anding and awareness among 

the general population of the handicaps and difficulties of 

disabled persons 

2. 7 'fo encourage and facili ta.te the forma'tion of •ommi ttees, branches, 

2/ .... 



5. 

,, - "' -
local associations or other adminiatrative bodies to carry out 

these objects either in specific gC06Ta.Phical areas or for 

specific fUnotiono 

2.8 To co-ordinate the work of all orGBJlisationa enGB-ged or interested 

in the welfare of the physically disabled generally and to influ-

ence the decision of local and provinoial authorities so that 

these objects may be achieved 

. : ... 

2. 9 To be the official channel of communica·tion between this region 

and the National Council for the Care of Cripples in .s.~. 

To disabled of all population groups and ages 

·, 

'·· 

' 
Soutil ;.'entern area of the Cape l.Tovince including and bounded by 

the following magi~terial districts : George, OUdtshoorn, Prince 

Albert, Beaufort Uest, Victoria 1/est, Ca.rnarvon, Calvinia, 

:lilliston and Uama.qualand and along West Coast: and Southern Coast 

. ·~o aforementioned boundaries; and magisterial district of \'.0.lvis 
.• 

Bay 

Uember:::hi1' shall be open to any intere:Jted person. 

' Uef!lbers may fall into the following categories: 

5 .1 HOMOHAHY Oli'FIC E BEAfil.'RS: 

At an Annual General Meeting members may elect an Honorary 

J.lresident and Honorary Vice Presidents. from members of the 

Association. TI.i.e llonorn.ry President and Honorary Vice Presidents 

3/ ...•. 



6. 

3 

shall be ex-officio members of the l.Janajement Committee 

.· .. 
5. 2 !~9!TOMilY LIFI!: f;frl'i8El13: 

At an Annual General Meetin3 members may, on the recommend::J.tion·of 

the Management Committee, elect any member as an Honorary Life 

Member in recognition of special services rendered to the Assoc-

ia ti on or to the v1elfare . of the physicallj•. dinabled cenerally ~.n 

or beyond the service area 

A con·tribution as determined by the Ar.nua.l General Ueeting shall 

qualify the donor for Life I;Iembership 

5.4 IlTDIVIllT~ ri!!!:.IEERS: . 

An annual subscription as de·t;ermined . by the Annual General Meeting 

paitl either to the Association or a Branch shall qualify the donor 

for membership 

A member shall not exercise his/her rights of membership a·t; an 

· Annual General Meeting or other meetin0 of ·the Association unleGs 

the ~;ubscription has been paid at leaot one month before the date 

. oi nuch meeting. The Director shall keep a re~istcr of the names 

and addresses of all members 

I1L\BILI'r"f OF HLT.IBJ.:ns ·----·. ----· .-: 

The individual members of the Asnociation shall not be responsible 

or answemble for the debts, obligations or engagements of the 

.AssociaUon in their personal capacity 

Other or,janimitions with :::illlilar interestn may apply to affiliate 

4/ .••. 



to the Assoolation. If accepted they shall be liable to o.n annual 

:JUbocr1pt1on as detennined by the Annual General ?.:coting 

. Tlle Association may affiliate to other organi-sattons with similar 

object a 

8. UANA GO:ffHT --·-·------
The f,hnacement of the Association shall be by a Management 

Committee 

8.1 The_J·1atl!Lgement Committee shall conoist of -

a. Chainnan 

two Vice-Chairmen 

a ~easurer 

not less than 3 and not more than 11 other members elected at an 

.'tnnual General Meeting 

8.1.1 .".ny member of the Management Committee \/ho fails to attend three 

(;) consecutive meetings without leave f~om the Committee shall 

ipso facto cease to be a member of the 1Joillr.li·ttee. Slch a vacancy 

or any other vacancy as a result of resignation or death shall be 

filled by a person appointed by the tfa.nn.gement ColIIUlittee until 

the .\nnual Meeting of the Association 

8.1.2 I>aid offtcials of the Association t11a.y be members of the Manage-

ment Cammi ttee v1ith ~he ri~ht to speak but no·~ to vote 

8.1.3 'l'he r.1anacement Cammi ttee shall meet at leant ten (10) ti~e:J per 

annum 

e.1.4 'l'he Director shall give members at leaD·~ J.O days written notice 

of a Mana.Bement Cammi ttee meeting 

5/ .•••. 
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0.1.5· The .quorum at such meetings shall be half the members 

8.1.6 In the event of there not b~ini:; a quorum present, the meeting 

shall continue. ~cisions taken ohall be ratified at the next 

meeting nhen a quorum is present 

0.1. 7 · In ·the absence of the Chairman, one of the t\10 Vice-Cha.inaen 

shall preside. In the event of these o~ficials being absent 

for a partipular meeting, the Committee shall appoint.a Chairman 

from its members, vri. th a vot.e for that meeting, t1hich C~irma.n 

sh.all only be elected from those me~ber::: who h'lve votint; rights 

8.1.8 A simple majority of all those members \li"th voting rie..hts present 

a'a; a tla.nagemen·i; CoUlIIli. ttee Mee tint; shall be necessary. ,to carry out 

·any decision or pans any resolution 

8.1.9 7he presiding member shall have a casUng as well a.s a deliber-

ative vo·i;e 

9. ;'..QJ.::I~~ 0£.J:l!\lU.G.L]!E!UT COIJUITTEf: 

9.1 7o acquire, hire, exchange, mortgage, encumber, let, dispose of 

or otherwise deal in movable and immovable property and rights of 

an~r description 

9.2 To collect and raise monies by vm.y of bequests, donations, grants, 

collect ions or an~r other approved manner 

9.3 To maintain ancl improve il!ll!lovable property and to build and/or 

renovate and/or demoli::;h any built.ling or other struci."\lres thereon 

9,4 To accept any donation in lcind 

9. 5 ~o raim or borrow money includinG by way of overdrafts for the 

purpose of the Asnocia.tion 
6/ ••.. 



9. 6 To invest money which le not imm~d ia t~ly necessa,ry for the ob.jec:ts 

of the Association in State or ?.b..micipal securi·Ues or in interest 

bcarine accounts in bank and building ~ociety .institutions; to 

retain investments in equities received by way of bequests 

9. 7 To appoint and dimniss staff and to draw up service contrac:ts 

9.8 To enter into contracts and agreement~ for the use and benefit of 

the Association 

9.9 To institute and defend actions and proceedings at law 

9.10 To appoint ~~b-committees ~hich may include paid officials 

9.11 To establish branches as required. A branch shall be constituted 

by not less than 5 persons who carry out the functions and activities 

of the Association within a particular geographic or functional area. 

The Branches shall be obliged to carry out the policy of the Assoc

iation, to accept professional aupervision in ~.;he social. V1ork: field 

and :iny inspection which may from·time to time be considered neces

sary by the U.anagement Com:nittee 

9.12 To carr~,r out any other activities necessary for administering the 

Association, which shall include the co-opting of additional members 

to the na.nagement Committee 

9.13 To pass resolutions 

10. flVi'IES_ OF r.t\_!11\Cil·IDlT cmrir.ITTTEE To ensure that -

10.l Minutes of the Meetings of the thmt~ement Committee are lcept, and 

that the names of all members present and r1ho have apologised are 

recorded therein 

7/ ••••. 
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10.2 All monies received by the Association are pror.iptly and without 

aba·~ement deposited in a bank account/s .. registered in the na.ITTe of 

·~he Association 

10.3 Proper books of account are kept r1hich reflect financial activities 

of the 1ssociation including the acquisition or disposal of any 

mova~le or immovable property 

10.4 All paym.entn are approved by the Committee. Payments of more than 

One hundred Rand (ruoo) are paid by cheque signed by two of the 

!allowing -

lion. Treaourer or Chairman or one of tt10 commi·i;tee members appointed 

by resolution of the Management Committee for this purpose and 

The Director or (if absent) a senior memb~r of otaff appointed by 

.special resolution of ·the r:ianagement Commi·ttee for this purpose. 

Other payments may be authorised and ~ibtled by the Director or 

(if abnent) a senior member .of staff 

10. 5 An audited balance sheet and sta·i;emcnt of income and expendi"ture 

i.:; submitted to the authorU;y as :l·apulated in the Fund Raising 

Act lfo 107 of 1978 

10.6 lTo fundn are raised by the Aasociation for any o·i;her purpose except 

for thoae L~id down in 'the constit~ttion and no money or property is 

UDed for any other purpose 

10. 7 All docu:nents and statements of accOWlisare retained for a period 

fixed by resolution of the Mana~eraent Committee and not less -than 

three (3) years after audit 

10.3 i"lll accounts, bool::s, re!jisters and minuteo of meetings are avail-

8/ ... 
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able for inspection by members ot the lYanagement Commi tteo, the 

Director and any statutory ·officials ·· 

10.9 Ma'lles and addresses of Cormnittee Members are submitted to the 

Secretary of the Regional V/elfare Board 

11. ASSETS ----
ll.l All property, movable and immovable, omied by the Association sba.11 

be registered in the name of the tta.nasement Committee on behalf of 

the Association· 

The Iiianagement Cammi ttee shall have the powers referred to in 

Clauce 9.1 above 

11. 2 TW ST~S 

11.2.1 The Trustees of the Associa·aon shall be the Chairman, 

Vice-Chaimen and Treasurer. The Management Cornmi ttee 

shall have the power t;o fill any vacancy in the office of 

11.2.2 The Trustees of the Association in terms of Resolution by 

. . 
the ?!anagement Comrai ttee ohn.11 have power to sign and ~= : · 
execute all necessary documents to enable transfer to be 

taken or passed of property so bouB}lt or sold, disposed, 

mortfilged or pledged, provided a Reeolution granting them 

the necessary a.uthority is passed by the Management Cora-

mittee . 
Y.lhenever required, Resolutions may be certUicd by two of 

the following: 

~1he Chairman and failinG him1 a Vice-Chainnan and Treasurer 

e.nd failing him, the Director . 

lJ.. 2. 3 i\ll income and aEsetn of the As:Jocia.tion from whatever 

9/ ..•. 
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source shall be used only for tho promotion of the objects 

of the Association as laid. ,do\m in Clause 2 above. Mo 

portion thereof may directly or indirectly by way.of 

tlividend, bonus or any other means be paid or transferred 

to members of the lihna&emcnt. Cami tt.ee, or any other 

similar person other thnn by way of the paY'li)ent in good 

fa.i th of rea.sonabre remuneration .. t() any officer or employ-

ee of the Association for any services rendered to the 

i\ssociation. 

12.1 '1he !'!ana[~el!lent Committee shall arrange an A1mual General Irteetin5 

of. racmbers as soon as possible after ·the end of each financial 

year 

12.2 The 'Director sba.11 give members a·i; lea.st 21 days notice of an 

Annual General Meeting. The notice slla.11 include an Agenda which 

mu~~li include -

12.2.1 Presentation of Annu.e.l Ilepor·t and audited Financial State-

I!len·i;s for approval 

12. 2. 2 Appointment of :ti-anagemen·i; Cammi ttee 

12.2.3 Appointment of auditor who sha.11 be a Chartered Accountant 

12.2.4 Any other business about which written notice in terms of 

(12.2) has already been eiven 

12.-; '1.1he quorum for the Annual General r.teetinr; nha.ll be 25 mer.ibers 

12.4 In the event of there not beine a quorufll presen·~, the meeting 

shall be adj ourne<l l'or seven ( 7) dayo. ~~he members present a. t 

micl: :in adjourned meeting nhall constitute a quoru,n. 

The I!on. l're3ident shall preside at the \nnua.l UeetinG• 



12.5 In the absence of the President, tho Chail"lllall or one of the Vice- .. 

Chairmen shall preside •. In ·tho evant of all of these 'office 

bearers being absent tho meeting shall appoint a Chairman from 

amon5at 1ts members by simple majority vote 

.. 
12.6 IIonorary office bearers, Honorary Life members, Life membero and 

.. 
Individual members r1ho have paid their subscripUono (see cl."l.use 

5.4) have the right to vote. In the event or an equal vote the 

rrcsiding Officer bas a casting vote 

12.7 .Save for provisions in Clause 16 and 17.l all the decisions shall 

be. taken by a simple majority vote 

12.8 At an ~\nnual General Meeting each member shall be e~titled to one 

vote, such vote may be written, by proxy or otherwise as me.y be 

determined by the· Committee, and the vote_of the majority of the 

membe~s present or represented at any properly constituted meeting 

shall be deemed to be the decision of tho meeting: provided that 

no person other than a member duly authorised in writing sha.11 

represent any member or members at any such ~eetinG 

12. 9 The financial year shall be from the ls·t April to the 31st !'.arch 

each year 

lJ. ~ Sl'!x:I.l\]:i _ _grlmRAL MEETING 

May be called by the Management Committee or by any fifteen (15) members 

elieible to vote at such meeting, on requisitions signed by them, 

addressed /o the Director and atattnt; the business which they desire to .. 
be con3idered at such meeting. At least ten (10) days 1 notice of such 

meett.n~ shall be given in writing by the Director to all .members of the 

Association. 3.lch notice shall state the business to be brou~ht before 

11/ ••• 
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such meeting. The business of Vlhich notice shall be given shall include 

the businens stated in the requisition and may 8=1-so include other 

business specified by the Management Comnli:ttee 

14.l The Lanagement Committee ~hall arrange meetinc;s of Branch repres-

euta·t.ives, including Cape Town, a·~ lea:ri; once per year or more 

often aa required · 

14. 2 A combined Branch ?i1eeting shall serve as a forum for discussion 

betueen Branches and to propoae resolution3 for.the attention of 

the l.t\.nagement Committee 

14.3 The Chairman of the Management Commit"'i;ee shall be the Chai.man or 

failinc him one of the Vice-Cha.irclen. In the event of all these 

officials being absent, the meeti11g shall appoint a Cha.irm3.n from 

those members present 

14. 4 ii quorum a. t a combined Branch iicetin0 shall be a·t least half the 

numbers of Branches including Cape Town 

14.5 Each Branch shall have one vote irrespective of the number of its 

representa·tives attending the meeting 

14.6 111e Chairman shall have a casting vote tn addition to a deliber-

ative vote if he represents a Branch 

15 .1 The ).1anagemen"t Corumi ttee shall arrai1t;e 1aee·~i11gs of the Council 

at least once per year or more often na required 

15. 2 c-oWlcil Meetings shall serve as a forum for di:ncunsion between 

.'\ffiliate Orga.nisa.tionc, relevant State Departments, Provincial 

12/ •••• 
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and Local Authorities, Branch ~eprcsentatives and the Management 

Committee, and to propose resolutions for the attention of the 

.Manao~ment Committee. 

15. 3 The Council shall be composed 'of 'the following representatives: 

The Chairman of the Management·committee, or failing him one of 

the Vice-Ch.e.irma.n. , 

2 representatives from.each of the DrD.nches, including Cape Town; 

where the repr!!sentatives should be drawn. _froc. the tfa.na~inent 

Colil!11i ·~tee. 

l representative from each Affiliated Organisation. 

J. representative from each of the relevan:'i; State Departm7nts, 
.. 

i'rovincial and Local Authorities. 

15 .4 The Council shall elect its own Chair!Ilan from· ·those representatives 

pre'3ent a·& the meeting. 

15.5 A quorum at a Counci~ me~tincr shall be ruoru than half the combin~d 

?lUl!lber of Branches and Affilia:f.ed Organisations registered with 

the Association. 

15. 6 ~ch Branch or .~ffilia ted organisation shall have one vote; 

rspre~ent ... '1 tives of State Departments·, Provincial and ~?cal 

Authorittes shall take part in dtscussion, but sM.11 have no 

votine po·:r~rs. 

15.7 The Chairman shall have a casting vote in addition to a deliberative 

vo·i;o if' he represents a Branch or ;lffiliated Organisation. 

'.L'he Conn·atution lllt!Y be amended a·i; the ~\nm.tal General Ueet.ing or a.t a 

5'peci['.l rreneral Ueeting. No nlteration or addL·~ion shall be considered 

unlct:n at least one (1) month's notice th~reof has been ~iven to all 

member:..:. 

13/ •••• 
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3.lch notice may ~e given by ordinary post. 4rne notice convening any such 

meeting shall specifically state the nature of the amendments to be pro

posed and "the reasons therefor. 

A tV10-thirds (2/3rds) majority of all present at auch meeting shall be 

necessary to carry any proposed amendment. , 

7. DI ::;~;OJJJ'l'I<JH 

17 .l The .\.asociation may be dissolved if :l.·t le~si; J.;wo-"thirds (2/3rds) of the 

members present and voting at a General Meeting oi' members-convened for 

the purpose are in favour of dissolution. . 

No·i; l<Hm -~han twenty-one (21) days 1 notice shall be_ given of such mcetin1--; 

and the no·tice convening the meeting shall state clearly that the question 

of di.ssolution of the Association 2.?ld di::iposal of i·ts assets will be con-

:::i<lered. If there is np quorura at cuch a C-encral Meeting, the meeting 

aha.11 i:r~and adjourned for not leGo than t;:enji;y-eigh·t (28) days a.nd the 

members attending such adjourned meeting shall constitute a quorum. 

17 .2 If upon disaolution of the ··~nsociation there remin any as~;ets whatsoever 

~fter t~c ca:i;i3faction of all its debts and liabilities, $uch assetn shall 

not be paid ~;o or dis·tributed amonCT its members but ::;hall be r,iven to one 

or more of other registered welfare or£Ylllisations preferably having simil.n.r 

objec·;;:;, ar; may be decided by the oember~~ at the General r:1eeting at which 

iL was decideci to dissolve the ;\sLJociation. 

In default of such decinion, a~sets shall be paid or distributed in 

accordanc~ \"Ii. th f.ection 14 of the i:und-fainin:-~ .'\.ct Mo 107 of 1978. 

I' 



APPENDIX 2 

The Association for the Physically Disabled, in its Orientation 
Manuel (1985:1-9) defines the following disabilities: 

1. Amputations 

. ..., 

..:;. . 

An amputation is a surgical removal of limbs. 
Diabetes is one of the diseases that may result in 
amputations of one leg/arm or both Explosions are 
also another causal factor and can result in bilateral 
amputations. 

Cerebral Palsy 

This is caused by damage to parts of the brain, 
before, during or after birth: 
i. when not enough oxygen is received by the baby's 

brain prenatally; 
ii. disease of mother, e.g. German measles 
iii. blood incompatibility prior to birth <Rhesus 

Factc•r> 
There are three types of cerebral palsy 
a. Spastic - "stiff" muscles, not able tc• mc•ve 

easily, appears to be paralysed. 
b. Athetoid - too much movement which cannot be 

controlled; arms fly in all directions and 
walking is accompanied by lurching and 
staggering. 

c. Ataxia there is lack of balance and 
direction, the person frequently lose balance 
in walking and cannot judge distance when 
lowering him/herself on to a bed or chair. 

Their intellect is not necessarily impaired but 
speech difficulties are experienced. 

3. Congential Malformation or Amputation of Limbs 

Malformed limbs during prenatal periods, for example, 
an arm, either above or below elbow, sometimes with 
small finger protrusions at the end of the limbs or 
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where a leg where section is underdeveloped, sometimes 
with part of the foot at end of the limb. The Amelia 
Syndrome is also catered for under this section which 
means absence of limbs (legs or arms or both>. 

4. Gulliane Barre Syndrome 

This refers to a disease which may leave the patient 
paralysed to a varying degree. It is due to an 
infection of the peripheral nerves; both the motor and 
memory parts are affected. These persons are often 
left severely disabled and require extensive 
appliances. 

5. Head In.jury 

Severe in.juries to the skull caused by, for example, 
MVA's, assaults and brain tumc•rs damage tc• the brain 
tissues. The physical paralysis relates to the part or 
parts of the brain which have been damaged. Frequently 
there is a period of coma. The paralysis tends to be 
one-sided hemiparesis. Speech and eye sight are also 
affected. There is often considerable intellectual 
impairment. 

6. Hemiplegia - Cerebral Vascular Disease - Stroke 

A blcu:•d vessel in the brain "bursts" and there is a 
temporary lack of oxygen to that part of the brain 
causing damage to the brain tissue. Paralysis is to 
one or other side of the body and the extent of the 
paralysis varies enormously, from total incapacity to 
only slight impairment. 

7. Huntingtc•n's Disease 

This is a genetically determined disease which affects 
the central nervous system. It is a chronic 
degenerative illness where emotional responses are 
often impaired. The person can experience involuntary, 
.jerking and twitching movements with mental 
deterioration leading to dementia. It gradually 
progresses over a 10 to 20 year period, ending in 
death. 
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8. Mu 1 t i p 1 e Sc 1 en:•s i s 

This is a gradual deterioration of the nervous system 
resulting in gradual paralysis. There may be weakness 
on one side of the face with heaviness of the limbs and 
partial blindness ·in one eye or even double vision. 
The person may experience convulsive seizures or one
sized paralysis. The person could also have tremors 
and slow speech accompanied with rapid mood swings. 

9. Muscular Dystrophy 

Gradual weakening of the muscles of the body, often 
starting with the lower limbs. The patient is unsteady 
on his/her feet with rather awkward movements of feet 
and legs, and tends to fall. Total paralysis 
eventually sets in, ending in failure of muscular 
central of the heart and lungs. 

10. Osteogenesis Imperfecta 

Imperfect formation and mineralization of bone with 
skeletal deformity. Very frequent fractures occur in 
ch il dhc11:1d and wh i;:h result in stunted grc•wth, mal un i•::in 
of the fractures with resultant deformities of the 
limbs. As adults they are often very short and have 
all limbs stunted. 

11. Paraplegia 

This is a spinal cord Jnjury. The in.jury is to the 
thoracic and lumber regions. Hands and arms are 
-intact, but lower:-Iimbs are affected. If the lesic•n of 
the spinal cord is incomplete there is the possibility 
that the person could walk with appliances. Complete 
lesions lead to the person being wheelchair bound. If 
the person strengthens - their arms they can then do 
transfers without assistance. 
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P•:•l icimyel it is 

Inflammation of the grey substance of the spinal cord. 
This may result in quadrapl~gia, paraplegia, one sided 
paralysis of arms, legs or both. After an acute phase 
of the illness paralysis may decrease but when initial 
recoveries have been reached, the condition remains 
stable thereafter. In many cases caliphers are worn to 
suppcirt weak muscles. 

13. Quadraplegia <Tetraplegia) 

Spinal injury at levels C4-7. If there is severance of 
the cord at these levels all four limbs are affected . 
.£:'.!_persons_b0ax~_opl Y. very_l_i_~ ted_!:.l.?e _o_LJ_IJ_e_b.~~ and 
arms and are us1:-t~l,Ly_un~'2J~e to feed them~es and 
wFTte-· -wTfhout the use of special hand splints, SC•me 

even battery operated. There is nc• bowel cir bl adder 
control, they are either fitted with an indwelling 
catheter which is changed weekly by a nurse, or a 
urinary bag which is changed daily. Bowel actions are 
regulated thrciugh bowel training. Tetraplegia refers 
to a paresis of one limb which means there is partial 
movement in that limb. 

14. Spastic Diplegia 

It is a chronic illness is caused by fcietal 
prematurity. It refers tee a paralysis cif like parts cin 
either side of the body. Pertaining to or marked by 
spasms. It is a form of cerebral palsy and it mainly 
affects the muscles of the lower limbs. The person has 
no control over bowel and bladder movementL 
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15. Spina Bifida 

This is a congenital defect of the vertebral column due 
to an imperfect union of the paired vertebral arches at 
the midline. It may be so extensive as to allow 
herniation of the spinal cord and meninges, or maybe 
covered by intact skin. In some instances this leads 
to swelling of the head due to excessive fluid, 
paralysis of the legs and incontinence. 

16. T.B. Spine 

TB spine can result in severe paraplegia and kyphosis. 
Kyphosis is defined as abnormal curvative and dorsal 
prominence of the spine or as backward curvature. 
Existing cases of severe deformities are the result of 
lack of treatment. Often spinal fusions are done to 
prevent further deterioration of the spine and children 
having undergone adequate, early, treatment now have no 
visible deformity. 

There are still many other types of physical disabilities 

but for the purpose of this research further definitions 

will not be required. 



140 

APPENDIX 3. 

(cf. List of Respondents 140) 

KEY 

= 

F = 

M 

C:NA 

APD = 

PAPD = 

TAPD 

WC:APD = 

WAPD = 

Social Workers' initials 

female 

male 

children not available 

Association for the Physically Disabled 
<Western Cape) 

Paarl Association for the Physically Disabled 

Tygerberg Association for the Physically 
Disabled 

West Coast Association for the Physically 
Disabled 

Worcester Association for the Physically 
Disabled 
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NO CASE AREA SAMPLE BRANCH 

MB 2 J.L. RHOODEVAL F15,14,13 WAPD 

v 9 J.C. BERGVLIET M11,13 APD 

A 7 R.G. NEW WOODLANDS M8 APD 

D 12 C.J. LAAIPLEI< F7, 18 WCAPD C:NA 

c:o 4 F.A. LEONSDALE F12 TAPD 

R 3 M.L. SCOTTSDENE M14 TAPD 

D 3 J.B. VREDENBUF.:G M17, 18 WCAPD 

s 9 C.B. NYANGA M9 APD 

I 4 s.w. RIVERLEA F16,9 M13 WAPD 

v 13 s.c. HEATHFit:LD M10 APO 

A 3 S.M. PARl<WOOD EST. F17,14 M7 APD 

M 4 E.M. GUGULETU F14,M17 APD 

G 3 R.M. EASTRIDGE F18 APD 

AA 5 V.B. PAARL F6, M'3 PAPD CNA 

co 8 R.S. LEONSDALE F14,7 TAPD 

z 14 G. I<• MANENBEF.:G F13 APO 

A 5 C.v R. STEENBERG F18,12 APD 

R 5 F.P. DELFT F16,14, TAPD 
F12,8 

G 5 A.P. EASTRIDGE F6 APO 

z 10 M.A. BONTEHEUWEL M12 APD 

D 1 E.T. STOMPNEUSBAY F16,6 M10 WCAPD 



142 

I 20 I. K. WORCESTER F6, M16 WAPD CNA 

L 11 s.v. DE DOORNS F15,S,6 WAPD 

I 15 R.L. RIVERLEA F11,9,7 WAPD 
M14,8 

L 13 J.D. DE DOOR NS F10 WAPD 

G 15 S.D. WESTRIDGE F18, M12 APD 

v 1'3 J.W. SOUTHFIELD M6 APO 

s 20' P.N. KHAYELITSHA M10 APD 

AA 2 B.C. WELLINGTON F16,10 PAPD 

MB 8 W.A. WORCESTER M13 WAPD 

v 6 C.L. LANSDOWNE F8 APO 

A 2 I. L. GF.:ASSY PARK M14 APD 

s 17 M.B. CROSSROADS M13 APD 

v 15 W.J. PHILLIPI M15 APD 

co '3 E.R. KUILSRIVER M9 TAPD 

v 14 A.D. WYNBERG M10 APD 

R 12 S.T. BELHAR F7 TAPD 

G 2 A.G. EASTRIDGE M18 APD 

L 4 I<. W. DE DOORNS M10 APD 

M 10 J.P. LANG A F10 APD 

MB 13 A.G. RHOODEVAL F15 WAPD 

D 5. P.D. PIKETBERG F9 WCAPD C:NA 

46 cases = 72 children 



APPENDIX 4 

UNIVERSITY OF CAPE TOWN 

SOCIAL WORK DEPARTMENT 

INTERVIEW SCHEDULE: An investigation to determine the 
appropriateness of.care provided by children 
for physically disabled persons. 

A. 

1. 

.... 
4. 

3. 

4. 

IDENTIFYING PARTICULARS OF THE YOUNG CARER 

NAME : .................. ·• .......................... ~ . 
"ADDRESS: . •...........••...•......•...................... 

. . . . . . . . . . . . . . . . . . . . . .. . . . . . . . . . . . . . . ·• ....... ····· ........ . 
FILE NO: . .....•...........•. 
AGE: . . . . . . . . . . . . . . . . . . . . . . 

5. SEX: --~M-A_L_E~..i.-~F-E_M_A_L_E---'I ' 

6. ARE YOU A SCHOLAR YES NO 

I~ NO, PLEASE EXPLAIN: . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . 
.............................................................. 

7. WHAT STANDARD ARE YOU IN .... 
f • • • • • • • • • • • • • • • • • • • • • • • • • • • • • 

8. HOW MUCH DO YOU WEIGH ? . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . 
B. THE DISABLED PERSON 

9. WHAT.IS YOUR RELATIONSHIP TO THE DISABLED PERSON? 

a. 
b. 

·=. 
d. 
e. 
f. 
g. 
h. 
i. 
.j • 

MOTHEF.: 
FATHEF.: 
SISTER 
BF.:OTHEF~ 

COUSIN 
AUNT 
UNCLE 
GRANDMOTHEF.: 
GF~ANDFATHER 

OTHEF.: 

IF OTHER, PLEASE COMMENT ••••••••••.•.••••.••••••••••••..• 

I 

. .. 

( c. 

\.-.-
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1 o. WHAT IS THE PERSONS DISABILITY ? 

a. AMPUTATIONS 
b. CEF~EBF~AL PALSY 

·=. CONGENITAL MALFORMATION OF LIMBS 
d. GULLIANE BARRE SYNDROME 
e. HEAD INJUF~Y 

f. HEMIPLEGIA 
g. HUNTINGTON'S DISEASE 
h. MULTIPLE SCLEROSIS \ 

-
-i. MUSCULAR DYSTROPHY 

.j. OSTEOGENESIS IMPERFECT A 
k. PARAPLEGIA 
1. POLIOMYELITIS 
m. QUADRAPLEGIA 
n. SPASTIC DIPLEGIA 
o. SPINA BIFIDA ' 
p. TB SPINE 
q. OTHEF~ 

11. HOW OLD IS THE PERSON ? . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . 

12. HOW MUCH DOES THE PERSON WEIGH ? 

CARING ACTIVITIES 

13. WHICH OF TH~ FOLLOWING CARING ACTIVITIES ARE YOU INVOLVED 
IN AND HOW LONG DOES IT TAKE ? 

a. ACTIVITIES TO INCREASE THE INCOME 
b. ASSISTING SOMEONE ELSE WITH LIFTING 
c. ASSISTING AND LIFTING FOR TOILETING 
d. ASSISTING WITH WALKING 
e. BATHING 
f. BRUSHING OF HAIR 
g. BRUSHING OF TEETH 
h. PUTTING IN A CATHETER 
i. CHANGING SANITARY TOWELS 
j. CLEANING UP THE ROOM 
k. COLLECTING THE GRANT 
1 . DF.:ESS I NG 
m. FEEDING 
n. FETCHING THINGS FOR THE PERSON 
o. GIVING AN INJECTION 
p. GIVING MEDICATION 
q. LETTER WRITING 
r. LIFTING THE PERSON 

HOURS SPENT HE4P 
DAY WEEK MONTH NEEDED 



s. LISTENING AND TALKING 
t. MAKIN(::i TEA 
u. MAKING SANDWICHES 
v. MAKING TELEPHONE CALLS 
w. OPENING DOORS 
x. PLAY 
y. PAYING ACCOUNTS 
z. PREPARING MEALS 
aa. PUSHING THE WHEELCHAIR 
ab. SHOPPING FOR THE PERSON 
ac. TURNING THE PERSON 
ad. WASHING OF HANDS AND FACE 

. ae. WASHING OF PERSONS CLOTHES 
af. 
ag. 
ah. 
ai. 
aj. 

TOTAL 

D. REPLACEMENT ACTIVITIES 
_.; -----~- ---

14. WHICH OF THE FOLLOWING TASKS 
NORMALLY BE DONE BY THE DISABLED 

a. ASSISTING CHILDREN WITH TOILETING 
b. BATHING CHILDREN 
c. BUDGETTING FOR THE FAMILY 
d. CHANGING NAPPIES 
e. CLEANING THE YARD 
f. DRESSING CHILDREN 
g. DRYING DISHES 
h. DUSTING AND POLISHING FURNITURE 
i. FEEDING CHILDREN 
j. FETCHING CHILDREN FROM SCHOOL 
k. · HANGING UP THE WASHING 
1. HELPING WITH HOMEWORK 
m. IRONING 
n. LOOKING AFTER YOUNGER CHILDREN 
o. MAKING UP BEDS 
p. PACKING THINGS AWAY 
q. PAYING ALL ACCOUNTS 
r. PREPARING LUNCH PACKS 
s. PREPARING MEALS 
t. SCRUBBING FLOORS 
u. SETTING THE TABLE 
v. SHOPPING 

' 

-
-
-

ARE YOU DOING THAT WOULD 
PERSON ? 

HOURS SPENT HELP 
DAY WEEK MONTH NEEDED 

w. SUPPLEMENTING THE FAMILIES INCOME 
x. SWEEPING THE FLOOR 
y. TAKING THE WASHING OFF THE LINE 
z. TAKING OUT THE DIRT 



aa. TAKING CHILDREN TO SCHOOL 
ab. WASHING THE CAR 
ac. WASHING CLOTHES 
ad. WASHING DISHES 
ae. WATERING THE GARDEN 
af. 
ag. 
ah. 
ai. 
a.j. 

TOTAL 

E. GENERAL 

15. DID·SOMEONE SHOW YOU HOW TO CARE FOR THE DISABLED PERSON? 

I YES t NO 

IF YES, PLEASE DISCUSS 

. . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . 

16. HOW LONG HAVE YOU BEING CARING FOR THE DISABLED PERSON ? 

. . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . 

17. WHAT KIND OF HELP DO YOU NEED ? 

REFER TO THE HELP COLUMNS ON PAGE 2, 3 AND 4 

18. WHEN DO YOU DO YOUR SCHOOL HOMEWORK 
HOURS SPENT 

a. IN THE MORNING BEFORE SCHOOL 
b. IN THE AFTERNOON AFTER SCHOOL 
c. IN THE EVENING AFTER SUPPER 
d. WHILE AT SCHOOL 
e. NONE OF THE ABOVE 

IF e, PLEASE DISCUSS 

. . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . 

TO BE COMPLETED BY THE RESEARCHER 

THE MOST CARING IS DONE BY .•..•••.••..••••............•.... 

. . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . 




