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ABSTRACT

Activities of Daily Living (ADL) are often overlooked especially
when children are in their beginning years of development. This
especially can be a challenge for parents of children with Down
syndrome due to the varying levels of progress of their child’s
development in the areas of: a) socio-emotional, b) communication,
¢) motor, d) cognitive and e) self-help skills. Thus, Vygotsky’s
Sociocultural Theory was applied to theoretically study the lived
experiences of parents of children with Down syndrome on
Activities of Daily Living (ADL). The objectives of the study are: a)
to explore how parents teach Activities of Daily Living to their
children with Down syndrome, b) to determine how parents
perceive the importance of Activities of Daily Living for their
children, and c) to identify the challenges parents faced in teaching
their children with Down syndrome on Activities of Daily Living. A
qualitative approach using semi-structured interviews and journals
were adopted and 3 parents participated in this study. For the first
research question on how parents teach their children ADL, two
themes emerged from the findings; one, modeling via the More
Knowledgeable Other (MKO), two, encouragement using tools or

signs. For the second research question on how parents perceive the
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importance of ADL, one key theme manifested: important in
promoting independence. Finally, for the third research question on
the challenges parents face in teaching their children ADL, two
major themes were identified; first, behavioral challenges of
children and second, parent’s emotions. Future researchers may
conduct a study by looking at both parents’ perspectives to obtain a
more rich and in-depth study on their child’s ADL.

Keywords: Activities of Daily Living, Down syndrome, lived

experiences, parents

1. Introduction

The importance of educating functional skills to individuals with
disabilities has long been established by scholars and practitioners
(Ayers et al. 2011; Brown et al., 1979). These functional skills,
otherwise known as Activities of Daily Living (ADL), encompass
day-to-day routine such as, brushing teeth, bathing, dressing,
grooming, eating, toileting to ambulating as it forms an essential
part of our lives. ADL is usually introduced by parents or carers
transitioning from dependence to complete independence at a very
young age. Typically, parents or carers bring along rich experiences
that were amassed from their values, disposition, beliefs, attitude,
and knowledge, gained over the years (test, Aspel and Everson,
2006; Volkmar and Wiesner, 2009). This fundamental aspect of
daily living activities involves many skills that are essential for the
successful execution of tasks. However, due to a genetic disorder
that affects children with Down syndrome, many of the skills that
are required in accomplishing ADL in the developmental trajectory
are delayed by approximately three months (Van Herwegen,
Rundblad, Davelaar, and Annaz, 2011; Sugden, and Wade, 2013).

Down syndrome which is one of the most prevalent and readily
identifiable chromosomal conditions is an intellectual disability that

appears in about 1 in 400 to 1500 newborns (Capone, Grados,
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Kaufmann, Bernad- Ripoll, and Jewell, 2005). Due to an extra copy
of the 21 chromosome, the genetic mutation results in gene
overexpression (Roizen and Patterson, 2003). Among the common
phenotypic characteristics that are usually visible in children with
Down syndrome are low muscle tone, single deep crease across the
centre of their palm, small stature and upward slant of the eyes
(Chapman and Hesketh, 2000). Nonetheless, each child is unique in
his or her own way and their characteristics would differ from one
person to another, or in certain cases, may not even be present
(Skallerup, 2008). Most children who are born with Down
syndrome tend to develop motor and cognitive skills at a much
slower rate as compared to typically developing children (Malak,
Kostiukow, Krawczyk-Wasielewska, Mojs, and Samborski, 2015;
Moore, Oates, Hobson, and Goodwin, 2002). A task that may
appear as simple as holding a cup can a great challenge to children
with Down syndrome due to the characteristics that they may

possess.

For as long as children rely on parents to carry out ADL for them,
the information parents share of their teaching and demonstrating
ADL to their children for the benefit of many researchers and

parents of children with Down syndrome will be vital.

When it comes to Activities of Daily Living (ADL), children
without disabilities are able to grasp the skills that are taught to
them with ease. However, due to a slower development in their
motor and cognitive development, children with Down syndrome
require relatively more time to process the skills that are taught to
them (Hallahan, Kauffman, and Pullen, 2012). Children with Down
syndrome have shifting degrees of learning and language inability,
in addition to poor functioning motor skills, varying from mild to
severe. They likewise develop at a slower pace emotionally, socially,

and cognitively (Kazemi, Salehi, and Kheirolahi, 2016).
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Since ADL is a necessity that needs to be carried out by every
individual, the researcher intends to look at parents’ experiences on
carrying out ADL with their children with Down syndrome. ADL
which is the basic unit of activities of daily living can be defined
skills which covers basic physical areas in a person’s everyday life
such as “grooming/personal hygiene, dressing, toileting/continence,
transferring/ ambulating, and eating” (Mlinac and Feng, 2016). The
current study examined the lived experiences of parents of children
with Down syndrome on Activities of Daily Living (ADL), namely,
of toddlers of the ages 3 years old.

These toddlers who are still in their beginning years are still in the
starting stages of learning the fundamentals of ADL. The researcher
takes this opportunity to delve into the lives of parents who are
carrying out the ADLs on a daily basis and give voice to the
experiences through interviews and one-week of journal writing by
putting pen to paper of the minute details of the experiences with
their child.

2. Literature Review

Concept of Activities of Daily Living (ADL)

King, Okodogbe, Burke, McCarron, McCallion, and O’Donovan,
(2016) looked into the areas of Activities of Daily Living (ADL)
and Instrumental Activities of Daily Living (IADL) performance
which includes “dressing, walking, moving around the home,
bathing and showering, oral hygiene, eating, drinking, bed mobility,
toileting, medication management, meal preparation, grocery
shopping, telephone use, money management and domestic tasks
such as laundry and cleaning.” However, the age group chosen for
this research was adults with Down syndrome who were 40 years
and above. In another study conducted by Green and Carter, (2011),
they defined Daily Living Skills (DLS) as an ‘“age-appropriate,
self-care activities needed to function at home and in the community,

and which includes behaviors such as washing, dressing, following

34



safety rules and completing household chores.” This study carried
out by Green and Carter looked specifically on toddlers with Autism
Spectrum Disorder (ASD).

A recent quantitative study conducted in 2018 by Matthews, Allain,
Matthews, Mitchell, Santoro, and Cohen (2018) examined the
health, social, communication and daily living skills. Matthews et al.
looked into everyday tasks such as drinking, moving about in and
out of the house, eating, dressing, toileting, grooming, bathing,
carrying out domestic activities, managing finances and using
technology. The surveys were given out only to parents or legal
guardians, grandparents, adult siblings, other family members or
caregivers of an adult with Down syndrome who was at least 20
years of age (Bal, Kim, Cheong and Lord, 2015).

Methods parent use to teach ADL

A considerable amount of literature has been published on methods
of teaching ADL. Surveys such as that conducted by Shepley,
Spriggs, Samudre and Elliot have shown that middle school
students with intellectual disability were able to independently
initiate and navigate the mobile device during technology training
using video activity schedules. Three of the students were able to

self-instruct in order to independently prepare a snack (2017).

A study by Hayton, Wall and Dimitriou (2018) examined the
development of independent living skills of dressing (ILSD) in two
clinical groups. Young children with Visual Impairment (VI) and
Down syndrome (DS) were compared to Typically Developing (TD)
children. It appeared that comprehensible and structured verbal
instructions paired with motor activities were useful in giving

support for ILSD.

Previous research findings suggested that instructional video

modeling was effective in promoting daily living skills across three
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children with autism of the ages 5 years (Shipley-Benamou, Lutzker,
and Taubman, 2002). In another study conducted by
Cannella-Malone et al. (2011), the researchers compared the effects
of video prompting to video modeling to teach seven students with
severe intellectual disabilities to do laundry and wash dishes. It was
discovered that video prompting appeared to be more effective than
video modeling in teaching the two daily living skills
(Cannella-Malone et al., 2011).

Findings from a study by Biederman, Fairhall, Raven and Davey
(1998) believed that teaching children through passive modeling
was more significantly effective than hand-over-hand modeling and
with passive response-contingent verbal prompting. According to
Will, Caravella, Hahn, Fidler, and Roberts (2018), there was only
one study conducted on adaptive behavior in Down syndrome that
examined the adaptive skills, which includes daily living skills, of

toddlers with Down syndrome.

Perception of parents on ADL

A study conducted by Docherty and Reid (2009) identified that
parents often provide assistance in the activities for their children
and view themselves as “gatekeepers” during their transition as well
as activities. Independence is often the ultimate goal for their
children and that in future they would be able to take care of

themselves.

A study on exploring parental perspectives of participation in
children with Down syndrome carried out by Lyons, Brennan and
Carroll (2015) resulted in two main themes and seven sub-themes.
The first theme that was identified was the value of participation
which promoted their sense belonging and well-being, meanwhile,
the second theme, ‘barriers and facilitators of participation’, had
more sub-themes such as the child factors, attitudes and perceptions

of others, adaptation to the environment and logistics issues.
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In the Malaysian context, Chan, Lim, and Ling (2014) examined the
experiences of mothers caring for a child with Down syndrome in
Sarawak. The major themes that were highlighted in this study were
children’s health, developmental delays, daily needs and behavioral
issues. The age group for this particular study looked at children

with Down syndrome aged 18 years and below.

While the Malaysian syllabus for Special Needs Education only
contains one chapter one self-management (pengurusan diri)
(Bahagian Pembanguanan Kurikulum, 2011; Bahagian Pendidikan
Khas, 2011) it does not contain parents’ involvement to work
closely with the teachers to teach their child in the best possible way.
Working hand-in-hand with the teachers, parents are able to play an

active role for further development of ADL.

Challenges faced by parents in teaching their child

A study conducted by Spiker (1982) almost four decades ago on 25
mothers’ experiences in early intervention activities with their
children with Down syndrome displayed challenges due to the lack
of time. Parents appeared to play an active role during their child’s
infancy which slowed down during their child’s preschool years due

to time constraints.

In another study by Smith, Maenner, and Seltzer (2012) to examine
the changes in the individual’s with Autism Spectrum Disorder
(ASD) and Down syndrome, it appeared that individuals with Down
syndrome were associated with lower initial levels of daily living
skills and had a deliberate change gradually. No significant
curvature appeared for these individuals although they achieved
daily living skills in due course (Smith, Maenner, and Seltzer,
2012).

A recent study on adaptive behavior in infants and toddlers with
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Down syndrome and fragile X syndrome revealed the importance of
incorporating adaptive behavior which includes daily living skills in
children’s early years as they have poor motor functioning (Will,
Caravella, Hahn, Fidler, and Roberts, 2018). Children with Down
syndrome showed more evident impairment in motor functioning

from 12 months up to 3 years of age (Will et al., 2018).

While there are other studies on how the areas of development of a
child with Down syndrome can be a challenge to the family, not
many studies are conducted to specifically determine the challenges
parents face when teaching their child ADL. Generally, however,
parents of children with Down syndrome appeared to have more
stress as compared to parents with children who are typically
developing (Sanders and Morgan, 1997). This is due to the greater
health care needs that most children with Down syndrome have

(Schieve, Boulet, Kogan, Van Naarden-Braun, and Boyle, 2011).

On the other hand, past studies that have been carried out by
Chi-Wen, Sylvia, Jodie, Grace and Saitlin (2016) has shown that
children who have Sensory Processing Disorder (SPD) have
challenges in carrying our daily living skills as children with SPD
are unable to process information received in their daily life causing
them to be ‘extra sensitive’ to the processed information. Children
with Down syndrome that have SPD are unable to carry out daily
living skills as other children with Down syndrome due to the
inability of the brain to process the information received from their
parents. When this situation arises, children with Down syndrome
that has SPD would throw tantrums or would not respond in an
appropriate manner when they are being taught ADL (Bar-Shalita,
Vatine, Parush, 2008; Engel-Yeger, 2008).

Van Dijk and Lipke-Steenbeek (2018), reported that 80 percent of

children with Down syndrome below the age of 7 years have

problems with eating. This is due to their physiological and
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anatomical irregularity such as small upper jaw, lip tension, and
stronger tension of their tongue. Due to this, children with Down
syndrome would not be able to chew effectively causing the food to

be expelled because of their protrusion of tongue.

Similar study conducted by Spender, et al. (2008) explored the
feeding difficulties of oral-motor function and discovered that
children with Down syndrome specifically had challenges
particularly on the areas of their jaw and tongue resulting in a poor
feeding task. Parents appeared to be more controlling and would not
immediately disclose about their child’s feeding issues unless

observed during feeding session.

Theoretical Framework

ZPD and scaffolding

Knowledgeable others | Signs and tools

What can children
with Down
syndrome learn
on their own

@ Steve Wheeler, University of Plymouth, 2013

What they can learn with help
(zPD)

Figure 2.1 Theoretical Framework of Vygotsky’s
Sociocultural Theory adapted from McLeod, S. A.
(2018, Aug 05).

This study will be described within the theoretical context of
Vygotsky’s Sociocultural Theory of Cognitive Development. The
child’s cognitive development takes place through social interaction

based on two levels; first, through interaction with other individuals
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and second, a child’s cognitive development is based on the Zone of
Proximal Development (ZPD) the child is currently in. The cultural
context of this theory is transmitted by parents and other members
of society in the child’s life. Vygotsky (1978) proposed that a child’s
cognitive development is shaped by the culture in which the child is
brought up (Lalvani, 2008). The environment which the child is
brought up is often influenced by cultural beliefs of the child’s
parents or the individuals that play a role in the child’s life and that
have a major impact on the child’s cognitive development
(Vygotsky, 1978). Sociocultural Theory addresses how children are
able to develop cognitively from the interactions of the adults
around them and together with the cultural aspect determining when,
where and how these interactions will take place. In teaching ADL
to their children, parents play a role in providing an environment
that best suit the child’s learning of ADL to take place. The
interaction of parents on how ADL is taught to the child is based on

the cultural upbringing of the child (Vygotsky, 1978).

ADL is viewed to be most productive within the ZPD. ZPD is
understood as the ‘distance between the learner’s actual
development and the learner’s potential development’ (Wertsch,
1984). 1t is the zone in which the child is fully prepared cognitively
but requires assistance and interactions in order to fully manifest the
ability to perform a task (Vygotsky, 1978). In ADL, this zone can be
interpreted as the distance between the child’s basic knowledge in
ADL and the extent to which the learner can advance or reach a
higher skill of ADL. It is believed that within this ZPD that
effective learning takes place with the assistance of others who acts
as mediators, also known as the More Knowledgeable Other (MKO),

that are the parents of children with Down syndrome.

The parents of children with Down syndrome who are the MKO
will play a huge role in guiding their child in the ZPD to a higher
level of ADL. The knowledge imparted to their children through
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modeling or scaffolding are some of the examples in which it
facilitates the learning of the child (Vygotsky, 1978; Papalia et al.,
1998). There are many tools used on imparting knowledge to
children in the ZPD, however, the vital role of the MKO is to
facilitate the child’s learning towards independence in ADL
(Bodrova, 1997).

Parents provide children with various methods as well as assistance
of teaching their child during parent-child interaction in order to
facilitate their child’s learning in ADL. This is known as scaffolding
which is defined as the ability of an adult to structure the
environment and teach them through assistance in order for children
to solve skills which are deemed suitable for their level (Robinson,
Burns, and Davis, 2009; Vygotsky 1978), in this context, Activities
of Daily Living. The process of scaffolding is known to increase the
developmental area of a child’s cognition (Wood, Bruner & Ross,
1976). When parents scaffold ADL such as toileting, eating,
grooming or dressing, children are able to understand the concept of
ADL and gradually as they develop and are able solve the activities
independently, parents can decrease the scaffolding. The role of
the parents then changes from someone who helped them carry out
the activities to one who provides encouragement, help and
criticism (Wood, Bruner, and Ross, 1976).

Parents may be faced with challenges teaching their child on ADL
when they are not able to provide a supportive learning environment
for their child or if parents instruct their child to carry out a task
beyond their reach. If the environment is not conducive for the
child’s learning to take place, parents would be faced with

challenges on teaching them the daily living skills.
3. Methodology

The data collected through semi-structured interviews and journals

were qualitatively analyzed. The data analysis was carried out
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through coding for both the pre-interview and post-interview as
well as for the journals. That is, the researcher began by establishing
a set of categories for the data collected, then refined the categories
and organized them in different ways in order to account for the
data (Flowerdew, 2002). This was carried out in order to triangulate

and validate the results.

The research aimed to answer the following research questions:
L How do parents teach Activities of Daily Living
to their children with Down syndrome?
II. How do parents perceive the importance of
Activities of Daily Living for their children?
1. What are the challenges parents faced in teaching
their children with Down syndrome on Activities

of Daily Living?

Central to this study is the need to select a feasible research
paradigm to explore, deconstruct, and understand the multiple
realities and lived experiences of the three parents. Husen (1999)
offers the view that a “paradigm determines the criteria according to
which one selects and defines problems for inquiry and how one
approaches them theoretically and methodologically” (p.31). A
paradigm theoretically anchors the research by illuminating
fundamental assumptions about the nature of reality (Patton, 2002,
p-39) based on the researcher’s worldview in terms of ontological
and epistemological positions. In this study, an interpretive lens was
employed to underpin the methods used and the subsequent analysis
of the data. An interpretive paradigm proposes the existence of
multiple realities within the social world of the parents. These
realities are thus value-laden, multifaceted, subjective, abstract, and
contextually-bound (Guba and Lincoln, 1994). Importantly, reality
is fluid, “multi-dimensional and ever changing” (Merriam, 1998,
p-202) which shapes its interpretation. Therefore, this research is

not concerned with the search of a single ‘truth’ that often
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characterizes positivist research; rather, it is a quest to understand
the lived experiences of parents from the different ethnic, age, and

socio-economic groups and how they view ADL.

This concern for an emic point of view, or in other words, for the
parents’ points of view hinges on the belief that the world of lived
and multiple realities is socially and constructed by the individual
(Guba and Lincoln, 1994). The approach taken in this study was
also grounded on hermeneutical and dialectical principles, in that,
conventional hermeneutical techniques were used to elicit and
gather data. The interpretations that manifested in the interactions
between the researcher and the parents were compared and
contrasted through a dialectical interplay while the journal entries
permitted a more nuanced and reflective interpretation that were
based on the social realities of the parents (Guba and Lincoln,
1994).

4. Data Analysis

RQ 1: The Ways in Which Parents Teach Their Child about
ADL Modeling

The first objective of this research was to explore how parents teach
ADL to their children with Down syndrome. One of the common
themes that were identified from the interviews and journals is
modeling. All three parents agreed that modeling was indeed a key
method of teaching their children. Parent A, for instance,

mentioned;

It is more of self-help like I am getting him to
vacuum, hang clothes and all these additional things
because for feeding he has already mastered; he can
already be able to feed himself. Dressing is slowly
also, you know like we are doing it but not much
change as I see, the basic things that are carried out

on a day-to-day basis, I will do then try to get him to
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see what I am doing. Sometimes it can be slightly
frustrating but I try my best.” (Parent A,

post-interview, November 19%, 2018)

She mentioned how her son, Arthur, was able to carry out other
tasks of ADL such as eating and toileting with less to no assistance.
However, when it came to ‘dressing’, there was only a little change
and concluded by saying that she will continue using modeling as a
method to teach him so that he will be able to reproduce the desired
behavior in the future. Another parent mentioned in the journal that
modeling was done through Brenda’s sister with one of the journal

entries stating,

“we will give her breakfast (will follow her sister to
eat on her own)” (Parent B, journal entry, November
15t 2018)

This way, modeling was done without Brenda’s sister being aware
on how her actions has contributed to Brenda’s learning. In this
sense, Brenda’s sister unwittingly became the More Knowledgeable
Other (MKO) to Brenda resulting in learning.

Additionally, Parent C, in her interview added that she would
usually model to her child on how to pass motion by doing it in
front of her. According to Parent C, her daughter has been said to
have a ‘defensive behavior’ and ‘sensory processing disorder of

being hypersensitive’. During our first interview, she said,

“so when theres toilet training, it’s a problem for her
because she feels disgusted at things that are sticky,
things that shes not used to or is new to her...shes
scared and disgusted. So for instance when she went
to the toilet when she was younger, when we taught
her toilet training and when the urine accidentally

splashed on her feet, she would become disgusted and
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scared and so she would squirm and climb on my
body” (Parent C, pre-interview, November 14", 2018)

Her ‘hypersensitivity’ was resolved to a certain extent after
continuous modeling paired with immediate hands-on practice.
When Parent C sensed that her daughter was about to pass motion,
she would immediately bring her to the toilet and make her squat.
The toilet at Parent C’s home is a squat toilet which generates fear
in her daughter. Parent C would constantly instill positivity in her
daughter by modeling and showing her that there are no negative
consequences in using the squat toilet to pass motion and would
then show her how it is used. After constantly modeling the toileting
etiquette, from letting her pass motion in her diapers near the door,
to bringing her closer to the toilet each time, her daughter’s fear

subsided gradually for both, the squat toilet and to pass motion;

“Previously, she used to run away...I'll close the door
and she’ll run away. When I'm defecating too she’ll
be afraid and will start squirming. I'll have to
reassure her and say ‘its okay, its urine and
stool...it’s okay’ and I had to do it many times...like 5
to 10 times...like many times, 5-10 times and now
she’s used to it. When she sees me going to urine and
defecating and theres nothing wrong with it, she will
be okay.” (Parent C, pre-interview, November 14",
2018)

According to Vygotsky’s Sociocultural Theory, children who are in
the ZPD, require scaffolding from a MKO. Contextualized in this
study, it was evident that parents played the role of a MKO
(Vygotsky, 1978) in helping their children achieve the desired
behaviour. All three parents concurred that they taught ADL through
modeling as it was the easier to demonstrate the desired behavior

than to verbally explain it to them. Through constant repetition and
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hands-on practice, parents were able to notice changes in how the
children accepted the new behavior. Parents play the role in
bridging the gap between what the children do not know to what the
child knows and supposed to know. When children are in the ZPD,
they would require scaffolding from a MKO and after the children
have begun to understand the concept of ADL for specific tasks,
scaffolding can be reduced accordingly (Pratt, Kerig, Cowan, and
Cowan, 1988; Sun, and Rao, 2012; Vygotsky, 1978).

Encouragement

Another common theme that emerged from the coding was the use
of encouragement in teaching their child ADL. Encouragement took
the form of verbal compliments, and rewards for instance, being
allowed to watch cartoons or nursery rhymes, dancing. Parent A

revealed in the interview,

“I would tell him after you finish eating, I would let
you watch TV. They would have some motivation and
along the way we would encourage them by praising
them.” (Parent A, pre-interview, November 13%,
2018)

When prompted with a question on the types of reward she would
give him, parent A believed that encouraging her son through verbal
praises would suffice because at this age, they do not require as
much material rewards. Encouragement in the form of praises,
dancing and singing are viewed as more significant than tangible

rewards;

“Yeah basically it would be praises or I would dance
for him or get him to sing some song. I think need a
little bit more encouragement and it would help a lot
for them. Because at this age they don't really need a

lot of rewards, just praises would be enough like
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‘Good Job!’” (Parent A, pre-interview, November
19 2018).

Parent C, on the other hand, faces challenges when getting her child
to pass motion as her daughter gets disgusted with her own stool
and is afraid to go to the toilet. However, parent C uses

encouragement to shift her fear into something positive,

When it’s time to wash, I'll remove her diapers and
wash her while saying, ‘Good Job, Cynthia, you
managed to pass motion! See, look, this is your stool.
Good job, Cynthia! Next time you pass motion, you
won't have to use diapers.’ (Parent C, pre-interview,
November 14% 2018)

Parent B, shared similar views on encouraging his child when

carrying out ADL,

“as I mentioned is going to be like reinforcing on
what she needs to do and telling what to do and all
that. So that is the only way I see that we normally
would approach her with. [ think positive
reinforcement will be the first point of our approach
rather than wait and seeing or hoping that she will do
as she is still young.” (Parent B, post-interview,

November 18" 2018)

Past studies have reported that due to the developmental delay in
children with down syndrome (Malak, Kostiukow,
Krawczyk-Wasielewska, Mojs, and Samborski, 2015), parents opt

to other methods such as encouragement in order to promote ADL.

Using Tools or Signs
One of the concepts under Vygotsky’s Theory (Vygotsky, 1978,
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1997; Luria, 1976) entails using symbolic tools or signs for the
development of the child. This was conceptualized from the
interview with the parents. Two parents shared similar opinions on
using tools, objects or signs in order to provide meaning to the

tasks.

Parent A, for instance, is making an effort to teach her son the
concept of toileting outside of her home environment by using sign
language. By creating the ‘opportunity’, she is providing the
platform for her child to internalize and form the ‘familiarity’ of

toilets, not specific to her home through sign language.

“Even here, before going for swimming I will sign and
tell him to go to toilet, then he will go. But sometimes
it is difficult maybe they dont want to do it. He needs
familiarity  and  encouragement;  give  them
opportunity so that they will do it.” (Parent A,

pre-interview, November 13", 2018)
On the second day of the journal entry by parent A, she stated that,

“Today I've also borrowed a tool set from the library
which includes hammer, spanna, screwdriver, pliers, a
pipe wrench, wire cutters and assortment of
fasterners. Tonite we are going to fix things up in the
house... Arthur will also learn to master the skills of
each tool. This will be important for him to be
independently fix things up when he grows.” (Parent
A, journal entry, November 14, 2018)

This extract from the journal entry shows how parent A perceives
ADL to be. Her concept of ADL involves carrying out activities that
would be useful in future when it involves ‘fixing something up’.
Her understanding of ADL when teaching him about the different

tools is for him to be a ‘reliable mechanic and contractor’. By
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providing him with different avenues to carry out tasks, she is also

providing him with choices that he can make in future.

In the post-interview session that was carried out with parent A, she
highlighted how she is establishing a connection between what the
child has learnt and bringing him to the outside world to teach him
the meaning of what he has learnt. In her case, tools that were used
to teach him was books and when she brought him to the

supermarket,

“The thing I have added in was to reinforce
everything we have done. For example, I have shared
with you how we have done shopping in the school
and when I went back, I reinforced it by reading
books to him about supermarket and also bring him
out to the real world to start buying and paying stuff.”
(Parent A, post-interview, November 19, 2018)

Another parent associates signs to carry out a specific task such as
going to toilet or to practice combing her hair she would use the
mirror and a doll as tools to establish the connection between the
doll’s hair and her child’s hair in order to relate it to the task of

combing hair.

“I associate defecating by holding my nose to imply
smelly and squat to show her the method of
defecating, I'll hold her hand and push together with

her.” (Parent C, pre-interview, November 14, 2018)

“We have a mirror near the stove in the kitchen and I
have allocated that space for combing hair, theres
also a doll there for her to comb her hair, she can go
there which is at her level.” (Parent C, pre-interview,
November 14 2018)
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Due to developmental delay in children’s language, parents use
other means to communicate with their children. For instance, they
use sign language or external tools such as books when
communicating with their children. Some children with Down
syndrome acquire speech at a delayed period and in order to bridge
that communication gap, parents use tools and signs in order to
facilitate the understanding of ADL for their child (Caselli, et al.
1998; Chapman, Seung, Schwartz, and Kay-Raining, 1998; Gindis,
2003; Miller, 1999; Sigman, 1999).

RQ 2: Parents’ Perception on the Importance of ADL

All the parents expressed their perception towards ADL and they
equally felt that ADL is an important aspect in their child’s life.
They believed that ADL would play a vital role in promoting
independence and one of the ways it can be achieved is through a

fixed schedule, which two parents concurred on.

Important in Promoting Independence

Three of the parents equally felt that ADL plays an important role in
their child’s life. This was mainly due to the fact that ADL acts as a
means to promote independence to their child. Below are the
excerpts from the interview with parent A, B and C when asked

their perception on ADL.

“Of course it is very very important, he is doing quite
well and is important for them to be independent and
to take care of themselves.” (Parent A, pre-interview,
November 13 2018)

“Of course it is important because this will teach her
to be independent not to be dependent on us at all. We
are growing older and she will need to become more
and more independent on her own.” (Parent B,

pre-interview, November 12%, 2018)
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“Yes, it is most definitely important so that they will
be independent and able to practice living on their
own as well as help others.” (Parent C, pre-interview,
November 14% 2018)

Past studies have shown that parents are intent on teaching their
children ADL in order to promote independence to their children
from early stages (Resch et al., 2010; Shepley, Spriggs, Samudre,
and Elliot, 2017; Van Riper, 1999; Docherty and Reid, 2009).

Schedule

All the parents did express the importance of ADL for their child,
however, when it came to having a specific schedule on ADL for
their child, two of the parents felt having a fixed schedule would
strengthen their daily living skills while another parent who wanted
to put ADL as the ‘top priority’ was more lenient on his child’s
schedule for ADL as he felt that ‘she is still anyway 3 years old and
it was the ‘school holidays’ Parent A and C both felt that having a
fixed schedule for their children would further improve their daily
living skills.

“Consistency and repetition is the key for ADL...
encouraging them a lot and of course a fixed schedule
from the very beginning.” (Parent A, pre-interview,
November 13 2018)

“She knows that when we give instructions, we will be
firm with her that no matter what she will still have to
complete the task given... she understands
instructions and knows her daily schedule.” (Parent C,

post-interview, November 20%, 2018)

Parent B mentioned that there was no specific schedule when it

came to ADL as she is still young and it is the school holidays and
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so his other children would also be around and that they would be

occupied playing.

“I would like to prioritize that, I will give it a top
priority for it but she is still anyway 3 years old... She
tends to go to bed later than usual because the other
kids are around playing... routine is a bit here and
there for food time and all that because it5s the

holiday ...” (Parent B, post-interview, November 18%",
2018)

RQ 3: Challenges Faced by Parents when Teaching ADL

Degree of Child’s Capacity of Learning

Many challenges arise when involving degree of child’s learning,
namely; lack of concentration, impatient, carrying out many tasks
all at once or having one’s own way of doing it and finally, the
variety of emotions of the child that accompanies when teaching

them.

Parent A felt that one of her challenges in teaching her son ADL was
how her son would carry out many tasks all at once, being impatient

and stubborn.

“He needs constant reminder and sometimes he is not
patient, even any other kids would be in the same
situation. They would want to find the easy way, we
feed them and they eat.... and at times he will be
stubborn and even during feeding, sometimes he
would not want to eat himself, sometimes he has no
problem and can finish on his own.... Sometimes it is
not that they cannot do it, they just tend to not do it by
throwing tantrum or being ‘manja’” (Parent A,

post-interview, November 19%, 2018)
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“She gets distracted with other things at times and we
would have to remind her. She would tend to want to
do it her own way at times...It is either distracted or
she would want to do it her own way or if you woke
up from the wrong side of the bed, then your mood
will be out, same goes for her.” (Parent B,

post-interview, November 18%, 2018)

“So I think patience is the key for me, even for anyone
if their patience is being tested they would be arghh,
you know very angry. But I try to just walk out and do
something and then come back to him.” (Parent A,

pre-interview, November 13", 2018)

“Sometimes it can be slightly frustrating but I try my
best.” (Parent A, post-interview, November 19,
2018)

In the pre-interview session with parent A, she describes how she
feels when her child ‘tests her patience’ when teaching him ADL.
As a result, she leaves momentarily to cool off and then come back
to continue where she left off. In the literature on families with
children with disabilities, parents resort to making positive
meanings to the situation they are in and try to ‘regain a sense of
control’ by making the situation seem manageable (King et al. 2006;
Summers, Behr, and Turnbull, 1989; Patterson 1991; Barnett, and
Boyce, 1995; Resch et al., 2010). During the post-interview session,
as shown in the last excerpt, parent A shared her frustration
regarding dressing. She revealed how her son is able to accomplish
other task at ease, however, when it came to dressing, there seems

to be no changes in his progress.

Sensory Processing Disorder
Parent C felt that the main challenge she faced when teaching ADL
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was the Sensory Processing Disorder (SPD). According to this
parent, she described her daughter as being ‘hypersensitive’ and due
to this, she finds it challenging to teach her child feeding, toileting

or grooming. For feeding, she mentioned,

“she’s hypersensitive and picky eater, just like sensory
so she's afraid of squishy, hard food, even when she
was a baby, she would be afraid to have a taste of
anything ... She's still not good in opening and closing
her mouth muscles. Also, Cynthia has ‘lip tie’ inside
her mouth, so when she wants to close her mouth, it's
difficult for her because its painful right?... from
small we taught her to use cup, just holding the cup
handle can be a huge challenge to her. Because she's
afraid of things that she holds, sensory right, so when
we ask her to hold the cup, she would throw it away.
New things that she holds would be a challenge.”
(Parent C, pre-interview, November 14%, 2018).

Many challenges arise for this particular parent due to her
daughter’s oversensitivity in SPD. Past literatures (Chi-Wen et al.,
2016; Koenig and Rudney, 2010; Ahn, Miller, Milberger, and
Mclntosh, 2004) believe that having Sensory Processing Disorder
can affect an individual from carrying out ADL as it involves both
fine and gross motor skills for completing a task (Bruni, Cameron,
Dua, and Noy, 2010).

Parents’ Feelings
When prompted parent A about her feelings when she is teaching

her son dressing, she mentioned,

“Sometimes it can be slightly frustrating but I try my
best.” (Parent A, post-interview, November 19,
2018)
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Without elaborating, she moved on to mention on how she would

reinforce when teaching her son ADL.

Parent C was prompted on how she feels when teaching her

daughter due to the challenges she face. In the interview she said,

“Yes, it can be tiring at times, sometimes I just want
to lie down on the bed and take a break but I know
she is capable of many things, so if I don't try to even
provide it for her, how will she reach those goals. 1
want to provide the best...she has to be independent
without me when that time comes.” (Parent C,

post-interview, November 20%, 2018)

This can be said that due to the many challenges this parent faces
due to her daughter’s ‘hypersensitivity’, she remains high-spirited
to provide the best for her daughter. In the future, she views her
daughter as an independent individual who would not have to rely

on anyone and able to carry out tasks on her own.

Overall, for the first research question, the data from the interviews
and journals revealed that there were three ways in which parents
use to teach their children ADL, namely; through modeling,

encouragement and by using real objects and signs.

Whereas for the second research question of how parents perceive
the importance of ADL for their children, all the parents felt that
ADL played an important role in promoting independence and
autonomy for their children. Two parents expressed that they have a
fixed schedule for their child to follow while another parent was
lenient in the child’s schedule. Despite these marked differences in
their scheduling, all three parents concurred with the significance of
ADL in their children’s lives as it allowed some form of structure

and regime that was essential in reproducing the desired behavior.
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Lastly, in relation to the final research question, parents believed
that the varying degree of their child’s learning and the combination
of Sensory Processing Disorder resulted in delayed learning or
hindered any real progress, and this was seen as a primary challenge
for the parents. Further, all three parents agreed that the children’s
erratic and often, fluctuating behavior disrupted the teaching of
ADL.  The frustration from watching their children progress
slowly and their unpredictable emotions were also some of the

reported challenges that they felt.

5. Conclusions and Recommendations

This study explored the lived experiences of parents of children
with Down on ADL and was theoretically analyzed through
Vygotsky’s Sociocultural Theory. All in all, the findings of this
study can be summarized as follow; for the first research question
on how parents teach their children ADL, two themes emerged from
the findings; one, modeling via the More Knowledgeable Other
(MKO), two, encouragement using tools or signs. For the second
research question on how parents perceive the importance of ADL,
one key theme was evident: important in promoting independence.
Finally, for the third research question on the challenges parents
face in teaching their children ADL, two major themes were
identified; one, behavioral challenges of children and two, parent’s

emotions.

The findings from this research will be able to benefit other parents
of children with Down syndrome, teachers and researchers. Based
on the findings, teachers can use the information that have been
manifested in many ways. One of it is through Parent-Teacher
meetings in the centers. At the end of the year during
Parent-Teacher meeting in this particular center, parents will have to
attend their child’s Progress Report Day. Since this center follows
closely with the Robert Deller Curriculum and the Hawaiian Early
Learning Profile (HELP), six areas of the child’s development will
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be discussed on that day. One of the areas of development being
self-help skills which covers the child’s ADL can be discussed
further in a more in-depth manner. Parents and teachers can work
closely to provide the best teaching and learning experience for both
the parent and the child.

Secondly, the Ministry of Education (MOE) of the Special
Education Division can further develop their curriculum to provide
a more active parental involvement with the teachers on their child’s
ADL. Seeing how ADL is a daily task which involves the motor and
coordination skills that is required to be carried out by every
individual on a daily basis, the Special Education Division of the
MOE can further develop their curriculum to involve parents and
teachers on their child’s development. The government schools can
inculcate ADL from beginning years of the child’s development
which is in the child’s National Special Education Pre-school years
(Pra-Sekolah Pendidikan Khas Kebangsaan).

Future researchers may conduct a study by looking at both parents’
perspectives to obtain a more rich and in-depth study on their
child’s ADL. Researchers can explore perspectives of both parents
of the child to get a more unyielding data. Looking at both points of
views of the parents can provide information which the other
parents may not be able to provide due to many factors such as time
spent with the child, various environmental factors, different events
in the child’s life. By looking at both perspectives of the parents,
data obtained from two points of view can provide rich information
about the child’s everyday routine which will not be the same from
both parents. More questions can be prompted from the interviews

for the parent who spends more time with the child.
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