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Abstract

Background:

As awareness surrounding autism spectrum disorder (ASD) in Africa has increased, the high rate of
non-verbal autism on the continent has come to the fore. Late diagnosis and access to viable inter-
ventions are continued concerns. Due to the greater focus on the communicable disease in healthcare
curriculums, healthcare professionals frequently do not possess the required knowledge and experience
to diagnose cases of neurodevelopmental disorders. Nurses are often the first healthcare professionals
to encounter autistic individuals or their families because of being the first professionals whose advice is
sought about worrisome symptoms, either by high-functioning individuals with autism or by a worried
parent of a newborn or toddler.

Methods:

A narrative review of healthcare professionals’ knowledge of ASD in Africa provided context for
the research and highlighted areas needing focus. A qualitative mixed-method case study was used
to highlight symptoms and potential behaviors of autism that healthcare practitioners may face in
practice.

Findings:

A lack of focus on neurodevelopmental disorders in healthcare curriculums has led to an inability to
recognize, diagnose, and intervene in ASD cases across Africa, which places a greater burden on families,
especially in low-resource settings. Nurses are central in both clinics and communities. Nurses’ ability
to discern neurodevelopmental and autistic behavior from typical childhood development is crucial to
timely diagnosis and intervention as well as accurate treatment of presenting communicable diseases
or co-morbidities. Increasing health professionals’ awareness and understanding of autism spectrum
disorder should aid in the reduction of undiagnosed and untreated cases.

Conclusions:

Healthcare professionals’ ability to diagnose developmental disorders at a younger age, may increase
the chances of intervention and autonomy in children with neurodevelopmental disorders and support
for families.

Recommendation:

In order to facilitate early diagnoses and intervention of neurodevelopmental disorders, greater em-
phasis needs to be placed on non-communicable diseases in health care curriculums.
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1. Introduction

Autism spectrum disorder (ASD) is a neu-
rodevelopmental disorder that presents with se-
vere impairment in communication and relational
skills, restricted interests as well as stereotypical
and repetitive behaviors.!?The existence of ASD
in Africa is no longer disputed.®* However, the
lengthy denial of the presentation of this particu-
lar neurodevelopmental disorder in Africa as well
as the urgency and focus required by many infec-
tious diseases on the continent, has led to ASD
not receiving the necessary attention.®® This has
resulted in a lack of awareness and knowledge
among healthcare workers and educators, as well
as late diagnosis and intervention.*% These fac-
tors all contribute to impeded development and
language delay in individuals with ASD.”® Many
African countries may be classified as low-income
and low-resource settings. Individuals with ASD
who are unable to be autonomous increase the
economic burden on their families and countries.
This results from undeveloped individuals with
ASD not being able to contribute to the work-
force as adults as well as often requiring a family
member to remain at home as a permanent care-
giver.

Early diagnosis and intervention are important
to individuals with ASD in developing commu-
nication and relational skills and as much auton-
omy as possible.871% Not all individuals with ASD
that receive the intervention will develop the nec-
essary autonomy to hold a full-time job or study
at the post-secondary level. Nevertheless, any in-
crease in autonomy and communication will as-
sist both individuals with the disorder as well as
their caregivers. Greater knowledge about ASD
is required by healthcare workers generally in or-
der for symptoms of ASD to be discernable from
other disorders as well as any comorbidities that
may be present.%19

While this paper provides information for all
healthcare workers, social workers, and educators,
it is aimed at increasing ASD knowledge among
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nurses in Africa. Nurses are often the first profes-
sionals whose advice is sought about worrisome
symptoms, either by high-functioning individuals
with autism or by a worried parent of a new-
born or toddler. Nurses may also encounter un-
diagnosed babies and children while consulting or
treating a physical disease or injury that was ini-
tially the primary concern. It is important to note
that symptoms of ASD may present as physical
as well as relational, communication, and psycho-
logical symptoms. Nurses being able to recog-
nize symptoms of ASD will lead to more diag-
noses as well as an increase in the possibility of
intervention and assistance for families. Lack of
awareness of this neurodevelopmental disorder of-
ten leads to the stigma associated with the pre-
senting symptoms.'®!! Nurses are also in prime
positions in hospitals and communities to increase
awareness about ASD and decrease stigma.

While research on ASD in Africa is generally
limited, research from both South Africa'? and
Nigeria'®~17 reveals that healthcare profession-
als such as nurses, doctors, and psychologists, as
well as students of these disciplines, lack accurate
knowledge to recognize, diagnose, and inform par-
ents of their child’s disorder. This greatly influ-
ences prognosis. Lack of knowledge about ASD
among healthcare professionals is not isolated to
Africa but is an international concern.'®

Much of the research on ASD in African
countries has stemmed from South Africa and
Nigeria.> While both countries have far fewer re-
sources to manage ASD (and other neurodevelop-
mental) cases than western countries, these two
African countries’ resources still greatly outweigh
many other African countries’ financial, medical,
and practical resources. It is, therefore, possible
to presume that if ASD knowledge is lacking in
South Africa and Nigeria, nurses in African coun-
tries where there is less awareness about ASD will
be in a similar if the not worse position to handle
an ASD case. Bakare et al. designed the knowl-
edge about childhood autism among health work-
ers (KCAHW) questionnaire to assess healthcare
professionals’ knowledge of ASD in African coun-
tries.13 Despite this tool initially being designed
for use in Africa, it has also been employed in
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the United States of America where it has been
found to be useful.’® Cultural and linguistic rele-
vance are always important in designing and im-
plementing such tools. However, the applicabil-
ity of the KCAHW in Africa as well as the USA
supports the notion, that as a neurodevelopmen-
tal disorder, ASD contains elements that traverse
cultural, racial, and linguistic bounds.

Research employing the KCAHW has revealed
that psychiatric followed by pediatric nurses have
shown the greatest knowledge and ability to
diagnose autism as well as nurses who have
extensive experience working with children.!16
However, this knowledge is still limited. Both
lack of exposure to children and an absence of
neurodevelopmental information in the health-
care curriculum relates to the lack of knowledge
among healthcare professionals, both in Africa
and internationally.!6:18:19

Textbook knowledge about ASD is necessary
and valuable. However, merely knowing broad
terms used in the diagnostic and statistical man-
ual of mental disorders (DSM) to describe indi-
viduals on the autism spectrum does not provide
healthcare professionals with knowledge of how
the symptoms may present in a patient and dis-
cern what parents may relay to nurses about their
child’s behavior. While each case will present dif-
ferently to varying degrees, illustrating present-
ing symptoms through a case study will provide
healthcare workers with examples of what they
may encounter in practice.

The case that follows focuses on aspects of the
life of Temple Grandin who had classical non-
verbal autism as a child, but through intensive
intervention developed to live as an autonomous
and productive adult. Despite Grandin being
born in the USA and growing up in an earlier his-
torical period, a case study focusing on her life has
valuable information for healthcare professionals
in Africa. Grandin grew up during a time when
little was known about autism, stigma was rife in
relation to any ‘odd’ or unexplainable behaviors
exhibited by children, and few, if any, established
ASD interventions existed. This is still contextu-
ally relevant to many parts of South Africa, as well
as Africa. Secondly, the information that may be

derived from Grandin’s life has international sig-
nificance. This is because she is one of the few
people with autism that has been able to provide
a longitudinal history and reflection of what it is
like to live with autism (from the autistic per-
son’s perspective), the struggles of misdiagnoses,
and lack of information, and her family and teach-
ers needing to make use of what was available
in order to help her develop. Oshodi et al.20 as
well as Durkin et al.21 stress how important the
global flow of autism knowledge is and that chil-
dren and adults from any part of the world should
be able and allowed to benefit from such informa-
tion. At this point in time, there are no such stud-
ies in Africa that may provide in-depth longitudi-
nal knowledge about autism. However, as autism
is a neurobiological disorder, researchers/health
professionals from South Africa, as well as other
parts of Africa) acknowledge that while culture,
language, and context should always be consid-
ered, the similarities in autistic behavior can be
observed across continents.?%?2=24 This makes the
information from Grandin’s childhood that illus-
trate autistic behaviors and ‘red flags’ valuable
and relevant to healthcare professionals in Africa.
The aspects of Grandin’s life that are relayed are
not necessarily descriptions in medical settings,
but also portrayals of everyday life in order for
nurses to gain a holistic sense of how an individual
with ASD may behave and experience the world.

Aims of the study

The primary aim of this study is to increase
healthcare workers’ ability to recognize and inter-
vene in ASD cases. Further aims of this study
are:

e To raise awareness about ASD amongst
healthcare professionals, especially nurses.

e To increase healthcare professionals’ knowl-
edge about ASD and potential ‘red flags’.

e To provide an informational platform to high-
light the need for further research on ASD in
Africa.

2. Methods

An interpretive qualitative paradigm that in-
corporated a mixed method approach was em-
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ployed for the conduction of this research.?’
While the mixed method approach often com-
bines quantitative and qualitative methodologies,
it may also denote an integration of qualita-
tive approaches.?%2” A preliminary literature re-
view was conducted on peer-reviewed articles on
healthcare workers’ knowledge and experiences of
ASD on the African continent to provide con-
text and ascertain areas requiring further re-
search and to inform the focus of the psychobi-
ographical case study. Three databases (Google
Scholar, African Journals Online, and PubMed)
were searched using the terms “autism” AND
“autistic’ AND “Africa” AND “healthcare pro-
fessionals” AND “knowledge”. Reference lists of
selected articles were reviewed for further infor-
mation on the topic. According to Ponterotto
the mixed method approach, such as that used
for this study, is particularly relevant to facili-
tating the complex nature of psychobiographical
research.?%27In terms of psychobiographical stud-
ies where there may be a vast amount of data,
an integrated methodological approach may assist
with ‘sorting’, focusing on pertinent information,
and increasing the depth of analysis.

2.1. Participant and sampling method

Grandin was purposively sampled as the sub-
ject of this psychobiographical case study.?® She
was purposively sampled as she is an individual
who had non-verbal autism as a child but who
through intensive intervention acquired the abil-
ity to speak and give comprehensive accounts of
her experiences.

2.2. Data collection

The data triangulation principle was em-
ployed to guide the data collection regarding
Grandin’s life and development.?® Therefore,
data was sought from a variety of sources and
judiciously sorted through for valid and pertinent
information.?® A preview of this research occurred
in 2020 to access where notable gaps in the cur-
rent neurodevelopmental research in Africa were.
A more comprehensive data collection followed
between January 2022 and September 2022. As
the data was ascertained it was screened for its

impartiality or lack thereof toward the subject
of the study.®* Regarding this research, data
collection concerns, relating to the subject’s
childhood, such as reductionism were also con-
sidered. Reductionism is addressed through the
employment of Erikson’s stages of psychosocial
development.3! This staged approach considers
events in Grandin’s life across her lifespan and
incorporates the social, environmental, and bio-
logical, as well as healthy and unhealthy aspects
of the subject’s life. For the purposes of this
paper, further data reduction of the psychobi-
ographical case study compromising Grandin’s
entire lifespan was required. This is elaborated
on in the following section.

2.3. Data processing and analysis

Data processing and analysis guidelines for this
study were based on Miles and Hubermans’ three-
step interwoven process that involves data reduc-
tion, data display, as well as conclusion drawing,
and verification.??The conduction of the process-
ing and analysis of data was further facilitated by
the incorporation of Erikson’s triple bookkeeping
approach with Yin’s time series analysis.?%3! Di-
agnostic symptoms and possible presentations of
ASD mentioned in the DSM-5 and KCAHW fur-
ther aided data reduction. The relevance of the
selected data to presentations of autism observed
by health professionals in Africa is supported by
the use of the KCAHW for data reduction. Due
to limited space, the case study will focus on as-
pects of Grandin’s childhood that reveal markers
of ASD.

2.4. Validity and Bias concerns

A potential downfall of the case study method
in particular, and more generally qualitative re-
search, is the lack of rigour in the research pro-
cess that can be confounded by bias?*?. Re-
search that is conducted in a rigourous manner
pays particular attention to the validity and re-
liability of the study in order for it to be cred-
ible or ‘trustworthy’?>2¢. Yin?® stresses the im-
portance of an appropriate research design, data
collection method, as well as analytic process that
are aligned with the research objectives. These
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specifics related to this study have been out-
lined. Further validity and reliability concerns
were credibility, transferability, and construct va-
lidity. In order to ensure credibility or internal
validity all possible reasons for an outcome were
explored as well as ensuring that all data collected
was factual. In order to deal with potential re-
searcher bias, the data triangulation method was
employed as well as journaling and discussions
with peers and colleagues surrounding emotions
and assumptions that may have been made dur-
ing the data collection and interpretation®3:26:29,
Construct validity or the defining of parameters
to be studied also aided in the reduction of bias
as it increased the possibility of there being a rea-
sonable alignment between the research question
or aims and the methodological approach that the
researchers employed.

2.5. FEthical considerations

Informed consent was obtained from the sub-
ject, Temple Grandin, for the conduction of the
psychobiographical case study. This consent in-
cluded the presentation of data in journal arti-
cles. FEthical clearance was obtained from the
Rhodes University Psychology Department Re-
search Projects and Ethics Review Committee.
Because of the nature of psychobiographical stud-
ies, the subject’s identity does not remain anony-
mous. Nevertheless, caution was taken to ensure
all documents and information were handled with
respect and that the subject’s privacy was not in-
vaded. Through obtaining consent from the sub-
ject of the study construct validity was increased.
Caution was taken not to harm or embarrass the
subject or the subject’s family. The trustworthi-
ness of the data was increased through the cor-
roboration of various sources.

2.6. Findings

For the sake of categorization, the data follows
Eriksonian age groups.! The findings of each age
group will be followed by salient points as opposed
to a lengthy discussion after the findings. The
findings and salient points are written in such a
way that they can be a reference point for practi-
cal purposes.

Birth to 18 months: Unless otherwise speci-
fied, the data for this stage is obtained from Cut-
ler (Grandin’s mother).??

Temple Grandin’s birth and first few weeks
in the world seemed fairly usual for her socio-
historical period. Eustacia, Grandin’s mother,
was young and inexperienced with babies. How-
ever, Grandin’s parents had been advised by a
nurse at the hospital about general infant care.
They also had a nurse consult with them at home.
No healthcare professional had noticed anything
amiss with Grandin at this point. Nevertheless,
when Eustacia was alone with Grandin she felt
that she did not know “how to win her over” (p.
5) as Grandin did not seem to care.>® Eustacia
questioned whether Grandin was too quiet and
sleeping too much. However, she felt ashamed
that she had wondered if Grandin was behaving
strangely and so rather ignored her concerns. As
the months proceeded Eustacia noticed that while
other babies in her community grabbed their
mothers’ hair, necklaces, or earrings, Grandin did
not interact at all. By the time Grandin was
six months old she did not want to be held and
would stiffen and pull away. A few months later
it became almost impossible for anyone to hold
Grandin as she would scream, claw at the person,
and struggle to get away from them. Grandin’s
withdrawal hurt Eustacia and affirmed her choice
to keep her distance from Grandin and ignore that
something was potentially wrong with her child.

When Grandin turned one, Eustacia took her
to the beach to swim. A swell carried Grandin,
who was wearing a life jacket, away from Eustacia.
Grandin floated further into the ocean out of Eu-
stacia’s reach. Eustacia screamed frantically and
a man heard her, saw the situation, and rescued
Grandin. All the while Grandin was silent and
non-responsive. Fustacia thought that Grandin
“seemed neither happy nor unhappy” (p. 7) at
being pulled out to sea or to being handled by a
stranger.33 At this point Eustacia began to feel
that Grandin had been taken from her “to some-
where quite far off” (p. 8).3

Salient points relating to ASD presenta-
tion and diagnosis
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e Symptoms of ASD such as not making eye
contact, not interacting with caregivers in
any way, or not wanting to be held/touched
may be present before the infant is 12
months.

e A pregnancy or birth trauma is not related
to the onset of ASD. It is not preventable,
but treatable.

e Caregivers may have no knowledge of ASD
and may merely be aware that their baby is
different from other babies in some way. Par-
ents ignoring the initial signs of ASD is not
uncommon.

e Lack of emotional responsiveness or aware-
ness (merely seeming detached, absent, or
“far off”) in relation to a crisis, such as
Grandin was when being swept out to sea,
may be present in the first year. The converse
may apply to physical contact, by which the
infant may seem severely distressed.

18 months to 3 years: Unless otherwise spec-
ified, the data for this stage is obtained from
Cutler.®3

Eustacia first voiced her fears about Grandin’s
development when Grandin was 21 months old.
Veevee and her daughter came to visit. Ceelie,
who was only a few months older than Grandin,
played in the sand, making objects with her molds
and spade. Ceelie would look to the adults
for approval and be encouraged by their praise.
Grandin did not interact with anyone. Nor did
she play the way Ceelie did, even when Eusta-
cia and Veevee tried to involve her. Grandin sat
lost in her own world, merely picking up sand and
watching it slip through her fingers, over and over
again. When Eustacia could no longer handle her
child’s oddness she blurted out “Why isn’t Temple
doing what Ceelie’s doing?” (p. 14).33Veevee was
a pediatric nurse and took Eustacia’s question as
an opportunity to express her own concerns that
Grandin was not playing or learning to speak.
Veevee believed that Grandin could be taught to
speak and suggested that Eustacia make an ap-
pointment for Grandin at the clinic. The doctor

who saw them at the clinic thought that Grandin
was “very odd” (p. 15).33 The doctor suggested
that Eustacia get some plastic cups to try to play
with Grandin.

Slowly Grandin learned how to take the cups
and give them back to her mother. However, she
would never look at her mother and remain mute
and lost in her own world. She still preferred
to be alone and desisted from being touched.?*
While Grandin was often lost in her own world she
would react suddenly and sometimes aggressively
to sounds, smells, textures, and sudden move-
ments from other people.®® Grandin remained
mute until she was almost three years old. At this
time, she started to laugh. However, the laugh-
ter was filled with spitting and became “uncon-
trollable spasms” (p. 16) that she would struggle
with throughout childhood. Dick, Grandin’s fa-
ther, was disgusted with his daughter and could
not tolerate the disorder she created.®® He was
adamant that she was retarded and belonged in
an institution. Grandin’s behavior became more
tumultuous and disruptive to the family. Tension
and disharmony between her parents grew. Eu-
stacia’s mother was also disappointed with Eusta-
cia for bearing such an impolite, odd child with
a “distasteful malfunction” (p. 21) as it was hav-
ing a negative impact on the family’s standing in
their community.33

Grandin’s tantrums increased. They involved
her ripping things off walls, ripping her mattress,
and pulling out the stuffing until she reached the
springs and then eating bits of the mattress.3¢
This would be followed by fits of spitting and
laughing.®® One day Grandin ran out of the
house and into the road. She proceeded to take
her clothes off and defecate. Eustacia grabbed
Grandin and took her back inside where she broke
and threw any object that she could find. After
throwing toys, bedding, and the bin into one pile
Grandin once again defecated, picked it up, and
smeared it onto the walls. Grandin would also uri-
nate on the carpets or on curtains that she had
pulled and placed between her legs.?” This behav-
ior was repeated on many occasions.

Slowly, Grandin became more responsive to her
family. However, she did not learn to speak.
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Grandin remembers that she began to understand
what people were saying, but could not respond.3”
With encouragement from her aunt and contin-
ued support from Veevee, Eustacia took Grandin
back to the clinic where she was held for obser-
vation. When placed in a room with other chil-
dren Grandin sat in a corner and ignored them.
Following this observation, the doctor suggested
that an ear specialist test Grandin’s hearing to
check if it was not interfering with her learning to
speak and socialise. However, Grandin’s hearing
was found to be normal. Like Eustacia’s friend
Veevee the pediatric nurse, the doctor believed
that Grandin could learn to speak and suggested
a speech therapist despite her initial diagnosis of
“brain damage” (p. 3).%8

2.7. S alient points relating to ASD presen-
tation and diagnosis
e A lack of interest in others or surroundings
may be more obvious during this stage.

e A disinterest in playing more generally and
playing with other children may be apparent.
Age-appropriate friendships do not begin to
form.

e An absence or delay in speech, as well as an
inability to communicate, is one of the most
obvious symptoms of ASD and more diffi-
cult for parents to ignore. Young children
may seem to not understand anything that
their caregivers are saying. With interven-
tion, many individuals with ASD can learn to
communicate and speak. As was evident with
Grandin, some individuals will learn to un-
derstand words and find other ways to com-
municate before they are able to speak. It is
important to note, in some ASD cases chil-
dren may be able to speak or recite passages
of text but have no understanding of what
they or anyone else is saying.

e ASD symptoms may be mistaken for deaf-
ness. It is, nevertheless, important to make
sure.

e Obsessive or repetitive actions, like for ex-
ample Grandin repeatedly picking up sand

and letting it slip through her fingers, may
be seen.

e The need for consistency may be more appar-
ent and various sounds, tastes, and textures
may cause an outburst or violent reaction. A
child may eat strange things such as Grandin
did when eating her mattress.

e Intellectual disability is a potential co-
morbidity (as well as epilepsy). However,
the child’s inability to communicate and
display age-appropriate behavior, such as
Grandin urinating and defecating on the
floor and curtains, may disguise intellectual
ability. The child may for no apparent reason
oscillate between absence and tumultuous
behavior.

e Families may experience shame, as well as in-
creased tension between caregivers. Support-
ive elders in the family, like an aunt, was to
Eustacia, and knowledgeable friends such as
pediatric nurse Veevee, can encourage a posi-
tive turning point in a family with a member

who has ASD.

Age 4 to 5 years: Unless otherwise specified,
the data for this stage is obtained from Cutler.?3

Grandin could hear, but she found it difficult
to distinguish the sounds of vowels and conso-
nants, especially when people spoke quickly.3”
The speech therapist helped Grandin to learn the
consonants and to stretch them out.?® Grandin re-
members that this is what she particularly strug-
gled with because to her ears all she heard were
vowels.?® Reaching desperation with Grandin’s
slow progress Eustacia took her to a psychiatrist.
The psychiatrist did not understand Grandin’s
condition and told Eustacia that Grandin had in-
fantile schizophrenia/psychosis.

When Grandin was four years old, she still
could still not speak or interact except through
her tantrums. Grandin’s tantrums and destruc-
tive behavior grew worse later in the day when
she became tired.?* Grandin had stopped play-
ing with her feces but still lived in her “private
land of enchantment” (p. 38).* When Grandin
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was five years old Eustacia noticed that the work
with the speech therapist began to reveal results.
She had started to speak, even though her words
were not clear. Grandin also began to behave her-
self in a group and, for example, wait her turn for
a cup of juice. Grandin’s development of social
skills and more socially acceptable behavior was
aided by her language development, strict rules at
family meals, as well as playing games that had
particular instructions.?” Grandin’s development
was more apparent in controlled or familiar envi-
ronments. Throughout her childhood, she would
overreact when there were many people and loud
noises.>® Invariably Grandin would hit another
child or throw something at someone. Grandin’s
voice was flat and had no rhythm or inflection.’”
Whenever she did speak it highlighted her differ-
entness from other children. This was also aggra-
vated by her not being able to make eye contact.

Grandin struggled with many tasks because she
still needed to connect meaning to the words she
heard and how to distinguish various objects or
creatures from one another. This point was illus-
trated by Grandin being able to distinguish their
big dog from their two cats by size.?®> Grandin ap-
plied this same logic to the animals in the neigh-
borhood.36 However, when her next-door neigh-
bor got a dachshund she could not understand
why it was not a cat because it was also small. She
needed to identify another distinguishing feature
between cats and dogs other than their size, and
this was their noses.?® As a result of Grandin’s
improvements, she was able to attend the small
preschool in their community. This did, however,
include many days of being sent home for unac-
ceptable behavior.

2.8. Salient points relating to ASD presen-
tation and diagnosis
e Children’s inability to make eye contact may
be more apparent during this stage. A child’s
withdrawn state and inability to make friends
will be noticeable. A child with ASD will
seem ‘different’ from other children of a sim-
ilar age.

e ASD is sometimes misdiagnosed as infantile
schizophrenia or psychosis.

e Farly intervention with speech therapy is
particularly useful in teaching children with
ASD to speak/communicate. More afford-
able interventions such as joining an art or
drama group in the community may also be
beneficial.

e Despite ASD being a neurodevelopmen-
tal disorder unruly behavior should not be
condoned. As was the case for Grandin,
rules/boundaries, and instructions for daily
living, as well as those incorporated into
games, can be beneficial reference points for
individuals with ASD well into adulthood.

e The behavior of a child with ASD will be-
come more predictable to caregivers when the
child is in a familiar environment. Strange
behavior or screaming in crowded or unfamil-
iar environments, such as a hospital, is not
unusual.

e Children with ASD process the world and in-
teractions with people differently than neu-
rotypicals. Inappropriate behavior or re-
sponses to another person is not necessarily
due to the child lacking intelligence or try-
ing to be difficult. An example of this is
Grandin not being able to understand why
the next-door neighbor’s dog was not a cat as
it was small. Knowing that individuals with
ASD have a different way of understanding
and relating to the world may aid patience
in healthcare professionals and parents when
trying to connect with children with ASD.

6 to 12 years: Unless otherwise specified, the
data for this stage is obtained from Grandin and
Scariano.37

During this stage, Grandin went on to attend
the small local country school. Grandin strug-
gled to learn to read. Not wanting Grandin to
fall behind, her teacher asked her mother if she
would help at home. Grandin’s tantrums con-
tinued and she developed a discomfort with the
texture of some clothes which would continue
into adulthood.*®However, she did begin to learn
that there were certain social conventions, such
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as wearing her scratchy petticoat to church, that
she had to adhere to.?® She also learnt to keep
quiet during Sunday dinners. Grandin’s expla-
nation to her mother that her being able to cope
with this particularly uncomfortable situation was
that “Sunday dinner is quiet. It’s noise and con-
fusion I hate” (p. 44).3% Despite Grandin’s er-
ratic and disruptive behavior at school, she liked
to play double solitaire at home with her father.?3
During the game she was quick and focused.

During grade two, Grandin started daydream-
ing about a “magical device” (p. 36) that would
be physically comforting.?” She still could not tol-
erate any physical contact, whether a pat on the
back or a hug. She flinched if anyone touched
her.?* Even though Grandin did not have such a
magical contraption she self-soothed by wrapping
herself with blankets and hiding under the couch.
Alternatively, she ‘clothed’ herself in cardboard
as she found the pressure comforting.34

Eustacia noticed that Grandin’s relationship
with her next-door neighbor Lyman was signif-
icant. While other children merely tolerated or
accepted Grandin on the basis of her living in
the community, Lyman was fond of her.?® Both
children were imaginative and enjoyed mischief
and making/creating things to play with.33 Dur-
ing her schooling Grandin made another friend,
Eleanor, who also had similar interests. Grandin’s
fixating or obsessing extended to areas other
than her “magical device”. In the fourth grade,
Grandin had a fixation with wanting to know ev-
erything about the upcoming election.?* Grandin
and Eleanor went as far as to take the election
posters off of the telephone poles in order to hang
them in their bedrooms. When someone teased
Grandin and mimicked her awkward speech and
“jerky movements” (p. 44)%7 in the assembly hall,
she threw a tantrum and lay on the floor, and
kicked anyone who came near her.?® Even though
Eleanor was appalled she defended Grandin.

Grandin’s younger sister had become very
aware of the tension between their parents and
kept asking Grandin if she thought that their
parents were going to get divorced. Unaware,
Grandin thought her sister was being silly.

2.9.

Salient points relating to ASD presen-
tation and diagnosis

The child may begin to exhibit the need for
routine. This may be extreme in some cases,
especially as the child gets older.

Attending a school with smaller classes may
be a possibility for some children. It would be
imperative that the child’s teacher has some
knowledge of ASD. Healthcare professionals
in communities could provide educators with

vital information to identify and understand
cases of ASD.

Like Grandin, children with ASD may still
find it difficult to speak and communicate
effectively during this stage. Some children
may not be able to speak or communicate at
all. This may make obtaining information
about an illness or physical injury compli-
cated for parents and healthcare profession-
als.

Despite the child with ASD having difficulty
learning various subjects at school or learn-
ing at all, isolated abilities may be present,
such as Grandin’s ability to play card games
and be creative. While these abilities may
present as obsessions or seem odd, such as
Grandin’s attempts to make her magical de-
vice, they can potentially be used to aid the
child’s academic learning as well as learning
to make friends with children who have simi-
lar interests as Grandin did with Lyman and
Eleanor.

Even children of school-going age with ASD
may find physical contact extremely difficult.
It is imperative for nurses to recognize this as
a potential symptom of ASD and understand
that examining such a patient may be diffi-
cult (or even impossible if the child becomes
violent).

Children with ASD are often not aware of
the ‘bigger picture’ but focus on parts of a
whole or what is directly in front of them.
This could be seen with Grandin obsessing
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over election posters (and wanting to take
them down) and not understanding their re-
lation to the actual election. Healthcare pro-
fessionals should be aware that a sick child
with ASD may obsessively focus on a mi-
nor symptom or injury, such as a tiny cut,
instead of mentioning something serious or
life-threatening. In terms of relationships,
because Grandin’s parents were married and
living together, in her mind that was all there
was to know. She could not ‘read’ or compre-
hend the tension between them nor fathom
or fear an event such as a divorce. As with
other individuals with ASD, the intricacies
of relationships, especially romantic relation-
ships, eluded Grandin. It is important for
healthcare professionals to be aware of this
lack of relational awareness among children
with ASD as they may be particularly vul-
nerable to abuse as a result.

Adolescence: Unless otherwise specified, the
data for this stage is obtained from Grandin and
Scariano.3”

Grandin graduated from primary school and
entered the seventh grade at a new school. This
was a particularly unhappy time in her life. She
struggled with most subjects, particularly math-
ematics, and languages. She also continued to
misbehave, but in a childish way that was frowned
upon by the other students.?> Despite Grandin’s
efforts to fit in at school, she did not make any
friends. She still struggled to speak in a way that
sounded normal and had difficulty communicating
her thoughts. This led to her being teased and hu-
miliated for being different. She regularly got into
fights. Grandin was warned that tantrums and vi-
olence were not accepted at the school. However,
when a girl passing Grandin in the corridor called
out; “Retard! You're nothing but a retard!” (p.
68), she threw her history book at the girl’s face.
This episode resulted in Grandin being expelled
from school. 37

Grandin’s mother was out of options in terms
of conventional schooling, so she enrolled Grandin
at a small farm school for special needs children.
Grandin was passionate about the farm animals

and worked hard on duties around the farm. She
began to settle but still had outbursts. When
Grandin tripped over a wire and punched the child
who had laughed at her, her teacher took away the
privilege of riding the horses and working with
the various animals for a week. This was partic-
ularly difficult for Grandin as she had fallen “in
love with animals” (p. 1).36 Grandin was also not
allowed to do any other farm work for the week.
While Grandin still got up to mischief and be-
haved badly at times, she never used her fists to
settle an argument again.

Mr. Carlock, a teacher at the school who be-
came Grandin’s mentor well into her adulthood,
was not judgmental and tried to understand how
Grandin experienced the world. Mr. Carlock en-
couraged her to use her interest in animals and
how mechanical things worked on the farm to fo-
cus her attention on science classes. By focusing
on her interests and obsessions, Grandin managed
to complete high school and go on to study ani-
mal/agricultural science at university.

2.10. Salient points relating to ASD presen-
tation and diagnosis

e A disruption in routine or change of famil-
iar environment, such as changing schools or
hospitalisation, can cause adolescents with
ASD to regress and trigger outbursts.

e Physical contact, making eye contact, and
communicating may still be difficult or even
impossible for adolescents with ASD.

e Adolescents with ASD may seem childish in
relation to their peers. Communication skills
may be underdeveloped and interests very
specific or obsessive. They may suffer from
depression due to bullying and the isolation
of not fitting in and not understanding the
nature of teenage friendships or romantic re-
lationships.

e Distinguishing depression from the with-
drawn state often associated with ASD may
be difficult for caregivers and medical profes-
sionals.
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e Mentors as well as channeling inter-
ests/obsessions into potential scholarly or
vocational pursuits may encourage develop-
ment.

3. Limitations of the study

As with all case studies, the transferability of
the findings is a limitation due to the limited pool
of participants. Nevertheless, owing to symptoms
of ASD being similar across cases, the necessity
of a descriptive case in order to highlight be-
haviour associated with neurodevelopmental dis-
orders and aid diagnosis remained. Future studies
may build on such a study to include more partic-
ipants’ experiences or experiences of various care-
givers, which at this point this study does not do.

A further limitation was that while the re-
searchers had Grandin’s consent for the research
and the necessary information is available in the
public domain, the researchers reached an ethical
quandary when needing to sort, choose, and anal-
yse data that related to other peoples’ lives being
included in the analyses. A more in-depth focus
and analysis of such people may have portrayed
them in a psychologically unhealthy light, as a
result of their sometimes cruel or hurtful actions
toward Grandin. This was often due to misun-
derstanding her diagnosis and may have provided
much insight into the misunderstandings that can
occur with the symptoms of neurodevelopmental
disorders. However, such inclusion may be consid-
ered defamatory. As this manuscript will also be
in the public domain, the researchers questioned
how ethical such analysis would be without the
specific individuals’ consent and therefore did not
include them in the findings. This may have lim-
ited the inclusion of pertinent data or a more in-
depth analysis of certain data. The researchers
did, however, attempt to retain the context and
environment of Grandin’s development while be-
ing aware of such ethical considerations.

4. Conclusion and future recommendations

In 2023 there is still a lack of autism knowl-
edge, research, and skilled professionals to diag-
nose and manage ASD cases. This statement

has international relevance.16,18-20 However, the
burden of not having a diagnosis or treatment
plan for individuals with ASD and their fami-
lies is often greater in low-resourced and economic
settings such as in many African countries.20,24
This has created an urgency to minimize the ASD
knowledge gap in Africa, especially among health-
care professionals and educators.20 As previously
mentioned, nurses are critical healthcare profes-
sionals in addressing the lack of diagnosis, mis-
diagnosis, and need for intervention of ASD in
African countries. With this in mind, this paper
has aimed to raise awareness and knowledge about
ASD among nurses by highlighting symptoms and
salient points through a case study. While access
to interventions for ASD is problematic in low-
economic settings, diagnosis is nevertheless a crit-
ical starting point in the treatment process and
for families to understand their child’s situation.
Nurses will always be vital in this regard.

The valuable use of the KCAHW (developed in
Africa), to aid the data reduction of salient points
on an individual from the USA, both supports
the international relevance of the KCAHW18, as
well as the growing understanding that symp-
toms of ASD are exhibited similarly across con-
tinents, cultures, and languages.22-24 This does
not negate the necessity for factors such as the
individual’s context, culture, and language to be
considered when diagnosing and treating ASD.
However, this finding supports the value and ne-
cessity of the global flow of autism knowledge
from international sources into Africa, and from
Africa to other parts of the world.

Not many screening measures have been
adapted linguistically or culturally for African
countries. However, measures such as the 23Q
are available to aid healthcare professionals in
making a diagnosis. It is recommended that
more tools for various aspects of ASD, either be
adapted for different regions in Africa or such
as the KCAHW questionnaire, be developed
in Africa.39 It is suggested that such tools be
made more readily available to nurses. Further
research into healthcare professionals, and more
specifically, nurses’ knowledge of ASD such as
that conducted by Matengel2 in South Africa
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and Bakare et al.13 in Nigeria should also be
supported. Further research on ASD in Africa,
as well as the design of screening measures by
African researchers/practitioners, may begin to
assist individuals with ASD, their families, and
the healthcare professionals treating them, as
well as encourage the development of Africa as
an international ASD resource.
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