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ABSTRACT

Children with chronic health conditions in South Africa are a vulnerable group of
children, whose additional needs resulting from their condition places financial
strain on their caregivers and families. Poverty plays a significant role, and often
exacerbates the situation for these children and their caregivers. They are a group
of children who require additional assistance from the State — social assistance (a
term used for financial aid in South Africa) is one form of support that can be
extended to these children. The present social assistance provisioning for these
children is limited, and assessment processes and instruments are unsatisfactory.

This study is an examination of the application of international sccial assistance
assessment instruments to the South African context, namely the Australian Child
Disability Assessment Tool and the United Kingdom's Disabllity Living Aliowance
Claim Form. The study purposed to make recommendations for the development
of an appropriate South African social assistance assessment instrument.
Secondly, it aimed to demonstrate through the application of these international
tools that there are areas of need related to chronic health conditions that are
presently not provided for by the current Scouth African social assistance
programme. The study design assumed the form of a descriptive, comparative
study of ex'sting international instruments. Non-probability sampling was
employed, and the findings of the study are analysed via a combination of
guantitative and qualitative data analysis.

A small sample of 18 children from the Western Cape was selecled, representing
6 types of chronic health conditions, specifically disability and chronic illnesses.
The caregivers of the children were interviewed on two occasions, for the
administration of the two international instruments. An additional question was
asked of the caregivers in relation to their concerns and problems that the two
nstruments did not identify. The data was analysed in relation to the needs
identified by the caregivers, and the children were assessed for eligibility to the
United Kingdom and Australia's social assistance benefits, Their eligibility for the
South African social assistance benefit was also assessed. Data coliected from
this process was analysed to identify commonalities and differences between the
three instruments, Both international instruments were evaluated for its
advantages and disadvantages as assessmeit instruments, and it's applicability to
the South African context.

Key findings indicated that the children had a vast array of needs resulting from
their chronic health conditions. These included health care needs, educational
needs, and needs related to activities for daily living. Primarily, these children
required care, supervision and assistance to accomplish dally life activities and to
maintain their nealth. The carers of the chitdren indicated that they faced adverse
circumstances. the majority of whom were living in poverty, and praviding care for
a child who required extra care and afttention on a daily basis. Factors that
Influenced their ability to care for thelr children optimally were lack of finances,
difficulties surrounding fraveling to health care facilities, and a lack of suppert
structures, as well as the emotional impact of providing care. These carers also
Sncountered direct risks and losses as a result of providing care for these children.

Wi



Findings also revealed that the majority {568%} of the sample was not eligible for
the South African grant based on the current system. [n contrast, the large majority
of the sample was eligible for the United Kingdom's benefit (#4%), and for the
Australian benefit (89%). Significantly, the majority of the children that were
excluded based on the South African system were children with chronic illnesses.

The United Kingdom's tool was found to predominantly capture the needs of
children with chranic health conditions, mainiy through gualitative information.
However, the tool is impractical because of its length, inappropriate questions and
cumbersome structure. Conversely, the Australian tool is a functional assessment,
hut it was alsa found to canture the children with significant needs. The instrument
is easy to use, and the scoring process is fairly simple. i

Recommendations that were made proposes that the scope of the Scouth African
grant be re-evaluated to consider children with chronic illnesses and other
vulnerable groups. In addition, a holistic approach to the assessment process and
assessment instrument should be considered. It was also recommended that a
simple and user-friendly mechanism for determining eligibility be developed.
Finally, it was recommended that a phased-in approach to the inclusion of a range
of needs and conditions for social assistance be considered in light of South
Africa’s fiscal imitations.

wiii



CHAPTER 1: INTRODUCTION

The following chapter presents the motivation for this study, “oliowed by an
explanation of the derivation of the research topic and the research problem.

Hereafter, the research design and methedology is introduced and the remainder

of the thesis briefly described.

MOTIVATION FOR THE STUDY

Social security in South Africa is currently undergoing large-scale ravision with the
aim of developing a more comprehensive social security system (Report of the
Committee of Inguiry into a Comprehensive System ol Social Security for South
Africa, 2002), A primary rationale for this revision is the unsatisfastory and limited
processes of assessment for determining eligibility to soclal assistance, a form of
social security, which plagues the present South African system. Cther processes
are also underway to reform the social assistance programme, particularly for

children with disabilitias.

The Social Assistance Grant for Children With Disabilities

The Care Dependency Grant is a finansial grant of R830 per month, awarded to
caregivers of children with severe disabilities as par of the present social
assistance system. The grant is intended to assist caregivers whose child can only
be cared for a; home. This results in the carer having to remain at home to care for
the chiid or employing a substitute carer (Report of the Committee of Inquiry into a
Comprehensive Systemn of Sucial Sesurity for Soulh Africa, 2002). The grant was
implemented during a period in South Africa when little other care options were
available to caregivers. A child is eligible for this benefit if he or she s aged
betwesn 1 and 18 years and requires permanent home care as a result of a
severe physical or intellectual disability (Nationa! Consultative Workshop Reporl,
2001). Additionally, a means-test is applied to the grant applications. and
censequently only caregivers receiving an income below the R48 000 per annum

threshold are eligible for the benefit.



The Assessment Process

Presently, a medical doctor, employed in a government hospital, assesses the
child to determine severe physical or intellectual disability and verifies that the
child is in need of care and that the parents of the child are abie to adequately
care for the child at home. Applications are made through the local welfare offices
{Guthrie & Sait, 2001), and the Pension Officer makes the finat decision regarding

the approval of the application.

However, this system is fraught with many inconsistencies. These inconsistencies
and limitations stem fram the fact that The Care Dependency Grant is limited in its
scope and purpose, and lacks clear eligibility criteria and clearly defined terms.
For example. terms such as 'severe disability’ or 'permanent home care' are not
adequately defined in the Social Assistance Act, 1992 (Act 59 of 1992) {Report of
the Commitice of Inguiry inte a Comprehensive System of Social Security for
South Africa, 2002} Additionally, chitdren with either moderate disabilities or
chronic illnesses cannot access the grant, as the grant targets anly chiidren with
severe disabilities requiring permanent home care (National Consultative
Workshop Report, 2001). The current definition of disabitity is also based solely on
a medical model of assessment (Reporl of the Committee of Inquiry into a
Comprehensive System of Social Security for South Africa, 2002; Adnams &
Guthrie, 2001).

The current assessment tool that is completed by the medical doctor to determine
whether the child is severely disabled and requiring permanent home care has
serious defects and inadequately measures childhood disability and functioning.
The tool gives little appropriate consideration for age-appropriate functioning, and
_' is based exclusively on a medical model, It does not address the special or extra
‘care needs of children with disabilities. The tool relies fundamentally on the
- assessor's interpretations (National Consultative Workshop Report, 2001) and
'; there is also a lack of guidelines and training in the assessment procedure and

- use of the tool.



Consequently, children who do not mest these eligibilty criteria are being
assessed for eligibility, many of who are receiving the grant. Similarly, children
who are entitled to the grant and should be eligible are being denied the grant. In
practice, assessors and decision-makers do not strictly adhere fo the legislative
criteria as children with chronic conditions such as those in the final stages of

HIVIAIDS, and children with terminal cancers are granted the benefit {Guthrie,

2002).

As the concept of the Care Dependency Grant dates back to pre-1994 non-
governmental organisations, academic institutions and community groups
concermned with children’s and disabled persons’ issues, have for many years
called for the revision of the social assistance programme for children with
disabilities. These sectors have predominantly advocated for an assessment
instrument that adequately captures the social assistance needs of children with
chronic health conditions. As a result, these sectors have been invelved in
discussions with the relevant government departments about the need for 3

revised gssessment instrument (Adnams, 2002},

These sectars have engaged in national consultative workshops and meetings,
where the limitations of the Care Dependency Grant has been clearly articulated
and government has been challenged to rectify the programme (The Child Heatth
Policy Institute, University of Cape Town & the Children's Rights Project,
University of the Western Cape, 2000; National Consultative Werkshop Report,
2001). A recommendation that was suggestedd based on these consultative
processes is that the eligibility criteria for social assistance be determined on the
basis of a needs-test, rather than a means-test. Thus. the sectors are advacating
that income level no longer be a key determinant far eligibility to this benefit, but
that the additional needs due to the disability and circumstances of the child and
caregiver are given priority. it was alse recommended that government assume a
needs-based approach to the assessment process, incorporating social,

environmental and other relevant factors,



Fecent Developmenis

A further development is that the Regulations (No. 22852 of 2001) of the Social
Assistance Act, 1992 (Act 59 of 1992} have been amended as of December 2001,
introducing 2 Disability Panel as an alternative to the medical report submutted by
the assessing doctor. This system of assessment may replace or compliment the
medical doctor's assessment for the Care Dependency Grant, and does replace
the Pension Medical Officer's final assessment of the application. Consequently,

new assessment instruments are required for use by these assessment panels.

The researcher was employed to undertake a study as part of the preliminary
process for the development of an appropriate South African tool. Based on the
above-mentioned argument that the current South African tool is inadequate, it
was determined that there is a need to investigate the use of social assistance
assessment tools in other countries, and to assess their applicabifity to the South

African context.

DERIVATION OF THE RESEARCH TOFIC

Preliminary reading of literature revealed that few assessment instruments specific
to eligibility for social assistance were readily available It was also found that
much of the literature focussed eon functional assessment in the health and
rehabilitation domains. Additionally, minimal information 1s available pertaining to
needs assessment of children with chronic health conditions, As a result, it was
decided that the international social assistance assessment instruments that were
accessible would be applied to the current South African social assistance context.
In particular, it was decided that the assessment measures these instruments used

to capture the needs of South African children would be examined.

THE OVERALL GOALS OF THE STUDY

Consequently, the following research aime and goals were developed due to the

identification of themes and issues in the relevant literature.

Fundamentally, the study aimed to:



» Examine the application of two international instruments {o the South African
context for the purpose of making recommendations far the development of an
appropriate South African assessment instrument; and

- Demonstrate through the application of international tools that there were areas
of need related to children's ¢chronic health conditions that were not presently

provided for by the South African social assistance programme.

Az a result, the foliowing rasearch chjectives woere determined:

» To identify the major categories of social assistance needs through the
application of two international soctal assistance assessment tools; and

« To make recommendations for the inclusion of categories of need igentified
through the application of international social assistance assessment tools that
are not captured in the current South African social assistance assassment

taal.

Thus, the underlying assumption or hypothesis of this study was that two
international instruments (the Australian Child Disability Assessment Tool and the
United Kingdom's Disability Living Allowance instrurment} would more appropriately
capture the social assistance needs of children with chronic health conditions in a

South African context.

RESEARCH DESIGN AND METHODOLOGY

Based on the above, this study was designed as a descriptive, comparative study
of existing international instruments. Non-probability sampling was employed, and

a combination of guaniitative and gualitalive data was analysed.

A small sample of 18 children from the Western Cape was selacted, representing
B types of chronic health conditions, specifically disability and chronic illnesses.
These children were assessed for social assistance eligibility using the two
Nternational instruments. Their eligibilify for the South African social assistance
benefit was also assessed, Data collected from this process was recorded and
ahalysed to identify commonalities and diffarences in data, as well as to determine

the eligibility status of the children according to each country's legislative criteria.



Based on these processes, each tool was evaluated for its advantages and
disadvantages as assessment instruments, and it's applicability to the South

African context,

FINDINGS

Findings indicated that the child participants of this study experienced a wide
variety of consequences as a result of their health conditions, such as their need
for medical care, and their limited ability to perform life tasks. Additionally, the
carers of the children identified a range of factors that impact on their ability to care

appropriately for these chiidren, such as their limited household income and lack of

family support.

Regarding eligibility for the respective grants, the majority of the sample of children
was not eligible for the South African grant based on the current system. In
contrast, the large majerity of the sample was eligible for the United Kingdom's
benefit and the Australian benefit. The United Kingdom’s tool was found to
predomimantty capture the needs of the children in the sample. However, the togl
is impractical because of its length, inappropriate guestions and cumbersome
structure. The Australian focl was also found to capture the children with

significant needs. This instrument is efficient and user-friendly.

CONCLUSION

The remainder of this report will present the Iiteratuﬁa raview, methedelogy and
findings of this study. Finally, conclusions and recommendations are provided
pertaining to the aims of this study. The literature review in chapter 2 presents the
international conceptual debates surrounding disability and health, as well as key
approaches and definitions. This chapter also presents selected assessment

nstruments and measures used o assess children with chronic health conditions.

Chapter 3 details the design and methodology employed in this study. Hereafter,
the findings of the study are presented and discussed in chapters 4 and 5. For
ease of presentation, the researcher nas separated the findings into two parts: part

1 (chapter 4) describes the data derived from the administration of the tools and



the outcomes of each tool. Part 2 (chapter 5) presents an analysis of the tools and
- discusses factors relevant to the South African context. Lastly, chapter 6 describes
. the conclusions of the study and maxes recommendations for the improvement of
South African social assistance policies and programmes.




CHAPTER 2: LITERATURE REVIEW

SOCIAL SECURITY ASSESSMENT TOOLS FOR CHILDREN WITH
CHRONIC HEALTH CONDITIONS

This chapter presents a8 review of literature on social security assessment
procedures, particularly focussing on assessment tools for determining social
assistance eligibility for children with disabilities and chronic health conditions.
[nitially, the review considers the current social security context in South Africa.
This is foilowed by a disgussion of the international trends in the disability sector,
highlighting mommon debates and definitions. The situation of persons with
disability in South Africa is discussed before a look at measures of childhood

drsability and existing international assessment toaols,

DEFINITION OF TERMS AND KEY CONCEPTS

Table 1 below contains the key terms used throughout this thesis, In the absence
of reference to a source, the researcher's definitions in relation to the purpose of

this study are suppiied.

THE CONTEXT OF SOCIAL SECURITY IN SOUTH AFRICA

Social security interventions are atiempts by the state and society to orotect
members from the loss of income and the 2xtra costs due o social contingencies,
or risks, such as unempioyment, disability or pregnancy. Interventions occur as
privale measures, such as private medical ald schemes, and public measures.
Public measures may be contributory, i.e., social insurance, such as the
Unemployment Insurance Fund and non-contributory, ie., social assistance

grants, such as the Staie Old Age Pension and Disability Grant. Social security

Intervertions can also be in the form of indirect services, such as free health care
{National Consuftative Workshop Report, 2001).




Table 1: Set of Key Definitions and Concepts

Social assistance eligibility: The State determines criteria far eligibility to a non- ,|
contributory cash transfer, e.g., based on income level, severity of disability, etc. i
Means-test: income level may be an eligibility criterion. A mean-fest s
administered to determine whether an individual or household's income level is
below the determined income thresh-hald (National Consuliative Waorkshop

Feport, 2001}

;_153

& Assessment toolfinstrument. The form that is completeg and elicits information |
ﬁ to determine eligibility for a sogial assistance benefit. These terms are used
: interchangeably in this thesis.

Condition: Broadly meaning state of health, It includes but is not limited to
illness, impairment, disability, or ather abnormal health symptom ar manifestation
| (Stein, Bauman, Westbrook, Coupey & Ireys, 1993,

Chranic or ongoing health condition: The expression of the health candition
over time. The concepts of duration and pattern of health condition are associated
to this term {3tein et al., 1993). The concept includes impairments and disabilities.
Carer/Caregiver: The primary individual who has assumed the roie for providing
appropriate care, attenfion and supervision an a caniinuous basis for a person
with a chronic health condition.

Treating health professional {THP}): A qualified medical practitioner who would
generally be the persen who has the most knowledge of the child’s medical

condifion, e.g. the medical spedialist who has been treating the child

| (Commanwealth of Australia, 2001b).

. "“.Eenefit decision-maker; The persan respansible for deciding which applicants
1% are eligible far the Disability Living Allowance based on the information pravided
ﬁ Jrl the aszessment tools (Department of Social Security, 2004).

ﬂeads The needs that aceur for a child with a chronic health condition as a

| '. ﬁrnsequence of his ar her health condition, These may be identified as need for

vices, need for care, efc (Aran, Loprest & Steuerle, 19398).

ever, a universal definition of social security does nat exist. Social security
stems differ between countries as the concepl 5 based on ideological and

palitical positions. South Africa is canstitutionally bound to uphold the right for ail to
B i e access {o social security, including social assistance. The White Paper for

.ﬂ. 5%391 Welfare describes the domains of social secuniy as “., poverty prevention,



poverty alleviation, social compensation and income distribution.” (Dixon, 1986 in

Ministry for Welfare and Population Development, 1897, 45},

Furthermore, the White Faper identifies four primary elements of the social
security system:
+ a) Private savings - people voluntarily save for contingencies such as disability;

b) Social insurance - mainly consists of joint confribuficns by employers and

SIHOYEES WD pensions of provident funds;

¢c) Social assistance - non-contributory and income or means-tested benefits
provided by the State to groups such as people with disabilities who are unable to
provide for their own basic needs. Sccial assistance in South Africa primarily
assumes the form of social grants; and

d} Social relief - short-term measures to assist persons facing crisis situations, e.g.
those afiected by floods. This measure is also non-contributory {Ministry for

Welfare and Population Development, 1937).

The present social security provisioning primarily aims at poverty alleviation,
preventing destitution and ensuring an adequate standard of living {(Guthrie & 3ait,
2001). To accomplish this, the South African system primarily uses non-
- contributory measures, unlike countries such as America, which predominantly

. utilises sontributary schemes.

- For persons with disabilities, the White Paper for Social Welfare presents a
m ategy to ensure a social security system that 1s more accessible in relation to
physical environment, pfucedures and communication methods. In addition, the
tegy stipulates that options to provide financial support to care-givers of
ons with disabilities will be explored', and that more effective assessment
esses for grant application will be developed {(Ministry for Welfare and
f Ulation Development, 1997). The following sections provide a discussion of

bility issues both internationally and locally.
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INTERNATIONAL TRENDS IN THE DISABILITY SECTOR

Perceptions Of Disability

The rights of persons with disabilities have become a glcibal focus with the United
Mations Decade of Disabled Persons from 14983 until 1992 A world wide move has

3 been initiated, mainly spearheaded by persons with disabilities, resulting in an

idenlogical shift towards perceiving disability as sccially constructed, rather than
as an inherent malfurctios within the individual (MclLaren, Philpett & Hiophe, 1897;

Fougeyrollas, Noreau, Bergeron, Cloutier, Dion & St-Michel, 1998},

Thus the definition of disability is by no means conclusive. There remains debate
between key role-players such as the disability movement and health
professionals, including leading expers such as the World Health Organisation,
about the true nature of disability. The fundamental difference lies in the

perceptions of these groups with regards to the concept of disability,

The World Health Organization, in the International Classification of Impairment,
Disability and Handicap (ICIDH} 1983 version provides a useful framework for
understanding disability. They suggest a three-pronged concept:

« Impairments refer to the effects of disease at an organic level,

k., Drisability refars to the personaf level, such as an impairment causing problems
with walking or dressing, and

Handicap refers to the social fevel, such as impairment and disability resulting
in difficulties with participation in scheol, occupational or social activities.
-telaar, Vermeer & Helders, 1988:; van Niekerk, 1987}

e dimensions suggest very different perceptions of disability. Much of the
versy is associdled with the fact that professionals tend to remain at the
of perceiving disability as impairment with the resultant disabling effects,
persons with disahility are primarily concerned with the handicap level and
resuliant social effects. This is reflected in the criticisms The World Health

Zation received for their intial (1980) model of disability - organisations of
:.'5 with disabilities felt the model lacked the reality of the experiences of

Ons with disability in their daily contexts (Fougeyrollas et al., 1998).

11
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Persons with disabilites perceive the problem as resulting from the social and
physical environment, which they interact with continually. These environments
disregard the needs of individuals, preventing persons with disabilities from full
participation in society, In contrast, "Able-bodied professionals have seen the

prablem as being one of functional limitation of the impaired individual." (MclLaren

etal., 1997 6.

+ The disablity movement essentially seeks {o reclaim medicine’'s . wiew of the

a

impaired body as a "...purely natural object...” and place it in the realm “...of

nistory, culture and meaning..." {Hugnes & Paterson, 1997: 326). Conseguently,
medical views that the impairment is the cause of persons with disabilities being
restricted in social contexts has been severely cnhallenged by the disability
movement, who argue that the social system establishes barriers to their

participation {Hughes & Paterson, 1997},

Considering the ICIDH's terminology, it appears that the debate centres around
the particular emphasis that a group or individual ascribes to — whether the

emphasis is on the impairment, disability or handicap level.

The diversion from the medicatl model of impairment and functional limitation to a
social model of inclusion and eguality is one that is essentially rights-based, The
sucial model empnasises the role and responsibility that society plays in shaping
the lives of its members, either through integration and provision or separation and
isolation (McLaren et al., 1997). Thus the focus snifts from changing the individual,
to eliminating the social barrers and hindrances that prevent persons with
disabilities from participating fully as members of society. Essentially, the social
model incorporates the social and econamic disadvantages {van Nigkerk, 1947}
that may result from impairment. for example, the resultant income loss for an

individual who has recently sustained a disability and can no longer work,

Definitions And Models Of Disability

Following from these perspeclives of disability, various definitions of disability, and

concepiuval models exist lo define disability. Previously, the World Health
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Organization (1880 in MclLaren et al., 1987: 5} believed disability to be "...any
rastriction or lack of ability to perform an activity in the manner or within the rangs
considered normat for a human being...". In contrast the Union of Physically
Impaired Against Sagregation (1976 in McLaren et al., 1987 6) define disability as
"..the disadvantage or restriction of activity caused by the way socisty s
structured and organised which takas little or no account of pgople who have
physical, sensory, or mental impairments...Disability 18 thus imposed on people

I “with imoairments wao, as a result, becorne disabled not by their impairmert but by

society "

Anather definition of disability that supports this view is that of the Institute of
Medicing. They define disability as “...the axprassion of a physical or mental
limitation in 2 social context — the gap betwesn a person's capabilities and the
demands of the environment.” (Pope & Tarlov, 1881 in Hayley, Coster & Binda-

Sundberg, 1994 444),

Tnese different definitions of disability illustrate the two perspectives discussed
above, thosz of the social modal, in the latter definitions and the medical model in
the former. These two concepts of disability have very rarely been found to meet
. on common ground and have been the basis of differences between those working
within the field of disability, and those who experience disability. Until recently,
very little has been accomplished in attempts to unite or raconcile thase two
: fﬂp_pusing positions.

- The World Health Organization, in their latest edition of the ICIDH, now known as
International Classification of Functioning, Disability & Health (ICF}, have
veloped a model that apparently integrates these two opposing approaches -
medical and social model. In their model, the YWorld Health Organization claims
ave assumed " . ..a 'biopsychosocial' approach ., in order o provide a coherent
v of different perspectivas of health from a biological, individual and social

active." (World Health Organization, 2001a: 20}, Thus, the ICF is based on

1 ,%@ij%as impartant dimensions of assessment.
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Recognition of Contextual and Envirenmental Faclors

It was recognised thal a paiticular omission of the World Health Organization's
(1880} initial classification of disability and diseases, is that of the environment as
a key factor determining the impact of the disability on an individual's life. As a
result, a general agreement has been recognised towards the end of the 1980's as

to the importance of the refationship between the environment and the person

experiencing a disabilily (Fougeyrollas et al.,, 1998).

As a consequence, the concept of environmental and conlextual factors
influencing the lives of persons with disabilities is evident in various models of
disability, and particularly for assessment purposes. In fact, Haley et al. (1894)
purport that this is nol a new concept, and refers to assessment models of
disability from the eady 1980's. Furthermore, Fougeyrollas et al. (1988) identifies
the relationship between the increasing interest and development of person-
environment models of disability and efforts to achieve the implementation of

social participation policies.

Various studies have highlighted the important role which confext plays in the
everyday functioning of persons with disabilities. Haley et al. (1994} demonstrate
in their study of young children, some developing typically and others with severe
disafiilities, that both groups of children functioned differentty in different settings.
They make the observation that no physical activity or task can striclly be
performed without the interaction of environmenta! factors or social context. This
implies that envirenmentat and contextual factors will either hinder or enhance the
execution of tasks and activities. Specificatly, Haley et al. (1994) observe that one
cannot measure functional periormance as abstract skills separate from contextual
factors, and motivate for rehabilitation and assessment to occur within

environmental settings as far as possible,

Hence, based on their findings, they state that function " __may best be described
In a contextual framework rather than as a general abstraction of capability that
€an be generalized across many tasks and settings." {Haley et al., 1994 448). The

authors further highlight the responsibility of the clinician, therapist or any

14
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professional conducting an assessment of an individual with an impairment, to
consider the various environmental influcnces on the individual's funclioning and

well being.

. Similarly, Gannotti, Handwerker, Groce and Cruz (2001} recognise that accurate
interpretation of assessments of persons with disabilities requires assessors to

examine the context and environment in which the individuals live. Thus cultural
values and bellefs of a soclely regarding disability and health are also key
considerations in one's assessment of environmental factors.

Significantly, Haley et al, (1994) relate the value of considering contextual factors
when assessing the functional abilities of children, and slate that it should be a
primary factor in the measurement of childhood disability, particularly because of
it's interaction with developmental factors. A holistic perspective is vital, one that
considers the particular socio-economic and living conditions, as well as family
relationships that play a role in the individual's life situation.

These kind of interactive models represent the principles of client-based
programmes and rehabillitation that is interdisciplinary. systemic and holistic. As a
result, these models are increasingly being used as a frame of reference for
rehabilitation programmes and policy planning internationally, and have been
mainly cultivated through the socio-political movement for the rights of persons
'_ with disabilities and clinical praclice (Fougeyrolias et al., 1998).

‘Aron, Loprest and Steuerle (1995) write that essentially the different operational
¢ Efinitions of disability are chosen according to the type of programme or benefits
3 5 ervice provides. This decision should be informed by information on children’s
isabiliies in particular contexts. The following section considers the situation of
Brsons with chronic health conditions in South Africa.

HRONIC HEALTH CONDITIONS IN SOUTH AFRICA

revious research conducted in the disability arena has mainly focussed on
Quantitative studies. According to the Report of the ICIDH-2 Workshop (2000,
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there is a huge gap in information an the experiences and opinions of persans with
disahility. Some of the limited literature available on the experience of disability in

South Africa is discussed below,

The Socio-economic Context

in South Africa, pertinent factors that confound individuals' experiences of
disability are poverty and inequality, societal attiludes and ignorance of disability,
and a fragmented legislative framework regarding disability (Guthrie & Sait, 2001).
It has been reported that South Africans who are disabled are disadvantaged in
multiple aspects — not only are they disadvantaged as a result of their physical
condition, but also because of their social and environmental conditions.
Unfortunately, the legacy of apartheid still has repercussions on our socigty, with
the majority of South Africans having experienced inferior education, and many
still continue a lifelong struygle against poverty, unemployment ana family and
community dysfunction. This situation exists bscause of lack of access to

healthcare, educational systems, and other sogial structures {van Niekerk, 1997).

Thus, a strang relationship between poverdy and ill health exists in the South
African context. The characteristics and impacts of poverty must be considered in
light of this discussion of chronic health conditions. As poverty is not a static
condiiion, it can impact on households due fo lifecycle changes. Thus, shocks
such as death of an income-earner or chronically il family members can result in

increased vulnerability to poverly (May, Rogerson & Vaughan, 2000},

hMany studies in the South African Participatory Poverty Assessment (1888 in
Budiender, 2000) indicate that a number of South Africans suffer from poverty-
relaied illnesses. Tuberculosis and measles are examples of poverty-related
ilinesses In South Africa, as they result from working and living in unhealthy
conditions. Consequently, persons with il health find it difficult to secure and
mainlain stable employment. Additionally, if a family member requires part time ar
full time care, a family member is often obliged to forfeit his or her means of

Barning income and become the caregiver.
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According to Budlender (2000: 119) *.. chronic degenerative diseases are on the
increase among disadvantaged communities.” Due to the impact of poverty an the
lives of disadvantaged South Africans, social grants have become a reliable

source of household income security for millions (Budlender, 2000},

The psychological well being of persons with disability is also at great risk.

Furthermore, the entranched social conditions, such as vioglence and disease that
many Soutr Africans encountar daity perpetuates the increasing rate of peimanent
disability (van Niskerk, 1997}

The Prevalence of Disability

To illustrate the incidence of dizability in South Africa, persons with physical
disability in the Western Cape alone are estimated at 150 000. [n this region, 48%
of physical disability result from illness, 32.7% result from trauma, 9.4% from
congenital disease, and 8,8% are of unknown origin’ (Disler, 1986 in van Niekerk,
1997} Additionally. the highest incidence of physical disability is among black
working-class populations, For example, in the black African residentiat area of
Nyanga on the Cape Flats, i is estimated that there is one person with a disability

in every seventh home {Disler, 1886 in van Niekerk, 1987).

This illustration of the Waestern Cape scenario does not do justice to the disability
phenomena across the country, as the Western Cape is perceived as one of the
richest provinces in South Africa. Indeed, a study on the extent of moderate and
: severe reported disability in South Africa reveals that Western Cape (3.8%) has
- the second lowest prevalence rate compared to other provinces (Schneider,
Claassens, Kimie, Morgan, Naicker, Roberts & McLaren, 1989). This study found
national average prevalence rate of 5.9%, with Eastern Cape (8.9% ), Kwa-Zulu
ital (6.7%) and Northern Province (6.3%) experiencing the highest disability
Prevalence rates in the country (Schneider et al., 1989).

A consequence of the conditions that persons with disabilities encounter is the

vironmental obstacles, particularly for persons with physical disabilities. In South

Tfzes as cited divegtly from the source do not add op to 7000,
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African rural areas and townships, it is commaon for persons in wheel chairs to
encounter rough and irregular terratn, potholed and slippery slopes on the route o
the communal tap or bucket toflet {Hattingh, 1987 in van Niekerk, 1997). According
to van Niekerk (1997: 236) the social and psychological functioning of persons
with disabilities "...appears to be seriously compromised by the alienating

environmental barriers which still prevail in South Alrica.”

“Nan Niekerk (1997} continues to expiore he consequences of such social and
environmental conditions and concludes that these conditions have extensive
implications for persons with disabilities and those in their environment. Though
we are concerned with children with disabilities in the South African conlext for the
purpese of this study. factors that have implications for adults are likely to have
greater implications for children. Groce and Zola {1993 in Gannotli et al., 2001;
1514) confirm thal perceptions about children with disabilities are "...in parl, a
reflection of the opportunities and social roles available for aduits with disanilities.”

The following secton examings some of the igsues pertaining to children.

Children with Disabilities

As indicalea previously, disabilily i @ complex phenomencn, with many factors
influencing a person's experietice of their gisanility (Schneiger et al,, 1299). For
children, the issue is even more complex, as their digability places them at a

greater |evel of vulnerabililty and need than children without a disabiiity,

Aron, et al. (1996 9) stales that " . childhood disabililies are defined and
measured in many different ways, depending on the purposes and needs of
service providers...researchers, and policymakers” Thus, measures and
prevalence rates of childnocd gisasility are vital to inform appropriate and relevant
programmes ana policies related to chiidhood disability, A few statistics related to

ehildren with chronic heaith conditions in South Africa are presented below.
Similar to the adult population, 10 to 12% of children and adolescents have 3

disability (Harper. 1291 in van Niekerk, 1997}, Rccent research reveals that

hildren with physical disabilities tend to be a higher risk group for psychological
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maladjustment than their able-bodied peers. Additionally, researchers have found
that 10% of children with chronic illnesses and disabilities would experience
psychological difficulties. Additionally, young people raspond with higher levels of
distress than older people do to amputations, chronic illness and cancer (Frank,
Elliott, Buckelew & Haut, 1988 in van Niekerk, 1997).

& Considering these and other findings reflecting the vulnerabilities that children with

disabiliies encounter, il is imperalive that structures are positioned to pretect the

most vulnerable members of society, our children. One such mechanism is a
comprehensive social security system that protects children from risks and
provides for the basic needs of children with disabilities, and ane that attempts to
alleviate some of the adverse social and environmental conditions that children

experience.

Given the above discussion on international trends, it is apparent that there is an
international move towards grealter recognition of the rights and needs of children

with disabilities,

The Rights of Children with Disabilities

The rights of children have become paramount as a result of many international
initiatives to highlight the plight of children across the world. The key authoritative

international instrument governing children's rights is the United MNation's

~ protection, The Convention expressly prohibits diserimination against such
~ children {Guthrie, 2001). Furthermore, the Convention grants special attention and

~ assistance to children with disabilities. [t "...encourages, subject to available

Ga, echoes the role of government in providing social security support where

- family cannot provide such protection. With regard fo South Africa's

i
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responsibility to ensure that the rights of children are respected, the provisions of
minimum benefits and adeguate service delivery, Olivier {2001} states that in
some respects, South African legislation is presently not congruent with the

Convention on the Rights of the Child.

South Africa, having adopted many of the international instruments indicated

above and others peraining to rights-based practice, should be demenstrating

the'se vatues within their systerms and programmes. ' it therefore stands o reason
that Scuth Africa should also be moving towards a holistic, social appreach o

disability.

The current sccial security system for children with disabilities is, however,
unsatisfactory, as described in the introductory chapler. The primary form of
protection is a social assistance grant, which is non-confributory and means-
tested. There are additional indirect benefits, such as free basic health care for

children under six years and free primary education.

The following section considers existing approaches that measure childhood
disability, and considers what an appropriate measure of the needs of children

with disabilities should contain.

MEASURING THE NEEDS OF CHILDREN WITH DISABILITIES

. Aron et al. (1996) reflects that existing classification and diagnostic approaches to
" measuring childhgod disability are limited, as they do not include an adequate
__EESLIFE for determining the service needs of a child. Additionally, even the use of
_'vidualised service plans in early intervention and rehabhilitative programmes do
adeguately identify individual and family characteristics related to the child with

a disability. Aron ef al. {1996; 16) proposes that a solution would be to develop

a result of the tack of adequate measures in existing approaches, there has

N a developing interest in the application of functional assessments, such as
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those used in the domains of medicine and rehabilitation. These assessments are
increasingly applied to other figlds where measures of childhood disability play a

significant role {Aron et ai., 1996).

An Appropriate Measure Of Needs

According to Aron et al. {1996} an appropriate measure would account for the

needs of a child with a specified profile of disabiliftes. Summary measures that
explared the ‘burden of iliness’ concept have been productive in medical and
psychiatric contexts. A study on the length of hospital stays found the burden of
itiness to be closely related to a functional index of illness sceverity - the
Computerized Severity index. However, in a related study in a psychiatric setting,
a similar severity index accounted differently for the hospitalisation outcome,

relating it to primary diagnosis {Aran et al., 19396).

Simitarty, for individuals with chronic conditions, the concept of ‘burden of care’
has been sugfested as a way of summarising the combined needs related to the
demand for services and resources. The application of summary measures has
also been used in studies of famities of children with multiple disabilities and

chronic illness (Aron et al., 1986).

 '_ ~ Additionally, a measure of disability should consider the unique context of a child
in relation to the ", financial burdens of care, time costs for caregivers, andg related
'!;.:measures of care-load for service systems.” (Jacobs & McDermaott, 1989 in Aron
- et al, 1996 17). Therefore, summary measures must take cognisance of both
r';:@ndition and severity, to ensure that children who have similar disabilities but
- levels of severity would have different burden of care weightings (Aron et
“al, 1396) As highlighted by Aron et al (1996) the resultant needs of a child with a

ability would incur financial costs for the caregiver of the child — thus the

nseguences of care for the caregiver and family should not be overlooked.
2 following section examines various existing tools and framewaorks in light of

bove discussion. The section discusses health-related assessment tools for

dren with disabilities as well as specific social security assessment toals.
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ASSESSMENT INSTRUMENTS AND RELEVANT FRAMEWORKS

The deficit in appropriate literature on qualitative research (Repert on the ICIDH-2,
2000), and the fack of research related to children with chronic health conditions
generally, has contributed to the |ack of information an appropriate assessment
instruments for children in South Africa. Hence, the following section describes

H 1 " h 1 2 "
instruments used intermnaticnally. A number of insfruments were examined,

however only a few were found to be relevant to this study. According to
Fougeyrollas et al. (1998) although momentous strides have been accomplished
with regards to the organic and functional consequences of disgase and frauma,
littte has been gained with respect to the social consequences of disease,

aspecially in daily life situaticns,

Instruments that were considered are the International Classification of
Functioning, Disability and mpairment, the Functional independence Measure, the
Paediatric Evaluation and Disability Inventory, the Life-H CQuestionnaire and the
Lifastyle Assessment Questionnaire. Additicnally, the Australian Child Disability
Assassment Tool and the United Kingdom's Disability Living Allowance toal are

considered, All these instruments primarily focus on disabifity.

Mo tools were found that adeguately assumed a helistic, needs-sensitive approach
to children's chranic health conditions, incorparating sacial and environmental
facters. However, a framework that considered children with chronic health

- conditions, including children with chronic ifiness is briefly described below,

- The Non-Categorical Approach

_':_ A useful framework has recenfly been developed in America that is of particufar
3 elevance to this study, as the framewcrk is used to identity children with chronic
- health conditions using a generic approach. A non-categorical framework allows
dren with diverse conditions to be grouped together, and is used primarily “...to
- @ssess the psychologic and social implications of living with ongoing health
conditions." {Stein et al, 1993 343). Based on this framework, chiidren with
onic heslth conditions are not denied access 0 SErvices of programmes

because they have been diagnosed with a specific condition. This framework
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therefore uses an approach, independent of the medical diagnoses, to identify

children with chronic nealth conditions (Stein et al., 1993).

The framework 5 based on consequence of disease, that iz tha resultant
symptoms, functional limitations and impairments of the condition, if any. By
identifying the consequences of disease, one is able to defermine tne severity of
the condition. An important consideration as well is the varying perceptions of the
severity of the condition. the healtn professional may perceive the severity of the
child’s condition differently to the parents or the child. Using the framework, ong is

able to apply different perspectives, depending on the purpose of the gssessment

{Stein et al., 1993).

A useful charactenistic of this framework is that the number of conseguences
created by the condition can be used as a measure of severity. Additional criteria
¥ can be included within varicus domains. The severity criteria can be vared and
implernented depending on the pursose of the assessment and the programme
cutcomes. The essential concepts of the framework are disability or limitation of
function, dependency and service needs. The authors have also developed

measurable constructs from these concepts, and a screening tool (Stein et al.,

1993).

The International Classification Of Functioning, Disability And Health {ICF)
The |CF and its predecessors are commonly referred to or used as a point of ]
departure for some of the tools described below. For this reason, a short overview

of the ICF 15 presented here. it

The ICF is primarily a classification system, for the recording of information on the i
functioning & disability of individuals. This tool has been applied as a needs )
assessment tool as well as a social policy tool in various contexts, including the .';
social security sector (World Health Organization, 2001a). Though the ICF js not
specifically geared towards children and presents merely a framework, it é

nevaertneless has valuable componeants for considaration. It is also widely accaepted
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as the international standard io describe and measure health and disability (World

Health Organization, 2001b).

The purpose of the ICF is to provide a unified and standard *.. framewnrk for the
description of health and health-related states. It defines components of health

and health-related components of well-being.” (World Health Organization, 2001a:

3). The ICF provides information an the functioning and disability associated with
= ' ‘various health conditions. Additionaliy, the ICF prowides a list of environmenta
. factors, describing the context of individuals, Howeﬁer, the |CF remains
fundamentally in the domain of health, and does not include circumstances that
are nob health-related, such as socio-economic factors  (World  Health

QOrganization, 2001a).

It is structured in fwo segments, the first describes situations related to functioning
and disability, and the second describes contextual factors. Each of these has two
components. Table 2 below illustrates these components, their domains and
categories or units of classification. These components, domains and categories
provide a framework for describing possible situations with regard to an

individual's functioning and any restrictions (World Health Organization, 2001a).

~ The functioning and disability segment of the ICF faciltates assessment in terms
-!;Qf ‘negative’ limitations and restrictions as well as ‘positive” aspects of functioning,
: ﬁdditionally, enviranimantal factars are cansidered in refation to their hindering or
‘;fgciiitating impact on an individual's disability and functioning. However, personal
factars are not classified because of their associated cultural and social variance
{World Health Organization, 2001a).

individual's state is recorded by seiecting the appropriate category code, and
ding numeric codes or qualifiers that specify the extent of the functioning or
ility In that category. Similarly, gualifiers are used lo record the extent to

ich an environmental factor is a facilitator or barrier (World Health Organization,
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Table 2: An Overview of the ICF Classification System

) Functioning & Disahility = Contextual Factors
. Components | Body Activities & | Environmental | Personal
Functions & | Participation Factors Faciors
Structures ‘
" Domains Baody ‘ Life areas (tasks, | External | Internal
| functions actions) Cinfluences on ¢ influences on
i Body ! functioning & . functioning &
R structures - i disability | disability
Consiructs Change in i Capacity Facilizating or Impac: of
| oy Executing tazks - | hindering attributas on
"functions in g standard impact of the person
environment features of the
Changein | physical,
body _Performance - social, &
structures  Executing tasks | attitudinal
t In the current world
3 : environment :
| Positive _Functional & | Activities | Facilitators I Not applicable
aspect structuraf Farticipation !
‘ integrity
F‘ Functioning. ... NS | .
Negative | Impairment | Activity imitation | Barriers/ Not applicable
| aspect : Participation Hindrances
; : restriction '
| | Disability

{Source; World Health Organization. 2001 . The international Classification of Functioning.
Digabilify and Health. Geneva.)

Functicnal Assessment Measures

| . 4 The following section describes a few functional assessment tools specifically for
_--'rr:hildrEr"l. An important link related to the previous giscussions, is that assessment
uﬁ-f_acussed on the ‘disability level’ is also known as functional assessment {Ketglaar,
'. ermeer & Hetders, 1998),
yough there are a number of functional assessment instruments available for
with children with chronic health conditions, the majorty are designed to
ass motor function in children with developmental delay or motor disorders,
dditionally, a literature review of instruments for the assessment of children with
ebral palsy reveated that most instruments were not adequately standardized,

_"Fdated or reliable (Ketelaar, Vermeer & Helders, 1988).
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Suitable health-related measures, specifically quality of life measures, are not as
readily available for children as they are for adulis {Mackie, Jessen & Jarvis, 1998
Stein et al., 1987). Of the instruments developed to measure the health and
wi rehabilitation outcomes of children, few are relevant to children with chronic

disabling conditions. In addition, they do not capiure the relationship between the

child’'s condition and social and environmental factors that impact on the child's
well being. A further criticism of tools measuring child health conditions by Mackie
et al. {1988: 475) is that there is *...a tendency to neglect generic measures for

use with disabling childhood conditions.”

Mackie et al. (18988) suggest that an instrument developed {o measure the impact
of disability on tha lives of children should contain the following aspects:

1) It should provide a synopsis of the child's experiences based upon a systematic
representation of a number of appropnate dimensions,

2) It should assess the impact of impairments or disahilities on the life of the child,
not focus on the impairment or disability; and

3) It should create a single score based on a continuous or guasi-continuous

scale.

In light of the characteristics of the ICF the foliowing section will examing a few
tools that are adaptations of the ICF or its predecessors. The instruments
discussed in this section predominantly have a medical purpose and background ~

- however, they do include social and envirenmental factors to varying degreas,

The Lifestyle Assessment Questionnaire (LAQ)

'__braugh this guestionnaire was developed inttially {o assess children with cerebral
¥, the authors give the assurance that *...there s little that constrains s use to
condition.” (Mackie et al., 1998: 484). They further justify it's use for other
alth conditions by stating that the tool requires minor modification to be

plicable to children who are disadvantaged by conditions other than cerebral
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The function of the LACQ 15 primarily "...fo describe the impact of impairment and
disability on the lives of children with cerebral palsy and their families.” (Mackie et
al., 1888: 473). The {ool has also been tested as a reliable and valid measure of

the impediments experienced by children with cerebral palsy (Mackie et al., 19398).

Significantly, the ool is based on the dimensions centained in the ICIDH. A core
reascn for the adaptation of the ICIDH in the manner pursued by Mackie, et al.
“1998) is that the iCIUH is & classification system desigined specifically for adults,
therefore facking applicability to children experiencing disability, and lacking
specificity regarding a mechanism whereby classifications can be made. Similarly
the Report on the [CIDH-2 Workshop (2000} reflected that the ICIDH-2 was not
child-friendly and required modification to be used as a tool to assess child

disability.

Thus, the ICIDH is used as a point of reference with regards to terminclogy as well
as other considerations. The authors attempt to operationalise the definitions and
dimensions recommended in the ICIDH. An illustration of this is that of the term
‘handicap', which is used by the ICIDH {o describe the interaction between the
person with impairment and his or her environment. Mackie, et al. {1988) uses the
term ‘handicap’ to signify ''mpact of disability’, and thus differentiate between
these frequently confused terms - disabiity and handicap. This definifion of

handicap is the core concept underlying the development of the tool.

- The tooi therefore retains the ICIDH model of deseribing the impact of disabiity
--.alr:mg certain dimensions. They expand this model by including both medical and
'cial experiences, and have developed a tool thaet can measure at a given point
in time, the impact of cerebral palsy on the lives of children and their families
 (Mackie et al., 1988),

T_:e initial step {0 developing the LAQ was adapting an existing tool. The tool
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Table 3: tems of the Lifestyle Assessment Questionnaire

~ Physical Clirical Mobility * Schooling 1 Economic Social

| Indepencerice Burden - ____Burden Integration
Assistance Frequency of : Furthesl Typeof  Coslof Number of
required n doctors' distance’ school special adaptations

. fulfilling certain appointments | range the aflended | equipmentin | made 1o the
aclivities of daily - in the last vear | child the last year | family home
Iwing: e.9., sovered (In L In the las! year
washing hands, yards) !
alimking stairs, unalded in

| doing up buttons he last

s waak [ brsh -

. Other Number of Ability to Time . Other Number of
dapendancy | weeks spent | leave family | taken to financial . adaptations to
restrainl needed . in plasters harne gel o casts to the the family home

wearing body | unaided school | family in the | still required

of leg support from last vear

in the last year | home T
Frequencies of | Number of Number of Changes i Availability of
slaap " pperations in | outings parentat lacal help
disturbances the last year unaccompa employ-ment
over the last ni-ed in last

| week S | : e
Waight-related Langth of MNumbear of Useofa ~ Effects on
burden of hospital autings special diet parental soclal
liftingfearrying stav(s] in requiring life

: the ¢hild weeds 7 the transport In

' last year ! last weak iy

Number of Purpossful ! Difficulty in
items of i mavemenl & organising
special co- i . family holidays
squipment in | ordination
lhe home .
Frequency of -~ Proportion Social slress on |
therapists’ - of rooms in " siblings

! appointments. | the home
in the last year | accessed by

‘ child in the
last weck bl
Mumdber! Froportian - Social stigma
freguency of of ragins in
fite/blackouts | the horme
in the fasl year | accessed
~ unassisted i ;

' Number of Isolatan from

i medicines . natural parenls
ta<en
yeslerday 2 el |
referral for z Social strass on
behavioural parents
problems over

| the last year
Mumber of Number of
special friends Ine child
services | has seen
neaded (2.9 outside of
therapizs) school in the last

weel
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{Source: Mackie, P., dessen, E. and Jarvis, 3. 1898, The lifestyie assessment guestionnaire:
an instrument to weasure the impact of disahility on the lives of children with cerebral palsy
and their families. Chifd: Care, Heaitlr and Development, 24(6); 473 - 486.)

These items were converted into 37 questions, written appropriately for the
response of caregivers. The questions focussed on the child's functioning related

to what the child did every day. The guestions asked for a response ., .within a

specific, actual time period {g.g. 'In the past week’})..." {Mackie ef al,, 1988, 478).

The--di-n1enéi0ns were derived "...using multidimensional -_scaling; analysis...”
{Mackie et al., 1988: 478). The dimension of clinical burden was identified as a
result of the scaling analysis. This dimension reflects the increase of the family's
need for numerous and continuous contact with professionals and services. The
dimensions proposed in the ICIDH have been adapted (o accommedate children's
particular circumstances e.q., occupation has been changed to schooling (see
Table 4 below for 2 comparison of the IC|DH and LAQ dimensions). Mackie et al.
{(1998) concludes that the impact of the child’s health condition on the family
emerges as a significant issue; hence it's representation in the LAQ's dimensions

anhd items.

Table 4. Comparison of Dimensions

ICIDH Dimensions .~ LAQ Dimensions
| Orientation "
| _Physical independence
~_Mobility o .
Coupation | i Schodiing
cidl integration __Social integration

| cconomic seif-sufficiency - Economic burden

| Other Clinical burden i
wree: Mackie, P, dessen, E. and Jarvis, 3. 19898, The lifestyle assessment questionnaire:
instrument to measure the impact of digability on the lives of children with carcbral palsy
and their families. Chifd: Care, Health and Dovelopront, 24(8): 473 - 486.)

authors provide an assessment of the LAQ in terms of the aspects that such a
ol should contain as indicated above, and confirm that the LAQ meets these
.ﬁirements. On practicalities, the LAQ takes approximately 20 minutes to
Omplete, and is viewed as user-friendly by both caregiver and professional.

ally, it is the authors’ opinion that the LAQ provides a measure of the child and
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family's perspective of the child's health condition, and thus does not rely on the

clinician’s perception of the child’s experience {(Mackie et al., 1998},

The Life—H Questionnaire

Similarly, Fougeyrollas et al. (1998) developed a measurement tool, adapted from
the ICIDH. The -ool has successfully been tested for reliability on children as well
as adults with disabilities. The tool aftempts to measure the life habits of an
individuai, i.e., the indridual's activities of daily living and social roles, It aims to
determing the extent of disruption in life habils of persons with disabilities, in other
words, identifying the 'handicap’ situations experienced by persons with disabilities

{Fougeyrollas ef al., 1998).

Thus, the tool represents a conceptual model of ‘the handicap process', lllustrating
the inferaction between the functional and organic consequences of disease and
the contributing environmental factors {Fougeyrollas et al., 1988). In this model,
life habits are defined as ... habits that ensure the survival and development of a

person in society throughout his or her life.” (Fougeyrollas et al., 1983: 130).

Eased on the life habits described in Table 5 below, The Life-H assessment fool
was developed to assess and document the person-environment interaction,
$an|cu[arly to determine the life situations that can generate and perpetuate
affmuity in the accomplishment of life habits for persons with disabilities

(Fougeyrollas, et al,, 1998: 132).

ce, the LIFE-H was designed to consist of items that are congruent with the 13
t gories indicated in Table 5. The final output resulted in a form including 248
ms, as well as a more general version containing 58 items. Fougeyrollas et al.
8: 133) provide examples of items in the LIFE-H questionnaire: "Holding a
ersation” (communication}), “Taking bath or shower” {personal care), and
ing your budget...” {responsibility). Tnere are varying numbers of items
sponding to each category, i.e. nutrition Ras 18 items while fitness has ©

5 (Fougeyrollas, et al., 1998).
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Table 5: Life Habits

Activities Of Daily Living

~_Social Roles

Mutrition — dist, food preparation,
meals

Responsibility - financial responsibility &
responsitility fowards olhers

Fitness — sleep, physical & mental
fitness

Family relations - affective family
relations, marital relations, parental care,
other parental relations, relations with
ather relatives

. Personal care - hygiene, excretory
_hygiene, dressing, health care

Interpersonal relations - sexual, affective
' & social relations

Communication - expression &
reception of information

Community - consumption of gaods &

| furnishing & other household

: Residence - housing, maintenance,

services, voluntary associations, religious |
Qroups g ;
Education - pre-school, school,

pcocupational, other training

_éppliances o
Mobility - imited mobulity, Employment - counseliing, search of
transporation ~ employment, paid & unpaid employment

. Recreation - sports & games, arts &
| culture, other habits

{Source; Fougeyrouas, P, at al. 1991, The handicap creation pracess. in: Fougeyrollas, P,
Moreau, L., Bergeron, H., Cloutier, R., Dien, 8-A. and St-Michel, G. 1988. Social
Conseguences of long term impainments and disabilities: conceptual approach and

assessment of handicap. international Jowrnal of Rehabilitation Research, 21(2): 127 - 141)

based on two concepts: the level of difficulty experienced when performing a life

bit, and the type of assistance required to accomplish a life habit.

the person completing the form should indicate the degree of difficulty
ienced ('no difficulty, with difficuity, performed by substitution, not performed,
pplicakble’} when completing a life habit. Additionally, the respondent should
e the typels) of assistance required when accomplishing a particular life
no help, technical aids, adaptation, human assistance’. If an individual due
'sonal preference does not attempt a particular [ife habit, this habit should be

as ‘not applicable’. The individual's level of satisfaction with the
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accomplishment of each life habit can alse be indicated on the form, but these
responses are not included in the scoring process (Fougeyrollas et al., 1898: 132-

4).

An accomplishment scale was developed from an integration of these two
concepts — the degree of difficulty and assistance required, on a conlinuum of 10
levels. A score is obtained for each category by adding the accomplishment score
ot eich applicable item. The toial LIFE-H score is obtained by calculating the sum
| total of the 13 habit categories. A computer programme has also been developed

to assist with the scoring process (Fougeyrollas st al., 1998).

Fougeyrollas et al. (1998) indicates the significance of including the concept of
tvpe of assistance. Particularly if human assistance is required, it impacts greatly
on the degree of accomplishment in comparison to the accomplishment of a habit
that does not require the assistance of ancther person. In fact, the level of
accomplishment "Performed by substitution” specifically acknowtedges that some
life habits need to be perdfarmed entirely by another person, as the person with an
-.- impairment does not or cannot actively participate in that activity (Fougeyrollas ef
j ‘al., 1998 138). However, this does not affect the scoring process, as each type of
.:&ssistanc:e is given equal value. This differentiation is mosl useful for analysis and

- for clinical intervention (Fougeyrolias ef al., 1998},

The inclusion of a satisfaction scale is useful, as it records the subjective
gasment of the individual's accomplishment of tasks for daily living. This
formation can be perceived as an indicator of guality of life, as well as identifying
specific life tasks that frusirate an individual's quality of life and prioritising
for intervention. Therefore, this particular measure seeks to obtain not just

ty but quality of social participation {(Fougeyrollas et al., 1998).

Pediatric Evaluation Of Disability inventory (PEDI)

FEDI| was developed {0 measure the functional abilities and pedformance of
en between the ages of § months and 7 years. However, it can be used for

avaluation of older children if they are functioning at the leve! of a 7 year-old or
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younger, !t was designed to serve as a descriptive and discriminative measure to

identify functionai delay (Haley. 1997).

The purpose of the PEDI is to collate information regarding a& child's typical

perfarmance in his or her signtficant environments. It consists of two dimensians:
functional skills and caregiver assistance. and covers the content domains of self-
care, mobility, and social function. The dimension of functional skills measures the
performance of functionat tasks and activities; containing a set of behaviours that
are perceived as vital for daily functioning. The caregiver assistance dimension
measdres the degree of help required to accomplish these complex tasks {Haley
et al., 1994). The functional skills dimension and the caregiver assistance

dimension are indicated befow in Tables 6 and 7, respectively.

In the content domains, functional activities are measured by the identification of
skills that the child has already mastered and has shown competence. ltems for
these domains were selected by the identification of meaningful component units
that comprise complex tasks, A modification scale is also included, providing a
measure of the environmental modifications and equipment used by the child to

 accomplish daily activities {Haley, 1987}

The PED| can be administered by professionals who have knowlerdge of the
: !gﬂ's condition. or by a structured interview of the parent. The parent interview

be completed in approximately 45 minutes (Haley, 1887,

e PEDI consist of 4 se.ctir::ns:

section 1 requests basic biagraphical information about the child concerned,
I, f.;he respondent, the interviewer, and the assessment;

Section 2 is the start of the guestionnaire, listing 197 discrete items of
_-nctional skills in the 3 content domains;

‘Section 3 lists the caregiver assistance and modification items in the 3 content
nains; and

ion 4 consists of the score sheet.
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Table 6: Functicnal Skills in the 3 Caontent Domains of the PEDI

{one item from each category is included here)

Self-Care

» Food texture;
Eats ground/lumpy foods

" Toilet transfers:
- Get on & off adult-sized toilet

Mobility

" Social Function

Comprehension word
meanings:
Orients to sound

Use of utensils:
Finger feeds

Chairiwheeizhair transfers:
Sits unsupported on chair or
hench

Use of drinking
cortainers:
Holds bottle or spout cup

Car transfars: o
Manages seat balt or chair

" restraint

Comprahension of sentence

- complaxity:

Lingderstands directions that

describe wihere sometiing is |

Functional bse of
communization:
Names titings .

Toothbrusining:
Haolds toothbruzh

Bed mohility/transfers;
Gets in & out of own bed

~ Hairhrushing:
Brushes or comkbs hair

Tub transfers:
Climbs or scoots in & out of
tub

Complexity of expressive
communication:
Uses 4-5 word sentences

Problam-resolution:

. Faced with an ordinary
- prablem, chiid can join adultn

working out a situaticn

MNese care:
Aliows nose to be wipad

Indoar locomeotion; methods-

- Walks without support

Sociai interactive play
(Adults]:
Initiates a familiar play routine

Handwasning:
Dries hands thorougily

i

B

& Washing body & face:
; Dries body thorougnly

| pullsicarries abjects-

Indoar locometian:
distance/speed-
Mcwes wilhint & room with fo

Indr::ur::ur locomation:

Maoves obiects along floor

_have rules

Pegr Interactions (Cild of
similar age):
Plays aclivities or games that

F‘uay with Objects:
Puts tegether materials to
make sameltiting

;}:‘. lloverfront-cpening
nents:
= on T-shirt, dress ar

. Outdaor lacomatian,

methads-
Walics without suppon

"Dutdoor locomotion;
.| surfaces-

| Upstarrs:

Outgaor lacomotion:
distance/spead-
Maowves 10U-150 feet

Self-Information:
Can stale first name

Tima Orientation:
Has very simple time concepls

Up & down curbs

Househeld chores:

Baginnitig to help care for owi
balomgings il given constant
direclicn & guidance

Walks up partial fligit

- Self protection:
. Shows appropriate caution

arpund stairs

- Downstairs:
Walks down pariial flight

Comrrunity function:

fakes transactions in
neighbouritood store without
assistance

e S—
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(Source: Hawey, 3. Coster, W., Ludlow, L., Haltiwanger, J. and Andrellos, P, 1992 Pediatric
Ewvaluation of Disability Inventory. (version 1.0) In: Haley, 8. 1897 The Pedialric Evaluation aof
Disability Inventory {PEDI. foumal of Rehabilitation Oufcome Measwrement, 110 61 -69.)

Table 7. Summary of the PED| Caregiver Assistance and Madification ltems

! Self-Care

| Mobility

| Sccial Function

. Eating: eating & drinking
regular meal

Chair/Toilet Transfers:

child's wheel-chair, adult-
i sized chair, adult-sized
toilet

"Grcmmirﬁ.g;.br_ushir‘lg. teeth,
brishing & combing hair
& caring for nose

Car Transfers: mobility
within carfvan, transfers

: Bathing: washing & drying
- face & hands

Bed Mobility/Transters:
getting in & out &
changing positions in

- child's bed

. ability to provide

i include communication of

'finc a solution

Funetional
Comprehension;
understanding of

| requests & inslructions
Functignal Expression:

infarmation abalt own
activites & make own
naeds known

Joint Problem Salving:

problem & working with !
caregiver ar ather adult o

Chressing Upper Body:! all

" indoer clothes

| Dressing Lower Body: alt
| indoor clothes

Tub Transfars; getting in &
out of adult-sized tub

1 tndaor Locomotion: 50 feet
: (34 rooms)

Feer Play: ability ta plan
& carly out joint activities
with a familiar peer
Safety: caution in routine |

daily safety situations ¢

Toileting: clothes, tailet
management or external
' device use, & hygiene

Cutdaor Lacamastiaon: 150
feet on level surfaces,
focus on physical ability to
move outdoors

| Bladder Management
control of bladder day &
night

Stairs: elimb & descend a
- fulfl flight of stairs {12-15
StEp‘_&]

Bowel Management:
i control of bowel cay &
nighi

[

i

{Source: Haiey, 3., Coster, W., Ludlow, L., Haltiwanger, J. and Andreilos, P. 1992, Pediatric
Evaluation of Disability Invenlory. (version 1.0} In: Haley, 5. 1987, The Pedialric Evaiuation of
Disahitity Inventory (PEDI). Joumnal of Rehabilitation Oufcome Measurement, 101} 61 - 69.)

:. in section 2, the respondent is requested to score the child’s ability to perform the

"} -unable, or limited in capability, to perfarm item in most situations, or

1 - capable of performing item in most situations, ar item has been mastered

and functional skills have progressed beyond this level.” i

4Source: Haiey, 8., Coster, W, Ludlow, L., Haltiwanger, J. and Andrellos, P, 1992, Pediatric
Evaluation of Disabilily Inventory. (version 1.0} in: Haley, 3. 1997, The Pediatric Evaluation of

Disability Inventory [PEDI). Jowrnal of Rehabilitation Cuticome Measurement, 1(1): 61 - 69.)
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tn Section 3 the respondent is reguested to score the caregiver's level of
assistance in the self-care, mobility and social domains by circling the appropriate
score for each item, as listed in Table 7. The caregiver assistance scale consists

of:

"5 = Independent; 4 = Supervise { Prompt / Monitor
|3
1

Minimal assistance; 2 = Moderate assistance

iMaximal assistance; 0 = Total assistance”

{Source: Haley, 5., Caster, W, Ludlow, L, Haltiwanger, J. and Andrellos, P. 1992, Pedialric
Evaluation of Disahility nventarny. (version 1.0) In: Haley, 5 1997, The Pediatric Evaluation of
Disahilily Inventory (PEDI). Jowmna! of Rehabilitalion Outcome Measurement, 1011 61 -89

Similarly, the respondent is requested to score the type of modification required by
the child to accomplish each item in the 3 content domains, as listed in Table 6.

The modification scale is as follows:

"N = No modifications; C = Child-orientied {non-specialized) Modifications

R = Rehabilitation Equipment;, E = Extensive Modifications”

(Source: Haley, 5., Caoster, W, Ludlow, L., Haltiwanger, J. and &ndrclos, P, 1992, Pediatric
Evaluation of Disability Inventary. {version 1.00 In: Haley, 5. 1997, The Pediatric Evaluation of
Disability Inventary (FEDI. Jourral of Refabilfation Ouwtcome Measurement, 1017 61 -89}

Social Security Assessment Instruments

Social security assessment procedures generally incorporate a process of the

benefit from the social security body responsible for the provisioning of these
Jenefits. This body assesses every applicant according to predetermined,

slated eligibility criteria (Lennie & Van Hemel, 2002}

In order for the assessment to occur rapidly and as accurately as possible, the
licant would be required to complete an application form, also known az a
m form, and provide all refevant data to enable the decision-makers to make an
urate and informed assessment. Depending on the legislation poverning social
urity, parts of these forms may need to be completed by a particular
ssional, e.g. a medical professional. In some countries, such as Australia, two

of forms need to be completed, one by the person claiming the benefit, and



the other by a health professional {Common Wealth of Australia, 2001a). These
assassment tocls or instruments require thorough and in-depth planning and
design to ensure that it efficiently captures the most pertinent information reguired

for the assessment.

This research study and the remainder of this review will focus on the evaluation of
two social security assessment {ocls - one developed and employed by the United
Kingdom, the other by Australia. An analysis of these tools, and comparison with
the current South African tool is hoped to provide a basis for the development of a

new South African togl.

The Child Disability Assessment Tool fAustralia)

The Child Disability Assessment Tool {CDAT) and the related assessment process
is governed by the Child Disability Assessment Determination of 2001, made
under section 380 of the Social Security Act, 1891 (Act S 478 of 1887}

{Commonwealth of Australia, 2001a}.

The davelopment of the tool was initiated in 1993 and involved the panticipalion of
community organisations. Medical reference groups, child advocacy and disability
groups comprised the consultant team for the development and testing of the tool.
The tool has successfully been tested against validity, reliability, bias and

administration criteria {refer to Appendix A).

The CDAT is designed as a test to assess the functional ability, emotional state,
behaviour and special care needs of a person under 18, to determine whether the
Young perscn's caregiver is aligible for the Carer's Allowance, forrmery known as

the Child Disability Allowance (Commeonwealth of Australia, 2001a).

The CDAT measures a young person's level of functional ability or disability
according to age-appropriate standards in the areas of communication, feeding.
self-care, social and community skills as well as mobility. In additicn, it considers
the young person's behaviour and special care needs. The assessment is

administered through the use of two guestionnaires focussed on these
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compenents — one for the child's treating health professional and the other for their

caregivear,

The CDAT ts purposed to identify "...a significant level of disability regardiess of
the type of disability or condition." {Commonwealth of Australia, 2001d: 1)
Therefore, the CBDAT is aimed at determining the impact of the child's inability to
function in important areas on the child and the family. It does not measure the
care and attention required by the child, nor dees it measure all pessible functional

abilities {Commonwealth of Australia, 2001d).

According to the Guide to Social Security Law (Commonwealth of Australia,
2001e), functional abilities are actions that a child should be able to accomplish at
several age-related developmental milestones. Given this, the definition of a
disabled child, whose carer would gualify for the Carer’s Allowance, is one who
fias sufficient functional impairment to require carg {Commonwealtn of Australia,

20011),

If & child dogs not have a recognised disability, the instrument enables a scare to
be calculated based on age-related milestones, from tha health professional and

caregiver's questionnaires, which serves as a test of qualification for the benefit.

Thus, a child would nead o satisfy the following criteria:
1. Suffer from a physical, intellectual or psychiatric disability AND
2. Arecognised disability as stipulated in the Chnild Disability Assessment
Determination {(Commaonwealtn of Australia, 2001a: 42 — 44), OR
3. Be assessed under the CDAT and
- Has bean granted a Treating Healtn Professional score above zero AND
« Has been granted an overall CDAT score of +1 or higher AND
4. Is likely to suffer from the disability permanently or for an extended period of
time.
{Commonwealth of Australia, 2001 1)

The THP and the caregiver scores datermine whether or not a child is sligible for

the benefit. The test is also recognised as complete and requinng further
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investigation once a score has been obtained from the THP's questionnaire alone,
and the score is greater than zero but less than +1. This anly occurs if a child has
not met the crieria above, Tne scoring phase consists of eleven distinet steps,
and includes the application of a rating method (Commonwealth of Australia,
2001¢: 1). (Refer to Appendix B for a summary of the scoring process applied to
the CDAT). Figure 1 below illustrates the researcher's conceptualisation of the

Assessment procass,

Figure 1. Assessment Process for the Australian Benefit

:
THF's report ;I
Caregivers' report l '
{CDAT) ;
1 List of conditions
|
5 T
J Yes = eligibility [ | No
CDAT — caregiver's score CDAT — THP score
] \) /
Combined & THP score = 1/ =1 | Combined & THF score not =1/ =1
Eligibility | ‘ Further investigation
i

b _If a child does not have sufficient functional Impairment to obtain a gualifying score
I. on the CODAT, or does not suffer from a condition stipulated in the list of conditions,
- the child's caregiver might be eligible for a Health Care Card. The Card can assist
~ families by reducing some of the medical expenses children with health conditions

_f:Ifr‘lay incur {Notes for Carer Allowance, 2001). A child can qualify for this indiract

%ﬁenefit if the child's additional care and attention needs are above that expected of
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The applicant is reguired to completa a basic claim form, as well as a second
guestionnaire, the functional assessment. A comprehensive summary of the claim

form and the functional assessment is provided In Appendix B,

The Funclional Assessment

The functional assessment consists of two sections: the first section measures the
child's functional ability in key {unctional domains, while section two addresses the
kehaviour and special care needs of the child. The form is structured in a checklist

fashion.

The first section measures the child’s functicnal ability in the following areas:
communication; feeding and meallime skills; hygiene and grooming skills:
dressing skills; social and community skills; and hand and body movement. A list
of nine or ten oplions is provided in each functional area, describing abilities or
skills that a child should master at each developmental stage. The applicant is
requested to choose one ability or skill cut of the range, that best describes the

child’'s functioning within each domain,

The second section describes various behavioural dilficulties and special care
needs. The applicant is required to indicate all the options that apply to the child
concemed. The CDAT is predominantly a functional assessment, and has a

greater emphasis on the medicat report than the caregiver's report,

Disability Living Allowance for Children under 16 {UK)

The Disability Living Allowance (DLA) is 2 tax-free social security benefit for adulis
and children with disabilities that was introduced in the United Kingdom in 1882,
- The administration of the benefit involves self-reporting by the applicant and
- adjudication by lay offisials. A Disability Living Allowance Advisory Board was
gstablished in 1991 as an independent statutory body, responsible for advising the
~ Siate on matters relating to the DLA. The Board, compesed of persons with
~ disabilities, a carer and health professicnals, also plays a rele in advising and
Mraining the Social Security Benefits Agency staff members and the adjudication

- officers (Disabiiity Living Allowance Advisory Board, 1898),

40




.J-
'-.*FI
L
F _

Payment of the benefit is independent of income, not means-tested, and persons
in hospital or residential care are not eligible. For children under 16, the benefit is
paid for a child with a physical or intellectual disability or illness if they reqguire
extra care and attention than is appropriate for their age, as a result of their

disability or illness (Social Security Benefits Agency, 2001).

The assessment considers two aspects - the mobility and care needs of the ¢hild.

“Thne care component has three payment rates, while mobility has two. A child can

receive benefits from either one or beth components. For verification, a statement
from the child's medical practitioner, or any person whe has knowledge of tne
child's condition is reguired, simply describing the disabling condition and it's
effect on the child. if the benefit Decision-Maker requires 2 medical report on the
child’'s condition, a report may be requested from the child’s doctor (United
Kingdem, Department of Social Security, 2000}). Figure 2 below reflects the

researcher's conceptualisation of the assessment process.

Figure 2: Assessment Process for the United Kingdom's Benefit

DLA claim form {caregivers complete)

.
Benefit decision-maker/adjudication officer assesses claim

Insufficient information. officer

requests additional reports from —* | Adequate information
health professionals/other
informants J'

Assessment: officer determines whether claimant is eligible for the benefit l

f

r~

| Insufficient need in care / mobility J_l Sufficient need - officer determines

components = claim denied i| whether benefit is awarded for:

A Care { mobility component or both
« Al higher / middle or lower rate
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An important point of departure for the United Kingdom's focus on disability

assessment is that the effects of the disabling condition rather than the disatility
b+ itself are the main considerations {United Kingdom, Department of Social Security,
2000).

Children can receive the DLA if the child has care and mobility needs, which
exceeds the normal reguirements of children of the same age. Chitdren can
o - agcess-the care companent from as young as 3 months of age, but can only
access the mobility comportent from the age of three years, Furthermore, care and
mobitity needs riust have been present for at least 3 months prior to application,
and should continue to be present for the following 6 months {Social Security
Benefits Agency, 2001). Additionalty, children should have an unrestricted
residency right to live in Great Britain, and should have been resident for at least 6
months of the year prior fo application (United Kingdom, Department of Social

Security [no date, b]}.

Special concessions apply to children who suffer from a terminal illness: they
receive payment immediately on process of their application, the 3-month
qualifying period is waived, and their claims are prioritised, Additionally, a doctor's

report is compulsory {United Kingdom, Department of Social Security, 2002).

Care and Mobifitvy Compornernts

The care component is representative of two kinds of needs: attention and
supervision needs. Attention needs are related to the child’s need to have a carer
assist him or her with personal care that he or she is unable to conduct for him or
herself. Supervision needs are related to the child's need to have someghe in
close proximity to ensure that the child is kept out of danger and does not
endanger anyone else. The mobility component is for children who experience
proizlems with walking or moving {Unitec Kingdom, Department of Social Security

[ho date, a]).

The higher rate of the care component is awarded if.
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« The child reguires frequent assistance related to bodily functions from a carer
for both the day and the night; or

« The child requires supervision from a carer during both the day and night to
prevent danger to the child or others; or

« The child requires assistance with bodily functions during the day and
supervision during the night, or vice versa; ar

- The child is terminally ill.

{United Kingdom, Department of Social Security [no date, al)

The tugher rate of the mobifify component is awarded if

« The child cannot walk; or

. The child is virtuatly unable to walk; or

« The child has had both legs amputated above the ankle, or was born without
legs or feet; or

« The exertion required to walk would endanger the child’s life or lead to a
deterioration in the child’s health; or

« The child is both deaf and blind; or

» The child is enlitled to the higher rate of the care component and is severely
intellectually impaired with extremely disruptive behavioural problems,

(United Kingdom, Department of Social Security [no date, b])

The Middle Rate, for the Care Component ontly, is awarded if;
~« The child requires assistance or supervision from a carer gither during the day

or during the night.

The Lower Rate for the Care Component is awarded (f,

= The child reguires assistance or supervision for a significant portion of the day.
The Lower Rate for the Mability Component is awarded if:
. The child who is able to walk reqguires guidance or supervision from a carer
most of the time when walking out of doors; and
The child reguires substantially more guidance or supervision from a carer than
L' other children of the same age reqguire.
~ (United Kingdom, Department of Social Security, 2002: 61520 - 61524)
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A child may be the recipient of only one award rate. If a child’s condition changes
significantly, warranting change in the award from a lower rate to a higher rate, the
chitd must satisfy the condition for the higher rate for at ieast three menths to

qualify for a change in award rates {(United Kingdom. Department of Social

Security, 2002).

Structure of the Instrument and Information Reguested from the Applicant

The claim form for the Disability Living Allowance is divided into two sections: the
first section requesting basic inforrmmation on the claimant's details. A summary of

section 1is provided in Appendix .

The second section of the claim form requests information on how the child's
disability or iliness affects them. These guestions are the more perinent ones, as
these are usad to capture the pature and resultant needs of the child's iliness or
disability. The applicant is requested lo be very specific when providing details
about the child's condition, to the extent that measurements of time are used to
elicit the degree of care and supervision a child requires for a range of activities of

daily living {refer to Appendix [).

The applicant is requested {0 provide detailed and descriptive information about
the child's difficulties to perform a range of activities such as walking, eating,
dressing, communication and attending to his or her teilet needs. Additionally, the
carer should indicate the nature of the child's use of assistive devices. A
description of the child's special needs in relafion io his or her condition is also
requested, such as, use of medication ar therapeutic services. In particular, the
OLA requests the carer to indicate the child's need for assistance or suparvisicn
when performing these tasks (Refer to Appendix D for a summary of section 2 of
the DLA),

The most significant difference between the DLA and the CDAT is that the CDAT
is a benefit for the carer of the child with a chronic health conditicn, while the DLA

is a benefit for tha child with a chronic health condition.
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The Care Dependency Grant — Medical Certificate (South Africa)

; The South African Care Dependency Grant assessment process and social
security context has been referred to in chapter 1 and previously in this chapter.

Figure 3 below illustrates the researcher's conceptualisation of the assessment

Process,

The current South African tool consists of four sections. Section A reguires the
applicant to provide the child and applicant's biographical details. Section B
containg the consent and agreement of 2 medical practitioner and the applicant to

the release of the child's medical details for the grant application.

Figure 3; Assessment Process for the South African Benefit

State Medical Officer (SMO) completes assessment form

SMO opinien & recommendations

Completed form sent 1o Welfare office l

Pension Medical Officer makes final decision based on completed assessment
form & other relevant information (e.g., income level)

Section C contains the child’s medical information, specifically the results of a
medical examination, a diagnosis and prognosis. The State Medical Officer
' '__f;:ompleting the form fs asked for his or her opinion and recommendations in
, relation to the child's level of disablement (severe, mild or not disabled),
rehabilitation or special treatment and special education. The Medical Officer is

- also requested to submit his or her opinion as to whether the child requires

- permanent home care due to his or her disability.

- Section D contains a functional assessment of children aged 4 years. The tool

~ domains: mability, self care, communication, psychosocial adjustment and

. cognitive functioning. The following skills within each domain are assessed:
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.« Mobhility: sitting crawiing. standing (alone), walking {independently) and running

{well co-ordinated};
. Selff Carse: eating, grooming, bathing, dressing, and toiletting;
. Communication: comprehension, expression, and speech intellidibility,
- Psychosocial adjustment. social interaction and emotional response;
« Cognitive functioning. copying, memory and orientation.
(Care Dependency Grant, 1996; Appendix E)

The Medical Officer is requested to submit his or her opinion on the child’s ability
to function in the mobility and self care domains. For the mohility demain, the
iMedical Officer indicates “yes" or "ng” depending on whether the child can
accomplish & particular skill {Care Dependency Grant, 1986 57; Appendix E}. For
the seif care domain, the child is rated according to his level of dependence on a
scale from 110 &

1 = total dependency; 3 = 50% dependency; 5 = independent.

{Care Dependency Grant, 1996: 57; Appendix E)

- _In the other domains, the Medicai Officer is asked to perform cerlain activities with
the child and caregiver and to indicate the child's responses. The child's response
- to one task or activity is the basis of the assessment for that particular skill, e.g., to

the child’s comprehension ability, the Medical Officer is requested to "Ask

Full time care: part time care; whether the child is able to care for him or
herself, or whether the child should be referred for further assessment.
Dependency Grant, 1996: 59; Appendix E)

South African instrument predominantly relies on the judgement of the

dical officer completing the form. it consists of open-ended guestioning as well
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as guantitative measures, particutarly in the functional assessment. The functional

assessment appears to apply ondy 1o children who are four years old.

The guestions pased in the functional assessment are |argely dependent on the
child's performance on the day of the assessment, e.g., the measurement for
social interactior is "Observe how the child inferacts with you, his mother, or other

children in the vicinity.” {Care Dependency Grant, 1296: 58; Appendix E).

There are no definitions of terms or guidelines for the use of the tool. For example,
definitions of the specific eligibility criteria of 'severe disability’ and ‘permanent

home care’ are not provided (refer to Appendix E for the South African tool).

Categories of Assessment used in the Three Instruments

The DLA tool and the CDAT have clear categaries of neaeds or indicatars that they
use as measures of assessment. Both tools use the categaries of activities of daily
living such as feeding, bathing, walking, amongst other items of assessment.
However the type of infermation elicited within each of the categories are either
functional (Australian} ar needs related (United Kingdom). A synopsis of these
':_ categories and the categories used in the South African tool are presented below
in Table 8.

As can be noted from Table 8, there are many shared categories in these toals, It
also evident that the DLA reguests more comprehensive information. H not only
wvers functional categories from a perspective of the child's need for care, but

150 the child's need for supervision and care in various contexts.

CLUSION

“undamentally, the perceptions of disability and chronic health conditions are a
tion of the framework or premise that one adopts, as well as related to the
rpose of a programme or service, In relation to the ICF's three-pronged
ition, one is lkely to assume cone or a cambination of these aspects of
ability — the organic level, impairment level or handicap level. Ideally, a holistic

-.ach would embody all three aspects of disability, likened to the non-
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categorical approach to chronic health corditions, A holistic approach would also
b include social and environmental factors and consider the extent of their impact on

the individual's functioning.

Table 8: Categories of Assessment in the Three Instruments

Australia

~ United Kingdoem

Listening, reading &
- understanding
i Talking, writing or signing

Communicating with other

peuple

Feeding & mealtime skills

Eating & drinking

South Africa

Commurication

| Seff c:aré_'(eéltin'g}_

Hygiene & g_;foéﬁﬂing
skilks

“Washing & bathing
| Help with toilet needs

' Dressing skills

(setting dressed or
urdressed

Social & community skills

Delay in social skills

_F"'sychos:ﬁicial

Self care (grooming
foiteting)
Self care {dressing)

adjustment {social
inieraction)

' Hand mowvement

. Delay in physical'sensorny

skills

- Body Movement

Vatking/maobility

Waking, geiling up & going
{0 bed

Movement & co-ordination
Mowving about indoors

~Mability

Behawviour

Child's mental health

Special care needs

Help with medication
Help with medical
eqQuipmeni

| Blackouts, fits, seizures
Supervision

| Permanent home care

Fsychaosocial adjustment
(emotional response)

Speciat treatment /
rehabilitation

Delay in learming skills

Cegnitive functioning

Help with therapy

' When the child is in bed at
. night

| Help the child needs on

ouings.

Slgnificantly, the majority of the tools examined in this chapter measure the

" rden’ of the child with a chronic health condition on the caregiver, family or
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personal care, while PED| measures the caregiver's assistance and modifications.
The non-categorical framework [dentifies the conseguence of the condition,
including the dependency a child may have on heaith care or caregiver assistance.

This is a vital dimension that should be included in an assessment tool,

All of the tools also consider activities of daily living, though the perspectives vary.
Some approach it frem the degree of care that a child requires, while others
“concentrate on the child's aoility to petform tasks related to his or her age.
However, the limitation of a child’s daily functioning as a consequence of the

condition is an important consderaticn.

In particular, social security assessment processes and instruments in South
Africa should consider the impact of the condition on the chitd and the caregiver,
as this domain has been screly neglected. The costs of caring for children with
chronic health conditions, whether financial or in other aspects, is a concept that is
cf utmost importance. The socio-economic conditions and centext of individuals
living with chronic health conditions should be paramount in any assessment

process, given the gross disparities between communities in South Africa,

This kind of approach would be most applicable to the South African scenario. it
upholds a rights-based approach, as the individual's needs are paramount in the
assessment process This chapter presented a review of relevant literature
pertaining to the social security assessment of children with chronic health

conditions, The following chapter describes the research design and methodology

adopted in this study.

49



CHAPTER 3: RESEARCH DESIGN AND METHODOLOGY

The following chapter will present the design and methodology employed and
informing the data collection, data capturing and data analysis phases of the study.
The hypothesis, instruments used and sampte design will also be discussed in this

chapter,

DEVELOPMENT OF THE HYPOTHESIS

This study assumed the hypothesis that the Australian instrument and the United
Kingdom instrument would more appropriately identify and capture the social
assistance needs of children with chrenic health conditions in a South African

context.

This hypothesis is founded on the belief that the current social assistance
assessment tool used in South Africa to assess children with disabilities is
inappropriate and limited. One major flaw is that the instrument does nol capture
of identify the needs of children with chronic ilinesses, purely focussing on children
- with disabilities. As a result of the inadequacies of the tool, the assessors
‘administering the tool are required to rely firmly on their opinions and judgement
'.!egarding the child's condition and eligibility for the benefit. To inform the
| ‘development of an appropriate South African tool, it was determined that a study

17* .
of existing instruments used in other countries should be conducted.

f.'ﬂllowing a search for appropriate assessment instruments, the Australian and
:Ir"rited Kingdom's tools were found to be fairly appropriate, containing useful
indicators and censtructs that should capture the additional needs of children with
ehronic health conditions. Both tools appeared to be more comprehensive, with a
der range of questions that seemed sensitive and appropriate to address the

IS8Ues not covered in the South African tool.

t is also significant for the purposes of this study is the manner employed to

dpture or measure the various aspects or implications of a child's condition.
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Though a tool may identify a certain aspect or need, whether the extent or type of

information is relevant in the Scuth African context is an important consideration.

As a result, it was thus hypothesised that both tools have the capacity to capture
and reflect the additional and hofistic needs of chitdren with chronic health

conditions in a more appropriate manner than the current South African tool,

THE INSTRUMENTS USED IN THE STUDY

The following instruments were applied on a sample of 18 children with a range of
chronic health conditions: the United Kingdom’s Disability Living Allowance (DLA)
claim form, and the Australian Child Disahility Assessment Tool (COAT). Both the
CDAT's Treating Health Professional's {THP) questionnaire and the functional
assessment completed by the caregiver were used for data collection. Additionally,
the caregiver's claim form was also administered. The resulis and the application
process of these tools were compared with _the outcome of the current South

African tool.

The CDAT, DLA claim form and the current South African tool are described in

chapter 2. (The trree tools are attached as Appendices A, C and E respactively.)

 SAMPLE DESIGN AND SAMPLING METHODS
The target population for this study was children with chronic health conditions
‘ ,?Etending tertiary health care facilities in the Western Cape. The sample population
:ir;*;_ﬂnsisted of 18 children with six types of chronic health cenditions attending Red
-.‘ ross War Memorial Children’s Hospital services.

a1



Sampling Technique

The sample size was chosen primarily because of the constraints of this study as
a limited dissertation, and as an explorative stugy that would propose specific

recommendations for the further development of a South Aftican tool.

The sampling technigue employed in this study combined purposive sampling and
convenience sampling. Babbie and Mouton {2001} reflect that interpretive
research most often utilises purposive sampling techniques. Purposive sampling
was used initially to identify the Hospital services or clinics that served the target
population. Hereafter, from the children attenaing these clinic services, three
children representing paricular chronic health conditions were conveniently

selected to participate in the study.

- Out of a list of a range of clinic services that served a broad population of childran
with chronic healh conditions, 8 clinic services were chosen. These were clinics
that served chilgren with the following chronic health conditions: HIV/AIDS, cystic

: fibrosis, developmental gisability, cancer, cerebral palsy, and hearing impairment.

lected Chronic ilinesses

hronic illness has been excluded from social assistance eligibility in South
Alrica, the choice of conditions was very important. The impact of chronic ilinesses
the lives of chiigren andg their families in South Africa are not as well known as
jf;:i{-]:sability_ HIVIAIDS was included because of the well known cebates anag
arns about the care of chilgren who are HIY positive, the costs and access to

ical treatment and the resultant cost of care for the caregiver.
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Cancer was chosen because it manfests as either a temporary or permanent
condition. Again, little is known about the effects of this condition, whether
temporary or permanent, on the lives of children in South Africa. Thirdly, cystic
fibrosis was chosen as it represents a range of respiratory conditions, including
asthma, which is a ".. .highly prevalent disease in South Africa.” {Zar & Weinberg,
2002: 2) Cystic fibrosis is one of the most costly respiratory conditions to treat and

manage. particularly the costs of medication and equipment (Beatty. 2002).

Sefected Disabilities

Hearing impairment was selected for this study as it represents the only sensory
impairment included, and has fairly high prevalence rates. Similarly, cerebral palsy
and developmental disability were selected because they are fairly common

conditions, thus representing large numbers of children,

DATA COLLECTION METHODS
Permission {o conduct the study was obtained from the Provincial Administration of
the Western Cape, Department of Health as well as the Heads of Department of

each selected clinic.

The tweo international instruments were administered to the caregivers of the
selected group of children i.e., each child's caregiver was interviewed individually
on two occasions. The researcher conducted the interviews in English and
Afrikaans, where appropriate. An interpreter was available to assist with the

caregivers who were Xhosa-speaking.

Access to The Sample

The Hospital services held clinics regularly — for example on a weekly or daily
basis, on specific days. The patients altended these clinics at the Hospital,
depending on the clinic appointments given to them. The researcher attended the
clinics after obtaining permission from the clinic management on the specific days

the clinics were held.
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At the clinics, the researcher informally approached carers to explain the full

cetails of the study and to oblain their consent {0 participate. The carers were also
assured of confidentiality ano anonymity throughout the progess, anc carers were

then asked to complete a consent form {refer to Appendix F).

The first interviews to administer the United Kingdom's tool were then conducted
or arrangements were mace with the carer to conduct this interview at a suitable
time. This procedure was followed until three participants from each type of
chronic health condition had been interviewad. Once the initial interview was
completed, the researcher made arrangements with the caregiver to conduct the

second interview, usually for the following week.

The Data Sets

Thus, cata was collectec through the application of the two instruments in an
interview process. An adcitional question asked of carers is whether there were
any other problems or congerns that the caregiver wanted to discuss that the two
instruments hac not adorassed. Adeitionally, a State Medical Officer was
reguested to assess these children's eligibility for the South African grant, basec

- on current legislation.
Data Collected for the United Kingdom's Assessment

::ﬁ_nd spaces were used where available to conduct the interviews. However, this

‘was not always possible, and the researcher was obliged o concuct a few

The majority of the second interviews were conducted at the caregivers' homes,
his was more convenient for carers. A few carers preferred toc concuct the
lerview at the hospital, anc the researcher then compensatec them for the
avelling costs. Adcitionally, a food parcel was given to patticipants to

Sknowleng: thelr participation in the stucy,
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The Austratian system also uses a segond questionnaire lhat is completed by a

THP to help determine efigibility. These questionnaires were given to the

children's treating doctors to complete.

Data Collected for the South African Assessment

A third set of data was elicited from an experienced State Medical Officer who has
been compieting applications for the Care Dependency Grant for many years, and
15 very familiar with the legislative requirements. The Medical Officer was provided
with a profile of each child's condition and circumstances, and asked to determine
which children in the sample would be eligible for the Care Dependency Grant

based on the present eligibility criteria and fegislation.

DATA CAPTURING AND DATA EDITING

The data was recorded on the assessment instruments, for both the United
Kingdom and Australian tools. The State Medical Officer provided data pertaining
to the South African tool, including the reasons for each child's eligibility or non-

aligibility.

As the United Kingdom's instrument contains predominantly qualitative
information, and the tool was used predominantly as an interview schedule, the
% Iﬂfst interview's material was captured and summarised in a short report, capturing
;‘}ﬁe carer's responses to each guestion in the instrument. The researcher
l.i'humbered each guestion in the instrument and then recorded each participant’s
'_ﬁi[esponse to each question. It was therefore easier to compare carer's responses
ff:t:- specific questions. This was not applicable to the Australian tool as it contained

predominantly quantitative information,

The next phase of data capturing involved tabulating the responses of both tools
according o the guestions contained in the instruments. The most pertinent
T;‘JE-stiDns were operationalised into categories of a few words or phrases. This
as conducted for both instruments, and simitar guestions in the twa instruments
Efe given the same categories. The number of caregiver responses in a

icular categary according to the type of condition was recorded in these tables.
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Additionally, information collected in the interviews that was not a response to a

guestion posed in the instruments was tabulated separately. This was done
particularly for the carers' responses to the additional question. Emerging themes
were franslated into categories and the number of responses within each type of

condition was recorded,

DATA ANALY SIS

The primar&f procedure used to analyse the :Ejata wlas théméticﬁuor concéptua:
content analysis, aithough thus was not always applicable. Content analysis is
defined as the examination of *...words or phrases within a wide range of texis... a
researcher is able to make inferences about the philoscophical assumplions of a
writer, a written piece, the audience for which a piece is written..." (Palmquist,
1993 in Babbie & Mouton, 2001: 491).

As this study is concerned with the Kind of categories and measurements used in
. an assessment tool, it was felt that the analysis should particularly consider the
~ content of the instruments, categories of assessment used as well as language

" and definitions.

.ﬁonsidering the data presented in the tables described above, the researcher
‘analysed the data for similarities, differences and shortfalls within and between the
o instruments, Particularly, attention was paic to the calegories of assessment
used in bota tools, the kind of information eligited from each tooi and the outcomes
each tool. Additionally, categories derived from the data not cellected via the
struments were compared with those identified in the tools and these omissions

ere considered to be the categories of need relevant to South Africa's particular

'_érmining Eligibility Status

_é collected from each international tool was used to assess the children’s
bility for the respective country's benefit, based on each country’s regulations.
onally, a State Medical Officer was requested to assess these children’s

ity for the Scuth African grant, based on current legislation.
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A further step ir the analysis of the data incorporated determining the eligibility
status of each child, based on the data elicited from the tools, The data from each
child's DLA tocl was considered in respect of the United Kingdom's eligibility
criteria as well as the Decision-Maker's Guide. Based on these criteria and
guidelines and the given data, the status of each child related to the United

Kingdom's social assisiance system was decided.

Similarly, the Austrafian system has a mandaiory scoring regime that is employed
to determine children's eligibility for the Carer's Allowance, and through this
process each chld's eligibility status was determined. Refer to chapter 2 for a

detailed description of the scoring process.

To verify the results of this process, the researcher requested that a senior
researcher and colleague who is familiar with the child disability field, assist with
the scoring and determining of eligibility status for both the Australian and United

Kingdom benefits.

- The results of this procedure were tabulated, together with the children’s eligibility
. status in relation to the South African grant. The numbers of eiigible children within

- each country's system was calculated and analysed.

LIMITATIONS AND SOURCES OF ERROR

B Tost-Retest Method

fs_hartr;mm-ng related to the process of data coilection is that the research design
embied the testretest method, and may have some of the biases and
imitations related to this methed. As the two lools requested similar information
irom the participants and used very similar guestions {Babbie & Mouton, 2001),
- participants may not have glven an accurate response at the second interview,
@s they may have found the questions repetitive and famiiiar.

2 researcher attempted to counter-act the effects of the design by avoiding
=stions in the second tool that had already been asked in the first tool, The

rcher also made the carers aware of this at the beginning of the interview.
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Researcher Bias and Selectivity

As 15 relevant to any research study, an element of bias is present because of the
researcher's role in the study and tnteraction with the participants, The researcher
may have unwitlingly influenced the participants’ responses in a number of ways
that may be related to personality traits, or perceived affiliation. for example.
Additionally, the researcher may have exercised erroneous selectton of data,

cantributing to a biased representation of the data (Mouton, 2001).

The researcher attemnpied to limit these effects by being aware of potential biases

and by remaining neufral and abjective.

- Socizl Desirability Effects

' This occurs when the participants do not respond honestly to & guestion, but
. 'lther provides an answer that he or she feeis is socially acceplable and
appropriate, or will please the rasearcher (Mouton, 2001). This may have occurred
in this study, as a few carers were reluctant to discuss the amount and extent of

extra care that they give to their child with a chronie health condition.

o minimise these effects, the researcher explained the purposes and rote of the

udy, encouraging participants to be truthful and ensuring confidentiality.

railability of Subjects
It should be noted that the researcher experienced problems with obtaining
ary participants. As the researcher approached carers in the Hospital clinic
: 5ome carers were apprehensive and suspicious of the study, and did not
I to participate. These carers influenced others who may have been interested.
ias particularty evident with the nigh profile healih conditions, such as
S. Additionally, the researcher included carers who were recipients of the
well as those who were not recipients. This may have influenced the

attitudes and perceptions of the study.
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There weare aiso delays In conducting the second interviews with some of the
carers, as a few carers did not keep their appointrnents with the researcher. As a
result, the data captured in the second interview was different to that captured in

the first interview, for one or two children, because of their fluctuating condition.

Therefore, to ensure the full cornplement of the sample size, the researcher was
obliged to find replacerments for the carers who no longer desirad to conduct the
second interviewm, and minimised the potential bigs of the differences in data by

acknowladging this in the presentation of data.

Non-probability Sampling
As the sample was selected primarily for purposive reasons and convenience, it s

therefore not a representative sample, and the results cannot be generalised to a

hroader context. Thus, the scope and applicability of the study is limited.

ETHICAL CONSIDERATIONS

The Role of the Researcher

As the content of the Instrurnents and the interview process could potentially elicit
sensitive issues for the carers, the researcher was aware that her role as
r. researcher might require her to adopt the technigues and skilis of a counsellor,
~ The interviews were thus conducted in a fiexible, sensitive manner, so that carers
- felt comfortable end supported in a8 non-threatening context. Where appropriate,
__he researcher ofered minimal advice, primarity referring carers to appropriate
services for their expressed needs. |n particular, where carers had gueries

fegarding grants, the researcher provided the relevant information and advice.

However, because of time constrainis on the data collection process, the
researcher had a minimal amount of time to build rapport and a ftrusting
ationship with the carars, which may have been elicited more accurate and rich
ta,
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Obtaining the Caregivers’ Consent

As the research study is about the South African benefit for children with heatth
conditions, the researcher was acutely aware that caregiver's might participate in
the study because they expect to receive the South African grant, or perceive the

research process as an application for the grant.

Therefore, when recruiting participants for the study, the researcher explicitly
“stated that the research study did not involve an application for the Care
Dapendency Grant, neither would participants receive the grant or any immediate
assistance from the State. This information was also clearly stated on the

caregiver's consent form (refer'to Appendix F).

- CONCLUSION

 This chapter describes the development and design of this research study,
] including a discussion about the hypothesis, the instruments used in the study, as
&;#ell as sampling procedures. Data collection processes are also identified, as well
',--. data capturing and data analysis. Finally, this chapter explores the limitations of
i .'_E‘ study as well as the major difficulties and ethical considerations encountered in

e data collection process. The following chapter presents part 1 of the findings of
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CHAPTER 4: PRESENTATION AND DISCUSSION OF
FINDINGS (PART 1)

THE SAMPLE AND THEIR ELIGIBILITY STATUS WITHIN THE
THREE SOCIAL ASSISTANCE SYSTEMS

" Following the administration of the instruments described previously on the sample
of 18 children with chronic health conditions, the findings are presented and
discussed in this chapter and in chapter 5. In this chapter, the descriptive data of
the children and their caregivers are presented followed by a discussion of the
cutcome of the tools, with reference to the children’s eligibility for the respective

benefits.

PROFILE OF THE SAMPLE

The Children
Of the 18 children who participated in this study, 11 {61%) were male and 7 {39%;)

were female. The children's ages ranged from 1 year 3 months to 16 years 8
months, with an average of 5.6 years. One-third (6) of the sample was at 2 years
of age, whie the median age was 4.7 years. All 18 children have birth certificates,
| and all are South African citizens, Table 9 represents the distribution of the

 children's ages.

Table 9: Distribution of the Children's Ages
. AgeinYears '1-5 [6-10 | 11—15 [ 16and over
No. of Children 12 3 2 1

#
Education

most half (8) of the sample of children were attending some form of educational
cllity, These included children attending creche, pre-school, primary or
condary school Of the remainder, 3 of the carers reported that their children (1
developmental disability, 2 with cancer) no longer attended a facility because

I;?:fs;' financial difficulty. None of the children with cerebral palsy or the children with
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cancer was attending any form of educational facility. One child with cerebral palsy
is of schocl-going age (8.3 years), but is not attending an educational facility. Due
to his severe disability, he can only attend a special care centre, and there is no

space currznily available to accommodate nim in an affordable centre.

As the chiidren with chronic illnesses have fluctuating health conditions, they may
be absent from schocl, depending on their condition. For same children in the
sample, this occurred frequently. Half {4) of the carers of children who were
attending educational facilities indicated that they were receiving support from
their children's schools, as !eachers were understanding of their children's

conditions and needs, and provided assistance to their children where nacessany.

Health Care Needs
The following section describes the children's health-related needs. Table 10
ilustrates the children’'s health care needs according to the 6 primary heaith

conditions selected for this study.

Table 10; The Heaith Care Needs of the Children

Needs i HIV/ | Oncology | Cystic | Hearing | Developmental Cerebral -
AlDS Fibrosis | Impaired Disability | Palsy |

MuHiple
condilion
Hﬂsp@_l_is_?_tjﬂn

Medication &

| Equipment

- Treatment P

g heapy . L] :

' key: The shaded argas indicate the chidren most affected hy the heoalth care need

‘These were children with the following primary conditions: 2 children with hearing

pairment, 2 with cerebral palsy, and 2 with cystic fibrosis.
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Considering the 6 categories of health conditions, the children with chronic
ifinesses (HIV/AIDS, cystic fibrosis and cancer) frequented the hospital more often
than the children with disabilities, and spent longer periods in hosgital than the
children with disabilities. Children with cystic fibrosis and HIVAIDS frequented the
hospital every 2 or 3 months, ranging from a few days in hospital to a few weeks.
The children suffering from treatable cancer were hospitalised for the longest
periods; 6 months aﬁd 18 months and only going home for weekends. The child
with rmon-treatable cancer was reguired to frequent the hospital every 2 weeks.
None of the children were in hospital at the time of the interviews, but were

attending hospital services for treatment.

Medication and Eguipment

The children's need for assistance with medication was widely acknowledgad — 14
(78%) children required their carers to administer or supervise their infake of
medication. Children with all six conditions reouired medication, with all the
children with developmental disability, cystic fibrosis and HIV/AIDS reguiring
medication. The extent of assistance needed was refative to the child's age and
functional ability, Where paricularly infricate measures and eguipment was
needed, carers supervised or administered the medicing, as was the case with the

-~ cystic fibrosis sufferers.
:The children with cystic fibrosis regquired medication with every meal, while
children with cancer consumed about a dozen tablets a day. In addition the

~ children with cystic fibrosis all used some form of breathing apparatus or

,\éqmpment to assist their resgiration on a daily basis. The use of medication and
|

‘expenses were an added burden on the finances of the family. These were carers
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of children with cerebral palsy, eystic fibrosis and HIV/AIDS, Additionally, travelling

to and from hospital piaced additional financial strain on some of the carers.

Particularly for children with cystic fibrosis, carers menticned that the costs of
medical care are exorbitant. The costs of medication alone can amount to
RS0 000 per annum. Additionally, the equipment used, such as ventilators, costs
in the region of R35 000 per item. As these children required hospitalisation for a
few weeks every few months, the costs of hospitalisation were also high. For
carers who benefited from medical aid or whose children were subsidised by the
State, the financ.al pressure was lightened. However, for carers who could not
affard the necessary medical care their children required, these children's siates
of health were adversely affected. Carers also reported that they could ot access
the most effective forms of medication for their children because it was too
expensive. Additionally, a few carers found that alternative medicines, such as
homeopathic products, were helping their children. However, these products were

reportedly also costly.

Similarly, the carers of children with HIV/AIDS described their concerns about the
 lack of accessibility to affordable treatment that could improve both the carer and
child's health conditons. These carers would like access to anti-retroviral
treatment and requested that the prices be reduced or that government subsidise
the cost of this medication. Carers reported that the cost of this medication

amounted to roughly REX) per month.

-~ Of the 18 children, 5 {28%) are receiving treatment for epilepsy as well. When
- going oul during the day or night, the children reguiring daily medication and

Areatment would need to carry their medication and eguipment along with them.

Thorapy

ﬁ hign percentage of children {11) receive therapeutic iniervention such as
i %ghys'lotherapy. The amount of therapy and frequency of sessions at the hospital
;faries, depending on the child's condition. Many of the children also receive home

~ programmes, where the carer is required {0 conduct therapy with the child. Of
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these children, 7 (64%) were children with disabilities. Children across all the
healtn conditions except HIV/AIDS were receiving therapy. The frequency of
attendance at the therapy sessions varies depending on the disability or iliness

type. Some attend on a weekly basis, while others attend every three montns.

Behaviour and E.rﬁoﬁonaf Problems

Half of the children (9) were identfied as paving behavioural and emotional
difficulties by their carers. The rnajurft;_,F df these children (5) were children with
chronic illnesses, Benavioural difficulties such as freguent tantrums and
aggression were meore commeon in children with disabilities, such as the children
with developmental disability. These difficulties may be related to the cnild's
condition, e.g., hyperactivity and aggressive behaviour are quite cormman in
children with developmental delays. Most of the children with chronic illnesses
often became withdrawn, unsociable, and some became aggressive during

periods of poor health, impacting on their family relations and friendships.

Activities of Daily Living

ror most of the activities of daily living, the children witn chronic illnesses
generally fuactioned at an age-appropriate level. However, it was during periods of
poor health that they were likely to be unable to accomplisn these tasks
satisfactorily. As a resulf these childrern’s functioning fluctuated, dependant on
their state of healtn. It was also noted that these children’s development regressed
during periods of poor healtn, for example, the children with cancer couid no
longer walk, feed themselves or attend {o their toileting needs during periods of

poor health, which they were able to accomiplish before their il healtn.

Mobiity

Half (9} of the children were identified as having mobility problems, with 7 (78%) of
these children suffering from a disability, e.q., cerebral palsy. Children with cancer
and cystic fibrosis were identified as having mobility difficulties during periods of

poor nealth, As a result of the maebility problems, these children required varying
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degrees of supervision, depending on the severity and duration of the mobility

difficulties.

The children with constant mobility difficulties, such as the children with cerebral
palsy, required daily and centinsous supervision, as well as requiring physical
supper to sit, stand or walk. They also required additional means of support such
as a buggy, similar to a pushcart, or special chairs. Using such devices and
equipment posec problems for some carers, particularly when taking the child
outside of the nome. These children required considerable assisiance when

travelling or going on outings.

Corrnlinication

Of the 18 children, 12 (67%) were identified as having communication difficulties.
The majority (8) of these children were those with disabilities - mainty chiidren with
hearing impairments, who made use of hearing aids, and children with cerebral
palsy. These children reguired assistance, whether by sign language or gesturing,
in helping them to understand communication from others, and helping others to

understand their communication.

Personal Hygieng and Self-Care

More than half (11) of the children had difficulties attending to their perscnal
hygiene and self-care activities, such as bathing and dressing. Censistently,
children with disatilities reguired help with these tasks, as they were unable to
accemplish thase tasks on their cwn due to physical impairment or low intellectual
functioning. Children with chrenic ilinesses had difficulties accomplishing these
tasks during periods of poor health, or because the child’'s development was
delayed due to the illness. Children with cancer in particular were physically

~ unable to accomplish such lasks during periods of poor health.
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Eating and Drinking
Simitarly with eating and drinking, the majority of children with disabilities required
assistance, particularly children with cerebrat palsy. Children with chronic illnesses

were affected during periods of poor heaith.

In general, children with chronic illnesses needed to pay particular attention to
their diets, and when severely ill, they required nascgaslric or syringe feeding.
With regard to nutrient intake, 2 children with cystic fibrosis required their bodily

excretions monitored daily as an indicalion of their need for enzymes.

Carers also highlighted that their children required more food than their peers, or
reguired special foods that were expensive. To maintain their children's health
condition, carers needed to provide nutritious foods regufarly, and for many of

them this was costly, and reguired the resources of time, attention and effori.

Toileting

With regards to toileting needs, the majority {8} of the children with disabiiities
reguired assistance. This ranged from the carer periodically attending lo the
child’s needs, as he or she is unable to communicate, to the child requiring
-assistance when using the toilet. Children using the nappy required to be changed

~ several times a day and during the night.

With regards to children with chronic ilinesses, children with cystic fibrosis and
~ children with cancer were mainly affected. Of these children, 67% {(4) reguired
'.‘;';assistance, such as needing to be caried to the loilet because of physical
Weakness. Some of these children suffered from diarrhcea and enuresis during
day anc might, and lost control of their bowel and bladder functions. Most of
these children reguired such assistance during pericds of poor health. However
‘Bne child required continuous aftention as she has poor control of her bowel and

:Jadder functions and soils her clothing daily.
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Assistance Reguirad whife In Bed and During the MNight

Of the 18 children, 7 {39%) had difficulties with waking, getting up or going to bed.
The majority of these children were children with disabilities. These children
required physical assistance o get in or out of bed, or when lying down. Children
with chronic ilinesses mainly had difficulties waking and getting up, e.g., the
children with cystic fibrgsis required more sleep than their peers, or were too

physically weak to get out of bed, such as the children with cancer.

More children with chronic ilinesses required attention during the night than the
children with disabilities. These children became ill frequently during the night, and
needed to be attended to as well as having their bedclothes changed. The
children with cystic. fibrosis may have reguired therapy during the night if they
were coughing exce_lssively. in comparison, the children with disabiliies who
~ required attention were those who needed nappy changes or to be furned fron
| side to side while in. bed. Some of these children reguired some form of comfort,
- such as the prasence of the carer, to fall asleep.

f II'.Z'

addition to the assistance reguired with activities of daily living. some of these
Idren required supervision. Some of the carers also discussed the impact of

roviding care of their children.

Supervision and Care

Qne-third {8) of the children were idenfified as requinng supervision mainly during
O& day and some at night, due to their disability or illness. The majority of these
ildren were children with communication, speech, behaviour or leaming
ifficulties. These children required supervision fo ensure that they were not a
ar to themselves or to others becauvse of their inability to perforrmn certain
Clions, such as hearing, talking or walking. One child with cystfic fibrosis
guired supervision at night because of her struggle to breathe.

of these children required continuous care, particularly the children severely
by the disability or liness such as those with cerebral palsy or cystic

- The carers of these children were often cver-burdened and drained due to
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the amount of care the child required. 2 carers indicated that they were fully
ccoupied by caring for these children, and that assistance with their child's care
would be welcomed, as it would provide them with some relief. One carer reported
that she was considering placing her child in a residential care facility as a result of

lhe high degree of care her child required.

Il summary, all of these children had supervision and care requirernents, as they
all required medical trealment and assistance with activities of daily living. The
degree of care required varied dependent on the individual child's health status
and type of condition. Most of the children with chronic illnesses had a greater
need for medical care than the children with disabilities. In addition, children with
chronic illnesses have greater attention requirements with eating, and during Lhe

night.

However, a larger percentage of lhe children with disabilites required regular
therapy than the children with chronic illnesses. Children with disabilities had
greater mobility, communication and toileting needs, as wefl as the need for
assistance while in bed. Children with disabilities also required maore supervision

during the day.

The Carers

- Jhe following section presents the data elicited from the interviews related to the
: arers' descriptive data and information pertaining to their households. The
second section indicates the carers’ responses to the additional gqueslion about

Aheir problems and concerns.

carers interviewed in this study were all the primary caregivers of the childran
slected, and all were female. A large majority {15} of the carers reside in low
Socio-economic communities such as Khayelitsha, Delfdt and Aflantis. Of the
. aining 3. 2 carers reside in affluent communities, and 1 carer lives with her
Employer in a wealthy community, Half {9} of the carers indicated that their
€nold income was a huge factor limiting their abifity to care for their children.

118 15 discussed later in the chapter,
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Most of the carers (15) indicated that they come from non-English speaking
backgrounds. All of the carers have idenfity documents, The carer's ages range
from 23 years to 59 years, with an average age of 33.2 years and a median of 34

years. Table 11 befow illustrates the distribution of the carer's ages.

As can be seen from the table, the majority (10} of the sample falls between the
age of 23 years and 34 years. However, it is most interesting that almeost half {8) of
the sample were in the age group of 35 to 59 years. As the majority of the carers
resided in impoverished communities and was relatively young, it is concerning
that they are primary caregivers of children with special needs. Only 2 carers
indicated that they were involved in volunteer work or training. The rest are either
emptoyed or are unemployed — details relating to the carers employment status

was not elicited in this study.

Table 11 Distnbution of Carer's Ages

Agein Years | 23—28 | 29-34 | 35-40 [ 4159
No. of Carers | 5 5 4 g

. Relationship to the Child

- Of the 18 carers interviewed, 15 (83%) carers were the biofogical mothers of the
#hild concerned, 1 was the 41 year-old grandmother of the ¢hild, one a foster-
‘mother (59 years) and the other was the child's older sister (25 years}). The
randraother was caring for her grandchild with leukaemia, while the sister was
.|'r*|g for her sibling who had HIV infection, as their mother had died from AIDS.,
The foster-mother had been caring for the child with cerebral palsy for 3 years,
glnce he was 9 months old. All of the carers were caring for one child with a
bility, and afl personally provided care to the child concerned. All of the carers

had carcd for the child concerned for more than ene year.

an iy Structure

e 18 carers, 7 {39%) were single, 10 {56%) were married, and one was
rated from her husband, Of the 18 carers, 5 (28%) were living with extended

ifies, one was living with her empleyer and a single carer was living alene, The
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remaining 11 (61%) were living with therr husbands, children andicr grandchildren.

All of the children concerned are living in the same household as their carer.

Social Security Benefits Received

Of the 18 carers, 3 (17%) were receiving the Child Support Grant (CSG), whereas
6 (33%) carers were receiving the Care Dependency Grant (CDG). The foster-
~mather is receiving the Foster Care Grant (FCG). The amounts of the grants are
R130, RB30 and R450, respectively. MNearly half (8) of the carers specifically
menticned the role of grants in the famiily’s income. Table 12 below illustrates the

carer's perspectives of the grants.

Table 12: Carer's Views of the Three Children's Grants

" Rote of the Foster Care @ Care Dependency Child Support
~ _Grant Grant Grant . Grant
Significant 5

. Difference BN

- Insufficient 13% 25% PR L
Needed for a

| Health Care - 25 ’T“ _____

Of these carers, 3 (38%) mentioned that the Care Dependency Grant made a
 significant difference in the family’s ability to cope financially. For one of these
‘carers, the CDG was the anly form of income for the family, However, 2 carers felt
that the CDG was insufficient. Sirilarly, carers who received the FCG and C5G
indicated that the grants provided for a minimal porticn of the child's needs, and
should be increased. Of the carers of children with chronic iilnesses, 2 reported
that financial assistance would have been helpful during their ﬂhiidfen's pericds of

poor haalth, but their children were not eligible for the CDG.,

Cnly one carer was a member of a household where a recipient of the State Old

Age Pension also resided.

Utitisation of Health Care Services

gnificantly, when discussing their children's use of health care services, 10

J carers, the majority being carers of children with chronic ilinesses, indicated
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that they utilised anly fertiary level health care services instead of primary level
health care. These carers mainly frequented Red Cross Children's Hospital
services, where their children were attended fo by predominantly one specialist.
One carer only utilised tertiary level care because there were no primary health
care facllities in her community that could treat her child's condition. Of the 18
carers, 5 (28%) carers indicated that they ufilised both primary and traditional
medicine as well as tertiary level services, while 3 {(17%) indicated that they
utilised both private and tertiary health care séwices. Carers were also grlateful for

the support that they received from medical persannei at the tertiary hospital,

Additional Probfems and Concerns Indicated by the Carers

Household fncome

Half {3} of the carers indicated that their household’'s income impacted greatiy on
the carers’ ability to care and provide for the child cencerned. Two-thirds (6} of
these carers indicated that no one in the household was receiving a stable
income. The remaining one-third (3) of carers identified one steady income-earner

in their households,

~ One-third of these carers also reported that there was often no food in their
. househoids as a result of the family's financial situation. Some of these carers
borrowed food from others to feed their chiidren. One carer also mentioned that
- she was unable to purchase the necessities her child required for school or
"Iﬁrr:wide for his transport costs to school. Ancther carer mentioned that she could
'.'_I::t afford her child's school fees, while ancther highlighted that the house they
were living in couid not accommodate the entire family, therefore some of her

family and older children were living elsewhere.

Significantly, bwo-thirds (6) of these carers were caring for children with chronic
illnesses, and thus the family's ability to provide for the child concerned seem to

nave a greater impact on the carers of children with chronic illness.

A few carers also mentioned that they have other dependants to care for besides

e child concerned. One carer also reported that she is providing for her own
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children as well as the chilaren of extended family and that the cost of providing

food, clothing and schooling is great.

The Financial fmpact of Providing Care

Two-thirds (12) of the carers indicated that they were experiencing financial
difficulty because of the refated costs of caring for their children. Nearly half of
these carers (5] were struggling to provide the basic necessiies for their families,
The majority (B) of these carers acknowledged that the costs of caring for a chila
wit1 a chronic heaith condition was great, as they required extra or special food,
medication, travelling costs, clothing, nappies and school fees. The carers of
children with chronic ilinesses, particularly cystic fibrosis and cancer, reported that

the aaditional needs of their children are a heavy financial burden on the family.

Travefting to Hospital

Half {8) of the carers specifically nighlightea their difficulties with travelling to the
nospital to attend therapy sessicns or doctor's appeintments. A large majority (7)
of these carers had problems with the costs of travelling to and from the hospital,
some of who frequented the hospital on a weekly basis. Socme of these carers
found ways of obtaining finances, such as barrowing from neighbours when they
 were unable to afford the costs. If this were not possible, the carer would farego

the child's hospital appaintment.

- An additional factor was the distance that the carer and child neeced to travel, as
&he majority of carers did not live in close proximity to the hospital. Some travelled
rem the outskirts of Cape Town such as Atlantis and Malmeshury. Related to this

clor was the poor accessibility of public transport facilities from rural areas.

Additionally some carers of children with mobility problems needed to transport
child using a buggy or other form of equipment, to the hospital. This created
problems for the carer who used public transport, as she would be charged an
atlditional fee for the transportation of the special aia. The other alternative was

INat the carer was forced to carry the child to the hospital,
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Family Support

Of the 18 carers, 10 {56%) mentioned family support as a significant factor that
impacted on the carers’ ability to provide quality care for their children. Only one-
third {6) of the sample of carers indicated that they were receiving support from
their families, whether this is financial, emotional or practical assistance, and only
1 of these carers reported that the child’'s father was providing financial support.
Almost half {(4) of the 10 carers indicated that they were receiving no support of
any kind from their extended family. Some of these carers acknowledged that they
felt their families did not understand the child's condition and therefore could not
offer support. Particularly for the children with HIV/AIDS, the carers had not
informed family members about the child’s heaith condition because of the stigma

attached, and fear of the consequences.

1t is interesting that 6 (60%) carers of childrern with chronic iliness highlighted
family support as a factor in comparison to 4 (40%) carers of children with
disabilittes. It may be that the emotional impact on the carers of children with

chronic iliness is greater than for carers of children with disabilities.

Risks and Losses to the Family

Almost half (8) of the sample of carers indicated that they had expertenced certain

risks or losses as a result of caring for a child with a chronic health condition.

The large majority {6) of these carers indicated that they had experienced risks or
losses with regards to their employment. Of these carers, ogne-third (2) reported
-:_that they were obliged to resign from their job because of their child's need for
constant care. Another third (2) of these carers reported that their frequent
“absences from work as a consequence of taking their children to hospital created

prabiems at their workplace. One carer had experienced dismissal from her job,
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The other 2 carers highlighted that they had atmaost lost their houses as a result of
their financial position after paying for the treatment and medical costs of their
child, One carer also highlighted that the child’s father had abandoned the family

after receiving the news of the child’s health condition.

Significantly, the vast majority (7) of the carers who mentioned these risks and
losses are carers of children with chronic illnesses. This indicates that the financial
strain and vulnerability to financial loss may be greater for the families of children
with chronic illness than the children with disabilities. Thus, families of children
with chronic health conditions may be at greater risk of loss of income and assels
as a result of providing appropriate medical and other care for their children.
Providing care for children with chronic health conditions may plunge families into

greater poverty,

Emoticnal fmgact

One-third (6} of the carers highlighted that the child's health condition was an
emotional strain on the child, carer and familty. The carer's mentioned that they
frequently felt depressed and burdened because of the child's health condition
.~ and when considering the child's future. An essential factor that increased the
» emotional strain was the financial pressure that carers experienced as a result of

h.Isheir child’s health condition.

igniﬁcantly__ only carers of children with cystic fibrosis, cancer ang HIV/AIDS
mentioned the emotional impact of caring for their children. According to these
carers, the children's periods of poor health were a traumatic expsrience that
mpacted on the entire family. Some carers mentionad that the child's illnass often

*.. ulted in disruption and separation of family members.
o1 the children who were at an age where they were able to understand, they

Many gquestions and fthemselves experienced frauma, anxiety and fear.

ers mentioned that the children required counselling and suppont as a result.

Ta



The following section presents the outcomes of the tools and the reasons for the

exclusions and inclusions of the children for eligibility.

ELIGIBILITY FOR BENEFITS

After determining the eligibility status of each child according to the eligibility
criteria of each country, the following outcomes were found. Of the 18 children in
the sample, less than half (8) of the children were eligibie for the South African
grant, the Care Dependency Grant. The large majority (17) of the children were
eligible for the United Kingdom grant, the Disability Living Allowance, while 16

{89% ) children were eligible for the Australian grant, the Carer's Allowance.

The eligibility of the children within their disability or chronic illness type is
represented below in Table 13. The figures indicate the numbers and percentages
of children in that category that were eligible for the respective benefits. Note that
the children eligiblz for the United Kingdom's allowance were eligible for any rate

of the mobility andtor care component.

Table 13: Eligibility by Type of Health Condition

Bedenany South Africa United Kingdom | Australia
_ No. Yo Mo, %o Neo. o o
| Cerebral Palsy ;L3 ;. 3
- | Developmental Disability B s 2
_Hearing Impairment 3 3 o
B 9

SABILITY TOTAL

‘Significantly, the South African system excluded the majority (10) of the children in
s sample from accessing the South African grant, most (73 of who are children
th chronic iinesses. None of the chiidren with HIVIAIDS are eligible for the grant
niy 1 child with cystic fibrosis. and 1 child with canger, qualified for the grant. It
5 also significant that none of the children with developmental disabilities were

le for the grant. Applying the legislated criteria rigorously. the children waith
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cystic fibrosis and cancer should not have been included as eligible for the Care
Dependency Grant. These children are not physically or intellectually disabled, and

do not require permanent home care.

Figure 4 below represents the number of children with disabilities who proved
eligible in each country, in comparison to the number of children with chronic

illnesses who qualified for the respective grants.

Figure 4: Percentage of Children Eligible across Chronic Health Conditions
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it i1 apparent that the South African social assistance programme minimally
Provides for children with chronic llinesses. It is also significant that the United
i ingdom provides for the full quota of children with disabilities (9}, while Australia

I8 close to this by providing for 8 {88% of the 9 children.

The United Kingdom and the Australian systems excluded only one of the children
with chronic illnesses. Additionally, the Australian system had also denied a child
‘With a developmental disability from accessing therr benefit. The reasons for these

exclusions are tabulated below in Table 14
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and attention needs exceeded 14 hours per week.

The South African grant system clearly discriminated against children with chronic
illnesses, children with temporary health conditions and children with mild and
maderate disability. When consigering the Australian system, the chilc who dic not
meet the reguirements because his CDAT score was too low, was a child whose
functioning was fairly age-approprigte in most skill areas, and thus was not
captured as having an adeqguate functional deficit to gualify for the Carer's

Allowance. This child was, however, gligible for the Health Care Card. as his care

Table 14: Reasons for Exclusions

Category

South African

Developmantal

Disability is not

United Kingdom

Australian

Child does not have a
recognised disability &
does not score adeqguately

lengtay stays in
hospital

| Disabitity severs on the COAT. He therefara
; does not satisfy the
- e | requirements
i y : Condition is not yet |
HIVIAIDS 1 disabiing
Condition is
temporary and
Oncalogy children required

E C}"S“C Fibrosis Candrtion is not }I'E[

disabling

Eligibility Within Each Country

United Kingdom (UK)

~ Child does not
salisfy the age
... | requirements |

Child does not satisty the

5& respective rates are presented in Table 15 below,

age reguirements

‘The child who did not meet the age reguirements of the Australian and UK

AS described in chapter 2, the United Kingdom has two components to its benefit,
each component has differential rates depending on the child's particular

ds. The results of the amount of children from this sample who gualited for
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Significantly, 5 (28%) additional children would have qualified for the mobility

component based on their mobility difficulties, but they did not mest the age

requirements, The mokbility criteria applied only to children aged 3 years and older.

These were children with hearing impairment {2}, cerebral palsy {1), and cancer

(2},

Table 15: Children who Qualified based on the United Kingdom's System

___Type of Condition _
THMV/AIDS

Care Component

Mobility Component

| 2 —lower rate

1 — higher rale

2 higher rate (automatic)

- Cancer
i

: 2 — higher rate
1= lower rate

. | Developmental Disability

1 higher rate
2 — middle rate

1 — lower rate

2 — middle rate

| H=aring |mpairment

A=highereate ...
1 — middle rate
. 2 — higher rate

[ Cerebral Palsy " "2 higher rate

g ]

|t is also very significant that all 17 (100%) chitdren who were eligible for the
allowance had cars needs, the majority (9) of them requiring the higher rate of the
re componeni. Cf the 17 children, 5 {(29%} were awarded the middle rate, and 3

18%) were awardad the lower rale of care. It thus appears that the UK tool is

the children Fad met the age requirement, almost half (8} of the children
ould have qualified for the mobility component of the tool, also indicating the

A
00l's sensitivity in identifying this need. As indicated in the profile of the sample,

tis also important to note that the children with chronic ilnessas’ nead for care

Bfe adequately reflected by the United Kingdom’s tool, as most of them wers

led as requiring the higher rate.

i
lldren eligible based on the Australian iogol are remarkably similar to those

> based on the UK tool. This is very significant, as these tools use very
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different measures and methods of assessment. With the exception of one child,
the Australian too! found the same children eligible based on their system as the
UK tool Irrespective of employing very different measures and methods, both
tools qualified the same children for their respective benefits. A synopsis of the

resylts from tie Australian instrument is illustrated below in Table 16.

Table 18: Children whe Qualified based on the Australian System

..... __ Category alllg Requirements. ]
HIV/AIDS e .| 3 —recognised cisability (automatic}
Cystic Fibrosis 2 — CDAT scores greater than 1
| Cancer - '3 — recognised disability {automatic)

1 -- recognisec disability {automatic)
- 1 — CDAT score greater than 1

: Developmental Disability

_Hearing [mpairrnent 3 — recognised disability {automahc}
Cerebral Palsy B recﬂgmsed cisability {automatic)

fdentified Disability and Chronic fiinesses

Significantly, chilgren in 5 categories proved eligible for the Ausiralian benefit
because they were identified as having a recognised disability, as indicated in the
doctor's report. As described in previous chapters, the Australian system has
identified particular health conditions that receive automatic qualification for the
 benefit. it is assumed that children who have these coneitions would always obtain
less than age-appropriate scores in the domaing contained in the CDAT, and thus
-;@btain the qualifying score.
All 3 children with cerebral palsy and the 3 children with hearing impairments were
entified, as well as the child with intellectual disability, The list of recegnised
'__abilities thus appears to cater for a wice range of disabilities. It is also
____garesting that the child with a developmental disability obtaineg a qualifying
icore on the CDAT, particularly in terms of the functional items. This s significant,
as this child has a marked expressive language delay, and thus the CDAT is
ifficiently sensitive to identify and capture a child whe is greatly affected in one

functionat area.

\Imost half {6) of the children who were identified with a recognised disability are

ren with chronic illnesses. It is significant that chronic ilnesses are included in
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Australia’s list of recognised dizabilities. The other 2 children with chronic illnesses

were found eligible based on their CDAT scores.

Weighting of Special Care Needs

Significantly, the “Special care needs" section of the CDAT is given maore weight
than the other categories, which is the reason that the children with cystic fibrosis
_ werc able to obtain the qualifying score {Carer Aflowance: 8, refer fo Appendix A}.
This indicates that the Australian systerm does effectively identify the needs of
children with high care needs due to chronic ilinesses, particularly by the insertion

of the special care needs category, which carries greater weighting than the

functional categories.

South Africa

As described in the previocus chapter, only 8 (44%) of the children in the sample
were found eligible under the Scuth African system, i.e. iess than half of the
sample was eligible for the grant. Only 2 are children with a chronic illness, 1.e.,
11% of the full sample of children. Table 17 below presents a su.mmary of the

children who are eligible.

Table 17: Children who Qualified based on the South African System
Categary ! Requirements Satisfied

1~ severe, permanent conditioh, rEé_u_I't_iﬁé'
in physical disablement

1 —severe, permanent condition,

requiring life-leng treatment
' 3-severe and permanent disability

3 —seyere, permanent disability requiring
| total care '

i Cystic Fibrosis

Oncology

Hearing Impairment

- Interestingly, the child with cystic fibrosis excluded by the Australian and United
Kingdom systems on the basis of age was eligible under the South African
 system, as the system catlers for children until the age of 18 vears. However, this
:- f‘ihild who has experienced 16 years of living with the illness, would only be able to
, access the grant now, as the illness has reached a stage where it has become
f disapling. At this late stage, the grant could do very little to enhance the quality of

life for this child or to prevent the illness from worsening,
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Significantly, the only child with cancer who was deemed eligible has a non-
treatable condition, as opposed to the other two children who had treatable
conditions. He presently requires frequent medical treatment, and would require
treatment the remainder of his life. However, the condition has not yet reached the

stage of becoming disabling.

The children with hearing impairment and cerebral palsy were eligible for the
g}ant, on the basis of their conditions being permanent, severe disabilities. It is
also noted that the children with cerebral palsy were requiring total or permanent

care, indicating that they would need full-time care on a daily basis.

It should be noted that these conditions for eligibility were not adeguately defined
or measured in the South African tool. The medical officer completing the
instrument is requested to provide his or her opinion as to whether the child has a

severe disability that is permanent and requiring permanent home-care.

If ancther medical officer was requested to offer his or her opinion about the
_children in this sample, the resulte might have been very different, highlighting the
subjective nature of the assessment tool because of unclear definitions and
guidelines, It is evident that the medical officer's opinien in the current South
- African assessment tool is @ central factor contributing to eligibility determination —
- fhe functional measures and other components of the tool are largely irrelevant

'. and inappropriats.

‘Need For Care As A Measure Of Eligibility

The following section describes the United Kingdom's rating of need for care -
er, middle or higher, and discusses the rates the children were awarded in
;'iatioﬂ to their eligibility status for each country, The analysis considers the

‘children who were found eligible based on the three country’s systems in terms of

o

the UK rate of care each child was awarded. Figure & below illustrates the children

T

Eligible within zach country's system and the respective rates of care they were

awarded.
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Figure 5: Children Eligible Within the 3 Countries and Their UK Rate of Care
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Figure 5 illustrates that the children eligible based on the Australian (1€} system
when compared with the UK rate of care they were awarded. had been awarded
similar rates of care as those eligible based an the UK system. Of the 16 children
eligible based on tie Australian system, 8 (56%) were awarded the higher rate of
care, 4 (25%) were awarded the middle rate, and 3 {19%) were awarded the lower

- rate of care.

ﬂ contrast, the comparable figures for South Africa reveal that 3 of the 8 children
eligible for the South African benefit were awarded the UK's higher rate of care,

while another 3 were awarded the middle rate of care. Mone of the children eligible

Le., the children who required care due to their condition, for significant parts of
day or night, were not eligible for the South African grant. This cenfirms that
2 South African systemn does not cater for children who are suffering from less
severe or non-permanent health conditions, whereas the United Kingdom and

AUstralia provides some measure of assistance for these children.
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CONCLUSION

This chapter presented and discussed the findings of this study in relation to the
chitdren and caregiver's needs and experiencas. Secondly, the eligibility status of
the children based on the Australian, United Kingdom's and South African social
assistance systems and mstruments are compared and sxamined. The following
chapter presents and discusses an analysis of the tools, considering the children's
circimstances and respective eligibility awarded, F’erti’nent'issues relevant tq the

South African context are also discussed.



CHAPTER 5: PRESENTATION AND DISCUSSION OF
FINDINGS (PART 2)

AN ANALYSIS OF THE INSTRUMENTS AND CONSIDERATION OF
THEIR RELEVANCE TO THE SOQUTH AFRICAN CONTEXT

This chapter presents and discusses an analysis of the tools in relation to pertinent
factors, specificaly addressing the applicability of the tools for the South African
context. The tools are analysed with reference to the descriptive data of the
sample and their eligibility outcomes descnbed in chapter 4. This chapter also
interprets these findings, considering the literature discussed in chapter 2, and
examines the data in light of confirmations and deviations, Finally, this chapter

presents the significance of these findings.

ANALYSIS OF THE INSTRUMENTS

Considering the outcomes presented in chapter 4, it is important to understand the
reasons for the varied or similar performances by the tools. The following section
analyses the actual instruments, highlighting characteristics of the United Kingdom
and Australian tools that are both advantageous and disadvantageous. In
particular, the use and apphicability of these tools in the South African context is

discussed.

Type of Information Requested

Questions that were common o both instrumentis were guestions on gender,
child's age, caregivers' age, caregiver's relationship to the child and details about
the child's receipt of other benefits. Other areas of commaonality are details of a
spouse of partner, type of iliness or disability, permanent residency, hospitalisation

and residential cars.
However, the amount of detail and phrasing of the specific questions vary in each

Instrument. From a comparison of the type of information elicited from the

respective Instruments, it i1s evident that the DLA elicits more gualitative and
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descripiive dafa. For example, the question on hospitalisation elicits a 'yes' or 'no’
response in the COAT tool, while the DLA tool requests information about previous
and current hospitalisation. Details about the length of stay are also requested.
Similarly, details about spouses are more descriptive based on the United
Kingdom's instrument than on the Australian instrument. The majority of the
information collected about the children and carers in the previous section was

elicited from the application of the DLA instrument.

Infarmation exclusive to the DLA were questions regarding the child’s education,
the family's receipt of welfare benefits, medical care and medication, as well as the
identification of another informant. Information that was exclusive to the Australian
form was details about marital status, and the carer's involvement in volunteer
work or training. The Australian claim form seeks more detail about the conditions
of care, |.e., whether the carer has more than one child with a disability in nis or
her care, whether the carer personally provides daily care of the child, and
whether the child has been cared for by this carer for longer than cne year,
Another piece of information sought is the child's first lanquage, and whether the

child and carer live at the same address.

A huge advantage of the DLA is that the final section of the tool contains an open-
ended guestion, requesting the respondent to contribute additional information
about the child's condition and it's impact that was nol covered by the previous
questions. This is a very useful section, and many carer's made use of the
oppartunity to discuss other issues and concerns. An additional advantage in both

instruments is the inclusion of payment details, in relation to the carer's receipt of

the regular benefit.

 As described in chapters 1 and 2, the current South African togl requests purely
- medical information about the child from a health professional. However, it is
difficult for the Medical Officer conducting the assessment io offer refiable
judgments on the severity of the child's condition, or to make recommendations for
the care needs of the child without guidelines on what constitutes severe disability

Or appropriate assessment measures.
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Methods of Assessment

Each instrument contains a section requesting information about the child's
functional abilitizs. However, the approaches of the international tocls are very
different. the DLA tool elicits information about how the child's health condition
affects the child's daily functiomng, while the CDAT focuses on the child’s
functional ability in relation to his or her age. For example, a child with cerebral
palsy who needs assistance with toileting is represented in the CDAT, as “Child
cannat do any of the things listed abaove. (Carer Allowance: 4, Appendix A,
Howeaver in the DLA instrument the response acknowledges the carer's role of

changing the child's nappy several times a day and during the night.

The maost significant difference in the type of data slicited is that the DLA tool
specifically requests and allows for information about the carer's role — it even
requests specific detail about how much time, and how often, the carer spends an
a specific activity to assist or supervise the child. This type of information is largely
omitted in the CDAT, as this tool has an emphasis on whether the child can or
cannot perform ege-related activities. The kinds of assessment confirm that the
DLA teol is specifically congerned with qualitative, descriptive data while the CDAT

Is interested in a guantitative measure of the child's functioning.

- The DLA instrumeznt allows the respondent to provide an overview of the child's
health condition. Through these guestions addressing a range of health conditions,
ane is able to identify the status of the child's h2alth in the carer's perspective, The
CDAT does not provide such an overview — the structure of the instrument
provides one with a fragmented portrayal of the child, as it identifies the child's

level of functioning in specific skill areas {(e.g. dressing skills, hand movemeant).

The CDAT excludes guestions requesting information about the child's holistic
functicning that would provide a picture of the child’'s overall functianing and well
being. Secondly, these guestions allow secondary conditions to be captured,
which is very important when assessing children with multiplz health conditions.

This information is not capturad in the Australian CDAT, but in the THF's tool,
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However, the COAT does elicit some responses, which may not have been
acknowledged in the DLA tool. it requires the respondent to consider a variety of
options and scenarios, and then to indicate the options most relevant to the child.
As a result, the respondent may identify behaviours and abilities that may not have
been identified through an open-ended guestion reguesting descriptive
information. An example is a child with hearing-impairment who has behaviour
difficulties, was nct identified as having problematic behaviour through the DLA
tool. However, the specific phrase in the CDAT reflecting the child's behaviour
made it possible for the carer to identify his behaviour, Conversely, the choice of a
few options to describe a child’s functioning can be restrictive, perhaps forcing a

response that does not accurately describe the child's ability.

What was common in the application of the DLA instrument is that many of the
carers did not feel comfortable describing their child's conditions and their need for
care. A number of issues may be related to this: it may be that carers were not
sufficiently confident or articulate to adequately express themselves. The research
process may be influential in this regard, as carers were asked to respond o a
stranger. t may also be related to carers’ views that if is inappropriate to discuss
the extent to which they assist their children — they do not wish to be perceived as
complaining about their child’s health condition, and de not wish their child to be
perceived as a burden. The structure of the CDAT therefore catered for carers
who could not verbally express probiems with their children's level of functioning
as required in the DLA tool, as it provided a range of statements from which the
carers could indicate the most accurate description of their child's level of

functioning.

The South African instrument predominantly refies on the judgement of the
Medical Officer completing the form. it consists of some open-ended questions,
but mainly close-ended questions, as well as guantitative measures, particularly in
the functional assessment. As the instrument Is phraséd, the functional
assessment applies only {o children who are four years old, and measures the
child's ahility to perform activities of daily living, the child's psychosocial

adjustment and cognitive functicning.
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The grant is legislated to provide for children from 1 to 18 years of age who satisfy
the eligibility requirements. It is not clear how the functionality of children in other
age groups are assessed, and one assumes that the other sactions of the tool are
applied to these children. Additionally, the questions asked in the assessment are
inappropriate and do not adequately reflect child development or sensitivity
towards children's needs and experiences. The assessment is largely dependent

on the child's performance on the day of the assessment.

As indicated previously, some of the categories in the DLA tool appears to be
repetitious of similar categories, indicating that such detailed categories may not

be necessary in an assassment.

Categories Not Adequately Captured By The instriments

A significant analysis of the findings is a comparisen of the categories reflected in
the tools {refer to chapter 2} with the additional concerns and problems that the
carers hatl expressed. These concerns identify aspects that should be given

particular attention in the South African conlext. This is represented below in Table

18.

Table 18: Aspects of Need Indicated by the Carers

Financizl difficulties: housing, provision of basic neeads, no stable income
Travelling to Hospital: costs, distance, accessibility, transpoit of equipment
Support structures: support from family, need for counselling

Risks to Family: employment, financial stakbility, property, loss of relationships
Medical Care: costs of medication, equipment & hospitalisation
Supervision/Care: costs of assistant carer

MNeed for Nutritious foods: costs of special foods/diet, amount of food needed

These are the addifional concerns and needs indicated by the carers of the
children participating in the study. These are carers who are both recipients and
non-recipients of Scuth African grants. It is essential i consider these factors, and

explore further categories of need, in light of the development of an appropriate

South African tool.
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These aspects are not at all reflected in the CDAT, DLA tool or current South
Adrican tool, It appears to be a strong reflection of the South African conlext, as it
reflects mainly ithe state of poverty and chronic lack of income that the majority of
South Africans still experience. The experience of il health and disability

contributes to and exacerbates the state of poverty.

The social security system as a basic safety net plays a role in providing a number
of benefils to its constituency: it should protect its members from social risks, and
in the case of aisability, provide and compensate for the exira costs and risks
associated with disability. In the case of children, the family - primarily the carer,

experiences the greatest impact of the child's condition.

Structural Aspects

It should be notec that for the majority of the interviews, the researcher was forced
to repeat or rephrase many of the guestions in both tools to assist the
raspondents’ understanding of the guestions, The majority of the ti_me, language

and text had to be simplified and made appropriate to the Scuth African context,

Use of Concepts and Terminology

The most significant difference in the use of language and concepts is that the
DLA tool based their guestions on the caregivers' understanding of age-
appropriate functioning, The condition for receiving the DLA is that the child must
require more assistance or supervision than a chifd of the same age who does not
have the illness or disability. The respondent is requested to identify the child's
extra needs as a result of the disabifity or illness. A specific question reguests
carer's to indicate whether their child has suffered a delay in their development of
specific skill areas. Additionally, another guestion refers to the use of play to

stimulate the child's development.

This requires the respondent to have sufficient knowledge and understanding of

child development and the corresponding needs and attention reguired by a child
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wha is healthy and developing appropriately. Also to compare a child to a peer
who does not have the child’s iliness or disability 1s problematic, as children from
different populations vary in their progress through developmental stages.
particularty in & country such as South Africa with many diverse communities and

cultures.

The expectation of carers to provide information on the premise of this knowiedge
base is inappropriate and unrealistic for South Africa. Most of the carers
participating in this study were unable to adeguately answer the given questions,
hence the researcher rephrasing and asking additional guestions.

L

Additionally, the DLA tool uses terms such as “...mental health problem’,
*..learning difficulty”, and * .. severe behavioural problems" without any definition

or exptanation of these terms (Disability Living Allowance: 24, Appendix C).

The DLA tool presupposes that carers are adequately educated and literate, and
have a good command of language, to sufficiently provide the descriptive and

comprehensive information requested.

The DLA tool does attempt to provide some form of quantitative measures, e.q.,
requesting how many minutes a child requires assistance with & parlicutar activity.
This kind of information is important to elicit and this is generally a useful
measurement. However, the feasibilty and applicability in the Socuth African
context is questionable. These guestions seemed Inappropriate, and did not elicit
useful information when the tool was administered in this study. Carers struggled
to ascertain how much time he or she spends performing a particular activity for

the child or supervising the child.

Additionally, the questions are phrased in terms of the chifd’s need for care or
supervision, not the amount of time the carer spends performing a task This is
even more difficult, as it is reguesting the carer to once again undsrstand child
development and related needs. A pertinent consideration here is that the child's

needs may vary from the carer's perception of his or her responsibility to perform
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a particular task on behalf of the child, thus the phrasing of these guestions may

not be appropriate.

The particular question reqguesting infermation about the child's mental health
state is also problematic. Terms such as anxious, impulsive. frustrated and
aggressive are used, which again presupposes that carers have an average
degree of literacy, as well as an awareness of ther children's emotional states.
There also appears to be a degree of overlap in some of the guestions, e.g., there
is a section that captures the child’s mobility needs, and a section on the child’s

movement and co-ordination needs, which are very similar terms.

The CDAT

Conversely, the CDAT does not reguire respondents to have knowledge of child
development. generally, but rather to have knowledge of the concerned child's
abilitics and inabilities. The respondent is simply required to tick the sentence
which bes! describes their child's abilizy. However. there is one option listed in
every functional category: "Child’s ability is the same as most other ﬁ:hilfiren of the
same age.” (Carer Allowance: 4, Appendix A). This does lend itself to [he same

criticism as the DLA tool — it s however, one option in a range of options.

The CDAT also uses terminclegy that may have different interpretations among
the South African populations. There needs to be more qualification of terms and
concepts, For example, within the communication category, one oplion provided
is: "Child understands most adult conversations and concepts.” {Carer Allowance:

3, Appendix A). Definitions of 'adult conversations and concepts’ should be

provided, as this would differ across cultures. Similarly, the term *...common

objects...” is used in two options — again, this would vary across cultures and
communities, and words used to describe this should be culturally sensitive (Carer
Allowance; 3, Appendix A). Overall, the only sections where the use of terms is
problematic are the behaviour and special care needs sections of the CDAT.
Similarly to the DLA tool, the languzge used in the CDAT to describe the

behaviour of a child is proolematic, as it does presuppose a high degree of literacy

and knowledge of behavioural terminoloegy. Terms such as .. anti-social
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behaviour...” and "...obsessional, repetitive behaviours..." are used (Carer
Allowance: 7, Appendix A). Even more so, the special care needs section uses
terminology that requires a very high level of literacy and knowledge of medical
terminology, for example, “. percutaneous entero gastric tube. " and

1

“...progressive suppurative lung disease...” (Carer Allowance: 8, Appendix A).

The South African Toof

The South African tool's use of tanguage is fairly appropriate for the State Medical
Officer who completes the forms. However, the definitions of the terms used are
clearly lacking, as well as guidelines for the use of the iool. For example,
definitions of what degree or types of disability constitutes "severe” disabilify and

*...permanegnt home care...” are not provided (Care-Dependency Grant, 1996; 2,

3).

Utility of the Instruments

Based on the information provided above, as well as the fact that the DLA is a
lengthy form {26 pages), the CDAT is far more efficient in terms of time and
structure. As a result of its comprehensive and descriptive nature, the DLA took
approximately 45 minutes to 1 hour to complete, while the CDAT took
approximately 30 to 40 minutes. The researcher was made acutely aware of the
amount of time needed for the application of the DLA when an interpreter was

used, resulting in interviews of approximately 2 hours.

The structure and format of the CDAT made it simple and easy to administer. The
claim form is clzarly and attractively labelled, indicating what information is being
reqguested. The Claim form for Carer Allowance {no date: 8) clearly indicates which
scctions carer's should complete, e.g. "Go to Part K on page 28", The structure of
the functional assessment in the CDAT is gasy {0 use, as the respondent merely

ticks the appropriate box.

The structure of the DLA is cumbersome, as one has 10 wade through a number of

gquestions that are not necessarily relevant to the child concerned. It uses mainiy

open-cnded questions,
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Structurally, the South African tool combinegs gualitative and guantitative

guestions. The format of the tool seems fragmented and repetitive.

ISSUES FOR CONSIDERATION RELATED 7O THE SOUTH AFRICAN
CONTEXT

Functional Assessment Fecus versus Needs-Related Focus

Essentiallv, the fundamenial difference between the international tools is that the
CDAT is a functional assessment, while the DLA tool is focussed on the care and
mobility needs of children with disabilities and illnesses. The different products of
aach tool are indicative of the types of guestions asked. The CDAT elicits a
functional score that determines a child's eligibility for the benefit; while the DLA
tool elicits descriptive and gualitative information that is used by a decision-maker

{0 determine whether the child meats the eligibility requirements of extra needs.

As these tools indicate, a needs-based fool is likely to reguire more descriptive
and gqualitative data, whereas a functional assessment tool provides information
concerning the functional abilities of children related to chitd development stages.
This is a more defined, contained measure that allows for convenient scoring and
quantitative resulis. Conversely, the needs-based focus provides one with a
holistic, detailed assessment of a child’s daily living and functioning, as well as the
impact of the child’s functioning on his ar her family. it may be feasible to combine
these two methoeds of assessment, by developing a needs-based assessment that
is easily scored and has specific outcome measures. For example, the special

care needs section of the CDAT is guantified and weighted, and then combined

with a functionatl score.

Representation of Chronic illness versus Disability

Both the UK and the Australian tools are more biased towards disability
representation than chronic ilinesses, Though the Australian system does cater for
some chronic ilinesses, as represented in the list of recagnised disabilities, the
actual toal is not sufficiently sensitive to the needs and functioning of children with

chronic ilinesses. The DLA tool, for example, identifies its eligibilily ¢riteria as
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mobility and supervision needs - two factors that are not necessarity refevant to
children in the early stages of chronic ilinesses. As is evident from the responses
to the DLA instrument, only 1 child with a chronic illness required supervision,
refated to the illness, both day and night. Similarly with regards to mobility, only 2

children with a chronic illness were identified as having mobility problems.

This trend is persistent throughout the DLA toal. In activities for daily living.
significantly children with HIVIAIDS appear to require no or litlle assistance to
accomplish these activities. At the time of the interviews, these children were still
in relatively good heaith, hence their age-appropriate functioning and apility. It is
also significant that across all the chronic illnesses in the sample, reference s
made to periods of poor health, indicating the fluctuating nature of the ilinesses,
which results in periods of good health and pericds of poor health. This indicates

that the children's functional abilities also fluctuate.

Though the DLA tool aliows one o capture information about the fluctuating nature
of a condition because of it's cpen-ended Questions, it does reguest that the
respondent indicates the child’'s behavicur and needs that are constant (Disability
Living Allewance, Appendix C). In addition, the phrasing of the questions does not
indicate an allowance for health conditions that fluctuate. This discrepancy s
netaple with € of the children with cancer — though both children were healthy at
the time of the interview, carers repoited that during their pericds of peor health,
both children had regressed from being toitet-trained to both sciling and wetting
the bed constantly. The DLA tool did not adequately capture these children's

fluctuating health conditions.

Similarty, the COAT is even less accommodating of children with fluctuating health
conditions. A specific instruction in the functional assessmeant indicates that a child
should be able to perform the activity *...consistently or on & daily basis” (Carer
Allowance: 2, Appendix A). With most of the children with chronic illnesses, carers
were ambivalent when responding to the CDAT, being aware that their children
couid generally accoemplish a certain task, but would not be abile to accomplish
that task during periods of ill health. Carers of children who had cancer noted that

when their children were ill. the anly response that would be appropriate to the
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domains of dressing, social and community and hand movement, for example, is
"Child cannot do any of the things listed above” {Carer Allowance: 3, Appendix A).
This occurred because the child's health and functioning had deteriorated from

being age-appropriate to lower levels of functioning during the periods of iliness.

Inclusion of Social And Environmental Factors

Both the DLA instrument and the CDAT did not specifically measure social and
enviranmental factors, though they indirectly captured some information peraining

io these factors,

The DLA instrument includes gquestions pertaining to the child’s environment and
social contaxt. For example, it requests information about the child's indoor
mobility needs — specifically requesting whether the child’s home requires
adaptation to enable his or her ease of mobility indoors. Similarly, the question
reguesting information about the child's needs when he ¢r she goes out during the
day does indicate the child’s needs when invelved in secial and religious activities.
This has been identified in other tools as a category of assessment, such as the
Life-H questionnaire {Fougeyrollas, et al, 1988; 131). However, these identified

environmental and spcial factors are limited.

What is most advantageous of the DLA is that the open-ended guestioning allows
the respondent to relate the difficufties and problems arising for the child as a
. result of his or her context. For example, one carer was abie to share her struggle
to trénsmrt her child with a physical disability to hospital because transportation of
the child's buggy using public services posed difficulties. The other guestions in
the tool did not capture this information. Thus, the method of assessment allows
for the identification of environmental and social factors that may be hindering or
.pmmcting the child’s ability to function. However, though these factors are
highlighted through the assessment process, the DLA instrument does rot

specifically refer to social and environmental factors, other than those indicated

above,
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Similarly, the COAT has one section that considers environmental factors, i.e.,
social and community skills. However, the method of assessment is Tocussaed on
the child's functional abilities, therefore the instrument elicits information on the
child’'s ability to function within social and community contexts, and not on the
impact of these setfings on the child's functioning. There is a minimal amount of

options for the caregiver related to actual environmental and social factors.

Thus, these two instruments lack the meaningful inclusion of the impact of social
and environmental {actors on the child’s abllity to function. This does limit it's
usefulness for the South Alrican context, as the contextual limitations, for example,
lack of adequate transport facilities, does impact greatiy on the children’s ability to

function optimally in thair environmeants.

Measures of Assessment

The DLA's primary concepls used as measures of assessment are the extra care
and attention a child requires due to nis or her health condition, and the times and
frequency tnat the child's extra needs occur. The United Kingdom's system
attributes a significant distinction on wnether a child's needs occur during the night
of during the day. This aspect determines whether a child will recetve the higher or
'I middle rate of care. This seems an arbitrary concept whereupon the rate of care is
’ﬁﬁtermined. It appears to undermine the significance and intensity of the child's
tra needs by gualifying and distinguishing a child's need for care, and the
mount of benefi-f received, by day or night time care. Once again, the United
K gdom's concepts and measures seem to be artificial and removed from the

2ality of the disability experience.

.Dugh the CDAT focuses purely on tne functional abilities of children and does
10t consider their attention or supervision needs, it is assumed that a child with
rked functional deficiencies would require substantial care and attention. The
dren who obtain a gualifying score on the COAT would have significant care

203 and would fnus receive the benefit.
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However, the health professionals’ report for the CDAT reguests the amount of
hours that a child requires care and attention as a result of his or her disability. If
the child’'s care and attention needs exceed 14 hours per week, he is efigible for
the Health Care Card. Similar to the DLA tool, for carers or health professionals to
determine the extent of care and attention reguired with reference to time seems
inappropriate for the South African context. The burden of care for South African

caregivers is a much meré complex phenemenon than a mere reference o time.

INTERPRETATIONS OF THE FINDINGS

Perspectives and Definitions of Disability

According 1o the Wortd Heatth Crganization’s (1993) framewerk for disability, there
are three levels of the disability experience: the organic, disability and handicap
level. Considering these levels of disability it is evident that the CDAT primarily
operates at the disability or functional level, as it assesses the child's ability to
function. In contrast, the DLA fool predominantly funclions at the disability and
handicap level, as it captures the needs of children in relation to their impairment.
The South African tool mestly functions at the organic and disability level, the

focus of the tool being the medical perspective.

Mone of the iools embraces the social model completely, which addresses the
social and economic conditions that may result from impairment, OFf the three
instruments, the DLA tool incorporates the social model to a greater extent than
the other two tools. Thus, the medical medel is the underlying premise, to varying
degreas, in all three tools, especially as the ithree tocls compare a child with

impairment :o ‘normal’ children of same age.

However, as attempted by the ICF, a hclistic modet would incorperate all of these
perspectives — the organic, disability & social realms of impairment. Haley, et al
{1994) proposes the inclusion of contextual & social facters in relation to assessing
- functional ability — function must be described within a contextual framework. As
can be seen by the literature reviewed, the assessment of contextual factors would

- include the child's socic-ecenomic conditions & living environments, as well as
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family relationships. The assessment of these factors would include financial
burden, costs of caring, and need for services. None of the tools evaluated in this

study sufficiently incorporates these factors in their assessment processes.

Assessment Procasses

It is important fo note that the purpose of a programme influences the definition

and approach to disability that is assumed (Aron, et al 1886).

Noticeably. the United Kingdom's assessment process is similar to the
‘consequence of disease’ approach that is described by Stein, et al {(1993). The
United Kingdom’s approach desecribes the impact if the child's condition, which is
then used to detesmine the rate of care or mobility awarded to the child. in light of
Stein's approach, the severity of the condition is determined by evaluating the
impact of the condition on the child's daily functioning, using predetermined
consequences, te. mobility & care needs. The child is awarded a rate of care or

mobility determined by the level of severity (lower, middle and higher).

Thus the DLA tool assesses the soclal implications of living with the heaith
condition, which 1s also a characteristic of the non-categorical approach. It uses
predominantly qualitative information ‘o capture the consequences of the
condition, rather than guantitative. It does not simply rely on medical diagnoses,
but employs the caregivers' perspective, who is presumed more aware of the

‘ child's needs and environmental context than the health proefessional.

- The CDAT merely measures the child’s functional ability for the purposes of grant
E“iigibii'tty, not considering the extra care needs of the children. This is sufficient to
elicit the information required to determine eligibility, as the Australian system is
‘based on the definition that a child with a tdisability has sufficient functionat
mpairment to require care, It is thus significant that the children who were found

eligible were those with care needs as evident when considering the rate of care

99



In cormparison to the other iools, as well as those examined in the literature
review, the South African tool does not adeguately measure the functional
limitations of children. It does not inciude social factors or environmental factors at
all, and does not measure the resultant needs of children with chronic health

conditions.

Categories of Assessment

Aron et al (1996) describes the ‘burden of illness' and the ‘burden of careg'
concepts in relation to measuring the needs of children with disabilities. The
burden of illness concept concerns the child's needs related to the health
condition. This concept is simitar to the Lifestyle Assessment Questionnaire (LA,
described previousty, which contains the category ‘clinical burden’. The burden of
care concept combines the needs related to services & resources. It is evidant that
the United Kingdom's tool captures both concepts in the broad category of care
needs. The CDAT captures these categories, however, to a limited extent, in the

special care needs and behaviour domains.

- Consistent with the tools described in chapter 2, such as the LAQ, the PEDI and
the LIFE-H questionnaire, the three fools elicit information about the child’s ability
'# accomplish activities of daily living. The LAQ, the LIFE-H guestionnaire and the
P =Dl contain calegories describing the child's extent of assistance réquired to
] omplish these tasks. The Uniled Kingdom's tool extensively captures this
fl'rmatim. Howewver, the South African tool and the CDAT do not directly refer to

the child's need for assistance in these areas.

The LAQ contains a category reflecting the impact of the impairment on the child's
ducation, as well as describing the economic burden on the family as a result of
he child's health condition. Additionally, it provides a category describing the
et of the condition on the child and family’s social integration. None of the
have categories of assessment related to the child’s education, though the
tool reglests minimal information congerning the child's schooling. None of
 tools address the economic burden on a caregiver or family - the South African

N applies a means-test to the applicants of the grant, but this doss not
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measure the costs incurrad as a result of the child's condition. Similarly, categories
reflecting the social and environmental impact are minimally applied in the DLA

tool and the CDAT, and not at afl applied in the South African tool,

THE DATA: CONFIRMATIONS AND DEVIATIONS

As the findings indicated, the Australian system included the vast majority of the
children as eligible for s benefit. This was a very similar pattem to that of the
U.niteci -Kiﬁgdom's performance. This was a surprising result, as these two social
assistance programmes, and assessment processes for children with disahilities.
are very diffarent. The reason for this performance by the Australian system is
related to its definiion of a child with a disability as having sufficient functional
impairment to reguire care. It is also surprising that the United Kingdom's tool,
though more needs based than the Australian tool, is fairly inappropriate for the

South African context in relation to utility and efficiency.

The findings indicate that the vast majority of the children in the sample have
significant needs related to their heaith conditions. The rasulis also confirm that
the South African system minimally provides for children with chronic ilinesses,
children with temporary health conditions and children with mild or moderate
disability, which was expected. As the sample only included chilaren attending a
tertiary health care facility, it minimaliy inclugeda chilaren with mild or moderate

needs related o their health conditions.

SIGNIFICANCE OF THE FINDINGS

The findings are significant as they primarily reflect the continual battle that the
majority of South Africans experience who are caring for a person with a gisability,
or who are experiencing some form of disability. The harsh reality is that the social
and envirgnmental barriers that hinders persons, particularly chilgren, with
disabilities fundamentally exists because of poverty. These resulfs confirm that
poverty plays a significant role in the lives of chilaren with disabilities and their

caragivers,
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Related to the impact of poverty and the impact of their health conditions, these
children experience a vast array of needs, including health care needs, transport
needs, and the need for support. The results provide evidence that the current
South African social assistance programme Is not providing for the majority of
these children, and not catering for the majority of their needs, such as transport
needs. The exclusion of cerain health conditions from eligibility, and the
inappropriate assessment tool, suggests discriminatory practices within the current
South African system — practices that do not incorporate a rights-based approach

or prioritise the needs of vdlnerable children.

This study also evaluates existing assessment instruments and processes that
attempt to capture the social assistance needs of children with chronic heaith
conditions. Thus, categories of need and measurements used in other contexts

have been identified and may prove useful for the South African context.

CONCLUSION

This chapter presents and discusses an analysis of each tool and considers key
factors in relation to the South African contexd. It also presents an interpretation of
the findings, discusses comrirmations and deviations of the data and considers the
significance of the findings, The following chapter provides the conclusions of this
study and makes recommendations for a more comprehensive South African

- soclal assistance programme for children with chronic heaith conditions.
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CHAPTER 6: CONCLUSIONS AND RECOMMENDATIONS

This chapter will discuss the main findings in relation to the overall objectives of
the study. The relevance of this study will alzo be described in relation to policy
implications and where appropriate, recommendations for poiicy development will

be made.

THE CHILDREN AND CAREGIVERS' NEEDS AND EXPERIENCES

fm summary, the fndings clearly-indicate that the children participating in this study
had substantial needs related to their health conditions, in particular children with

chronic illnesses.

A number of exacerbating factors influenced the caregivers ability to provide
adeqguate care for these children. Additionally, the caregiver's and their families
experienced a number of conseguences and costs that resulted from providing
care for a child with a chronic health condition. These factors were particularly
pertinent for the carers of children with chronic ilinesses. They greatly impacted on
the guality of care provided to the child concerned and the emotional and

5 psychological well being of the carers.

The findings indicate that the carers’ socio-economic status exacerbated the
Ects and conseguences of providing care for children with chronic health
'nditions, The majority of these families required financial and other forms of

istance to help the caregivers cope with the burden of providing care.,

THE APPLICATION OF TWO SOCIAL ASSISTANCE SYSTEMS

e United Kingdom's and the Australian social assistance assessment
truments for children with chronic health conditions were applied to the sample
children. The results indicated that a high percentage of these children were
gible for the social assistance benefits of both the United Kingdom's and

ralian systems. Both systems found a high percentage of children with chronic
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finesses eligible for their benefits. In centrast, the South African social assistance
assessment instrument, when applied, indicated that only a small percentage of
these children were eligible for the South African benefit. A large percentage of the

children excluded by the South African system are those with chronic illnesses.

Given these differences in eligibility status between the three systems, the
assessment tools and processes were analysed. The following section

summarises the outcomes of the analysis.

Pertinent Aspecis of the Two International Systems and Instruments

Both internalional systems and tools contained aspects that appropriately captured
and measured the needs of the c¢hildren in the sample. These aspects are

discrased below.

The United Kingdom's DLA fool allows descriptive, hoiistic and needs-related
information pertaining to the child to be captured via an open-ended questionnaire.,
The decision-maker makes an assessment using this information to determine the
chifd's eligibility for the benefit. In particular, the child’s need for caregiver
assistance is given substantial consideration. The children are awarded differential
rates dependent on their needs, allowing children with [esser needs to recejve
social assistance as well. Thus, the severity of needs due to the health condition
and its impact on the child and caregiver are the primary aspects whereupon
assessment for eligibility for the beneft is based, This needs-based approach
appropriately captured the situation of the children and carers in the sample,

inciuding children with chrenic illnesses.

Though the CDAT incorporates a funclional approach to assessment, il also
inciudes the assessment of special care needs and behaviour. These two
cafegories hold greater value in the assessment process than other categories.
The Auslralian system uses lhe list of health conditions and the assessment
instrument, ensuring that social assistance assessment is available for children

with a range of conditions and levels of severity. The CDAT appears to be a
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reliable, quantifiable measure of assessment that captured children in the sample

with significant needs, including children with chronic fllnesses.

Considering the performance of the two international instruments and their
relevant aspects, the current South African instrument failed to adequately capture
the social assistance needs of the children in the sample; neither does it contain
reliable or appropriate measures or indicators for assessment. The international
systems and tools reveal the deficiencies in the current South African system and
tool. There is therefore a need to recansider the current South African social
assistance pravisioning and assessment of children with health conditions in light
of the context of children with chronic health conditions in South Africa. In
particular, serious attention must be given o the socic-economic conditions of
families in South Africa and its interaction with the provision of care for children
with health conditions. This study particularly highlights the need o develop a
more appropriate instrument far the social assistance assessment of children with

health conditions.

POLICY IMPLICATIONS

The following section provides recommendations in relation to South Africa's social
assistance pravisioning and assessment of children with fiealth conditions. In light
of the scope of this study and its limitations, this study is able to inform broad
policy agendas with reference to policy formulation and implementation, Based on
the findings of this study, key aspects of policy pertaining to children with chronic
nealth conditions are highlighted. It is suggested that policies are revisited at a

conceptual level as well as a practical ievel.

. As the current Care Dependency Grant assessment tool is outdated, and was

implemented during a period when few aptions other than permanent home care

was available to caregivers, the following policy impiications are considered.
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Policy Formulation

The Scope of the Care Dependency Grant

Itis suggested that the overall scope and purpose of the Care Dependency Grant
is reconsidered in light of the current South African context and the services and
opportunities available to children with disabilittes and their famiiies. It is
recommended that policy-makers give serious conswderation to the extension of
social assistance .m, chitdren with health conditions other than severe, permanent,
infellectual and physical disability. Vulnerable groups of children such as those
suffering from poverty-related ilinesses, e.g.. mainutrition, and in particular those
with chronic illnesses should be considered as high prionty groups. Thus, an
essential consideration for policy-makers is the broadening of the definition of

social assistance provisioning for children with health conditions.

In relation to this, definitions of children with heaith conditions that would be
targeted for eligibility should be provided. Definitions would be dependant on the
approach that policy-makers assume, i.e., a social model of disability would define
Ihese. children according to their resultant needs and contexts, while a medical
model would emphasise the health conditions at an organic or functional level

(Refer to chepter 2 for a discussion of definitions of disability).

A Holistic Approach fo Eligibility Assessment

Based on the purpose of the grant and its target population, it is suggested that
policy-makers revise the current criteria for determining eligibility, which is situated
within the framework of the medical medel. It is recommended that a hofistic
approach to the circumstances of children with chranic health conditions and their
caregivers be taken into account in the assessment process. A holistic anproach
would Incorporate a needs-based assessment rather than a means-test and would
include an assessment of the caregiver's socio-economic status. Additionally, it
would include an assessment of the child's need for caregiver assistance,
assistive devices, or other means of assistance. A holistic approach would
consider the impact of the health condition on the child, caregiver and famity,

including the costs and associated risks of oroviding care for the caregiver.
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Another important consideration would be the impact of family characteristics.

social, and environmental factors on the child’'s overall functioning.

The function of the medical diagnosis in determining eligibility should be carefully
considerec. |f is proposed that the medical diagnosis is not given greater
emphasis than the needs resulting from the health condiion - this should be the
fundamental precept far determining eligibility. This would represert a shift away
from the present medical model towards a social model, which would be moere
consistent with centempaorary approaches to social assistance and programmes

for childran with health conditions.

Policy Implementation

Efligibifity Deterrmination

Regarding the procedure of eligibility determinaticn for social assistance, it is
recommended that a simple, user-friendly process be developed. Policy-makers
should consider the end-users of the assessment process, e, disability panel
members at a local ievel A basic machamism of scorning or rating could bs applied
to the assessment A process that applies greater weighting to paricular
caizgories of need may ba useful to ensure that children with pasticular needs are

prioritised, e.g., health care categories.

Fiscal Considerations

In light of economic limitations on sacial assistance provisioning, it is suggested
that a phased-in approach be adopted, e, levels of need due to the health
conditions are identified, and children with high rates of need are initially priorifised
for benefits. In addition, policy-makers should consider the feasibility of providing
indirect social assistance such as subsidised transport services or medical
services for children with chronic health conditions, These services could also be
provided to children with particular rates of need, e.g., children with lower lavals of

need are eligible for subsidised transport services.
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Issues For Further Research

This study was able to capture limited information regarding the needs of a small
sample of children with chronic health conditions from predominantly low socio-
aecaenomic communifies in the South African context. It is necessary to caollect
large-scale infermation pertaining te the needs, experiences and circumstances of
children diving with chranic health conditions in South Africa - in particular, the
impact of social and environmental factors. This would supplement the findings of
this study and sﬁbstantially inform policy processes regarding social assistance for

children with chronte health conditions.

The resultant burden experienced by caregivers of children with chronic health
conditions should alse be explored further — jssues relating to ernployment,
financial costs, time and other rescurces. |ssues periaining to the caregiver's

support systems and coping strategies should also be explered,

CONCLUSION

The final chapter presented a discussion of the salient aspects of this study. In
light of these aspects, pelicy implications are discussed in relation to social
assistance policy for children with health conditions in South Africa. Particular
attention is paid to the development of an appropriate assessment instrument.
Finally, issues peraining to children with chrenic health conditions in the South

African cantext that require further research are indicated.
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Custamer Reference Mumger z 'I_:Iabe

Ta return this foem,
! fald the form and piace it tn the reply paid
' envelope so that this address appears in
the emvelope windd.

——_

et e ol fi e il

-

O Centreiink | Carer Allowance

et A4S BomreameR Lo g Functional assessment for a child—under 16 years

= Centrelink requires information from you to add ta the informatian pravided by youe doctor.
1 This will be used to:

*  agsens your aligibiliny for formightly payment of Carer Allowance: ar
* review your detaiis to see if you can continue ta be paid Carer Allowance.

Please answer the quéstions in this form and return it o yawr facal Centralink Custamer Service Centee
a5 5000 35 posaibla. [Fyou do pot getthis infarmation to us within 14 days of receiving this fam, waur
Carer Allowance might be fejected or canceled. i yeu have trobble getting this information, pleass
caniact Centralink immediately,

This is an information natice given under the social security law,

& form must be filled in by the paraat/guardian

ails Childs family nams

5 Given rame(s)

-~ Dats af bitth

If you need help to answer ary
il of (hese gquestions please call
f 2 13 2717 during normal business

1 haurs for the cost of @ local call.

B 2717 i
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Notes about | Functional assessment

Functlonal assessnrent

» The functional assessmet is used to determing entitlement to the fortrightty payment
of Carer Allowance,

= The functional assessment asks general questions abawt the chitd's ability to function
in Hey areas.

s iz purpose i5 10 measure the impact of a disablity/ medical condltian an the child and
family in terms of the child's functionat abilities, |t does not measure the cae and
attention raguired by the child.

= |t does not ask questions about specific disahilities, medical conditiors. This i3
because i is oesigred ta identify the ievel of disaldlity regardiess of the type of
disabifityy medical conditian.

= The funcdona! assessment examines the abifity of the child o function at the (evel
dporapriale Lo hissher 3ge.

instructions for Questions 1-48 -
+ Thiz agsessment reguines the tompletion of twe parts of this form;
- Functionai assessment {Questions 1-8);
- HBehaviour and special care needs (Questions 9—10),  Med cesteed by GA Lo
= {Questiohs 1-8 are based on eight functionai areas for a child,
= For each guestion, the tasks, abilities are listed from the most oifficui at the top of the fist to
the easiest at the botiom of the list
* Pleace tick the staterment listad in each gquastion that describes vour childs BEST ability in
the area (that 15, read each Hst and tick the maost difficult tagk your chitd can perform).
= The &hitd has the ability to do the functans fisted when using aids, apollances or spetial
gguipment items:
- hesshe can do the task when given the opportumty;

- he/she can do the task consistantty or on a daity bass,
&.5 the chiid cannot Be 5aid o "manage his/her awn tofeting with minimal essistance”
unless fesshe ven do 5o More arfass every day.
- Pe/sne candodhe task 1o a reasonable stanoard;
£.8. the child hat 1he ability to "crawl or othemwvise propel iimAherself along” oafp if
hessne SR o S0 without ooy,
where the task 15 0 two pars. the child must be able 1 do both parts;
B2 “child can read and interpret a paragraph from the front page of & dafly newspaper’;
- ifymur ahlld gannot do any of the things listed, dek the second last bow,
- If your chidd's ability is the same as moest ather children of the same age, tick the last box
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PART A

| Functional assessment

| Listening, reading and understanding

.
TRy

Lommunication— Listenlng, Chlld und&rstands most adult cun'.narsanans and cnncepts
reading and understanding: @~ - o - Erdi e = il
Tick the faox which cescribes Enaid can read and :}asrcallv uﬂderstand a n&wspaper P e
iateb il Child d and understand a snoft sory writen for chitdren of the erild's age grou LE
Fick one biox eny, | ¢an 1ea E-'I_ understand @ snoit s nr].r wntten for chi _@ ofthe ge g p | ipae
Chid un-de:‘stands basic adult SpE&ch aﬂd can read and understand slmp!e written wurds. ic-:g
T}. Z, s i, PATRL A i ot
b Chilg follows compiex insfructicns with two ormare steps (e.2. ‘pick up the book and —
put it I:II'I- the chair'). v
Child can snow or say uhat LOMmon uﬂjects arg used fﬁr L Friga
Child recngmses pu:tures l.'.lf COmmon Dﬂjects am: anlrnars e
Child responds. 1o his o her own nﬂme ______ £l
Child listens and turng his o her head trmrards 0UNds. P g
Eh|lu ]f.w:-ks ﬂl'iEﬂ'_f al vaur I’ace umen yau taih in the chlld Lrig
Ehild cannot do any of the things (1sted above, .
Child's abifity is the same as most gther children of tne same age. £ dpe
Talking. writing or signing
smmunication—Tatking, Ehlld can diE.{:l.ISS and debate camplex 1S5les such a5 pDiltlcs o retigion with an adult b b
ing or signing it N R e g
i the pox which deseribes Gild ean descnbe the child's expesiences In detali usmg LOMP X SENtRNCES, . e
Ar chiid's oest adility, 5 : ; —-
: ; Critd can tell g complex story imvoling several people and child can wite a short stary, b e
Fane box only. 2 X DR T S .
Chilld can write the child's own first name by handwiiting ar tyaing. Cg
Chilg talks o signs well and can use six ar maore wards in a sentence. : P
=iy = = 8 T Eeir e =i
Chnd £an say of SEn santeﬂnEs Imtn thlee o four werds. i T
l:ruld can ¢learly say or sign mote than 20 words and use twg wWords In cumﬂmatmn 1
fﬂ g, 'Daddy's sar). R
Chlld CAN S3y or 5|gn thr&ear e mmple wards (B.g. 'mum’, 'dad’. oAk, "bed' !__jc.;.:
Chlld =riiles and I:ual:ublea ot makes purpaseful sounds (8.8 1o attra::t attenton. [: C-zt
Child can make a snund a:uther than CEYing. e
Child Gannot de any uf the thmgs lEE.t&d above. | gy
Child's atmrt:,' is the same as most other children of the same age. E o
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|

Functional assessment

|

Feeding and mealtime skills

Feeding and mealtime skills:

Child can use all cooking equipment and kitchen appliances (&.g. microwave oven,

3
Tick the box which describes electdc frypan, or mixer) without assistance, Lt
your child's best ability. : ~ . =
Child can follow & recipe and prepare a simple meal, c3
Tick one box ooy, _ _ P p. A P _CF
Chidd can cock a simple snack (e.2. toast). LT
Child can prepate a simpie un¢ockad snack (e.8. 8 sandwich), _: Py
'T}' L Child can use g fork and spoon at meattimes. _ [}
== Child ¢an sat most solid foods if feod is cut up (8.8 W applel. __ i
Chifd dses spopn weill. j Lz
Child can drnk frem a nomal cup without help and can feed himself or herseff with
finger foogds. - S D
Chitd can drink fram a modified cup when the cup is hetd by you, B b
Child can suck from a breast or baby's fesding bottle. £33
Chifd cennot do any of the things listed above, P
Child’s abifity is the same as most other children of the same age. '_ c3
| Hygiene and grooming skilis
4 Hyglene and grooming skills: Child can style mwn hair and clean and cut own finger and 102 nails without assistance C-41
Tick the box which describes , ) _ - ] -
vour zhid's best abiliny. Ci'lll!ld ﬂtan aj:tr.tand 10 basic ygiens (e.g. todeting, showsring and brushing hair — i
Tick sne Box ory i th g T ; o
Child manages basic hygene {g.g. toileting, showenng ang brushing hawr) with [tle
Assiztance. Codp
Tt & .
Child can wash hands and face ang brush own teath. Lo
T Chitd is rafianly thilet-trained duning the day and can manage own toileting
with minimal assistance. E-de
..:__'- e f':._' ;=
- = Child can mdicate tatet needs during the day bul needs some asxstanie with =
; clothing and wiping. — b4
Child remains dry dunng the day when toileted reguiary after meals and drinks, | pda
Child raquires full assistance with mileting, !:_ c4n
Child cries when nappy Is sdiled or wel, [ £-da
Child cannot de any of the things listed above. .
Child's ability 1s the same as most other children of the same age. F il
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PART A | Functional assessment

| Dressing skills

Dressiing skiits: Child can purchase and eare for own clothing without assistance. ]

Tick the bax which describes FR R
yaur child's best abilrty

b Bih-ne bax caly, [Chitd can choose own clothing appmpnate o the weather and can dress and

Child can wash and ron own clothing i requered ta with |ittle assistance, T

ndress without agsistance. e
Child car do up-rljut:klﬁ and Untie shoalaces. : cag
= Child can du up buttuns and Iippers. _ ; ' '_ b et
= I Child dresses and Undresses self but needs assistance with hu{tc-n& laces or tight clothing. h__ [-2
Chl!d can undress thh lithe assistance, L_ -5
Child tries o he:lp wlth dressing, - — £z
Child lifts arms to be picked up, : £-50
Child s.nug,gles nte an aduft whan I:Liddf&d . : -
‘:.:hll;j- cannot do any- _afthe;ng_s f|sted abwle :___,' £-%,
Chitd's ability is the same as most other childten of the same age. Ir.._. o4l
i Sacial and cammunity skllls
al and community skitis: Chitd can use 2l majar community tacilities (e.g shops, banks. doctars) with :
B hicH deseritias IIttle assiseance. R el o
Bs Bostanility. Child is able to undertake basic activites in the community {e.g. shopping} —t
€ Box only. with fittle supervision. ST
Child untfarstands basu.:. persanai safety f p.g. how ko cross ihe road and nok b e £
with strangers). _ o
'_ t Child is aware of being left in the- care of others {€.g. schooi teacher or child =~
: care worker) without getting unduly upset. Rt b
b Child DlEI-."S'-'I'ﬂ"I ather ch:!d;en -:;md lorms close friendships with other children, _ LB
ah; ;r};;.-.smwhe[her he arghe s g boy or 8 ginl. ; : Cdm
Chl[d |n|t|ates cantact wmh u:;l;i-ar pEUDlE.;I_'IﬂIfh’ﬂh-'E’S_UmErpEDpiE in g:e;mes ﬁ;-amwmas |_J -fa
leﬂ respunds 3] affectlan fromt familiar pE.E:'I-IZ;I; ------------------------------------------------------ D [
Er;n; Iauhg_h; ant g]ggles wherr happy and ories v-hen Ul:rset ar angry. I—I &b
Childsmles, - Clces
Child cannat da any of the lhmgs ilsted abmre : LEn

Chitd's ability Is the same as most other hildren af the same aga, R
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PART A

Functional assessment

Hand movement

Hand movement

Tick the bow which descibes
your ehildz best alility.
Tick one box only,

Child can use a variety of toofs or hobly items with accuracy

{e.g. for woodwork, sewing, painttng or model auildingl. L
Chid can I.-mte clearly. Z "
C_hlld £an wnte all Ietters.f-:-f_ ﬁ;-;xl_;;;.:::;;ﬂ ;:learly r o a __i o
E:hﬂ;-;a:.n- fold a penml.and draw Easglc;h.apes su:,:ﬁ as squanes and tiangles. E: g

Ehlld can draw at least a head and body of & person s!mk ﬂgure style.

Gnsld can copy & circle and a fross.

£hild an use larger chjetts and tays (e.2. the thilt can push or puil Eoys, use postng

iS5 boi toys, build smalf tower of biocks).
Child can make puposeful mevements with objects [E E bang on a drum or c[ap hands). ' adive
Child can hold and et 2o of objects such as a rattie or feading bnm;. E e i
Child can hofd an adutt finger but may need heip to rEIE.-ase |t 1 -
Child cannat dn-;a-r-';'; af the things listed above. h : _ oo
Child's apility is the same a3 most other children of the same age. — o7l
| Beody movement
ody mavement: Child can hrt a ball with & oat and can kick & ball with reasﬂnable at:curacy ._ r.8i
DR bk iRy 00 oo lSet | Geeigmae i it gl
if chiid's best anifity Child sxips well and can camh & small ball (e.g. & tennis aall). vk
box ol Chllr_i G Jump am‘_i fan nnp on each lzg, — e
Cm’d can hag on ane Ieg s e
et TR s | o B
Ehlld can walk and canrun a few StEﬂS . D
Coild can pull hm’t;él-]; .I;-E he;elf from ﬂnur aa standlngpusltmnand may b.aﬂ:to_ ______:'":;
stand independently i HINS
ﬁhlld can {:rawl ar move fimself or hErSEif alnng me floor. |___, Lo
Ehlld Can fise head off flooe when King on his ar her stnrrtach___ = f Ty _ CEa
Emld cannu' dD any ;.fmt-r-lgthrngs I|5EE.-d ohove, - F'" 65
Child's atyily is the same as most other chuldren uf ihe 3aMe age. |_q £-8k
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__PARTA | Functional assessment

Instructions for Questions 9—310

» Please indicate all statemeants that describe your child's behaviolrs ar special cane needs.

¢ The questions should ba left Blank if none of the stalements apply 10 the child.

+ ‘Your response should be hased on the child's behaviour when they are receiving any prescribed medication,

disturbred 1 regular reuting i disrupted.

| Behaviour
Behaviour: © The ehid bs only iaken into community settings when unavoidable because of the —
Read the list and tick all child's extreme anti-secial behaviaur, P £ e
statemeants that apply @ i , ’ ' =
e child il Child purpasefully injures himsslf or herself through head banging, hand biting or
i other fgrms of self abuse. £
Child displays explesive and unpregictable viodent behaviour fowards other people or —
pmuerty at ]east unm:- a mnnﬂ'l — 48
Child is aged five years or older and has poor awarengss of danger g
N'f Eaptunlind {&.E runs into traffic or [umps into water withaut being able ta swim), LCod
0 L PO, Child continually nens away. Child requires constant suparvision and house and —
2ot % = ﬂther care semngs must he IucHEd 92
Child iz extremely active and is unanle i concerlrate on a task for mere than 30 seconds. | foy
Child's behavicur is such that the child cannol Be lef with anyone other than =
the parems ur uutsn:i& me par&nts hnme ...... -8
Child displays obsessional. repetitive behawﬂurﬁ [e.E. Dbsessmn with pam::ular Dl’.‘I]EGtS i
or twirding or spinning objects for extended peripds of tima), — ek
Child is obaessed with following specific robtings and bagomes extremely upset and
...... CBi
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PART A

Functional assessment

[

Special care needs

Special care needs:
Read the list and rick all
statements that apmv to
your child.

Child receives all food and fiuids by nasopastic, gastrostomy tube or percutaneais

enters gastrie hibe (PEGH, BR LN
{:hllu has a trachensturmr : L0
Chsld is aged aver four year and is incontinent (1.e wets or sr:uis his or her pants ar B

nappies} both day and night, 10
Child s aged gver thres yeas and cannot stand without support. : A0
Chitd requmas a wheelchair and needs assistance to propel the wheelehair ' T
Chlld requeres a wheslehalr quad sticks, presthesis, crutches or walking frame s

but can move around with little assistance using ehis equipment, Lo TR
Child uses an electric whEeIcnmr o
Child requires utmanr cathetensation several times each day _mnh

Child requires sperialised equipment. prosthesis, of technold gy 1o commukeale
{e £ 3 camputefised commanicator, telephone ty pewriter (TTY), voice synthesiser 1 —
cochlear impfant, hearing aitds or adaptations to a standard computer].

Child = aged over five years and reguires tare provided by parents more than
tmce ea-::h night hetween the hnu:s of L0pm and Earn

Child is aged over five vears and has persistert d|fﬁcult|£~5 with memary,
concentration, planning and arganisation.

Child has chronic and progressive suppurative (ung disease for which ongoing daily L
dirway Cieatance i= prvided and/or enzyme meplacement therapy and rutrinonat [ i
sunplernems arm reqmleu an pmwd&d o a da:lv basm =

Child has an inhesited rnEI:aI:uutn: disorder th.:[ i5 hemg treated hy medicalky presnnbed

dlet a5 the hasus 1 teatment s0 tﬁat ﬂ wnl net lead 1o neumlaglcal disability L
Child iz assisted with the administratian of medication on a dailv basis to cantrel seizures e
and medication does not substantially reduse the frequency of seizures and the child may oo

réquine immediate or mergensy attention m prevent hamm resuting frem a s&izure,

Child is assisted an 3 daily basis with at {ease twa bleod tests o measure biood glucose
tevels. injections #nd special dietary management and the ehild is not capable of . bl
determinmg medication [ewels, foud intake or self adminristration of medication,
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PART B

| Statement

41 Your statement:

| deciare that = (he frformation | have gien s fue and comect,

[ understand that = gefiberateiy giving falze or misleading information is a
Senes uifence.
¢ pEmonal infermation is protacted by faw and can be grven
10 zomepne else onlv in vary Spetial circumstances, where
CammoTwealth legizlation requires or where | Dive permizsian.

Signature e -

{azm

eturning this ferm:

Flease el mis iomn ta wour Lza Centresnk Costomer Sernce Centre i the enveinoe provided.



Development of the Child Disability Assessment Tool - Timeline
fay ar 21,3,2002)

The Child Disability Assessment Tool (CDAT) 1s utilised to assess a child’s level of functional
ability against what might normally be expected of a child at their age {developmental
milestones). The tool includes a list of manifest conditions that confer automatic qualification for
Carer Allowance (formerly Child Disability Allowance).

If two children in a family are each below the qualifying threshold in the assessment tool, but
together have a score exceeding the threshold, one Carer Allowance may be paid,

Clnldren who do not meet the qualifying threshold m the assessment tool, or do not qualify under
the manifest conditions list, may be granted a Health Care Card. Their additional care and
attention needs must be above that expected for a child of their age without a disability, and

exceed 14 hours per week.

1993 Work on the development of the Child Disability Assessment Tool (CDAT)
commenced in 1993 as part of a review of the Child Disability Allowance
{CDA} program. In Qetober 1993, a policy discussion paper produced by the
Departinent of Social Security identified a number of directions for reform.
1200 copies of the paper were circulated to commumity orgamsations. Written
responses were overwhelmingly supportive of the proposal to develop an
assessment tool that measured disability.

1994 - 1995 Coopers and Lybrand were engaged to test the feasibility of developing child
disability tables that assess the child’s level of functional ability. Functional
assessment tables and scoresheets were developed in consultation with a
medical reference group. Over 500 claimants completed and returmed a survey
focused on the adapted scoresheets. Based on a comparison of the data
resulting from claimant, treating health professional, Department of Social
Security and Australian Govemment Health Service assessments of the
functional ability of a given child, the study concluded that child disability
tables were a feasible way of testing eligibility for CDA. This conclusion was
established by considering the performance of the data against four criteria:
validity; reliability; bias; and administration.

. 9% The draft assessment tool and the parent and treating health professional

Pl questionneires were developed by the department with assistance and advice
from Ernst and Young (Adelaide), The consulting team included staff with
gualifications in paediatric medicine, nursing and intellectual disability,
psvchology and speech pathelogy. Additionally, the draft assessment tool was
developed with the aid of three reference groups that included experts from
advocacy groups and health professionals dealing with children and was
overseen by a Steering Committee in which representation included peak
disability organisations and spectalists in childhood disability.

;:f i} -

-~ 1996 - 1997 The draft questionnarres were distributed in two field tests during late 1996 and
1. early 1997. Over 800 claimant and over 400 treating health professional
guestionnaires were refurned for assessment. In addition to this clammants and
treating heaith professionals were asked to provide comments on the
guestionnaires. These comments, along with the assessment of the
guestionnaires. assisted with the refinement of the guestionnaires.



1997

1997 - 1998

1998

Developmenr af the Chifd Disabifite Assessment Tool — Timaling foontinued),

In June 1997, a consultation paper was released to over 350 organisations
inviting comment on the draft assessment tool. There were over B0 written
submissions, many assisting with the refinement of the tool.

Om 10 November 1997 the Senate Community Affairs and Legislation
Committee held a public hearing on the assessment tool. The Department
presented a submission and other organisations gave evidence,

The legislation relating to the implementation of the new tool was passed and
the Governument announced in the 1997 - 1598 budget that, from 1 July 1998, - -
new claimants for CDA would be assessed under the CDAT.

On 1 July 1998 two levels of CDA were introduced. One provides for a
fortnightly payment and a Health Carc Card and gualification is determined by
using the CDAT or by using lists of severe disabilities and chronic medical
conditions that permit automatic entry to the program. The second level of
assistance provides for a Health Care Card for children with disabilities who
require at least 14 hours per week of additional care and attention. The CDAT
15 not vsed to assess this level of assistance.

On | July 1999 CDA was combined with Domiciliary Nursing Care Benefit
{administered through the Commonwealth Department of Health and Aged
Care). The combined payment is known as Carer Allowance (CA) and is
administered by the Department of Family and Community Services.

An evaluation of the CDAT and new assessment arrangements was completed
in March 2000. The evaluation methodology included the collection and
anzalysis of data from three sources: g full Centrelink data set on CA customers;
feedback from four focus groups of Centrelink staff nationwide; and written
subrmissions from community, peak organisations and medical professionals
with an inferest in child disability issues, individuals and parents. A reference
group comprising medical experts and representatives of peak organisations
advised the department on the evaluation by considering and conunenting on

18sues raised in submissions.

June 6 2000 —the evaluation report on the CDAT was tabled in Parliament by
Senator Herron, in Senator Newman's absence.

June 7 2000 — the Government response to the evaluation report on the CDAT
was tabled in Parliament.

The implementation of the recommendations of the evaluation accepted by
Government were completed.

The revised Child Disability Assessment Determination 2001 (CDAD) is
effective 1.1.2002.

A teview of the Recognised Dizsabilities Lists contained in the CDAD will
commence during 20062,



APPENDIX B: THE AUSTRALIAN CDAT

A SUMMARY OF THE CLAIM FORM, THE FUNCTIONAL
ASSESSMENT AND THE SCORING PROCESS
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THE CLAIM FORM
The claim form consists of three sections relevant to the carer applying for Carer

Allowance.

Section A comprises questions concerning the carer's background information and
personal details. For example, questions thal address residency status, contact
details, marital status and employment statws are included. Guestions on payment
details are alsc included, as benefit payments are made into the bank and similar

pHoVISIoNS,

Section B requests informaticn about the child being cared for. Information such as
the number of children with disabilities that is in the applicant's care, and personal
details about the child, including the relationship of the child to the carer, if any, is
requested. Other information that proves relevant is details about the child’s main
nealth condition, details about the length of time the child has been in the
applicant's care, whether the applicant is receiving any cther benefits for the child

and details abeut regular perinds when the child is not in the applicant’s care.

Section C consists of claim details, and the final section requires the applicant to
sign a statement of consent. A checklist and information about necessary

accompanying doctmentation is provided at the end of the form,

THE FUNCTIONAL ASSESSMENT

The second form the applicant is required to complete is a functional assessment
for a child under 16 years of age. This form consists of two sections; the first
section measures the child's functional ability in key functional demains, while
section two addresses the behavicur and special care needs of the child. The form

" i= structured in a checklist fashion.

The first section measures the child's functional ahbility in the following areas:
communication — listening, reading and understanding, as well as talking, writing

er signing; feeding and mealtime skills; hygiene and greeming skills, dressing

~ skills; social and community skills and hand and bedy movemeant, A list of nine or
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ten options is provided in each functional area, describing abilities or skills that a
chitd should master at each developmental stage, from birth to late adolescence.
For example, an option in the communication area reads: “Child responds to his or
her own name.” {Carer Allowance: 9, refer to Appendix A). The applicant is
requested to choose cne ability or skill out of the range, that best describes the

child’s functioning within each domain,

The second section describes various behavioural difficulties in a checklist format,
e.q., anti-sccial behaviour, self-injury or viclent behaviour. The applicant is
required to indicate all the options that apply to the child concerned. Stmilarly with
the special care needs guestion, a list of varying scenarios indicating special
needs are provided, e.g., "Child has a iracheostomy.”; "Child uses an electric
wheelchair.”; and "Child requires urinary catheterisation several times a day.”
(Carer Allowance: 8, refer to Appendix A). The applicant must indicate all the
cptions that apply to the child. Finally, the applicant is reguired to complete 3
statement of consent, verifying that the correct information has been provided . ltis
clear that the CDAT is predominantly functicnal, and has a greater emphasis on

the medical repcrt than the caregiver's report.

THE SCORING PROCESS

The first step involves calculating the child's chronclogical age. Raw scores are
assigned {o each respense in the THPs and caregivers' guestionnaires, based on
the child's chronological age in relation to his or her functional age. A table is
provided in the Child Disability Determinaticn 2001 {Commonwealth of Australia,
2001a:; 25} that illustrates this relaticnship and indicates a resuitant score, Scores
range form 0 to 10. This procedure calculates the scores to the responses from the

first section of the caregiver's instrument,

The second section of the instrument records the special care needs and
behaviour responses. Each option indicated here is given a score of 1, with the
exception of special care need options indicating chronic lung disease or metabolic

disorders, which are given a score of 2. The sum of the scores for each domain is

computed as raw sCores.

i
]
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Hereafter, the raw scores are amended according to questionnaire weighting.
milestone we:ghting and functional weighting. Additionally, an average of the
feeding and mealtime skills, hygiene and grooming skills and dressing skills raw

score is calculated and named the 'salf care skills’ score,

The guestionnaire weighting invelves dividing each score by 2, as a conseguance
of using respenses from the THP and the caregiver Milestone weighting involves
multipiyiné ali scores by 10410, with the éxception of the hygiene and grooming
score, and the body movement score, which are muliplied by 940 This
adjusiment is necessary as these domains represent 9 milestones in their

statements, while the others represent 10.

The functional weighting is applied to the scores of the receptive communication
and special care needs domains. These scores are multiplied by 1.2, and 2,
respectively. This is condusted to illustrate that a disability affecting these domains

“... has a greater impact on the child and family.” (Commonwealth of Australia,

2001; 2,

The weighted and adjusted scores are added together to obtain & THP score and
caregiver score, and these scores are then utilised to determine the eligibility

status of each child according to Australia's legistative criteria.
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APPENDIX C: THE UNITED KINGDOM’S DISABILITY LIVING
ALLOWANCE FOR A CHILD UNDER 16 — CLAIM FORM
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o

Disability Living Allowance 9,
for a child under 16

What is Disability Living Allowance?

Uisabitity Living Allowance is a tax-froe social security benefit for people with an ili-
ness or & disability who need

= halp with getting around

= O holp with porsonal care

= of halp with both of those.

it 1s not affected by any money the chitd or the child’s family might have as income,
or Dy any savings they might havo

People can still claim Disabitity Living Allowance even if they do not actually get
the help they need.

This 1s a claim pack spoecialiy for children, It you use this pack to claim for a person
over 16, it may take longer to deal with the claim. You can get a claim pack for
adults from the same place that you got this pack.

ihere are fixed amounts of manay for Disability Living Allowance. The current rates
arc in leaflet GLZ3 Social Security Benefit Rates. You can get this leaflet from any
social security office.

When to claim

- Claim straight away. People are normally only entitied to Disability Living Allowance
when they have nocdad help for 3 months. But if you claim now, we can make sura
that the child gets Disability Living Allowanee as soon as they are entitled to it

- Invalid Care Allowance

- If you are claiming the care component of Disability Living Allowance and there is
someone looking after the child for 35 hours or more a weck, they may be able to
~ get Invalid Care Allowanee. See form B5700 for more information which you can
get from your social security office, If someone thinks they may qualify tor Invaiid
Care Allowance they should not delay putting in their claim, even if your claim for
Disabitity Living Allowance has not been decided.



The questions in the claim pack B

= Answer all the questions that appiy to the child you are claiming for,
And use the spaces to tell us in your own words as much as you can
abour the help they need. 1he more you can tell us the easier it is for
us to get a clear picture of the child's problems. Do not worry if you
are not sure how to spell anything or have to cross something out.
But please do not use any correction fluid.

Benelit the child gets because of this claim may be delayed if you
have not filled in the ¢claim form properly. If you find it difficult to
fill in these forms, do not worry. One of aur stalfl can help you.
Help and advice on page 3 of these nates tells you what help you
can get filling tn the forms.

We know that a disability or illness can affoct people more on one
day and less on another - they have good days and bad days. When
you tell us how the child's illnesses or disabilitics affect them, tell us
about the help they need most of the time. If you are not sure if we
need ta know about something, tell us anyway.

We know that some of the questions we ask are very personal. And
- sometimes thinking about the things a child cannot do is upsetting.
Bur we need to know these things te make sure that the child gets
all the Disability Living Allowance they are entitled to.

Il there is not enough space an the form for everything you want to
tell us, use a separate piece of paper and send it with the form. Make
sure you put the child’sname and reference number on any extra
ieces of paper. If youde not know the reference number, use their
te of birth
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if you want help filling in the claim pack or any part of it

« Ring the Benefit Enquiry Line for pecople with disabilities (BEL).
The number is DB00 88 22 00. '

The person you speak to may need to arrange for someone (o phone you back. The
person who calls you bacgk is specially trained to help you fill in these forms. They will

have & copy of the claim pack and thay will go through it with you over the phone.
O they can fill in a claim pack for you.

tthey fill in the claim pack for you, they will send it to you. You can then check, sign
and send it back, They can send you a completed claim pack in braille or large print,
They will send you an envelope. It will not nead a stamip.

« Il you cannot use the phone, we ¢an send someane 1o visit you, Please get in touch

- with your Incal Disability Benefit Contre. If you have a visit, it may take us longer to
 deal with your clanm,

. YOU may be able to get help from an organisation that specialises in helping people
with the child’s tliness or disability. Phone them and ask if they can hetp you.

Help and advice

T you want general advice about Disability Living Allowance or any othor benafits you
anay be able to claim

s+ Ring the Benefit Enquiry Line for people with disabilitics (BEL).
The number 15 0B0OD B8 22 0.

The persan you speak towill be abla to give you genaoral advice about
- Disability Living Altowanege. And they can tell you about other grganisations that

imay be abrle to help you.

Hoople with speech or hearing problems using a texiphone can dial 0800 24 33 55
If you do not have your own textphone system, they are available in some b aries

and Citizens Advice Burcau.

- Get in touch with your social security office. You can find the phone number and

address on the advart in the business numbears section of the phone book, Look
uncler Benefits Agency.

- Got in touch with an advice centre like the Citizens Advice Burcau,
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Problems with getting around

Children can only get Disability Living Allowance for help with getting around if
they are 3 years old or over, the rate of Disability Living Allowance that children
‘get depends on the type of help or supervision they need and their age. IF they
rneed reminding or prompting or encouraging to walk, it depends on how much
reminding. prompting or cncouragement they need. There are 2 rates,

Lower rate
- {f the child is 5 years old or over and any of the following apply
= if the child can walk, but needs someone with them to make sure they are safe

= if the child can walk, but needs someong with them o help them find thoir
way around in places they do not Know well,

Remember that all children need some help and supervision when they arc out of
doors. The child yout are claiming for must need more help Or supervision than
- other children of the same age who do not have thedr particular problems,

Higher rate

The child is 3 years old ar over and any of the foliowing apply

if the child is sevarely mentally impaired with severe behavioural problems and
needs help with personal care both day and night

if the chitd is deaf and txlind and they need someone with them when they are
outtdoors, thay must have a large amount of hearing loss and sight loss. But
- they do not have 1o be totally deaf and blind.

iIf the ¢hild can only walk a short distance before they fecl severe discomfort
= if the effort of walking could be dangerous for them

if the child has had both legs amputated above the ankle or through the ankle,
or was born without legs or fest

e if the child cannot walk at atl.
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Help with personal care

Children can only get Disability Living Allowance for help with personal
care if they are 3 months old or over, And remembor that all children

- heed some help ar supervision. The child you are claiming for must neod
more help or supervisian than other children of the same age whao do not
- have their particular problems. The rate of Disabilizy Living Allowance that
children get depenas on the amount of help or supervision they need, and
an the sort of help or supervision they need. For example, they may need
samecne 1o keep an cye on them, or look after them while they are on
oialysis. Or they may nead help with things like washing, dressing, using
the toilet, communicating with other people, or saomething like this i
they need reminding or prompting or encouraging to do things, it
depends an how much reminding, prompting or cncouragement they
nead.

There are 3 rates.

L owest rate
if the chilo needs same help during the day.

iiddle rate
if the child needs help during the day. or

» I they neco help during the night.

ighest rate
if the child needs help both day and night.

decial Rules

people van get Disability Living Allowance under the Special Rules.
figse rules are oxplaincd on pages 7 and & and are called Notes about claiming
er the Special Rules.
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About your National Insurance (NI) number

Tor link you with the right NI account and keep that account secure, we need proof of
your ldpntlty and the rlqh‘r information from you, A Ml number card onitsown docs
“nat prowe yolr J{.'J{,r'l‘rlt},’ ‘It is your reapum]bm*y to give us the right information to ink
you with the right account.

If you do not provide us with yoar NI number, there may be some delay in processing
- your application. If you do not have a NI number, or you have a temporary one
beginning with the letters ZZ2 or TN, get in touch with your social security office, they
will help you to apply for or trace a Nl number, See Help and advice on page 3 of
these notes.
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Notes abod T

Claiming under the Special Rules
for a child under 16

About the Special Rules

Sadly, some children suffer from a terminal iliness. We have therefore
introduced Special Rules™ just for them so that they can get benefit
quickly and gasily.

Getting paid under the Special Rufes means

= they get the highest rate each week for help with persanal care

= they get paid straight away. There is no need to wait until the child
has needed help for 3 manths

= their claims are dealt with maora quickly.

But children can only get money for help with getting around if they
have difficulties with getting around.

Claiming for a child under the Special Rules

Please read the notes on the other side of this page. They tell you
what to do if you want to claim for a child under the Speciaf Rules.

50 that we can deal with the claim as quickly as possible, it is
important that you send a doctor's DS1500 Report with the claim.
These notes tell you how to get a D5$1500 Report.

* The Spocial Rules apply topeople who miay not ee longar than
sty months because of an ilimess  But it is, of course, impossible
tosay exaclly how long 3 person wili live,




How to claim for a child under the Special Rules

Section 1 09-00.2002 11:23:16 Page 8 of 48

« Please fill in section 1 in this claim pack.
Tick the box on page 5 to show thal you are claiming for the ehild under the
Special Rules. If you do not tick this box, we cannot consider the claim under
the Special Rules.

Section 2

« |f the child needs help with getting around, fill in page 1 to page 4. Then fill in
page 23
Answar all the questions that apply o the child. Use the spaces to tell us in your
own words as much as you can about the help that the child needs.

= If the child does not need help with getting around, please keep section 2 for
future use,

About the doctor’s report

= Ask the child's doctor or specialist for a D51500 Report.
This Is a report about the child’s medical condition.
You will not have Lo pay for L.
You can ask the doctor's receptionist or a nurse or a social worker 1o arrange this
for you. The doctor does not have to see the child,

You should be given a D$S1500 Report straight away. Ask for the report in a sealed
envelope if you do not want anyone to soe it.

What we want you to do
= Please send Ls
- section 1

- section 2, but only if the child needs help with getting around
- D51500 Report

PEase return this form as soon as possible.
If you wait longer the child could fose money.

Remember it will take a few days to reach us by post.

If you cannot get the DS1500 Report in time, send us the claim straight away,
Send the DS1500 Report as soon as you can.
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Disability Living DLA1A Child

section 1

Allowance
Claim for a child under 16

Please complete and refiirn this fore oo onn gy wossiong 85 your date of claim will
agepend on the date we receive a completed claim form.

You may find it easier to fill in the forms in this claim pack if you read the Notes first.
If you need help filhng in this form, or any part of it, phone on Q300 88 22 GQ.

About the child

Surnarne

Other namas

Any other surnames
the child has had

Sex hiale ‘ Fermale

Address where the
child lives

Postcode

Previous address if the
child has moved in the last
two years

Postocode

The child's date of hirth

Letters Mumbers Letter
Child referenge number
if you know it, J

What is the chiid’s
nationality?

We may get in touch with you for more information,
Has a ¢laim been made
for Disahility Living
Aliowance for the child ]
in the past 3 years? No Yes Not sure
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m
About the perscn claiming Disability Living Allowance

for the child

Tell us about yourself here, not the child

Tell us your full name | i

RS IR s el H L
PR wrw mrkd 0B i L

Lottors tumbers Letter

Your National Insurance {Ni) !
number

This belps us arrange payments gquickly.

Yolir addrass

;r Postcode
Daytime phone number Codo rion
whore we can centact you
or levo & messagao,
Please tick the appropriate box Home [ ] work [[] Mobile [ ]| Fax ] Textphone [

What is your relationship

to the child?

Far example, parcnt. step-parent,
foslor parcnt. guardian, et

Do you receive

Child Benefit for the child? No .
; 3
N

If someone alse receives
the Child Benefit, tefl us
their name.

What is the Child Benefit number
for the child?

This is on the fromt of the

Child Benefit erder book or on
iBtlers about the benefit,
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Where you want to be paid - you can choose

Yol can have the childs Disatsility Living Allowance paid straight inte a bank or building society account, or
you can collect it from a post office. Read the notes abaut the ways you can be paid on thes page and the
next page before you decide, If you want the benefit paid into a bank or building saciety, fill in the details
on this page. If you want ta collect the bensfit from a post office, Tl in the details on the next page

Straight into a bank account or a building society account

s This type of payment is the one we recammend because 1t s safer — you da not have to carry cash
around - ard it saves trouble because the maney is paid in automatically. |t can also be withdrawn fram
a post office far a Girobank ar National Savings bank account.

a The account can be
— ir your name, or n your partner’s name if you have a partner. We use partner to mean a person youl

are married Loor a person you live with as if you are mamied to them,
- ajoint account in your name and someons elses name

- an account of a trustes, solicitor ar accountant,
We will tefl you when the money will be paid into the account for the first time. After that we will pay

the money into the account at the end of every 4 weeks.

o If too much money is paid into the account
If you think that you have been paid too much money, please get in touch with us straight away. We will

write and tell you T you need to pay the moeey back. |F you have Qiven us some new information and
there s not enocungh time to change the amount you aie paid, you will have to pay the extra money
back. But if tor much money 5 paid Tor same other Feason, youo may not have to pay it back.

« If not enough money is paid into the account
If you think that you have not been paid enough mency, pleass get in touch with as straight away

We will add the money we owe you on to the next payment. Or we will make a special payment.

Wi will wenite and tell you what we are going ta da,

 What to do if you want the money to be paid into an aceount
Tell us abaut the account. You will find the information on the chegue book, on the pass ook or on

statements for the account.
payment straight into an account

' Whose name of names is the account in?

Bank account - : Building Society savings or cheque
! not a morigage account account = not a mortgage aceount

Marne of building socicly

Mame of bank

Type of atcount — “or exzmale curent or deposit

Branch name and address

Arcount numbor

i
5 W irrerr— e

Buiiding society sorting code number

L e

Fostoode

Aerling code cumbar

LT L bBer

'

National Savings Bank investment : ]
~account - not an ordinary account Girabank account

Account number
| |

rLrrmber




09-09.2002 §1:23:16 Page 12 of 458
T T e P A e M TS T

Where you want to be paid - you can choose - continued
e At a post office

=+ Each paymoent wifl normally he for 4 wecks
Bul prople claiming under the Special Rules can be paid weekly.

e What to do if you want te be paid at a post office
Just well us on this page about the post office you want Lo use.
IF you cannol go to the post oifice yourself, someones elsa can go for you.

o All social sccurity benetit, allowance and pension payments can only bo
coltected from one post office,

For payment at a post office

Tell us the address of the post office

where you want 1o get the payment.

If you are 0ot sure ol the address, Ask

‘the post office to stamp their address

here. Postcode

[f you want someone to go to the post office for you regularly

us aboul the porion you want to go to the post office far you, They can collect your
ney for you if you arc unable ta go to the post office. You can still collect your own
payments when you are able to go to the post office. You can only ask one person at any time

Iar/ A rsMiss s

heir other names

N |
! - ; ! {
date of birth f |
B < Male : Female
_ Lotters Numi_:lers Letler
National Insurance (NI) number ‘ [ ! L J
d this to arrange payments. - o
Ifeir address
Postrode ,:
time phone number p Ot Marnbet
W can contact therm,
ick appropriate box Home [ | work [] mobile [ ] Fax[ ] Textphone[ ]

e address of the post office

want to get the payment.
not sure of the address, ask
Office to stamp Lheir address

Fostcode
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Declaration
This declaration is to be signed by ihe person you want to go to the post office for you.

| declare that the information on this page is correct and complete.

Signature !

[ _ N-'Iiﬂ‘lﬂ of MM s 55T s
witness

Address of
itrtess

¢

E Posicode

Signature of witnass

I
:
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About Income Support and Jobseeker’s Allowance

Please tell us if you are getting or waiting to hear about Income Support or Johseeker's
Allowance. Or tell us if someone clse is getting or waiting to hear about Income Support or
Jobseeker's Allowance for you, Tell us who s getting Income Support or Jebsceker's Allowanze,

You

Your partner
We Lse partner ta m.ean | C Please tell us their name
pErson you are married to I
of @ persen you live with as i
il you are married to them. |

Their National Insurance (M) number

|

'r I

¢ you or your partner MNo
ing o hear about —

ome Support? e

1 to hear about Fes A
eker's Allowance? —
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About the child’s illnesses or disabilities

What are the child’s illnesses
or disabilities?

Just tell us the names of the
child's main illncsses or
disabilities, We will ask youl
hiowe thess affect the chifd in
section 2 of this claim pack.

If medicines, tablets ar other
medical treatments are
prescribed for the child’s
ilinesses or disahilities, tell us
 about them here,

- This information will be on the
printed label on front of the
chid’s medicine botile.

5 the ¢hild had a Mo !
edical examination in P
g last six months in ’—

nection with any Yes If yes, please tell us which benefit?
| I

her sotial security A )
afit? i

iming under the Special Rules

Special Rules and the D51500 Report arc explained in the Notes about
ing under the Special Rules.

child under the No

Yes



More about the child

Does the child normalty
live in Great Britain?
Great Britain is England,
Scotland and Wales.

No

Has the child been abroad

in the last 12 months? No

Yes

-

A —

I NN~ T o™ <A R
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Englanc Scatland

If you live in Wales and would like 1o
receive future communications in Welsh,
please tick this box

Wilas

Vi - Where do they live? Please tick appropriate box

From

Tell us when they went abroac.

/ / o /

Tell us where they went,

Tell us why they went.

either of the parents or
p-parents of the child
¢ any income from
sad that they do not
@ to pay UK tax on?
UK is England,
and, Wales and
Hern Ireland.

No

Yas

Of chilg’s school’nursery

WD pe 3 ‘eache: for examoie

ild's schoolinursery

We will write to you about this.
But please still fill i the rest of this furm,

|
:
i

HPostcode

Code

Number




For children in hospital now

Is the child in hospital

now? No Go to the next question under the thick line

vl
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When did the child go i i
into hospital?

!

|

When will they leave hospital, ;
It you know this?

Please tell us the fuil name
and address of the hospital.
Tell s the name or number
of the ward if you know iL.

Postcode

: ospital phone number, Code
Lif you know It

MNumber

——

\Whife the child is in |
hospital is the NHS No |
paying for their stay and
reatment?

ypice care, respite care or anywhete like this

the child in residential

Yas |

.
LY

Yos

For children in residential care now
Bsidential care includes - a residential school or college, a children’s home,

g8 now? No Go to Page 10

Mot sure

ase tell us the full name
1 address where the child

laying.

Postcode

18 number, '
know it Code

MNumber

"did the child first start
in residential care?

@ local authority,

th authority, an No
ust, or a

et department

Ny of the costs for Vos
lild to live there?

|
}

= Mot sure

Which authority, NHS truast or
government departmeant pays?

.
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- For children who have been in hospital or residential care

Has the child been in
hospital or residential

care in the past 13 weeks? —

Yos

Please tell us the full name
and address of where the
child was staying.

Phone number,
i you know it

hils could be
B Leacher

ase tell us thelr name

ir address

"hune number,
U ko it

Go Lo the next question under the Lhick line.

Tell us when they went in. [ Lhey have come aut of
hospital or residential care, please tell us when this was,

! !
in
J I ;
out |
[*ostcode j
' Code MNumber

Vho would you like to tell us about the
child’s illnesses or disabilities?

8 nurse, a health visitor, a physiotherapist, a speech therapist, or an occupational Lherapist
meone from the Social Services or the Social Work Deparument

Poslcode

Code

Number

is their job? |

i did they last see the child?
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o e e 2

The child’s family doctor or GP

Please tell us their name [

Their address r

Fostcode

Their phone number, Coade
if you know it.

Mumber

When did the ¢hild last see
their doctor about their
itlnesses ar disabilitins?

o . o ———— e T P ———— 5 e

. The child’'s hospital doctor or specialist

Telt us about any hospital doetor or specialist the child has scen in the fast 12 months

because of Lheir illnesses or disabilities, This might be a doctor at 4 child development
centre. |f you wanl to tell us about mare than one person, give us the details on an extra
piece of paper and send it with this form.

Please tell us their name

Their address

FPosteod:s

B

r phone number,
u ko it '

Code MNumber

child's record number,
Lr ko It

did the child last
eir hospital doctor
pecialist?

child's present
'_disability they are seeing 4

i doctor or specialist for <=

r children on kidney dialysis

about the haspital that arranges the dialysis, so we can conlact them.

Posteode

:l phu_ne number, Cade Mumber

recard number,
W snowy it

1
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Only for people claiming for a child under the Special Rules

1 Please check that you have answered all the questions on this farm that apply to you or
ter the child you are claiming for, Chock that you have ticked the bax on page 5.

2 Sign the Declaration on page 13.

If you want to claim Disability Living Allewance for the child for help with getting

daround

e read tho Notes about claiming Disability Living AHowance, where we axplain
what we mean by help with getting around

» o 1o section 2 in this claim pack, Fill in About the child which starts on page 1.
And fill in page 1 to page 4. Then go to page 23 and fill io this page.

Send this form ta ws. Send it with the DS1500 Report from the child’s doctor.

Please roturn cverything to us as soon as possible, as your date of claim will be taken as
the date we receive this scotion, If you wait longer you could lose mopney.

 If you cannat get your DST500 Report straight away, do not wait to send us the claim.

What to do now

the bax that applies to you. Only tick one box.
if you can, send us both sections together.

~Ihis will help Us to deal with the claim quickly. : Mow sign the
A your are sending section 2 with this fanm, tick this bax, : Declaration
f you cannot send both sections together,
d section 1 naw, and section 2 whon you have
ditin. B sign the
T you are gaing o send section 2 |ater, tick this Dox. Declaration
au have difficulty filling in section 2, youcan
ne an 0800 88 22 00, If you cannot use the phone, N
an send someone to visit you to help you fill in Mow sign the
ion 2. tick this box. Declaration

ou do not want to fill in section 2, you can ask for
tor to visit. The doctar will normally cxamine the —
Mow sign the

would like a doctor to wisit, tick this box. Declaration

*;'
"'.l
3

er - if you leave section 2 with someone else so they can fill in the statement

24, send section 1 te us straight away. Do not wait until you get section 2 back.
tell you when we have received section 1, If you do not hear from us within 2 weeks
1 ¥ou send us sectian 1, please get in touch.
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A Declaration

» | declare
that the information | have given an this form is correct and complete.
e | declare
that if | have said that | want Disability Living Allowance paid strafight into an account,
| have read and understood the notes on page 3 of this form about being paid in this way.
= | agree
that the Department of Social Security or any doctor, or dottor providing medical services on
behalf of an organisation, approved by the Secretary of State may ask any of the people or
places mentioned on this form for any information which is needed to deal with
« this claim for benefit or
+ any request for this claim to be looked at again
and that the information may be given to that doctor or to the Department.
» | understand
that the Department may use the information which it has now or may get in the future to
decide whether this child is entitled to
— the benefit! am claiming for tham now
- any other benefit | have claimed for them
- any other benafit | may claim for them in the future.

.-'\fu."-::'-' FEd]

i

Warning - to knowingly give false information may result in prosecution.

Signature =

we collect and use information

[he Department of Social Security (D5S) collects information for social security, child

ort, vaccine damage and war pensions purpases. The information we collect about you
pend on the nature of your business with us, but may be used for any of the

ment’s purposes. We may check information provided by you, or information about
ovided by a third party, with other information held by us.

& may also get information abaut you from certain third parties, or give information to
n to chack the accuracy of information, to prevent ¢crime or detect crime, or 10 protect
funds in other ways, as permitted by law. These third parties include other

ment departments and local authorities.

| not disclose information about you to anyone outside the D55 unless the law
us to.

hie Data Controller for the purposes of the Data Protection Act. f you want to know
bout what information we have about you, or the way we use information, you can
T cletails at any D55 ofTice.

Please turn over p

13
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Statement from someone else who knows the child

Please ask someone who knows haw the child's illness or disability affects them to sign this
statement. This cotld be anyong who knows the child well, For example, a carer, refative,
friznd, prafessional health care worker or somerne like this. They do not need to look at

theo answers on this form.

| and they have a disability or ilIness.

fchitd’s name)

| know

Date

What is your relationship to the
child this form is about?

Postcade
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How the child’s
DLA1A Child

illness or disability sestion 2
affects them

If you find it difficult to fill in section 2 do not worry. Phone on 0800 88 22 00 and
we will help you. Help and advice on page 3 of the Notes about claiming Disability
Living Allowance tells you how else we can help you.

Your answers In this section will help us ta get a clear picture of how the child's illness ar
disatiility affects them. This will help us to decide If they can get Disability Living Allowarnce.
Before you fill in this farm, you may find it useful to

» have a look through the form te see what we need to know

u keep a record for a day or two of how the child's illness or disability affects them.

If there is not ensugh space an the form for your answers, you can write on a separate piece
of paper and send it with the form. If you use extra pigces of paper, make sure we can tell
which question you are answering.

Statement from a person who knows the child

We ask you for a statement from someane who knows how the child's illnesses or disabilities
affect them. This is 0N page 26 of this form. Try to get this statement filled in. It will help us
to deal with the claim quickly. But if you cannot get the statement filled in, do not worry —
we will normally write to someone wha can tell us-about the child's ifiness or disability, But it
may take longer to deal with the claim.

For people claiming under the Special Rules

Remember anly fill in this form if you want ta claim Disability Living Allewance
for a ¢hild for help with getting around, otherwise please keep section 2 for
future use. We do not need to know about the help that the child needs with

. personal care.

Fill in pages 1 to 4. Then go to page 25 and fill in this page.

out the child

ease fill in these details again, so that we can keep all the papers together.

hild's full name

Postcode

Letters Numbers Letter
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About the child - continued

Flease tick ail the boxes that apply to the child. Fell us if the child

Partially sighted means that they have
problems with their eyesight even when
wearing glasses or contact |enses.

is blind or partially sighted

has problems with hearing even
with a hearing aid

has problems with speech or
language which affects
communication with other people

To get help because of deafness and blindness

: : the child must have a large amount of loss of
both deaf and Blind ; i

5 : hearing and sight. But they do not have to be

totally deaf and blind.

has physicai disabilities

s born without legs or feet or
had both legs amputated above
hrough the ankie

s a learning difficulty J

5 a mental health problem

as both a severe learning disability
ad severe behavioural problems

i a long term illness

jout Disability Living Allowance for children

Hidren need some help or supoervision. For a child to get Disability Living Allowance

Y must need mare help or supervision than other children of the same age who do not
ithoir illnesses or disabilities. Tell us in this form about the extra help the child needs.
75 much as you ¢an about the ways the child’s illnesses or disabilities affect them.

‘& you tell us, the casier it is for us to get a clear picture of the type of help the
eds. You can clairm Disability Living Allowante for children as soon as they are born,
annot start to pay until thoey are 3 menths old.

v that illnesses or disabilities can affect people more on ane day than another -

ve good days and bad days. If the child you are claiming for has good days and bad
¥ 10 tell us aboul the problems they have most of the time. If you are not sure if we
Know something, tell us anyway.

that some of the questions will be difficult to answer, especially for babies and
g children, but please try to tell us as much as you can.
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Walking outdoors

By this we mean walking on reasonably level ground, not up or down hills or slopes. You can
only get Disability Living Allowance for help with getting around at the higher rate if the child
you arc claiming for is 3 years old or over.

You cannot get Disability Living Allowanco for holp with getting around at the lower rate
until the child is 5 years cld or over.

Does the chitd have difficulties walking?

This may be because No o to Page 4.

+ they cannot walk at all

- of an amputation

« they were born with a deformity of the
spine, legs or feet, or something like this

« of paralysis, weakness or stiffness

+ walking makes them breathless or gives them
pain or discomfort

- of a heart condition

thoy refuse to walk,

Yas

- Tell us about the difficulties they have with walking and about any equipment they use
to hetp them.
Tezll us here if there Is anything about the way the child walks that causes difficulties.

Tell us if the effort of walking might be dangerous for the child and why this might be.
ipment might be crutches, a walking stick or walking frame, an artificial leg, callipers,
splints, a rolator, or samething fike this.

M r days a week does the child have these difficulties?

days a week

can the child walk before they have to stop because of severe discomfort?
iple, it may be too painful for them to go on, or they may need 1o stop and rest,

metresfyards

tdoes it take them to walk this far?

minutes

W

About help with getting around
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If the child needs someone with them when they are outdoors

Does the child need to have someone with
them when they are outdcors in places they
do not know well? —n
For example, they may need someone 1o =3
look after them because Yes
« they are blind or partially sighted —
+ they are deaf or hearing impaired
+ they might fall
- they have behavioural problems or a

severe learning disability
« they may forget where they are qoing, or

wander off
+ they need a ot of encouragement to walk
+ they might put themselves or other people

in danger.

Mo Go 1o Page 5.

Remember - the child must need mare help than a child of
the same age who does not have their illness or disability.

Tell us why the child needs semeone with them when they are outdoors in places
they do not know well.
- Far example, they may be easily confused or taken advantage of,

mber - i you Reed help filling in this form, or any part of it, phone on 0800 88 22 00,



Does the ¢hild need someone

to Keep an eye on them?

Tor exemple, because they

+ have no sense of danger and might hue
themselves of strmedns Clae

+ might wander about

- have behavioural prablems

+ cennot fear ar see or respond to danger $igns

Q9-0%-2007 11:23:16 Page 27 of 48

Someone keeping an eye on the child

Al chidren need somaane b keop 40 eye an them to make sure that they are safe. Answer the
questions on this page if the child you are claiming for necds mare supervision during the day
or night than other children of the seme age who do not have their I||!‘|E“'u’§ or disability. By night

we mean whicn the household has closed dowven at the eind of the da

Mo Go to Page b,

Yes

« meed sormecnc toomanitar their medical condition or diet.

Why the child needs someang with theim.
During the day

Why the child needs someone awake with them.
During the night

ny days a week does the child

days o weekj

i weorry, You can tell us mare aoout this later,

How many nights a week daoes the child
need someocne to be awake with them?

nights a week

h of tl-I.;?: day do they need
with them?

ow long do they need someone
| gach time during the day?

this may be difficult, but please
s in minues

minutes

How much of the mght ‘daes sameane
have ta be awake with them?

e
Roughly how long da they need someone
awwake with them gach time during the night?
We knowe Lhis may be difficult. but please try
to tell us Inominules,

minulos

n

About help with personal care
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About the child’s development

We know that all children develop at different rates, but some ilinesses or disabilities can have
a marked effect on how a child develops. Tell us if the child you are claiming for has suffered
a delay in their development,

T i o e e o Goartie T eNE quesHpm Unes
: the thick linc,

For example,

+ Using their hands

+ hearing or talking - Yes Telt us about the help they need.

« sitting, standing or walking. B L

Qr something else.

'Lf the next 2 gquestions are difficult to answer because of the child’s condition, do not worry.
You can tell us more about this later

‘Roughly how many times a day does the child need help?

times a day

Roughly how long does it take each time?
fie know this may be difficult, but please try to telb us In minutes.

minutes

5 the child have a delay in their
opment of learning skills? No Go to Page 7.
example,

erstanding the world around them
wing instructions Yas Teii us about the help they nced,
wveloping daily living skills,
omething else.

rest of the questions an this page arc difficult to answer because of the child's condition,
Lwarry. You can tell us more about this later.

how many times a day does the child need help?

times a day

how |long does it take each time?
W this may be difficult, but please try to tel us in minutes.

firtes




About the child’s dvelapment - continued

Does the child have a delay in their Ga ta th
development of social skills? No under th
Far example,

- inmteracting with others

+ cormmunicating with others.
Or something eise,

Yes Tell us aboy :

{f the next 2 questions are difficult to answar because of the child's condition, do not
You can tell us more about this later,

Roughly how many times a day does the child need help?

tirmes a day

Roughly how long does it take each time?
know this may be difficult, but please try to tell us in minures.

minLtes

oes someone need to help the
hild develop through play? No Go to Page 8.
r example, eficouraging

rulating play. Yes Tell us about the halp they need.
something else.

I rest of the questions on this page are difficult to answer because of the chiild's condition,
O worry. You can tell us more about Lhis later.

ghly how many times a day does the child need help?
= |
times 3 day

|

how |ong does it take each time?
' this may be difficult, but please try to telf us in minutes.

minuteas
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Waking, getting up and going to bed

Does the child have difficulties waking,
getting up or going to bed?

Far exampic, they may need hefp with
things like

- getting into ar out of bed Yis
= settling ir bed

+ staying in bed.

O help with something clse.

Mo

Bl

Remember - the child@ must need more help than 4 chiid of
the same doe who does nat have theiriliness or disatility.

Does someone have to wake the N
child up, or tell or encourage o
- them to get up or go to bed?
Yes '

:TI'EII us about the help the child needs to wake up or get up or go to bed.
Tell us about any equipment the child uses and how it helps them.

f 1any days a week does the child need this help?

days o week

‘many times a day does the child need this help?

tirmes a day

how long does it take the child to get out of bed or into bed?
Ris may be difficelt. bt please try to tell us in minutes.

mir1utesj

F—if you necd belp filling in this form, or any part of it phone o 0800 83 22 DO



Washing and bathing

Cioes the child have difficulties waskhing, :

or having a bath or shower? No

For example, they ray nesd haetpowilh

things like Zan
- cleaning their teeth Yes |: ;

cowashing their hao

« getting into or out of the bath or shower
+ physical SUpport

- coping with pernods

» keeping safe

Or help with samething olse,

- Remember - the chid must need more help than a child of
~ the same age who does not have their ilness or disability,

09-0%-2002 1122216 Page 31 of

.ches- someone have to tell or encourage the ”“
child to wash or have a bath or shower? No

Yes |

jses and how it helps them,

;j [ us; about the help or encouragement the child needs washing or having a bath or

y days a week does the child need this help?

days 8 week

imes a day does the child need help with
Raving a bath or shower?

fImes a8 dayJ

¢ long does the child take to have a bath or shower?
F15 may be difficull, but pleass try to teil us in minutes

runutes
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Getting dressed or undressed

Ctoes the child have difficulties getting :

dressed or undres$sed? No

Mor example. they may

¢ reed someare ta heln them, o it may
taks a lorg time

+ five poor co-orcingtion

» have no contral over their arms or lcgs

- not be gble to jucge appropriate clothes,

Or they may noed help with something else.

‘fas

Remember - tho child must need more help thar g child of
the sama age who doos not have their iliness or disalility,

Does someone have 1o tell or encourace
the child to get dressed or undressed? MNa

Yes

A

us about the help or encouragement the chiid needs getting dressed or undressed, Tell us
about any equipment the child uses and how it helps them,

many days a week does the child need this help?

times d day

how long daes it take the child to get dressed or undressed?
this may be difficult, but please try to tell us in minutes,

IMInates

ey — if you need kelp filling in this farm, or any part of i1, phore on 0800 38 22 00,




Help with toilet needs

will help s Lo dedide about the child's clain.

Does the child have difficulties coping with

their toilet needs?

Far example,

- getting to the teilet 2nd using the teilet

= using something like a nagpy. cemmade,
bedpan or bottle instead of Lhe toilet

+« Lsing ar changing incontnenoe 2ids

¢« catheterisation or bladder expressian

* USING BRBIMES O SUppDSItones,

09-09-2002 471:23:16 Page 34 of 48

Wie know these are very personagl guestions, but this information

No

Yes

L]

Does someone have to tell or encourage
the child to attend to their toilet needs?

|
|

Mo

¥irs

Tell us about the help or entouragement the
child needs and any equipment they use.
- [uring the day

Tell us about the help or encouragement the
chiid needs and any equipment they use.
During the rght

any days a week does the child need
7

dayn a week

How many nights a week does the child
need this help?

’ nights & week—‘

ny times a day does thé_é.hild nead

Ltimes a day ‘

how long does it take cach Lime?
w Lhis may e difficult, bul please try
a3 115 minutes.

- MLULEs |

How many times a night does the child
need this help?

‘ times & night

Roughly how long does it take each time?
Ve knaw this may be difficult, but plegse try
ta el us i minutes,

MjrLtes

—t
=1

About help with personal care
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Communicating with other people

Does the child need help understanding e ———
aiher Pesples tie the thick line

For exampie, they need someone to '

+ help with |ip reading

+ explain what people mean Yes Tell us about this.

+ intarpret sign language. —

Tell us about the child's difficuities understanding other people. Tell us about anything the
child needs to help them understand other people, and how useful this is. Tell us if they
need to have physical contact or some other sign to attract their attention.

'If the next 2 questions are difficult to answer because af the child’s condition, do not worry.
You can tell us more about this later,

How many times a day do they need someocne to help them understand other people?

thmes a day

ughly how long does it take each time?
iz know this may be difficult, but please try to tell us in minutes.

rmirubes

Jaes the child need help being understood
ker people? No Go to Page 13.

ample,

use of a language disorder or a
ical speech problem Yes Tell us about this.

meone has to interpret the child's
age, signs or gestidres,

5 about the child's difficulties being understood by other people. Tell us abhout any
ant the child uses to help them, and how useful this is.

af the questions on this page are difficult to answer because of the child’s conditian,
“worry. You can tell us mare about this later,

Iny times a day do they need help to make themselves understood by other people?

times a day

w long does it take each time?
this may be difficult, but please try to tell ws in minutes.

EMNuUtes
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-k
W

Communicating with other people - continued

Is the child unwilling to I

communicate with other people? Ng | | Go 10 Page 14.
For crample. bocause of _—

« difficull or withdrawn behaviour
Yes Teil us about this.

= frustration or sLrgess
« A communication disorder,
Or something like this.

Tell us about the encouragement the child needs to help them communicate with other
people. Tell us about any equipment the ¢hild uses ta help them and how useful this (s,

About help with personal care

If the rest of the questions on this psye are dirticult to answer because of the child's condition.
do not worry, You can tell us more aboul this later.

ow many times a day do they need help
communicate with other people?

times a day

ghly how long does it take each time?
know this may be difficuli, but please try 1o tell us in minuies.

minutes

ber - it you nead help filling in this torm. or any part of it phone on 0800 88 22 00.
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4 - e
- Eating and drinking

Does the child have difficulties eating or
drinking?

For example, they noeed help

 cutting up food or being fed

cwnith a specialised feeding methoc,

Or with something else.

Mo

Yes

L L

Coes somecone have to tell or encourage
the child to eat or drink?

Mo

Yes

- Tell us about the help or encouragemeant the
child needs, and any equipment they use.
Dwring the day

]

Tell us about the help or encouragement the
child needs, and any equipment they use.
Nuring the night

firmes a day

How many nights a week does the child
need this help?

nights a week

How many times a night does the thild
need this halp?

’ times a night ‘

ow |ong does it take each time?
3is may be difficult. but please
in minutes.

ML s

Roughly how long does it Lake each time?
We know this may be difficult, but plegse
£y T3 fel s in minuies.

‘ MirLLes
ma—




Help with medication

Dooes the chitd need hetp with medication?
For exarmnple,

*taking tablets or medicings

» having injections

= using an nhaler ar nebuliser

© APRPEIYING Creams

= thay do not co-operate with thesr freatment.

09-09-20402 11:23:10 Paae 37 of 48

No - Go Lo Page 16,

Yes Teedi us about this.

Telb us about the help or chcouragenient
. the child needs with medication.
[ruring the day

Tell us about the help or encouragement
the child needs with medication.

During the night

thays & week—‘

How many nights a week does thoe chi.l.r-;i.

need this help?

nights a week

j’timus S| dﬂSl' does the child need

s

How many times a night does the chitd
rneed this help?
|

: Limas a night
e .

LS I It es.

minutes |

rRoughly how leng does it take each time?
We know this may be difficult, but pleasc
try to tell us in minutes.

MILTes

-
i

Ahout help with personal care



Help with therapy

Does the child need help with therapy?
Therapy may be done by a therapist or by
sameane clse, [T may be at home or
sarncuvhere clse (U miy (Nvolve exercises,

develop. Tor examp-g.
+ physiotherapy

= speech therapy

- play therepy

Or something clse

Tell us about the help or encouragement
the child needs with therapy.

During the day

routines or rmelhods designed to help the child

= B — @

03-02-2002 11: 231

=

No ' Go to 2

|

Yes | Teell o, ¥
] HI Lis abolst 1

Tell us about the help or encol
the child needs with therapy,

During the nighg

-many days a week does the child need
elp?

days a week

many times a day does the child need
ain?

nmes a day

How ma.r-'r.y nights & week does the child
necd this help?

|
nights a weaek |

How many times irln;'llgl'll does the child
need this help?

i times a mght

ly how long does It take each time?
Lhis may be difficult, but pleass
.“ L5 40 minutes,

minutes

Roughly how long does it take each time?
We know rhis may be difficult, but please
Liy to tell s in minureas,

minures




Help with medical equipment

Dous the child need help with medical
equipment?

For example,

» calnstomy or cathoter care

© Lrachicostany care

+ using splints, gaiters or special clothing.
Or samething clse

1i3} _t—rr_‘-
No lﬁmhgn_ﬂz s

I
Yes l Jrun us about this.

Tell us about the heli:'ur vncouragement
the child nceds with medical eguipment.

Nuring the day

..{_ L
Tell us about the help or enco 3 =_ o
the child necds with medical eq;ﬂm .

During the night

nany days 3 week does the child need
37

days & weex |

fy times a day docs the child need

LIMes & day |

0w [ong doces il take each time?
this may be difficult, but please
5 10 rminutes.

FFHTTLILES

How many nights 4 week does the chifd
need this help?

\_ nights & weok ’

How mary times a night does the chifd
neced this help?

times @ night ‘

Roughly how fong docs it lake each time?
We know this may be difficull, but pleasc
ry to tell us in minutes

M IILEs

ber - i you necd help filling i this torm, or any part of it phone on 0800 88 22 00

-
~l

About nelp with personal care
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Blackouts, fits, seizures or something like this

Does the child have blackouwts, fits, seizures fi S
or samething like this? g _ Go to Page 18.
For example, hecause of —
; _ e
< epllensy -
e Yos t Tell us abhoul this.

- diabetes,

Tell us what happens.

We nega to Know
whatl happens beface they have a blackaout, 717 or seizure

T thiey get any warning of what s gomg 1o happen

- whatl happens during the fit or seizure
if they lose consciousness ar if their limbs shake, or if Lhey bite their tongue o

| arg incontinent
»what happens atter a fif or seizure, if they need o sleep or if they are confused.

Teli us anything that witl help us got a clear picture of what happens to the chil2 if they have

& blackout, Mt or seizure.

| Tel us about the help the child needs,

During the day Curing the night

: | _ ;
Tell us roughiy how aften this happens,

ow long does the child need help Roughly how long daes the child need help
each time?
Wi kneww Lhis may be difticult, but please

s may be difficult, but please
LI i minutes. try ter terll ws in oo,
R !
' MmiruLes

THFIULEeS i




The child’s mental health

Does the child have difficuftics because

of the way they feel?

For example, thoy may somotimes

* pet anxious or panicky

< get unset or frustrated

- feel somoane may harm them

- try to harm themselves

+ be verbally or physically aggressive

+ try to damage things

« be impulsive or destructive

- foe| Lhey cannol cope with even the slightest
change to their daily routine,

Jr samething else.

Mo

Yos

mental health problems.

Tell us abaut tHﬂ hielp the child needs and the things the chifd does because af their

& g S T e

Il us roughly how often this happens, and how long the child needs hefp when it happens.

ber - it you need help Alling in this form, or any part of it, phone on 0800 88 22 00
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Movement and co-ordination

Coes the child have dl_fflCL.l]'(IES with Go o the next question under
movemnaent and co-ordination? NG Chna bl

For cxample. thoy

- cannot move at all s
« suffer nain winen Lhey move Yos

- may injure themsclves if Lnoy mowve
canngt co-ardinate movements af their
arims or iogs

Qi sumetning clse.

Tall us abous this,

Tell us about the help the child needs with movemnent and co-ordination.
i i pEEy .

ving about indoors

the child have difficulties moving —
indoors? Mo
xarnple, with things iike S
tirng aul of a chair
Kirwg around indoors Yes

Lo o dowen sTairs E—
g @ whoelchair or Major Buggy
ferring from & wheelchair or Major Buggy
g Lo be carried,

er — tne child must need maore help tnan a enild of
a0e who does hot have Lheir illness or disability,

weone have to tell or encourage
to move aboul indoors? Mo

|
H
1

Yes

L

t any help or encouragement the child needs moving about indoors. Tell us about
hte child's home has keen adapted, or about any equipment they use to help them
t indoors. This could be a wheelehair, a frame, a2 stairlift, or something like this
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e e R

When the child is in bed at night

By night we mean when the household has closed down at the cnd of the day.

Does the child need help when they are in N

For example, they may need help with

things like :

+ thanging sheets or nightclothes 35 TR GRS

+ getting bedclothes back on the bed if they
fall off '

» turning over

+ resettling 1o sleep after waking because of
night terrors or irreguiar sleep patterns

+ getting back into bed after falling out

- settling and staying in bed.

r spmething else,

Remember - the child must need more help than a child of
the same age who docs not have their illness or disability.

- Tell us about any help the child needs when they are in bed at night.

LW many nights a week does the child need help?

nights a waek

nany times a night does the chiid need help?

times a mght

how long does it take each time?
this may be difficult, but please wy to tell us in minutes.

mingtes

[ =]
=

About help with personal care



08-09-2002 1

Help the child needs when they go out ¢ C
or in the evening :

22

Please tell us in this part about the heip the child needs from a
when they go out. For oxample, this ¢can be help with things lik
activities, Interests and habbies,

Remember - they can be helped in lots of different ways. Someon
can count as help if they

m tell them or encourage them to do things
# tell them how to do things

m tefl them if there is danger.

Even someone reading to them or helping them to communicate witl
count as help, For example, they may need soneone to interpret 1
other people. Or thoy may only be able to make themsolf undorstor
kriows them well who noeds to interpret what they are saying fo

You should teil us about the help they need even if they do not :

We want you to tell us about cach of the different things they usual
they had the help they need. Use a separate box to tell us about eat
given you three sots of boxes, but you do not have to fill in every sat
tell us about 3 different things. if you want to teil us about more tha
separate sheet of paper and send it to us with this form.

“

J';Nhat they do or would do if they had
8 hE help they need

What they do or
the help they need

When they go out durmg the day
or evening

£l H

".= many days a

How many times a

How many days a"

pek? day? week? b
days a week times a day days a week
-:. i long do they usually need help for How long do the
th time? each lime?

L help do they need from another

What help do thaj
person?

mber - if you need help filling in any part of this form, phone 08




or in the evening - continued

09-09-2002 11,25,

Help the child needs when they go out d

What they do or would do if they had
the help they need

Whal they do o
the help thay

When they go out dur.ng the uady
nr eVening

L M

How many days a
week?

How many times a
day?

cays a week times a day

I:_....,.
I

How many d;j)rs-- .
wesek?

r days a week

How long da. they usually need help for
each time?

| |

How leng do ¢
each time?

l

; What help do they need from another

What help do they
person? :

fhat they do or would do if they had
e help they need

the help they

When they go out curing the day
O BVEning

W many days a How many times a
day?

days a week

| Limes & uay |

How many daysa
week?

! days a w

W long do they usually need help for
) time?

) help do they need from anather

4
How |ong do they us
aach time?

.

Whal help do they

FJE!TEGI"I'.?
h
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Anything eilse about the way the child is affected
by their illnesses or disabilities

Tell us about any ways that the child’s illnesses or disabilities affect them that you have not
been able to put anywhere else on this form.

Far example, the child may need special help at school or nursery, Or there may be places on
this form where the questions have been difficult to answer, and you want to tell us more
about the help the child nesds. Or you may want to tell us if the child's condition changes
from day te day. which means that the amount of help they need varies.

Tell us anything that you think will help us get a picture of how the child is affected by their
ilnesses or disabilities.

ber - if you need help filling in this form, or any part of it, phone 0800 88 22 00.
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m
4 Abhout the child’'s condition

Tell us when the child started to have the {
M prohlems you have told us about.

VS If the problems with getting around and
5 with personal care started on different
dates, tell us about this. Tell us the exact
dates if you can. But if you cannot
remember, tell Us roughly when this was.

Da yeu think the child will have the i
difficulties you have told us abaut for the a

i next 6 months or longer? Sl
Tick one of these boxes, Yes

“
Declaration

Please sign this form here.
- Fven if you have already signed section 1, still sign this form here.

- The information | have given about the way the child's illnesses or disabilities affect them
 is correct and complete,

Warning - to knowingly give false information may result in prosecution.

Signature Date

GO the statement on the next page filled in if you can, It will help us deal with the claim
qUickly. If you cannot get the statement Tilled in, do not worry. We will normally write 1o the
d's doctor or to someone else who can tell us about their illness or disability. But it may

& longer (o deal with the claim.

o}
9]

About help with personal care
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Statement from a person who knows the child

People who can fill in this statement

This statement will help us deal with the claim quickly.

Please ask a person who knows how the child's ilinesses or disabilities affect them to fill in
this statement, This could be someone else whao looks after the chiid, a carer, a relative,

a friend, a social worker, a community psychiatric nurse, a teacher, a therapist, a nurse,

a doctor or specialist, or anyone who knows the child well,

Notes for people filling in this statement

Please fill i this statement straight away and give the form back to the
person who asked you to fill it in, Please fill It in from your own knowledge -
you do not need to Iock at their answers on this form.

Piease fill in the name and address of Please fill in your own name and address.
the child this ferm is about.
Child’'s name Your full namea
Child's address Your address
' Posteode fosteode
Tell us when you last saw the child Your phone number
Code Mumber

. Tell us your job or profession or relationship to the child this form is about.

Please tell us what their illnesses and disahilities are, and how they are affected by them.

signature Date




APPENDIX D: THE UNITED KINGDOM’S DISABILITY LIVING
ALLOWANCE FOR A CHILD UNDER 16 - CLAIM FORM

SUMMARY OF SECTIONS 1 AND 2

T



1; SUMMARY OF SECTION 1

Section 1 reguests details regarding:

» Other social security benefits received by the child or carer:

» Payment details, as benefit payments are directly paid into bank accounts and
the like;

- The child's main disahbilities or illnesses;

. Detalls about the childs place of residence. schooling, periods of
hospitalisation and residential care,

» Contact details of ancther informant for verification of child's iliness or disability,
e.g.. teacher, health professional, social service worker or doclor,;

» Contact details of the child’s family doctor and hospital or treatment docter or
specialist; and

« Signed declaration of the applicant and signed statement from another person
who is familiar with the child's disability or illness, e.g., carer, relative or friend.

{United Kingdom Social Security Benefits Agency, Disability Living Allowance for a

child under 16: claim form, Appendix C)

SUMMARY OF SECTION 2

Measures of time are contained in questions such as:
- How many days 3 week does the child experience these difficulties?:
R . How much of the day and how much of the night does the child need someaons
with him or her?:
« Roughly how many times a day does the child need this help?; and
: » Roughly how long {in minutes) does it take each time to help the child?
{United Kingdom Social Security Benefits Agency, Disability Living Allowance for &
child under 16: clairm form, Appendix C)

Section 2 requests a description of:
The type of disability or illness — the carer is requesied o identify which

conditions affects the child from a checklist of conditions;

180



The child's difficulties with walking. the child's use of assistive devices to aid in
walking, and the nature and frequency of these difficulties, e.g., the child’s need
for supervision when the child is walking outdoors;

The child's need for supervision during the day and night;

The assistance the child needs as a result of a delay in their development of
physical or sensory skills, leaming skills and social skills;

The assistance a child needs to help him or her to develop through play;

The assistance or encouragement a child needs and their use of assistive

devices to.

= wake up, get up or go to bed

» wash, have a bath or shower, including activities like brushing teeth

» dress orundress

» attend to their toilet needs during the day and night;

The child's difficulties with understanding other people and being understood
by other people, including their need for assistance or assistive devices o
facilitate their communtcation;

The encouragement a child needs to help them communicate with others,
including any equinment used;

The assistance or encouragement the child requires, and his or her use of
equipment tc.

> eatordrink

- administer medication

= engage in therapy,

The assistance a child requires if a child experiences blackouts, fits or
sefzures;

The child's difficulties because of their mental health condition, specifying the
assistance the child reguires and the child’s actions;

The assistance or encouragement a child requires with movement and co-
ardination;,

The assistance or encouragement a child reqguires to be mobile indoors,
specifying whether the child's home has been adapted and what equipment the
child uses to assist in their indoor mobility;

The assistance a chiid requires when he or she is in bed at night, e.g., if the

child needs to be turmed over,;

181



» The assistance a child requires from another persan at home or when they go
out, €.0., help with social and religious activities;

»  The applicant is given an opporlunity to provide additional information abowt
how the disability or iliness affects the child, other than that described
previausly,

. The applicant is requested to specify when the child started to have the
difficultes described, and the applicant is then asked whether they perceive the
child will continue to have these difficulties for the next 8 months; and

- Signed declaration of the applicant and signed statement from another person

who is familiar with the child’s disability or iliness, e.g., carer, relative or friend.
(United Kingdom Social Security Benefits Agency, Disability Living Allowance for a
child under 16: claim form, Appendix C}
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APPENDIX E: THE SOUTH AFRICAN CARE DEPENDENCY
GRANT — MEDICAL CERTIFICATE



L

STAATSKOERANT, 1 MAART 1988

CAFLE - DEPENDENCY GRANT

MEDICAL CERTIFICATE: CARE - DEBEND
A. TO BE COMPLETED BY ADMINISTRATIVE OFFIC

Reference number Identity

APPLICANT

Surname

Full names

Address Postal add

FIRST APPLICATION l(RE—APPLICATIUH

CARE DEPENDENT CHILD

Identity-number Date of Bir

Surname

Full names

B. REFEWRAL LETTER
CLINIC/ PHYSICIAN/MEDICAL ATTENDANT

PERMISSION

 the undersigned herewith give my permissibi
ependent child's medical history be made @
urpose of an application for a care - depende@

ignature of applicant

DICAL HISTORY IN ORDER TO APPLY FCOR A Cﬂﬂﬁfi

enable the abovementioned to apply for
ant for care dependent children, it would be
ld supply the State Medical Officer (Dis
medical report in respect of the child conc

ical report as requested attached for your i6f

lllll B# ¢ W @ § A owow s omo® & B R EE S R E s w8 om 4

ature Medical Pragtibiener/Hospital



BE Mo 1701E GOVERNMENT GAZETTE, 1 MARCH 1536

C. TO BE COMPLETED AND SIGNED BY STATE MEDICAL OFFICER

HAS CARE - DEPENDENT CHILD BEEN IDENTIFIED BY IDENTITY DOCUMENT?

YES i _ hN

Zf no, state reazason

MEDICAL EXAMINATION

0 = VERY PODR
* = POOR
2 = FAIR
3 = SATISFACTORY
4 = Goop
5 = VERY (oQD
1 Cardiovascular B 132 3 4°5
2 Respiratory 5 e
% Musculog-Skeletal O F.2 3 85
4 Nervous sysbtem D 12345
5 Vision 01 2 3 45
il 6 Hearing @ 12 3 45
7 Comprehension g ¥ 2 34 5
8 Mental conditicn 2 Pt i e L
) Epilepsy 4172 3 &5
10 Cther 012345
Diagnosis
Prognosis
MEDICAL OFFICER'S OPINION
i. Is the mental and/or physical disability?
L SEVERE MiLD NOT DISABLED
ii., Special treatment and/or rehabilitation recommended

iii. Special training/education recommended




STAATSKOERANT, 1 MAART 1956 No. 17016 &7

iv. Does the child require permanent home care, due to his/her
severe mental or physical disabilty?

V. Ee—evaluation recommended at age of four years
OFFICIAL
STAMP
SLORAaLUrg i s dide sae sas RO
PRINT DREE o eieoison v saees
Telephone number J Dialing coda

D. FUNCTIONAL ASSESSMINT
{Age: 4 Years)

1. MOBILITY:

- —
Ed Sitting yg; no I
1.2 Crawling e Yes no ‘
;" Standing -.alene yes o
T4 Walking = independently yes no

Lrﬁ.s Running - well coordinated yes na

Your opinion:

2. SELF CARE

TAOTAL DEPENDENCY
50 t DEPENDEMCY
INDEFENDENT

et
wmog

1 Eating 1 2 3 4§ | s
i Grooming 1 2 3 4 5 !
.3 Bathing 1 | 24 5| s ;
4 Dressing 1 2 3 4 5
5 Teilebtting 1 2 3 4 5

e e — e
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Your opinion:

COMMUNTICATION:

Comprehension R
Ask the child to fetch the book on the table and to bring

it to you.

Exprezsion '
Ask the chilé to tell you what he dic yesterday.

Speech intelligibility
Eisten to what the chile is telling you in response to tha |

guestion in 3.2.

PSYCHOSOCIAL ADJUSTMENT:

Social interaction
Observe how the child interacts wikh vou, his mother, or

sther children in the vicinity.

Emotional response
Ask the mother how the child reacts to angexr or frustration.

Egy. Tantrums, Aggression, Withérawal

COGNITIVE FUNCTIONING:

Copying
Ask the chilé to rcopy the following:

=
A

|
|




STAATSKOERANS

5.2 Memory
Listen to the story in 3.2

5.3 OQrientation
Ask the child what day it is.

Do you have any other information t@
assessmenkt? ]

L

RECOMMENDATION

Markx with an X where applicable

TULL TIME PART TIME
CARE CARE

Opinign:

MName:

Signature:




APPENDIX F: THE CAREGIVER’S CONSENT FORM
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PRI S Y e & S e T S RN S U S S
RESPONDENT NO:

| University of Cape Town - Children’s Institute
/ Care Dependency Grant Assessment Tool Study

CAREGIVERS CONSENT FORM

The Children's Institute wish to talk to parents and care-givers of children with illnesses
and disabilities about the needs of their children and the additional problems they face in
caring for them. It is hoped thal this information shall be used by the govermment to
improve the support given 1o care-givers and improve the access to the Care-Dependency
Grant. However, this may take a long time.

Please note that this is not an application for the Care-dependency Grant, nor will there be
immediate assistance from the government.

Everything vou say will be kept private and confidential - your name shall not be recorded
on the forms, nor given to anyone else. You do not have to answer any question if you do
net wish 1o, and you may step the interview at any time, without any prejudice, risk or loss
of benefits.

{ would like to ask you a few questions now for about one hour, and then | would like to
come to your home and ialk with you there again. If you agree to this, and have
understood the information given, please could you sign below. The information on this
paper is only so that | may come and visit you again — none of the information will appear
on the question form.

Do you have any queries or concerns? We thank you for your assistance,

heraby freely and voluntarily give my permission to

{parent or caregiver’s name)

interviewed for this research. | understand the purpose of the study as expiained to me.

nature: Address;

Code: Tal. Meo;

Flace:

Thank you for agreeaing to be part of this research.





