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Caregiver descriptions of joint activity routines with young
children with autism spectrum disorder in South Africa
Kevin Ramseur II1, Petrus J. de Vries2, Jessy Guler3, Nokuthula Shabalala2, Noleen Seris2, Lauren Franz1,2,4
1

Duke Center for Autism and Brain Development, Department of Psychiatry and Behavioral Sciences, Duke University, Durham, NC, USA; 2Centre

for Autism Research in Africa, Department of Child and Adolescent Psychiatry, University of Cape Town, Cape Town, South Africa; 3Clinical Child
Psychology Program, University of Kansas, Lawrence, KS, USA; 4Duke Global Health Institute, Duke University, Durham, NC, USA
Contributions: (I) Conception and design: L Franz, PJ de Vries; (II) Administrative support: J Guler, N Shabalala, N Seris; (III) Provision of study
material or patients: PJ de Vries, L Franz; (IV) Collection and assembly of data: J Guler, N Shabalala, N Seris, L Franz; (V) Data analysis and
interpretation: K Ramseur 2nd, L Franz; (VI) Manuscript writing: All authors; (VII) Final approval of manuscript: All authors.
Correspondence to: Kevin Ramseur II, MS. Duke Center for Autism and Brain Development, Department of Psychiatry and Behavioral Sciences, Duke
University, 2608 Erwin Rd Suite 300, Durham, NC 27705, USA. Email: kevin.ramseur@duke.edu.

Background: Coaching caregivers to deliver Naturalistic Developmental Behavioral Intervention (NDBI)
strategies to their young child with autism spectrum disorder (ASD) could help address the provider capacity
barrier in sub-Saharan Africa. However, the behavioral and developmental research that underpins NDBIs is
overwhelmingly drawn from high resource settings. Therefore, our understanding of joint activity routines,
including play and family routines in which NDBI strategies are embedded, may have limited applicability
in low resource, culturally diverse environments. Important questions remain on how to adapt NDBIs to be
relevant in the family lives in these settings. This study aimed to elicit descriptions of joint activity routines
from caregivers of young children with ASD in South Africa, to understand whether an NDBI-informed
caregiver coaching could ‘fit’ within the multicultural, multilingual South African context.
Methods: Four focus groups were conducted with 22 caregivers of young children with ASD who were
recruited from the Western Cape Education Department autism waiting list. Data were analyzed through
directed content analysis, which uses inductive methods to determine salient themes and subthemes. The
predetermined initial coding classifications were based on joint activity routine categories of object-based
play, sensory social routines, and family routines.
Results: Participants’ descriptions of caregiver-child interactions aligned with a-priori joint activity
routine categories. During object-based play, caregivers engaged in turn-taking, taught developmental
skills (for example cognitive, language, and fine motor skills), and participated in child-directed activities.
During sensory social routines, caregivers described active, physical play, awareness of child affect, increased
child expressive language, and willingness to engage with different play partners. During family routines,
caregivers detailed child participation in mealtime and bath time.
Conclusions: These data suggest that South African caregivers of young children with ASD use joint
activity routines to engage their children and teach them new skills, thus suggesting a degree of ‘fit’ between
South African caregiver-child interactions and an NDBI-informed caregiver coaching approach. However,
more information on family routines and which caregiver interacts with the young child with ASD during
these routines would help tailor these interventions for low-resource African settings.
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Introduction
Autism spectrum disorder (ASD) is a neurodevelopmental
disorder characterized by deficits in social communication
and restricted, repetitive patterns of behaviors or
interests (1). People with ASD display a range of intellectual
and language abilities, social communication skills,
patterns of restricted interests and repetitive behaviors,
and comorbid conditions. It is estimated that more than
52 million individuals (1 in 132) have ASD worldwide (2).
However, there are regions in the world where no
population-based prevalence studies have been conducted.
For example, no prevalence studies have been conducted
in South Africa, or anywhere else on the African
continent. Additionally, there are few publications on ASD
intervention on the African continent (3). Furthermore, few
policies and systems of care exist to provide early detection
and intervention for ASD in sub-Saharan Africa, where
the number of children with developmental challenges has
increased by 70% over the past three decades (2,4).
Although children can be diagnosed with ASD as
early as 18–24 months (5), the median age of diagnosis
in the United States (US) is four years eight months (6).
Inequities in access to healthcare based on race and
socioeconomic status contribute to this delay (6). Effects
of health inequities are not limited to the US. In South
Africa, a country marked by stark health-disparities (7),
racial variations have been reported in expressive language
abilities at time of diagnosis (8). Early detection and early
intervention for ASD is critical because it can reduce the
severity of ASD symptoms, and result in significant longterm improvements in language, social skills, cognitive
abilities, and adaptive behaviors (9-12). In addition, it
can decrease long-term costs of special education, and
supported living and employment (13). Early intervention
is in keeping with the United Nations Sustainable
Development Goals, which include universal health
coverage and access to quality care (14).
Naturalistic Developmental Behavioral Interventions
(NDBIs) are a common set of empirically-supported
approaches to early ASD intervention. NDBIs are
derived from the principles of behavioral learning and
developmental science, and target precursors of language
development (15). Common features of NDBIs include
the use of three-part contingencies, environmental
arrangement, and child-initiated learning (15).
The Early Start Denver Model (ESDM), one of the
NDBIs, was the first empirically-validated comprehensive
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intervention for toddlers with ASD (16). ESDM asserts that
early developmental skills are best learned within meaningful
social relationships, and that a lack of early social engagement
is one of the main obstacles to learning in young children
with ASD (16,17). Caregivers can incorporate NDBIstrategies into ongoing daily routines (15). The World Health
Organization’s Mental Health Gap Action Programme
(mhGAP) strongly recommends caregiver education and
skills training post-ASD diagnosis (18).
Joint activity routines, including play and family routines,
are characterized by joint engagement and shared positive
affect (19), and involve two or more partners joining together
to carry out an activity (20). Object-based play includes a
variety of toys, for example pushing a model car around
a race track (21). Sensory social routines are social games
which are marked by face-to-face interactions without an
object, and reciprocal social behavior, for instance, tickle
games (17). Family routines include activities of daily living,
such as mealtime (22-24). Importantly, caregiver use of
NDBI strategies during these joint activity routines promotes
child joint attention and affective engagement, which predict
language acquisition (25-27).
C u r r e n t l y, t h e r e i s a d e a r t h o f b e h a v i o r a l a n d
developmental research that examines the theoretical
underpinning of NDBIs outside of high-income
countries (28). This is a major gap because NDBIs take
place in the context of play and daily routines and existing
research is based on routines that have primarily been
identified from high income settings. Research on child
play has shown cross-cultural variation in objects used
and play partners, with some cultures reporting limited
playful interactions between children and adults (29-32). In
societies where children are interdependent, young children
may more often be guided in play and daily routines by
older children than by their adult caregivers (33,34). Due to
the importance of community and kinship systems in subSaharan Africa, many relatives tend to be involved in childrearing (35). In addition, extended family and community
members may be thrust into the role of primary caregiver
as a necessity, due to parental death from communicable
diseases, such as HIV/AIDS (36).
There is limited research describing joint activity
routines in sub-Saharan Africa. To our knowledge, there are
two publications on caregiver-child joint activity routines,
both from South Africa (37,38). Using the Family Routines
Inventory, Schlebusch and colleagues conducted a study
with 180 families of young children with ASD aged three
to eight years (37,39). The study found that families with
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more predictable routines experienced greater quality of life
than those with less predictable family routines. Commonly
endorsed routines included parents reading stories to their
children, and children completing morning routines, such
as brushing their teeth. Family routines were assessed with
an English, self-administered questionnaire developed in
the US. Authors acknowledged limitations of this approach
in a population with low literacy and significant language
diversity (37). The second study reported on caregiverchild joint activity routines as part of translating the
Autism Diagnostic Observation Schedule-2 (ADOS-2)
into Afrikaans (38). Smith and colleagues conducted an
ethnographic investigation of social interactions and
activities in a community sample of 40 typically developing
Coloured children aged 12 months to 19 years from lowmiddle socioeconomic backgrounds. While just over half
of the caregivers reported that they interacted with their
children daily, 38% reported engaging infrequently in
caregiver-child interactions. Most read books and shared
stories with their children. In addition, caregivers described
pretend games, including imaginary ‘house’ games, and
play with dolls. Sensory social routines most frequently
endorsed by caregivers included hide and seek and chase
games. Frequently endorsed play materials included jump
ropes, balls, and cars. Certain ADOS-2 activities, such as
the Happy Birthday task, were unfamiliar to participants.
The authors suggested that this unfamiliarity was likely due
to low socioeconomic status resulting in limited exposure,
rather than true cultural differences (38). While the study
conducted by Smith and colleagues provides a caregiver
narrative of child play, social interaction, and social
activities, these descriptions were from caregivers whose
children do not have a known developmental disability.
Differences in caregiver-child interactions have been
documented in young children with ASD relative both to
typically developing peers and children with developmental
disabilities (40).
Given that NDBIs take place in the context of daily
routines, where caregivers embed NDBI strategies to support
their child social communication development (15), it is
essential to understand the nature of joint activity routines
that occur between caregivers and their young children with
ASD when attempting to implement NDBIs in new settings.
Important questions remain regarding how to adapt NDBIs
so they are relevant to the family life of diverse cultural
groups. Therefore, alongside efforts to implement NDBIs
in community settings globally, we need to ensure that we
understand the context in which caregiver-child dyadic
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exchanges occur. This study aims to provide qualitative
descriptions of caregiver-child joint activity routines from
the perspectives of multicultural caregivers of young children
with ASD in South Africa. These qualitative caregiver
descriptions will provide a broader understanding of how an
NDBI-informed caregiver coaching intervention could fit in
the South African context.
Methods
Setting
This study was conducted in Cape Town, South Africa.
Cape Town has a population of 3.75 million people from
diverse racial, ethnic, and socioeconomic backgrounds (41).
According to the World Bank, South Africa is the
most unequal country in the world from an economic
perspective (42). This severe economic inequality extends
into the health sector (7). The Western Cape Province is
relatively well-resourced in terms of healthcare (43,44).
Despite this, access to ASD diagnostic and intervention
services is extremely limited (4). In 2016 the Western
Cape Education Department Provincial ASD waiting
list for special school placement included the names of
940 children, 646 of whom were younger than seven years
of age (45). South Africa, which has a population of over
50 million, has nine ASD-specific schools, the majority of
which do not provide early ASD intervention services or
support, given that mandatory school entry age is seven
years. The majority of families of young children with
ASD are seen in the public health care sector, once every
4–6 weeks by either an occupational or speech therapist for
a 30-minute session (4,46).
Participants
Participants included 22 caregivers of young children
with ASD, from various ethnic backgrounds in South
Africa (see Table 1). Their children differed in their ASD
intervention history. While each child had access to the
low-intensity intervention offered by the Department of
Health, some were not enrolled in services, while a few had
received private therapy (e.g., applied behavior analysis or
special education preschool). To our knowledge, none of
the participants had prior exposure to an NDBI-informed
caregiver coaching intervention. Study inclusion criteria
were as follows: (I) primary caregiver of a child with a
confirmed diagnosis of ASD between the ages of 24 and
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Table 1 Caregiver demographics
Data collection method

Focus group discussions (n=4)

Number of total caregivers

22

Gender of caregiver, n [%]
Male

4 [18]

Female

18 [82]

to caregiver-child play and daily routines. The length of
the focus groups ranged from 1.5 to 3.5 hours. One focus
group was conducted in isiZulu, the primary language of
the participants, and translated into English. All other focus
groups were conducted in English, with brief isiXhosa and
Afrikaans phrases interspersed throughout.
Data analysis

Race/ethnicity, n [%]
†

Coloured

10 [45]

Black African

8 [36]

White

2 [9]

Asian/Indian

2 [9]

Caregiver role, n [%]
Father

4 [18]

Mother

16 [73]

Grandmother

2 [9]

Number of total children

18
‡

Gender of child with ASD , n [%]
Male

16 [89]

Female

2 [11]

†

, coloured is a South African term for individuals with mixed
racial heritage; ‡, ASD: autism spectrum disorder.

59 months; (II) caregiver’s place of residence no more than
1 hour from the University of Cape Town (UCT); and (III)
ability to travel to UCT for a focus group. Recruitment was
conducted via telephone using the Western Cape Education
Department Provincial ASD waiting list for special school
placement, utilizing convenience sampling.
Procedures
The study was approved by UCT Human Research Ethics
Council (HREC) and the Duke Institutional Review Board
(UCT HREC: 039/2015 Duke IRB protocol: Pro0006292).
Participants signed informed consent prior to data collection,
and four focus groups were conducted between June and
July of 2015. Focus groups were co-facilitated by UCT
faculty and a Duke University master’s student. Focus group
co-facilitators had experience working with young children
with ASD and conducting focus groups. The focus group
guide contained 32 open-ended questions (Supplementary
file). The current study focused on the questions related
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Focus groups were video recorded, transcribed verbatim,
and cross-checked by two members of the research team.
Data were analyzed using directed content analysis,
which uses existing knowledge to identify and define key
concepts to categorize initial themes (47). This process
includes two main steps: (I) coding transcripts with
predetermined initial themes; and (II) identifying and
analyzing data that cannot be coded to determine if this
data represents a new idea/theme or a subcategory of
an existing theme (47). This method of analysis allows
researchers to validate or extend conceptual frameworks
or theory. The predetermined initial coding classifications
were based on ESDM joint activity routine categories
of object-based play, sensory social routines, and family
routines (24). This deductive analytic approach was used
to determine whether joint activity routines ‘fit’ with
descriptions of caregiver-child interactions and play
provided by caregivers of young children with ASD in
the South Africa. Two coders analyzed each individual
quote, line by line, to identify themes and subthemes
within the transcripts. Data were compiled into matrices
to synthesize the information, using direct quotes from
participants to describe the salient themes and subthemes.
The themes and subthemes were finalized via an iterative
coding process. Consensus occurred through regular
sessions in which two coders reviewed themes, subthemes, and associated quotes. Study rigor was ensured
through peer debrief, reflective journaling, and checking
transcription accuracy. Sub-themes, described below, such
as ‘dyadic interactions’, emerged and represent the various
dimensions within each larger theme.
Results
Participants’ descriptions of caregiver-child interactions
aligned with a-priori joint activity routine categories of:
object-based play, sensory social routines, and family
routines. Themes and their corresponding subthemes are
presented in Table 2 and discussed below.
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Table 2 Summary of themes and subthemes
Themes

Subthemes

Object-based play

Dyadic interactions
Caregiver incorporating learning into play
Caregiver joining in play

Sensory social
routines

Awareness of affect and social cues

Family routines

Mealtime routines

Variety of play participants

Bath time routines

Table 3 Caregiver examples of object-based play
Conventional

Symbolic

Child and caregiver put
together 10-piece puzzles

Child turns Play-Doh into the
shape of a dog, makes it bark,
then gives Play-Doh to the
caregiver and expects them to
do the same

Child drives around toy cars
and makes “vroom” sound as
they move around

Child builds blocks into the
shape of a gun and says, “pow,
pow”

Child uses toy kitchen set to
cook breakfast for his family
and feeds them

Child and siblings sit on top of a
blanket and use it to pretend to
have a picnic together

Child color codes sticks by
Child and siblings get
pushing them into polystyrene underneath a blanket and use
it to pretend to go camping
together

Object-based play
South African caregivers of young children with ASD
described participating in object-based play with their
children. Object-based play involves a child or caregiver
using a toy or object in a conventional manner. An example
of this type of play described by caregivers included
building Legos or putting together puzzles. Object-based
play may also involve more complex, symbolic play where
‘placeholders’ are used to represent things that are not
physically present. For example, another caregiver described
their child forming Play-Doh into the shape of a dog, then
making barking sounds. Table 3 lists caregiver examples of
conventional and symbolic object-based play with their
young child with ASD.
Three subthemes emerged under object-based play:
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dyadic interactions, caregivers incorporating learning into
play, and caregivers joining in play. Dyadic interactions
included back-and-forth exchanges between caregiver
and child while playing with objects. Caregivers reported
incorporating various child learning opportunities into
object-based play, where they taught academic and social
communication skills. Caregivers also described following
their child’s lead into preferred object-based play activities.
Dyadic interactions
Caregivers described turn-taking and back and forth
exchanges during object-based imaginative play:
“He likes building Legos, so we play with the Legos and build
together. We build different structures. He will give me the
pieces and I will build, and I must give him the pieces and he will
build.”
“He does a lot with imaginative play. We have this shop toy
and he will either be the shopkeeper and I will be customer, or we
will do the reverse. He involves his sister and his father. He has
a kitchen set, so he will cook the food and ask me what I want for
breakfast, and then he will make it and bring it and I will have
to eat it and then I will have to make him something.”
One caregiver described how she incorporated
information she learned in therapy sessions to create dyadic
interactions during object-based play, that involved taking
turns to place puzzle pieces:
“One thing I have learned that they teach us at the speech/
occupational therapy is that we must play games with him. You
must always be the person playing with him. If he puts a puzzle
piece in, then you also put a piece of puzzle in. It is my turn and
his turn.”
Caregiver incorporating learning into play
Caregivers reported incorporating social communication
and cognitive teaching opportunities into play by using toys,
books and technological devices. One caregiver described
using picture books to teach her child different animals.
In addition, she notes non-verbal communication skills,
including eye contact and pointing:
“He will always take a book because he knows there are
pictures in his books. He will come and look at you, point at
something, then look at you and say, “Sheep”. He will always look
at you for confirmation that it is right.”
Another caregiver noted that working on puzzles with
her son had helped him learn to count:
“He likes to play puzzles. You know the eight-piece puzzles?
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And the letters as well. Like the 1, 2, 3… he counts to 30. He can
count. We buy the eight-piece puzzles for him and he likes to put
them together.”
Technology was also used by caregivers teach cognitive
and language skills:
“I can hand him my phone, and he will go into his peace zone
and watch and imitate what he hears. With him it is very much
technology. It is media that is helping him. His awareness of how
to speak, interact, colors, and puzzles. He learns like that. After
he watches something, I give him a puzzle to do, and he is so fast
with counting 1 to 10.”
Caregiver joining in play
Caregivers described joining in play with their child during
object-based play activities. In these instances, their child
would initiate an activity and the caregiver would follow the
child’s lead. Caregivers noted that if the child initiated an
activity, the child was more likely to stay engaged and allow
the caregiver to be part of their play:
“If I see their interest moving one way, I try and jump on
that. I will see one of the boys looking to do that, then I will get
involved there for a moment and try to get him to interact with
whatever it is. Whether it is placing puzzle pieces, or colored sticks
being pushed into polystyrene to color code those.”
The following quote describes how a caregiver followed
her child’s interest in toy cars and in so doing helped him
vary his play, and play functionally with the toy:
“He loves cars. He used to just line them up. I tried to get him
not to just line them up. I would go down and play with him and
indicate that it is a car and it is driving. ‘Vroom’, with sound.
‘Vroom’. He did not do anything. But one time he surprised me
when he was playing alone with his cars. I hear the sound ‘vroom!’.
I am like ‘Okay! Yes! The car! Drive like that! Vroom!’. Then
I saw him drive it around [motions a circle with her hand] and
turn and all that. So now he does not go straight to just lining
them up.”
The caregiver below discusses joining object-based play
activities after her child asks her to participate:
“He will come and ask you to play. He likes to play with PlayDoh and making things. He will make a dog and, say ‘how how’
and then he will give you your Play-Doh to make your own dog.”
Sensory social routines
In sensory social routines, two subthemes emerged
including: caregiver awareness of child affect and social
cues during sensory social games, and caregiver descriptions
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of a variety of play participants children engaged with
during sensory social routines. Caregivers recognized
their child enjoyed sensory social activities, as their child
shared positive affect with others during these interactions
and indicated that they wanted the activity to continue. A
variety of play participants interacted with children during
these routines.
Awareness of affect and social cues
During sensory social routines, caregivers reported positive
child emotions directed towards them, and child social
communication attempts to request to continue activities.
Children enjoyed tickling and other physical games, and
caregivers recognized when their child was interested in
them during these activities. In addition, they were aware of
their child's attempts to continue a sensory social game and
thought that this enjoyment may enhance child learning.
Below a caregiver describes changes in her child’s level of
interest, engagement and learning ability based on ‘playful’
social routines:
“I have noticed with my child that when I am playing with
her, she is more confident. She gets more words out. When we
are playing, I will say a word, she will say it. But when you are
serious, she will not say the word. I think a nice way of teaching
my child is through play. It is very beneficial. She learns more in
playing than being serious, sitting at a table with the paper and
pen. When you play, I think she gets more out of it.”
Another caregiver discusses how their child expresses
positive affect during social games:
“He jumps on my back, pulls me, and says ‘power rangers’.
I have to run around. The way I know he is having fun—he
is laughing and smiling. Or he says, ‘catch me’, ‘one more, one
more’, and I have to do it over and over.”
The following caregiver explains how she knows her
child is having a good time during social games:
“He laughs while kicking the ball. He knows the days for
soccer: Saturday and Sundays. When he kicks it and slides you
must clap for him and then he will say ‘afa, afa’ which means
Bafana Bafana [The South African National Soccer Team].”
Variety of play participants
This sub-theme captures descriptions from caregivers of
several types of play partners their children engage with
during sensory social play activities. In object-based play,
caregivers reported that they were their child’s primary play
partner. However, during sensory social routines, caregivers
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described their children playing with other children in their
community, and immediate and extended family members,
such as siblings, grandparents, and uncles.
In the following quote, a caregiver describes her child
having fun while playing with other children, exhibiting
positive affect, and using social communication skills:
“He is even playing with other children. They are playing
outside and jumping and singing. He knows how to sing, and he
knows he likes to sing. You can hear that he is singing those words.
The words that he knows. He plays with other children with the
ball. He is excited if he sees that ball. If he wants to play ball, he
comes to you and says [in isiXhosa] ‘khaba’. Khaba is just kick,
kick.”
This caregiver discusses how her son interacts with his
cousins and how growing up together has helped them
understand and support him:
“He is great at playing with his cousins. They have been good
support from the beginning. They are older than him, but they
understood him from when he could not speak. They will always
pull him into play. He also has a little cousin, she is four years old,
they love each other, and she has always understood everything he
wants.”
The following caregiver describes the role her daughter
has had, through play, in helping her child with ASD
improve his non-verbal communication skills, including eye
contact:
“The older child is proactive. She knows that her sister has
the problem. She always gets down and plays with her. The other
sister will come and say “Let’s play… focus’ [motions finger to
eyes] … ‘Look at my eye’. She is now looking people in the eyes.”
Family routines
Family routines spontaneously reported by caregivers,
during which time they regularly interacted with their
children, included two common daily living routines:
mealtime and bath time.
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He did our father by himself from start to finish.”
In the next quote, a caregiver describes how her child
helps prepare the table for mealtime:
“He normally sees somebody standing by the stove. He knows
as soon as they take off the pots, we put on the plates. He knows
that we are going to eat. Then he goes to his seat and waits. He
opens the drawer and takes out the spoons and gives everyone a
spoon. He knows as soon as we lay the plates, it is time to eat.”
Here, a caregiver describes her son helping with cleaning
the dishes and asking to help with other household tasks.
This activity also involves his grandmother:
“Grandma takes him to the washing line. Then he helps, he
likes doing stuff for you, like washing dishes and asking, ‘mama
can I help?’ And they have that time of bonding with the water,
the cutlery and whatever.”
Bath time routines
Caregivers described using these daily interactions to teach
their child names for body parts. In addition, they described
engaging their child in social games and sharing positive
affect.
This caregiver labels parts of the body with her child
while bathing him:
“During bath time, you can teach him the parts of the body.
You say, ‘this is the head’, ‘I am washing your face’, and he
gets it. Because you do not have too much time to sit and work
with your child. But at least you can use bath time for teaching.
Everyday there is something that he gets. I can say one day, ‘I’m
washing my fingers’ and he will say ‘fingers’.”
The following caregiver describes fun and games during
bath time:
“Sometimes we do silly things and he likes that. When it is
time to wash his face, I throw the rag up and say ‘catch’ and he
will [gasp] and it is funny. Then I throw it to him, and he throws
it back to me. He finds these unexpected things hilarious.”
Discussion

Mealtime routines
Child participation during mealtime included the child
saying prayers, helping to set the table, and washing dishes.
The following caregiver describes their child leading the
family in prayer before dinner:
“We always pray with him in the evening. He will call you
and we will pray ‘Our Father’. One evening he stood in front of
us before we ate, folded his arms (praying gesture), and then prays
by himself. We cannot hear the words, but we know the sounds.
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As efforts to address early intervention needs of young
children with ASD increase around the globe (18),
descriptions of joint activity routines will inform community
NDBI implementation. The current study provides
descriptions on where and how South African caregivers
can embed NDBI strategies during ongoing daily caregiverchild interactions. While using objects during play,
caregivers engaged in a variety of turn-taking games, taught
cognitive, language, and fine motor skills, and participated
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in child-directed activities. During sensory social routines,
caregivers described active, physical play and an awareness
of the child’s emotions. Caregivers noted that their children
showed increased expressive language and willingness to
engage with different play partners during social games. In
family routines, caregivers detailed child participation in
mealtime and bath time, and noted increased child social
communication during these routines.
There is limited literature on caregiver-child interactions,
particularly when the child has a developmental delay
or disability, in sub-Saharan Africa (3). A subtheme that
emerged under sensory social routines, variety of play
participants, may be a particularly relevant contextual factor
in Africa, because of both the cross-cultural variability in
adult involvement in child rearing, and the effects of the
HIV/AIDS epidemic (32,35). South African caregivers
noted that many people participate in activities and games
with their children. This is common throughout subSaharan Africa, in part due to kinship systems and the
concept of ‘Ubuntu’, or the interdependence of people on
one another (35). For South Africa in particular, many
black and coloured residents live in ‘townships’, previously
racially segregated neighborhoods developed during the
Apartheid, which may offer a source of community that
provides relational support for youth (48). On the other
hand, a diverse set of caregivers may be necessary in
societies with higher rates of communicable disease and
early death. South Africa has more people living with HIV/
AIDS than any other country in the world, and more than
21 percent of South African children are living with neither
of their biological parents (49,50). An additional contextual
factor relevant to South Africa, that was clear from the
focus group discussions, is language diversity. There are 11
official languages of South Africa, not including those of
immigrants and refugees (41). Because caregivers and their
children have matching cultural and linguistic backgrounds,
caregivers likely have the contextual knowledge to promote
growth in social communication skills. South African
caregivers have reported that culture and language,
respectively, may be challenges or barriers to early ASD
intervention (51). Caregiver coaching may therefore be an
important way to bridge this gap.
Several limitations may have influenced study results.
First, a convenience sample of participants was utilized.
Therefore, study participants may not be representative.
However, participants racial/ethnic backgrounds match
those of the Cape Town Metropole (41). Second, the
Western Cape is one of the better-resourced areas in

© Pediatric Medicine. All rights reserved.

Pediatric Medicine, 2019

South Africa, and this may affect the generalizability of
study results to other South African provinces and African
regions (44). Third, individual interview questions did not
specifically focus on family routines. Although caregivers
did spontaneously report mealtime and bath time routines,
specific focus on family routines should be included in
future qualitative enquiry to clearly understand how such
routines may differ in South African families. Finally,
no independent assessment of child ASD diagnosis was
conducted. However, participants were recruited form the
Western Cape Education Department Provincial ASD
waiting list, and children’s names are only added to this list
once they have received a diagnosis from a developmental
specialist.
Conclusions
Overall, the results suggest that South African caregivers
of young children with ASD may already use joint
activity routines to engage with their young children and
incorporate teaching opportunities in these interactions.
This suggests a degree of ‘fit’ between South African
caregiver-child interactions and an NDBI-informed
caregiver coaching approach. However, more information
is needed on family routines in which NDBI strategies can
be incorporated. Many South Africans routinely navigate
poverty and health inequities (7). The economic resources
and social and community support available to carry out
daily activities may affect which joint activity routines occur
within families (37). In addition, information on which
caregiver interacts with the young child with ASD during
these routines would provide additional knowledge on how
to integrate NDBI-informed caregiver coaching and help
tailor these interventions for low-resource African settings.
Acknowledgements
Funding: This work was supported by the National Institutes
of Mental Health [K01-MH-104370 to L Franz], the Duke
Global Health Institute [to L Franz], the National Research
Foundation [to PJ de Vries], the University of Cape Town
Programme for Enhancement of Research Capacity [to PJ de
Vries], and the Struengmann Fund [to PJ de Vries].
Footnote
Conflicts of Interest: The authors have no conflicts of interest
to declare.

Pediatr Med 2019;2:6 | http://dx.doi.org/10.21037/pm.2019.03.04

Pediatric Medicine, 2019

Ethical Statement: The study was approved by UCT
Human Research Ethics Council (HREC) and the Duke
Institutional Review Board (UCT HREC: 039/2015 Duke
IRB protocol: Pro0006292). Participants signed informed
consent prior to data collection.
References
1.

APA. Diagnostic and statistical manual of mental disorders
(DSM-5®). American Psychiatric Pub, 2013.
2. Baxter AJ, Brugha T, Erskine H, et al. The epidemiology
and global burden of autism spectrum disorders. Psychol
Med 2015;45:601-13.
3. Franz L, Chambers N, von Isenburg M, et al. Autism
spectrum disorder in Sub-Saharan Africa: A comprehensive
scoping review. Autism Res 2017;10:723-49.
4. Franz L, Adewumi K, Chambers N, et al. Providing early
detection and early intervention for autism spectrum
disorder in South Africa: stakeholder perspectives from
the Western Cape province. J Child Adolesc Ment Health
2018;30:149-65.
5. Zwaigenbaum L, Bauman ML, Fein D, et al. Early
screening of autism spectrum disorder: recommendations
for practice and research. Pediatrics 2015;136:S41-S59.
6. Baio J, Wiggins L, Christensen DL, et al. Prevalence
of Autism Spectrum Disorder Among Children Aged 8
Years—Autism and Developmental Disabilities Monitoring
Network, 11 Sites, United States, 2014. MMWR Surveill
Summ 2018;67:1-23.
7. Mayosi BM, Benatar SR. Health and health care in
South Africa—20 years after Mandela. N Engl J Med
2014;371:1344-53.
8. Springer PE, Van Toorn R, Laughton B, et al.
Characteristics of children with pervasive developmental
disorders attending a developmental clinic in the Western
Cape Province, South Africa. South African Journal of
Child Health 2013;7:95-9.
9. Dawson G. Why it’s important to continue universal
autism screening while research fully examines its impact.
JAMA Pediatr 2016;170:527-8.
10. Estes A, Munson J, Rogers SJ, et al. Long-Term Outcomes
of Early Intervention in 6-Year-Old Children With Autism
Spectrum Disorder. J Am Acad Child Adolesc Psychiatry
2015;54:580-7.
11. van Heijst BF, Geurts HM. Quality of life in autism across
the lifespan: A meta-analysis. Autism 2015;19:158-67.
12. Wetherby AM, Guthrie W, Woods J, et al. Parentimplemented social intervention for toddlers with autism:

© Pediatric Medicine. All rights reserved.

Page 9 of 11

an RCT. Pediatrics 2014;134:1084-93.
13. Cidav Z, Munson J, Estes A, et al. Cost offset associated
with Early Start Denver Model for children with autism. J
Am Acad Child Adolesc Psychiatry 2017;56:777-83.
14. Nations U. Transforming Our World: The 2030 Agenda
For Sustainable Development. United Nations, 2015.
15. Schreibman L, Dawson G, Stahmer AC, et al. Naturalistic
developmental behavioral interventions: Empirically
validated treatments for autism spectrum disorder. J
Autism Dev Disord 2015;45:2411-28.
16. Dawson G, Rogers S, Munson J, et al. Randomized,
controlled trial of an intervention for toddlers with
autism: the Early Start Denver Model. Pediatrics
2010;125:e17-e23.
17. Rogers SJ, Dawson G, Vismara LA. An early start for your
child with autism: Using everyday activities to help kids
connect, communicate, and learn. Guilford Press, 2012.
18. WHO. Caregiver skills training for the management of
developmental disorders. World Health Organization,
Available online: http://www.who.int/mental_health/
mhgap/evidence/child/q6/en/. 2015b.
19. Bruner JS. From communication to language—A
psychological perspective. Cognition 1974;3:255-87.
20. Vivanti G, Dissanayake C, Team VA. Outcome for children
receiving the Early Start Denver Model before and after
48 months. J Autism Dev Disord 2016;46:2441-9.
21. Baranek GT, Barnett CR, Adams EM, et al. Object play in
infants with autism: methodological issues in retrospective
video analysis. Am J Occup Ther2005;59:20-30.
22. Bagatell NJ, Cram M, Alvarez CG, et al. Routines of families
with adolescents with autistic disorders: A comparison
study: Étude comparative des routines des familles ayant des
adolescents atteints de troubles autistiques. Canadian Journal
of Occupational Therapy 2014;81:62-7.
23. Baharav E, Reiser C. Using telepractice in parent training
in early autism. Telemed J E Health 2010;16:727-31.
24. Rogers SJ, Estes A, Lord C, et al. Effects of a brief Early
Start Denver Model (ESDM)-based parent intervention
on toddlers at risk for autism spectrum disorders: A
randomized controlled trial. J Am Acad Child Adolesc
Psychiatry 2012b;51:1052-65.
25. Bottema-Beutel K. Associations between joint attention
and language in autism spectrum disorder and typical
development: A systematic review and meta-regression
analysis. Autism Res 2016;9:1021-35.
26. Mayo J, Chlebowski C, Fein DA, et al. Age of first words
predicts cognitive ability and adaptive skills in children
with ASD. J Autism Dev Disord 2013;43:253-64.

Pediatr Med 2019;2:6 | http://dx.doi.org/10.21037/pm.2019.03.04

Page 10 of 11

27. Siller M, Sigman M. Modeling longitudinal change in the
language abilities of children with autism: parent behaviors
and child characteristics as predictors of change. Dev
Psychol 2008;44:1691.
28. Nielsen M, Haun D, Kärtner J, et al. The persistent
sampling bias in Dev Psychol: A call to action. J Exp Child
Psychol 2017;162:31-8.
29. Ember CR, Cunnar CM. Children's play and work: The
relevance of cross-cultural ethnographic research for
archaeologists. Childhood in the Past 2015;8:87-103.
30. Göncü A, Mistry J, Mosier C. Cultural variations in the
play of toddlers. Int J Behav Dev 2000;24:321-9.
31. Harrison AJ, Long KA, Tommet DC, et al. Examining the
role of race, ethnicity, and gender on social and behavioral
ratings within the Autism Diagnostic Observation
Schedule. J Autism Dev Disord 2017;47:2770-82.
32. Lancy DF. Accounting for variability in mother-child play.
American Anthropologist 2007;109:273-84.
33. Farver JM, Howes C. Cultural differences in American
and Mexican mother-child pretend play. Merrill-Palmer
Quarterly 1993:344-58.
34. Gaskins S. Cultural perspectives on infant-caregiver
interaction. In: Enfield NJ, Levinson S. editors. The
roots of human sociality: Culture, cognition, and human
interaction. Oxford: Berg Press, 2006:279-98.
35. Schwartz KD, Theron LC, Scales PC. Seeking and finding
positive youth development among Zulu youth in South
African townships. Child Dev 2017;88:1079-86.
36. Sharer M, Cluver L, Shields J. Mental health of youth
orphaned due to AIDS in South Africa: biological and
supportive links to caregivers. Vulnerable Children and
Youth Studies 2015;10:141-52.
37. Schlebusch L, Dada S, Samuels AE. Family quality of
life of south African families raising children with autism
spectrum disorder. J Autism Dev Disord 2017;47:1966-77.
38. Smith L, Malcolm-Smith S, de Vries PJ. Translation
and cultural appropriateness of the Autism Diagnostic
Observation Schedule-2 in Afrikaans. Autism
2017;21:552-63.
39. Jensen EW, James SA, Boyce WT, et al. The family
routines inventory: Development and validation. Soc Sci
Med 1983;17:201-11.
40. Adamson LB, Bakeman R, Suma K, et al. An expanded
view of joint attention: Skill, engagement, and
language in typical development and autism. Child Dev

© Pediatric Medicine. All rights reserved.

Pediatric Medicine, 2019

2019;90:e1-e18.
41. SSA. City of Cape Town - 2011 Census - Cape Town.
Statistics South Africa. 2012. Available online: http://
resource.capetown.gov.za/documentcentre/Documents/
Maps%20and%20statistics/2011_Census_Cape_Town_
Profile.pdf
42. Group WB. GINI index (World Bank estimate). 2017.
Available online: https://data.worldbank.org/indicator/
SI.POV.GINI/
43. Mokitimi S, Schneider M, de Vries PJ. Child and
adolescent mental health policy in South Africa: history,
current policy development and implementation, and
policy analysis. Int J Ment Health Syst 2018;12:36.
44. SSA. Statistical Release: Gross Domestic Product.
Available online: http://www.statssa.gov.za/publications/
P0441/P04413rdQuarter2011.pdf: Statistics South
Africa2012.
45. Pillay S, Duncan M, de Vries PJ. How many children
with autism spectrum disorder are there in South African
schools: A systematic database search for known cases of
ASD in the Western Cape. Poster presented at: Regional
IMFAR SA-ACAPAP2017.
46. van Schalkwyk GI, Beyer C, de Vries PJ. South Africa
and autism. Encyclopedia of Autism Spectrum Disorders.
Springer, 2016:1-7.
47. Hsieh HF, Shannon SE. Three approaches to qualitative
content analysis. Qual Health Res 2005;15:1277-88.
48. Theron LC. Toward a culturally and contextually sensitive
understanding of resilience: Privileging the voices of black,
South African young people. J Adolesc Res 2016;31:635-70.
49. Hall K, Meintjes H, Sambu W. Demography of South
Africa’s children. South African Child Gauge 2014:90-3.
50. WHO. Global Health Observatory Data Repository.
2015c. Available online: http://apps.who.int/gho/data/
node.main.620?lang=en
51. Guler J, de Vries PJ, Seris N, et al. The importance of
context in early autism intervention: A qualitative South
African study. Autism 2018;22:1005-17.

doi: 10.21037/pm.2019.03.04
Cite this article as: Ramseur K 2nd, de Vries PJ, Guler J,
Shabalala N, Seris N, Franz L. Caregiver descriptions of joint
activity routines with young children with autism spectrum
disorder in South Africa. Pediatr Med 2019;2:6.

Pediatr Med 2019;2:6 | http://dx.doi.org/10.21037/pm.2019.03.04

Supplementary

Focus Group Question Guide
1. Please can you describe your child for us:
a. What is most important to you about your child’s growth?
b. What are your short-term goals for your child?
c. What are your long-term goals for your child?
2. Does your child use any services for their autism?
a. What types of services does your child use?
b. What do you like or not like about these services?
c. What types of services would you like your child to receive?
d. What would the “best” autism service look like?
e. How useful are services for children with autism when they are very young?
3. We are interested in finding out more about how you play with your child.
a. Do you play with your child?
b. Are there other adults besides you that play with your child?
c. Can you tell us about the games you or other adults play with your child?
d. How do you know your child is having fun when you play with them?
4. What would you think about being taught how to do therapy with your child?
a. Would you be interested in learning how to do this type of therapy with your child?
b. What do you think would be easy about learning how to do this therapy with your child?
c. What do you think would be hard about learning how to do this therapy with your child?
d. What would you think about someone coming into your home to teach you how to do this with your child?
5. How do you think the following things would be important when making an autism treatment for families in South Africa?
a. Culture
b. Language
c. Where you get the treatment
d. Cost of the treatment
e. Who teaches you (for e.g. speech therapist or occupational therapist or community health worker)
f. How you already parent your child
g. How much time it takes to learn
h. How much support you have from your partner or other family members
i. Proof that the treatment works
j. How the treatment fits with your family needs
6. How do you feel about the use of video clips or photographs from local families who have helped us in our research? Is it
useful or not useful? Appropriate or not appropriate?
7. Is there anything we missed?

