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Content and item validity of the self-care
inventory for children with cerebral palsy
living in a resource-constrained context
in RwaZulu-Natal

Introduction: Children with cerebral palsy (CP) usually struggle with
self-care activities. Occupational therapy self-care assessment tools for
children with CP may not accommodate all South African contexts.
This study aimed to determine item criteria and content validity for
the Self-Care Inventory for Children with Cerebral Palsy (SCICP), for
use in resource-constrained contexts.

Methods: Using an instrument design methodology, the International
Classification of Function, Disability and Health (ICF) was used to map
items from existing self-care assessments for children, which were
categorised into the SCICP. Subject matter experts completed a
content validity index (CVI) on the SCICP, which was translated into
isiZulu. The items were further evaluated by caregivers of children to
ensure cultural relevance and the age of independence in items by
typical children.

Results: Of the 197 items, 88 were discarded and 16 were edited due
to ambiguity and contextual relevance. Adequate CVI values ranged
from 1.00 to 0.82 for the six sections on the SCICP, with limited
consensus on the age of independence for self-care tasks.
Conclusion: This study presents the first stage in the development of
the SCICP, which requires further testing for validity and reliability to
confirm its suitability before use in the South African context.

Implications for practice

This study focused on the first stage of the development of the Self
Care Inventory for Children with Cerebral Palsy (SCICP), which has the
potential to become a standardised, usable assessment tool for use
within resource-constrained areas of South Africa.

A pilot study to confirm the other psychometric properties of the
SCICP as a contextually relevant assessment for use in South Africa is
required before the assessment can be used clinically.

INTRODUCTION

In South Africa, standardised occupational therapy assessments are
essential due to the diverse cultural, socioeconomic and linguistic
differences’? of the persons needing occupational therapy.
Assessments developed in the Global North are commonly used, but
they require adaptation and careful interpretation to be relevant and
effective for South African populations®*. Occupational therapists are
increasingly aware of the need for context-specific assessments that
acknowledge potential biases®. According to de Sam Lazaro, authentic
assessments for young children should be more family-centred and
function-based® within the environment in which the child naturally
performs skills, such as self-care’.

A critical developmental outcome in young children is
independence in self-care. However, many factors influence the rate
and nature of this independence, including culture, family values and
expectations, environmental context, physical and psychological
capacity, as well as the motivation to engage® Independence in self-
care as well as other activities of daily living (ADL), as identified in the
Occupational Therapy Practice Framework VI (OTPF V)8 from the
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basis of competence in occupational performance within many
contexts of daily life®. Thus, an appropriate, contextually and culturally
relevant and language accessible assessment is needed to determine
the nature and extent of these challenges to direct intervention
required to improve self-care intervention and self-care outcomes.

In many instances, occupational therapists working in resource-
constrained contexts in South Africa use internationally developed
standardised assessment tools' to determine intervention needs".
However, ADL tools for children with disabilities, including the
Pediatric Evaluation of Disability Inventory (PEDI)? the Functional
Independence Measure for Children (WeeFIM)®, the Bayley Scales of
Infant and Toddler Development (Adaptive behaviour)”, the
Independent Living Skills Assessment Tool™ and the Activities for Kids
(ASK)'® are not standardised for South Africa. Thus, available
assessments are not culturally relevant since they do not consider the
variations in self-care activities, which are required for the assessment
of ADL in resource-constrained areas', where piped water, indoor
plumbing, reliable electricity and electrical appliances are not
available.

The need for a more contextually appropriate self-care assessment
for children living in resource-constrained settings is supported by a
number of researchers'”. Such a multicultural assessment, which may
be norm-referenced, should consider the parents' understanding and
expectations of their child’s ability in the assessment process. The
assessment should be available in the language most appropriate for
the parents and should be interpreted in relation to the child’s
development within the cultural expectations™. It is important for
clinically useful assessments to consider an interpretation of the
context, cultural differences and an analysis of the child's disability,
with caregivers assisting with the evaluation, so assessments cannot
simply be translated for use in South Africa.

Available assessments of self-care that have been developed to
evaluate young children with disabilities also do not consider children
with specific deficits based on classifications such as the Gross Motor
Function Classification System (GMFCS), Manual Ability Classification
System (MACS), which are specifically utilised for children with
cerebral palsy (CP). Patel” indicated the need for a context-specific
self-care inventory for children with CP to provide evidence-based
health care in developing countries, particularly for those living in
under-resourced contexts where contextual and cultural factors
influence how activities of daily living are performed and judged.
Fuller’ and Avetisyan®® endorsed the need for a valid assessment for
children with CP using an internationally recognized framework such
as the International Classification of Functioning, Disability and Health
(ICF)®. Such an occupational therapy assessment should consider
activity limitations and participation restrictions as identified by the
ICF®?" which defines self-care as life tasks that are required for caring
for the body and self-maintenance. Functional mobility action to
complete the self-care tasks as indicated in the ICF"®* should also be
considered along with age-appropriate self-care tasks. The ICF is
particularly relevant as the South African Department of Health?? has
regulated that the ICF as part of the WHO-Family of Classifications,

will be included in the standardised health terminology system
reform for all medical coding and reporting in the country.

Thus, a new ADL assessment, the Self Care Inventory for Children
with Cerebral Palsy (SCICP), was proposed, which considered young
children with CP living in resource-constrained contexts in South
Africa. An assessment for this group of children was considered critical
in South Africa since the prevalence of CP is estimated to be higher
than the global average, with rates up to 10 per 1,000 live births®. Also,
due to the interaction between poverty and limited accessibility to
health and rehabilitation resources, children with CP from these
contexts rarely receive appropriate early and ongoing therapy'*.
Occupational therapy services are seldom provided more than once a
month, thus, accurate assessment to support appropriate home
programmes is required®. Since existing standardised assessments are
expensive and rarely available to occupational therapists in the public
sector primary health care clinics®, a valid, reliable, culturally
applicable, low-cost assessment tool will support occupational
therapy intervention in improving independence in self-care,
specifically for children with CP, in resource-constrained South African
contexts.

In line with existing Paediatric ADL assessments'>"* and suggestions
for cross-cultural adaptation of outcome measures in South Africa®, a
norm-referenced, caregiver report format on the child's performance
was considered suitable for the assessment of self-care. Optional
observation of the child completing tasks by the therapist as an
adjunct to support problem formulation and intervention was
suggested. The assessment would be available in languages
commonly spoken in South Africa®.

The development of a new assessment tool is, however, complex
¥-2%_ Once decisions on the need for the assessment, the target
population had been identified and how a construct such as self-care
could be measured, several critical steps were required, which
include: clearly defining the constructs and developing the items, as
well as establishing response options and scoring. Item and content
validity need to be established before pilot testing of the instrument's
psychometric properties and determining normative data®. Davis*
emphasised that the assessment needs to be appropriate for
functional clinical intervention and outcome evaluation. This study
reports the initial stages in the development of a new self-care
assessment tool to be used for children with CP living in resource-
constrained contexts within South Africa. The purpose was thus to
establish criteria for items to be included in the new assessment tool,
which were contextually and culturally relevant, as well as to establish
the item and content validity for the assessment tool?'.

METHODS

The research design used in this study was a methodological research
design that focused on systematically designing, testing, and
validating a new assessment tool*?, named the Self Care Inventory for
Children with Cerebral Palsy (SCICP). This was completed in two
stages, which covered two steps in the instrument design process:

-define the constructs and develop the items for the Self Care Inventory for Children
with Cerebral Palsy (SCICP) based on existing tools and the ICF.

"\\

Figure 1. Stage 1 of instrument development in the Self Care Inventory for Children with Cerebral Palsy (SCICP).
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Target population

Stage 1 of the study aimed to specify the constructs of self-care as well
as the functional mobility demanded to complete the self-care tasks
completed by typical preschool children from birth to 6 years 6
months. Once it was established how and at what age typical children
performed activities of self-care, children with CP can be assessed to
determine delay and the need for intervention. These self-care tasks
will be assessed in children with CP, irrespective of their age, for all
different levels of severity of CP as identified by the GMFCS and MACS
to determine their skills and functional mobility relative to self-care
achieved by typical children. The performance of the child with CP
could be compared to the expected self-care for any age group to
determine if 3 delay was present and intervention was required.

The assessment of functional mobility was included since CP is
classified according to the predominant motor deficits®*and therefore
movement such as walking, carrying and lifting, are all essential for
independence in self-care tasks, and thus need to be assessed*. The
amount of caregiver assistance required, as well as differences
according to the socio-cultural and socio-economic context in which
the tool would be used, will be considered to include self-care
methods not covered by current ADL assessments, which do not
accommodate cultural differences experienced in under-resourced
contexts’.

Definition of Self-Care Constructs

The SCICP was based on the WHO ICF?. The ICF considers health
conditions according to body functions and structures, activities and
the restrictions to participation in society. The ICF also stresses the
importance of the environment when considering the activities of
daily living. This universal framework covers domains for the codes
related to self-care (Chapter 5) and functional mobility required to
achieve the self-care codes (Chapter 4), within the Activities section.
Mapping of the ICF domains and codes allowed for potential items to
be included or excluded within the subcategories for each self-care
activity listed and the functional mobility required. The development

in self-care, specifically noting the developmental sequence of
independence in self-care skills of typical children®*, was also
considered.

Item development

All items for the SCICP were developed by the researcher using the
item domain areas based on the ICF and the codes given to relevant
activities relating to self-care as per the chapters on Activities and
Participation. Item subdomains within the following codes were
considered for inclusion: Self-care (d5) - including washing (d510),
caring for one’s body parts (d520), toileting (d530), dressing (d540),
eating (d550), drinking (d560); while mobility considered changing
and maintaining body position (d410-429), carrying, moving, and
handling objects (d430-449) and walking (d450). An initial item bank
for each self-care domain was developed from the following existing
assessments of self-care for children, which provided an indication of
self-care tasks and the ages (summarised in 1-year intervals) at which
typical children mastered these tasks.

e Pediatric Evaluation of Disability Inventory (PEDI)* (Table |,
below).

e Functional Independence Measure for Children (WeeFIM)®

e Bayley Scales of Infant and Toddler Development (Adaptive
behaviour)"

¢ Independent Living Skills Assessment Tool"

e Activities for Kids (ASK)'®

e Primary Progress Assessment Chart of Social Development®®

e Oregon Project for Visually Impaired and Blind Preschool

Children®

Table I: Example of review of the PEDI for items related to eating and drinking

Part I: Functional Skills

SELF CARE DOMAIN

A: Food Textures

B: Use of Utensils

C:Use of Drinking Containers

pureed/blended/strained
foods

Eats Finger feeds

Holds bottle or spout cup

Eats ground/lumpy foods

Scoops with a spoon and | Lifts cup to drink, but cup
brings to the mouth may tip

Eats cut up/chunky/diced | Uses a spoon well

Lifts open cup securely with

foods two hands
Eats all textures of table food | Uses a fork well Lifts open cup securely with
one hand

Uses a knife to butter | Pours liquid from carton or
bread, cut soft foods pitcher

Items were included if they were identified as being achieved by
typically developing preschool children between birth and 6 years 6
months, and if they required a functional mobility action to complete
the self-care task, and if these two components could be linked to an
ICF code. The first step in Stage 1, therefore, involved the selection of
items from seven existing self-care assessment tools and categorising
them according to the self-care and mobility domains of the ICF.

Six domains from the ICF were found to be associated with self-care
and functional mobility. For the SCICP, the ICF domains were used as
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it was or clustered together and renamed. Washing (d510) Eating and
drinking (d550 and d 560) were combined into one section and caring
for body parts was renamed as grooming (d520).

The seven ICF domains (d410, d415, d420, d430, d440, d445, d 450)
related to mobility were renamed Functional mobility associated with
eating and drinking, washing, dressing, grooming, toileting and
General functional mobility. The wording of items was carefully
considered as suggested in the study by Bornman et al*®, in that many
of the words used in international self-care assessments are not




commonly used within South Africa. Thus, words such as “zippers”,

noua

“pullover garments”, “closet”, “diaper”, “tub” required consideration in
terms of context and language. A total of 318 items from the

assessments were mapped according to the ICF domains and codes.
These ICF items were reduced to 206 items by excluding duplications
and grouping of similar tasks (Table II, below).

Table II: Construct: Self-care: ICF Mapping

Diagnostic group Reported Conditions and disorders n %
Sensory processing | Sensory processing disorder 55 24.34
disabilities Dyspraxia 11 4.87
Sensory modulation disorder 5 2.21
Learning disabilities | Attention Deficit Hyperactive disorder 35 15.49
Attention Deficit disorder 8 3.54
Gross/Fine motor impairments 3 1.33
Dyslexia 2 0.88
Neurological Autistic spectrum disorder 40 17.70
disorders Cerebral palsy 24 10.62
Low or increased tone 3 133
Developmental Coordination disorder 3 133
Developmental disorder 2 0.88
Epilepsy 2 0.88
Tourette's syndrome 1 0.44
Down syndrome 1 0.44
Intellectual disability 1 0.44
Sleep disorders 1 0.44
Musculoskeletal Traumatic brain injury 3 1.33
disorders Bone fractures/deformities 2 0.88
Visual impairments 2 0.88
Burns 2 0.88
Hand injuries 1 0.44
Emotional or Anxiety 4 1.77
behavioural Attachment disorder 2 0.88
disorders Trauma/PTSD 1 0.44
Conduct disorder 1 0.44
Birth deficits: Spina bifida 2 0.88
Prematurity 2 0.88
Foetal alcohol syndrome 1 0.44
Birth asphyxia 1 0.44
Encephalopathy 1 0.44
Illnesses: Severe acute malnutrition 2 0.88
HIV 1 0.44
B 1 0.44

Scoring and administration

Although administration guidelines were still to be developed for the
caregivers, therapists and children it was planned that the caregiver
would first report on whether the child was able or unable to
complete an item on the SCICP on a four-point scale ranging from
being unable to do the task (1) to being independently able to do the
task (4). This scale is similar to other paediatric independence
assessments. Then the therapists could ask the child to perform the
item to observe and rate the child’s actual performance on the same
scale if the caregiver was unsure about the child's skills and record

SAJOT/ Volume 56, Number 1, April 2026

aspects such as speed of performance, quality of the task,
compensation used, and assistance needed in the comments section.
ltems required for most self-care tasks are usually available in the
occupational therapy department or the child’s home, depending on
where the assessment occurred.

The SCICP was designed for each self-care domain to be assessed
separately according to caregiver concerns, and the full assessment
does not need to be completed at one time, since completing all
domains on the assessment requires 45 minutes to administer. It was
intended that the assessment be freely accessible to occupational
therapists, to be low-cost and be available in several South African
languages.

SA Journal of Occupational Therapy



validity

- adjust items based on subject matter experts opinions to ensure content

\\

J/

- adjust items based on concensus from caregivers of children livingin a
age 2k resource-constrained area of KwaZulu-Natal (Discussion Groups)

J/

Figure 2. Stage 2 for instrument development in the Self Care Inventory for Children with Cerebral Palsy (SCICP)

Matafwali et al* identified that certain biases affect the usefulness of
assessment tools that have not been developed for target
populations, such as cross-cultural bias, method bias, construct bias,
as well as sample and administration bias. Thus, to avoid biases and
irrelevant and inappropriate items in the SCICP, content validity, to
ensure relevance and clarity of the items, needed to be established. In
addition, the item analysis of the SCICP also aimed to establish
whether the sections and items selected accurately represented self-
care and functional mobility applicable to typical children within
resource-constrained areas of South Africa.

Stage 2a: Review by subject matter experts (SME)

The population for this review was paediatric occupational therapists
who were all familiar with and had worked with children with CP in
rural resource-constrained contexts in South Africa. They were
considered experts as they had at least ten years' experience in the
field*. A purposive sample of ten occupational therapists considered
to be subject matter experts (SMEs) was identified using the database
of Malamulele Onward, a non-profit organisation providing therapy
to children with CP in resource-constrained contexts. Of the ten SMEs
invited, three agreed to critically examine and suggest revisions to the
items on the SCICP*® according to content relevance and clarity of
items for typical children up to 6 years and 6 months, or whether the
item needed rewording, or to be discarded. They were provided with
a template suggested by Yusoff*! for establishing a content validity
index (CVI) for each item. The process for determining a CVI was
based on the method suggested by Davis*® and the level of
acceptance for items was set at 0.83. Once items were analysed, the
SMEs were asked to evaluate all edited items for relevance and clarity
using the same content validity template.

Stage 2b: Review by Caregivers of Children Living in Resource-
Constrained Areas of KwaZulu-Natal (Discussion Groups)

Study context

The study site for the review of items on the SCICP by caregivers of
typical children was Nquthu, in the Umzinyathi Health District of
KwaZulu-Natal. Nquthu is considered a deep rural area of the district,
which has a mountainous topography and poor basic infrastructure®.
The most common language and culture in this area is isiZulu. There
is seldom running water and ablutions within the homes and bathing
is usually done from a bucket or aluminium bath. Many homes have
pit toilets in the yard. A few homes have electricity, but most cooking
is over an open fire or using a paraffin stove. Meals are often eaten
using the right hand or with a spoon, sitting on benches or on mats
on the floor. Water also needs to be collected from communal taps in
the community. Health resources are limited and usually far from
homes, with limited transport options restricting access. This context
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is like many resource-constrained areas in South Africa where
community rehabilitation services are delivered.

For stage 2b of the study, the SCICP was translated into isiZulu by
a professional translator, with more than 20 years of experience in
translation and was back translated by a research assistant who
worked with caregivers of children with CP and who was familiar with
the project. Participants were defined as caregivers if they met the
inclusion criteria of being parents, grandparents, or primary caregivers
of typically developing children, irrespective of their level of
education, living in the study site. If they met these criteria, they were
invited to participate in the discussion groups®. These individuals
were considered experts due to their experience in raising children
within the resource-constrained context. This methodology, although
not commonly reported, was used by Abubakar et al.** in resource-
constrained areas of Kenya, for the development of their milestone
monitoring assessment.
The input from the discussion group contributed to the cultural
relevance of the SCICP. A research assistant, a local disability facilitator
and parent liaison officer, invited members of the Nquthu community
to participate in discussion groups at the Philani Drop-In Centre. It was
only possible to recruit and pay the transport costs of a total of 20
participants based on available research resources. These participants
were included in two discussion groups with 10 participants as
suggested by Nyumba et al.*>. The research assistant was trained by
the first author to facilitate the discussion groups. The research
assistant presented each item verbally in isiZulu to the discussion
groups. It was explained to participants that they would need to
indicate if each item on the SCICP was relevant and should be retained
or discarded. The wording of each item was then considered for
clarity. Participants were asked to indicate in month and year intervals,
the age at which independence is usually achieved for each activity as
it was presented to them. This was discussed and the agreement by
eight out of 10 group participants was accepted as a final decision for
all aspects. Each discussion group was audio recorded for later
analysis and confirmation of the data by the researcher and research
assistant.

Data Analysis

Demographic data were analysed using descriptive statistics. The
content validity was established for the items if the universal
agreement (CVI-UA) between the experts* and items were retained if
they achieved a CVI of 0.83, which Davis*® indicated was acceptable
for two to three experts. For the discussion groups, items were
retained if 80% consensus* was achieved (i.e, yes or no) on the
relevance and clarity of the item and the age at which independence
was reached. Following the content and item validity reviews,
adjustments were made to the items that did not achieve the cutoff

SAJOT/ Volume 56, Number 1, April 2026 m



to be retained, and items were deleted if the CVI was below 0.75 or
consensus was less than 70%. Comments made by the SMEs and
discussion groups were also analysed and considered when editing
and adjusting items.

Ethical considerations

Ethical clearance for the study was obtained from the Human
Research Ethics Committee of the University of the Witwatersrand
(ethical clearance M 20361). An approved information sheet was
circulated to all participants in an appropriate home language. The
information sheets, one for the experts and the other for the
caregivers, indicated the purpose of the study, that participation was
voluntary, and that participants could discontinue participation at any
point. Consent was assumed from the participants who completed the
online survey (Stage 2a) and signed consent, or a thumbprint was
provided by participants of the discussion groups for participation and
audio recording (Stage 2b). Participants were informed before the
discussion groups that confidentiality could not be ensured in the

discussion groups, but no names or identifying data would be used in
the data analysis and reporting of the research.

RESULTS

Stage 2: Content validity

Stage 2a: Review by subject matter experts

Results for all 206 items on the SCICP were analysed by three SMEs
for content validity. Table Ill describes the results within the Eating
and Drinking section. As indicated above, items were retained with a
CVI at 0.83 and 14 of 36 items with a CVI of <0.74 and below were
discarded. Two of these items were considered ambiguous, two were
difficult to observe, four were repeated, four were culturally
inappropriate, and two did not apply to typical children up to 6 years
6 months. In the Functional mobility associated with eating and
drinking section, another six items were discarded for being
considered ambiguous and two were difficult to observe. A total of 11
items with a CVI of between 0.75 and 0.82 were retained, of which
seven were edited (Table Ill, below). The edited items all achieved a
CVI of 0.83 when rereviewed by the SMEs.

Table IlI: Decisions about items based on Content Validity Index for the Eating and Drinking section

Sections | Iltems Reasons for Item and percentage of | Items edited (CVI 0.75-0.82)
of SCICP | discarde | items being | agreement of SMEs
d discarded (CVI < 0.74)
Eating 14 Ambiguous Sucks food well 7 | Swallows liquids with no
and (2) Rubs the spoon across difficulty (0.75) - Swallows
Drinking the plate, puts it to the without coughing
mouth for licking Eats pureed /blended/strained
Difficult to Nurses, drinks, or eats foods (0.80) -Eats smooth, soft
observe (2) willingly with no foods
encouragement Feeds himself or herself crackers,
Capable of taking a drink cookies, dry cereal or other
by himself without help finger foods(0.75) - Feeds
Repetition (4) | Uses a spoon (may spill himself or herself carrot sticks,
some food) biscuits, or other finger foods
Scoops with a spoon Drinks from a cup (child's hands
Drinks from a cup or on cup) with help(0.78) - Drinks
glass (even if another from a cup with some help
person must hold it Holds and drinks from cup with
Holds and drinks from a one hand(0.81) -Drinks from cup
cup using two hands without help
Culturally Pierces food with a fork Pours from small pitcher (6-80z)
inappropriate | and brings to the mouth into glass (().76) - Pours a glass
(4) Uses a fork without of juice
difficulty (food can be Peels 3 foods (banana, tangerine,
cut and prepared egg)(0.76) - Peels 3 foods
Eats with a knife and (banana, naartjie, boiled egg)
fork, requires no help
Uses napkins when
reminded
Not for under | Pours liquids (tea or
6 years 6 coffee) from a pot
months (2) Uses salt and pepper
shakers
Function | 6 Ambiguous Holds bottle without 4 | Prepares sandwich ().78) -
al (4) help while drinking from Fetches ingredients for sandwich
mobility a prone position or a snack-
associate Picks up, carries, sets Carries a drink or food to the
d with down a filled tray table (0.81)--
eating Prepares snack lunch Carries cup/plate Carries
and Made a snack container filled with liquid
drinking Difficult  to | Clears the place at table without spilling (075)-Carries
cup filled with juice without
observe (2) 5
Prepares cold cereal spilling
Serves himself and eats without
requiring much help (0.80) -
Serves himself food

The changes to the other five sections of the SCICP followed the same
process as detailed in Table Il (page 6). All items were listed and
either accepted, discarded or changed with a justification based on the
same CVI levels. The reasons for deleting and editing items were
mainly due to ambiguity, repetition, irrelevance to age or culture and
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difficulties in observing the item. A total of 84 of the 206 items were
deleted, and 21 were edited. Many of the items discarded were for
Dressing, while a few changes were made to the Washing, Toileting
and Grooming sections. The General Functional Mobility section
wasreduced to nine items. The scale CVI and scale of universal
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agreement (SUA CVI) on the 122 items retained were reviewed again
by the SMEs,

are presented for each domain of the SCICP in Table IV (below).

Table IV: Scale and universal agreement content validity index for the domains on the Selfcare inventory for Cerebral Palsy

Sections of SCICP Subsections Scale CVI Scale UA CVI
Eating and Drinking | Eating and Drinking 0.86 0.88

Functlc.nna.l Mobility Associated with Eating 0.84 0.94

and Drinking

Domain CVI 0.85 0.91
Dressing Dressing 0.93 0.95

Fu nct.lonal Mobility associated with 0.86 100

Dressing

Domain CVI 0.90 0.96
Washing Washing 0.85 0.94

Funct.lonal Mobility associated with 0.83 100

Washing

Domain CVI 0.84 0.97
Toileting Toileting 0.84 0.89

Fu.nct!onal Mobility associated with 0.87 100

Toileting

Domain CVI 0.86 0.95
Grooming Grooming 1.00 1.00

Fu ndlqnal Mobility Associated with 100 100

Grooming

Domain CVI 1.00 1.00
Gene.-r.al Functional | General Functional Mobility (including 094 0.95
Mobility movement associated with sleep) ' '

Stage 2b: Review by Caregivers of Typical Children Living in a
Resource-Constrained Area of KwaZulu-Natal (Discussion Groups)
The 122 items retained in the SCICP, which had been translated into
isiZulu were presented to the participants in the discussion groups,
who verbally reviewed each item and reached consensus within the
group as to whether the item was appropriate or not for evaluating
self-care of children living in a resource-constrained context. The
groups included 12 mothers, five grandmothers and three primary
caregivers of the children who resided in the area. The participants
were between the ages of 22 and 58 years. The results for the Items
from the discussion groups were analysed and those that obtained
80% consensus as relevant were retained*. Items that obtained 80%
agreement for relevance but were unclear were edited and the items

that participants agreed were irrelevant for children up to 6 years and
6 months, culturally inappropriate, were not observed by caregivers,
or the same as other items were deleted. Comments recorded in the
discussion groups were analysed and the items were edited and
adjusted according to participants’ input.

As indicated in Table V (below), eight further items within the
Eating and Drinking section and four from the functional mobility
associated with these aspects of self-care were discarded. Over the
entire eating and drinking and functional mobility for eating and
drinking, one item was not considered applicable to children under 6
years 6 months, one was ambiguous, one was difficult to observe, six
were found to be repeated and four were culturally inappropriate.

Table V: Items adjusted for the Eating and Drinking domain following discussion groups

Sections of the | ltems Reasons for items ftem itemns edited
SCICP discarded | being discarded
Eating and 8 Not applicable to Eats with a knife and 4 IsiZulu spelling corrected:
Drinking children under 6 fork, requires no help Ugwinya uketshezi
years 6 months (1) ngaphandle khwehlela
Difficult to observe (1) | Does not turn head (Swallows liquids without
toward nipple when coughing)
cheek is touched IsiZulu word corrected:
Repetition (6) Scoops with a spoon Udla ukudla
and brings it to the okugayiwe/izigaxa (Eats
mouth by himself or ground/lumpy foods)
herself IsiZulu word corrected:
Holds and drinks from a Uyaliluma ighuzwana
sipping cup lokudla (Bites off a piece of
Uses a spoon when food)
eating without requiring IsiZulu word corrected:
help Uyazidlela yena
Feeds self an entire amakhrekhazi,
meal using a spoon and izindukwana zezaqathi
a fork noma okunye ukudla
Pours himself or herself okudleka ngeminwe
a glass or cup of juice (Feeds himself or herself,
Eats independently carrot sticks, biscuits or
Culturally Sucks liquid from a glass other) finger foods)
inappropriate (1) or cup using a straw
Functional 4 Ambiguous: (1) Locates and picks up 1 Edited item: Opens milk or
mobility own utensils at the table juice box (Uyalivula
associated with Culturally Locates and picks up ibhokisi lobisi okanye
eating inappropriate: (3) own utensils at table lejusi)
Serves self at table
Helps set table
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Other items were adjusted in terms of cultural relevance, and the
wording of certain items in IsiZulu was modified. The adjustments
were verified by the local disability facilitator research assistant, who
was Zulu-speaking. A similar process of analysis was followed for the
other four sections of the SCICP, and following the discussion groups,
no other deletion was made, so the final number of items in the SCICP
was 109.

The consensus reached on the age of independence for the items

by the participants in the discussion groups differed from the norms
published in the assessments on which the SCICP was based. Table V
indicates examples of the ages at which independence occurred
according to the caregivers in the discussion groups. For some Eating
and Drinking items on the SCICP, caregivers indicated independence
as either earlier or later than the published norms in the standardised
tests.

Table VI: Age at which independence for the eating and drinking domain following discussion groups compared to the published norms in

the standardised tests.

Eating and drinking items

Age range- agreed by
discussion group

Age indicated in standardised
tests

waliyise etafuleni; Carries a plate with food on it
without spilling

Uzithelela yena uqobo ingilazi noma inkomishi 3 years Independent by 4 years of age
yejusi; Pours himself or herself a glass or cup of juice

Uhluba ukudla oku-3 (ubhanana, inantshi, neqanda | 3 years Independent by 4 years of age
elibilisiweyo); Peels 3 foods (banana, naartjie, boiled

egg)

Usebenzia ummese khona "ezogcoba" ibhotels, 4 years Independent over 5 years of
ujamu njll; Uses a knife for "spreading” butter, jam, age

etc.

Usika ukudla okuthambile ngommese (ubhanana, 4 years Independent by 5 years of age
izambane elibhakiweyo); Cuts soft foods with a

knife (banana, baked potato)

Uphathe ipuleti elinokudla ngaphandle kokuchitha, | 2 years Independent by 3 years of age

The same age within six months for independence in self-care tasks
described on the SCICP was identified for 58 of the 109 items (53%)
by the discussion group participants when compared to the age
indicated in standardised tests. Twenty-one of the 109 items (19%)
were identified as having independence achieved a year earlier by the
discussion group participants. Standardised tests indicated that
children achieved independence in the other 30 items (28%) up to a
year earlier than was indicated by discussion group participants.

DISCUSSION

Content and Item Validity

The content of items on the SCICP was undertaken using a SME
review47. The input of the SME's considered both self-care tasks and
appropriateness for resource-constrained contexts. The SCICP was
reduced from 206 to 122 items based on the comments and opinions
of the SMEs were accepted in the adaptation and development of
assessments for different contexts in low-middle-income countries
(LMIC) in other studies®?®, Matafwali et al.* indicated that bias might
be introduced when an assessment is administered across different
cultures if there is a lack of accommodation for accepted practices in
the performance of ADLs, as in the current study. In this study, many
items were deleted as they were considered inappropriate for the
isiZulu culture and resource-constrained settings where the study was
carried out. Some items were reworded because, as indicated by
Bornman?® the participants did not use some items, such as a knife
and fork, or they were inappropriate in the local language and
resource-constrained settings. Items that were identified as repetitive
or assessing the same aspects of an activity were discarded. This
occurred as the description of certain activities like eating with a
spoon was assessed in slightly different ways, such as “Scoops with a
spoon and brings to the mouth by himself or herself’, “uses spoon
when eating without requiring help”, or “feeds self an entire meal
using a spoon”.

The discussion groups were also used to ensure validity for the
items on the SCICP by consulting with those caring for typical children
in the target population. Parents, grandparents, or primary caregivers
with experience of raising children from the context in which the
assessment would be used were recruited as participants with expert
knowledge of child development. This supported the suggestion by
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Abubakar et al* that different types of experts were useful in
establishing the validity of test items. The consultation with the
caregivers of children, although not common, has been described to
enhance item development. The use of the discussion groups in
contributing a view on the cultural relevance and age appropriateness
of items on the SCICP was supported by Vogt et al*® who advocated
for the use of groups rather than individual interviews in reaching
consensus.

The caregiver discussion vyielded valuable information that
contributed to the item review and validity of the SCICP. The
participants commented on the cultural relevance and whether the
items would be valid within the resource-constrained South African
context. ltems inappropriate to culture included: “Sucks liquid from a
glass or cup using a straw”, “Uses a fork without difficulty”, “Helps set
table”, “Takes a bath or shower without help” and “Steps into and out
of adult-sized bath”. The reason behind this was that within the isiZulu
culture and the resource constraints in their context, these items
described actions that the children do not do, and/or included
equipment/ facilities they do not have.

Participation in the two discussion groups varied, which affected the
input received from all participants. The caregivers within the first
group felt more comfortable expressing their opinions to the
translator and researcher and the opinions of the quieter caregivers
had to be facilitated so all members could come to a conclusion on
the items. Comparatively, the second group of caregivers was more
cohesive and able to discuss their opinions and come to a conclusion
independently. Although there were concerns about the first group in
the first session, the cohesion attained in the second session and in
the second group of caregivers made the process valid, with
discussion and decision-making shared in providing the information
required.

A concern in the groups was that ambiguity about the items may
have arisen through the translation of the SCICP into isiZulu, even
though this was done using the approved back translation method. It
appears at times that the action, such as holding the washcloth to
achieve the task, rather than the task of washing, was described.
Words used by the translator were not always the words commonly
used within Nquthu, or the specific dialect of isiZulu used in this
context. The caregivers explained the need for language changes,
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including: “kokukhohlela” changed to "khwehlela”. Both words mean
cough or coughing, but “khwehlela” is the word used within this
specific community, highlighting the importance of obtaining
comments from those in the context where the assessment will be
used.

Validity - age of independence

Many factors influence a child’s performance of self-care and how and
when it develops, resulting in variance seen in the age of
independence. These factors can include the child's physical
environment, specific demands of the activity, parents’ expectations
and caregiver responsiveness, cultural values and social routines*~°.
This is because the achievement of developmental milestones and
acquisition of new skills are dependent on the sensory and motor
systems, cognitive, emotional and social development®.

In developing the domains, items and structure of the SCICP, the
developmental level of children was considered as indicated in the
standardised assessments'>"**” and analysed for item development in
the study. The SMEs and caregivers of typical children were also asked
to comment on the appropriateness of the items for children 6 years
and 6 months or younger. The SMEs aided in establishing the content
validity of the SCICP's items due to their contribution in terms of
knowledge of the theory of child development and self-care and their
experience in working in resource-constrained contexts. They
identified items that were deemed inappropriate due to age, such as:
“Pour liquids (tea or coffee) from a pot” and “Styling hair”. These items
were expected of children older than 6 years and 6 months, which
was why they were excluded.

Even within a specific culture and similar physical environment,
variation in the achievement of independence of self-care skills was
evident. Development of independence in a self-care skill is achieved
through many hours of practice”. Therefore, although there was
agreement between the ages of independence for more than half the
items reviewed in the discussion groups, age differences were
reported for numerous other items. These items were given an earlier
or later age for expected independence and may reflect variation
expected in achieving independence in ADLs, confirmed by this
information. Other research in Africa by Abubakar et al* and
Gladstone et al*', that used caregiver reports of independence in ADLs
can be considered reliable and valid. However, further validity needs
to be ensured by observations of typical children in their context to
confirm the age of independence for items on the SCICP.

Independence was reportedly achieved earlier for items such as
putting on and fastening clothes, cleaning up spills, carrying plates of
food, peeling and eating fruit, using a knife to spread or cut fruit and
general functional mobility. Caregivers reported achieved
independence at an older age for doing up fastenings on clothes,
putting on shoes, brushing hair, washing the whole body, emptying
the basin after washing, cleaning the basin and using an adult toilet
and toilet paper. The only item considered inappropriate to age,
which was excluded, was “Eats with a knife and fork, requires no help”.
Caregivers explained that within their culture, they use their hands
and spoons to eat a meal. They felt that it was inappropriate to expect
their children to eat with a knife and fork, however, this is only
expected later in the child’s life when they may be in situations that
have other cultural norms.

The SCICP aimed to identify the unique profile of each child's
functional ability cognisant of their under-resourced and cultural
context, allowing for intervention of their functional abilities over
time®. Contrary to other assessments, such as the Peabody
Developmental Motor Scales (PDMS-3)>® which are reflected within
intervals of one month for the first one or two years and then in bigger
intervals of six or twelve months, the SCICP accommodated changes
in function that occur initially on a 12-month basis. This reflected
independence in self-care items, most of which do not develop in the
first year of life and which require being able to move and fetch items
in the environment. Functional mobility items were included for all
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domains on the SCICP. The importance of assessing functional
mobility in the SCICP was confirmed by Kim et al** who indicated the
lack of independence in self-care in children with CP is often
dependent on assistance for mobility. They found that on the PEDI,
mobility was the only factor that significantly influenced self-care in
children with CP aged younger than 6 years 6 months>*,

Limitations to the study

This content validity study was limited to three SME occupational
therapists, which was the minimum number acceptable for this part
of the study. The items were based on existing standardised tests from
the Global North, and the age for independence provided may differ
in the SCICP due to different occupational forms in carrying out ADLs
and the broad age intervals of 1 year used to determine independence
in self-care tasks.

CONCLUSION

This study described the first stage in the development of a tool to
measure self-care performance in children with CP living in resource-
constrained settings in South Africa. The sections and items included
in the SCICP were conceptualised and specified through a literature
review and analysis of existing standardised assessments of ADL for
children. The SCICP sections align with occupational therapy domains,
which include the functional ability to engage in and master the
development process associated with ADL, such as self-care and
grooming and functional mobility, which was included since CP is
defined as a condition permanently affecting body movement33. This
is the first measure of its kind and, once complete, offers the potential
for a useful assessment tool with the ability to draw meaningful
inferences regarding self-care independence in children with CP living
in resource-constrained contexts. The results of this study highlight
the initial content validity of the assessment to be used to correctly
identify occupational therapy intervention goals for children with CP
who have challenges in the independence of self-care.

Recommendations

For the SCICP to become a standardised, usable assessment tool for
use within resource-constrained areas of South Africa, further testing
of other forms of validity and reliability is necessary. A pilot study using
a larger sample of both typically developing children and children
with CP will allow a better understanding of the criterion validity of
the SCICP for children on each level of the GMFCS and the MACS. This
will provide an understanding of the assessment of self-care in this
highly diverse group, with variations in the type and severity of their
motor, manual and other associated disabilities.
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