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Abstract

This is a conceptual paper that investigates how the health related quality of life (HRQOL) of children
with autism can be improved. The paper involves a literature review of background information
regarding autism, studies documenting the HRQOL of children with autism and factors affecting the
HRQOL of children with autism. The aim of this study is to propose an intervention procedure that will
help to improve the HRQOL of children with autism. The intervention was developed based on autism
clinical practice guidelines and best practice recommendations. Literature shows that HRQOL among
children with autism is lower than the general population. Based on the impairment among children
with autism, the factors that affect the HRQOL and best practice guidelines for autism intervention,
this paper concludes that an ideal intervention program to improve the HRQOL of children with autism
would be a parent training program or parent mediated intervention (PMI) that includes strategies to
manage challenging behavior, adaptive skills, and social communication skills.
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Introduction

Autism is a pervasive developmental disorder (Volkmar, Rogers, Paul, and Pelphrey, 2014). It affects
many areas of a child’s life, from the fundamentals of childhood such as play and learning, to the core
of life, such as socializing, and understanding others and being understood. In some cases, it affects
behavior, attention, and results in a multitude of socially unacceptable characteristics. (Lai, Lombardo,
& Baron-Cohen, 2014)

Due to poor language and social skills, (Lombardo, Pierce, Eyler, Barnes, Ahrens-Barbeau, Solso,
Campbell, and Courchesne, 2015; Magiati, Tay, and Howlin, 2014) individuals with autism have very
few meaningful relationships, and often lack any form of social interaction beyond their immediate
family (Calder, L., Hill, V. and Pellicano, E., 2013; Laugeson, Gantman, Kapp, Orenski, and
Ellingsen, 2015). As social and community involvement and interaction forms a part of HRQoL, this
contributes to low QoL among this population (Olsson, Tammimies, and Boélte, 2015).

Every aspect of life involves communication and socially acceptable behaviour, including sports and
physical activity. Although not directly related, studies have shown that even the physical domain of
HRQoL is lower among children with autism compared to the general population (Tung, L.C., Huang,
C.Y., Tseng, M.H., Yen, H.C., Tsai, Y.P., Lin, Y.C. and Chen, K.L., 2014).
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In addition to the impact on the child with autism, evidence suggest an equally negative impact and
burden on parents, caregivers and families caring for a child with autism. Parents, especially mothers,
have reported increased stress levels and increased depression compared to parents of typically
developing children. (Montes, G., & Halterman, J. S., 2007)

There are numerous intervention programs currently available for children with autism, however, none
of it explicitly targets an improvement in HRQOL as an outcome measure. Due to the severity of
autism and the far reaching impact it has on children and families; a suitable intervention program
needs to be developed in order to improve the HRQOL of children with autism.

Purpose of Inquiry & Inquiry Questions

The HRQOL among children with autism is documented to be lower than children in the general
population. This finding prompted the need to work on improving the HRQOL of children with autism.
The main aim of this conceptual paper is to propose an intervention that will be able to improve the
HRQOL of children with autism. In order to develop an appropriate intervention program, a few
questions needed to be explored. The questions were:

1) What are the factors influencing the HRQOL among children with autism? This is important as the
proposed intervention needs to target the areas that are influencing the HRQOL in order to improve
it.

2) What are best practice recommendations for autism intervention? While the proposed intervention
will focus on improving HRQOL, it will need to be designed in line with best practice guidelines
for autism intervention.

The above questions will be investigated through a review of literature in the fields of autism and
HRQOL as well as Clinical Practice Guidelines and other documents that guide and recommend
intervention in the field of autism.

The inquiry questions are relevant as this paper intends to propose an intervention that will be able
to provide a feasible solution to the problem of low HRQOL among children with autism. This
paper is significant as it aims to propose an intervention with a clear outcome measure, which is
improved HRQOL. This conceptual paper is timely and important as the prevalence of autism is on
the rise and there is an urgency for an intervention program that is effective and accessible to
families.

Autism

Autism is a neurodevelopmental disorder, characterized by difficulty in social communication,
restricted and repetitive behavior and narrow interests (APA, DSM 5, 2013). Individuals with autism
also demonstrate atypical language development, inconsistent or atypical language abilities, motor
abnormalities and often excessive attention to detail (Lai, Lombardo, & Baron-Cohen, 2014).

The prevalence of ASD in Malaysia is approximately 1.6 in 1,000. (Family Health Division. Ministry
of Health Malaysia, 2006). In the USA, the overall prevalence of ASD is 14.7 per 1,000 (one in 68)
children aged 8 years old. (Developmental Disabilities Monitoring Network Surveillance Year 2010
Principal Investigators; Centers for Disease Control and Prevention, CDC 2014). The prevalence of
ASD has increased markedly over the past two decades, rising from 2 per 10,000 in 1990 to between 1
in 50 and 1 in 88 children (Blumberg, et al., 2013; Centers for Disease Control and Prevention, 2012)

The actual number of children with autism may vary, due to the different diagnostic criteria and
referral policies at various healthcare centres.
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The impact of autism on the affected child is poor relationships and school performance, often leading
to other behavior issues. There is also a substantial impact on families, with increased stress and
financial and parenting burdens (Karst & Van Hecke, 2012; Kogan, Strickland, Blumberg, Singh,
Perrin, & van Dyck, 2008)

Autism has serious and far reaching effects on the affected child, his family and the community at
large. An intervention that will be able to help improve the HRQOL of children with autism has the
potential to also improve the family quality of life and the healthcare system.

HRQOL among Children with Autism

Quality of Life is how happy or satisfied a person is with the various aspects of their life which is
important to them (Oleson, 1990) This can include various domains or areas that affect an individual,
such as their physical & material well-being, relationship with others, social & community activities,
personal development and recreation (Flanagan, 1978). Quality of life is an important concept, and a
good quality of life is a desired state for a healthy population, and an expected outcome for medical
intervention.

To specifically gauge the quality of life in the area of health and the outcome of treatment, a new
concept called the Health Related Quality of Life was coined. Health-related quality of life (HRQOL)
is the perception of the impact an illness/injury, medical treatment and/or health care policy has on
one’s life (Spieth LE, Harris CV, 1996). HRQOL, although specifically measuring health issues, is still
multidimensional and includes physical, emotional, and social functioning. (Varni, Burwinkle, Seid,
Skarr 2003). Where Quality of Life is broad and general in nature, covering a wide range of a person’s
life, HRQOL is more focused, and deals mainly with factors that are related to their health,
interventions, health care providers & the health care system they are in (Wilson & Cleary, 1995)

The HRQOL in healthy populations is generally reported to be high, (Carter, Shaw, Collings, Blakely,
Richardson, 2011, Norman, Church, van den Berg, Goodall, 2013). However, individuals with health
issues, illnesses and disabilities have reported lower HRQOL compared to the general population
(Simon, Kevin, Espiea, 2010; Petersson, Huus, Samuelsson, Hanberger, Akesson, 2015)

Lower HRQOL was not only reported among adults but also by children and adolescents with chronic
medical and psychiatric conditions (Varni, Limbers, Burwinkle, Tasha, 2007) and various disabilities
such as cerebral palsy (Rosenbaum, Livingston, Palisano, Galuppi, Russell, 2007; Dobhal, Juneja, Jain,
Sairam, Thiagarajan, 2007), specific language impairment (Arkkila, Rasénen, Roine, Sintonen, Saar,
Vilkman, 2011, Nicola, & Watter, 2015), ADHD (Wehmeier, Schacht, Escobar, Hervas, Dickson,
2012,) and autism (Kuhlthau, Orlich, Hall, Sikora, Kovacs, Delahaye, Clemons, 2012; Kose, Erermis,
Ozturk, Ozbaran, Demiral, Bildik, Tezan Aydin, Cahide, 2013). Kuhlthau et al (2012) also found that
children with autism demonstrated lower HRQOL compared to children with chronic medical
conditions.

The lower HRQOL among children autism spectrum disorder (ASD) may be explained by the
pervasive nature of the disorder. Children affected by autism have difficulties in social communication,
social interaction; and restricted and repetitive behaviour, interests, or activities (APA, DSM — 5,
2013). Autism affects about 1% of the world population (CDC, 2014). Social communication and
interaction are among the core difficulties for children with autism, leading to poor interaction with
others, and limited social activities. Behavior issues have also been shown to affect the HRQOL of
children with ASD (Kuhlthau et al.2013)

While HRQOL among individuals with autism and their caregivers have been studied and documented
to be low, there is little evidence in terms of intervention programs that aim to improve the HRQOL
among this population. It is also the responsibility of professionals in the field of autism intervention to
“disseminate top quality autism treatment and increase access to evidence-based treatment to ensure
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that individuals with ASD have the opportunity to fulfill their potential and lives that are as
independent as possible” (Granpeesheh & Tarbox, 2014)

Factors affecting the HRQOL among Children with Autism

There are many possible factors that influence the HRQOL of children with autism. Autism severity
seems to be an obvious factor. Children who had a more severe diagnosis of autism had lower HRQOL
compared to children with a milder version. (Kose, Erermis, Ozturk, Ozbaran, Demiral, Bildik, et al.
2013 & Tilford, Payakachat, Kovacs, Pyne, Brouwer, Nick et al. 2012). This is understandable as a
more severe autism diagnosis likely translates into more behaviour challenges and less communication
and interaction skills. Challenging behaviour coupled with limited communication skills would result
in fewer opportunities for interaction, schooling, and recreation, the very areas that determines a
HRQOL score.

In addition to autism severity, behavior problems also negatively affected HRQOL (Kulthau et al
2010). Again this is most likely due to the behavior difficulties interrupting social and physical
activities, thus reducing the HRQOL. After reviewing the factors associated with QoL from 16 studies
involving more than 3000 participants, Chiang & Wineman (2014) concluded that there is a critical
need to work on improving behavior problems in individuals with ASD in order to improve their QoL.

Kulthau et al (2010) also found that social communication impairment played a role in in determining
the HRQOL of children with autism. Social communication impairment refers to an inability to relate
to others and interact appropriately in social situation.

Adaptive behavior affects a big part of a person’s life and naturally affects their quality of life. Tilford
et al (2012) noted that children who had better adaptive behaviour also had better HRQOL.

Two studies (Kose et al., 2013; Sikora et al., 2012) reported that having comorbid psychiatric
conditions was negatively associated with QoL of children with ASD.

An interesting finding about HRQOL in adults with autism is that leisure activities affected their
HRQOL. Billstedt et al., (2011) and Garcia-Villamisar & Dattilo, (2010) found that for adults with
ASD, participating in leisure activities resulted in higher QoL. Among children with
neurodevelopmental disabilities, participating in leisure activities helped to improve their QoL (Dahan-
oliel, N., Shikako-thomas, K., & Majnemer, A. 2012). Leisure activities were not investigated as a
contributing factor for HRQOL among children with autism, but based on the findings above it could
be an important contributing factor. Although rarely discussed in the literature about autism, leisure
activities does have its place and helps to improve the HRQOL.

An Intervention Program to Improve the HRQOL among children with autism.

Based on the factors that affect the HRQOL among children with autism, an intervention program that
aims to improve the HRQOL should work on the areas that have an impact on the HRQOL of these
children. Since autism severity negatively affects the HRQOL, the intervention program should target
core autism symptoms in order to reduce the autism severity. This will include speech, language,
communication, and behaviour skills.

As adaptive skills influence HRQOL, the intervention program should specifically target adaptive
skills as well. As for comorbid psychiatric disorders, families need to be referred to the relevant
specialists to treat the psychiatric disorders in addition to the autism symptoms.

Social communication is another important area as it is a core deficit in children with autism, poor

social communication negatively affects HRQOL, and limited social communication often is the cause
for limitations in life participation and activities that has the potential to improve the quality of life of
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children with autism. The intervention program should target social communication as it has the
greatest potential for improvement in HRQOL.

Parent training, especially in the areas of behavior management and improving communication skills
are known to improve these skills in children with autism, in addition to reducing stress among parents
(Singh, Lancioni, Winton, Karazsia, Myers, Latham, and Singh, 2014). Parent training is one of the
many treatment modes available for children with autism. It is an extension of family centred care,
(FCC) has been linked with improved parent and child outcomes (Hodgetts, Nicholas, Zwaigenbaum,
and McConnell, 2013.) Parent training has been used to increase parents’ knowledge and skills in
behavior management (Cordisco, Strain, & Depew, 1988), communication skills (Charlop-Christy &
Carpenter, 2000), and social skills (Solomon, Necheles, Ferch, & Bruckman, 2007).

The National Research Council (2001) recommends that parent training should be an essential
component in a successful autism intervention program. This is based on a systematic review of the
literature, which found that early intervention, intensive programming, and inclusion of family
members in intervention resulted in effective treatment. Hence, an ideal intervention program should
merge the areas that affect HRQOL as the treatment content and the best practice guidelines and
benefits of parent training as the mode of deliver, resulting in a parent mediated intervention targeting
areas that improve HRQOL.

Conclusion

A well planned intervention with a clear outcome measure or objective of improving the HRQOL will
be of great benefit to parents and children with autism spectrum disorder. The intervention should be
carefully designed to include the areas that affect HRQOL such as social communication skills and
behaviour management. The mode of intervention would be best delivered via a parent mediated
intervention as this will encompass best practice guidelines of an intervention being family centred and
including the parents in the intervention process.
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