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ABSTRACT

The goal of the tourism industry is to make all participating members feel happy. The tourism activities promote well-being, rejoice, recuperate and other benefits. For family tourism, this sector of the tourism industry aims to craft precious family values and other social values to family members. However, tourism experiences are slightly different in families with autistic children compared to other families of normal children. The developmental disorders of children with autism (CWA) require special attention from their caregivers. Therefore, the purpose of this paper is to discuss the vacation experiences of families with autistic children. It was found that family holiday promotes bonding and enriches nostalgia among its members, yet, the meaning of CWA parents’ true vacation is conflicting, complicated and mixed feelings. It is hoped that by increasing the understanding on special needs of a special group of tourists may assist policymakers and tourism providers to collaborate on various innovative partnership platforms as an effort to facilitate safe and enjoyable vacation to all tourists, regardless of their physical or developmental conditions. 
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ABSTRAK

Matlamat industri pelancongan adalah memastikan semua peserta berasa gembira ketika melancong. Aktiviti-aktiviti dalam pelancongan dapat meningkatkan kesejahteraan, kegembiraan, berehat untuk sembuh dan pelbagai faedah lagi. Bagi pelancogan keluarga, salah satu sektor dalam industri pelancongan ini bertujuan untuk membentuk nilai kekeluargaan yang berharga dan juga nilai sosial yang lain kepada semua ahli keluarga. Walaubagaimanapun, pengalaman melancong sedikit berbeza di kalangan keluarga yang mempunyai kanak-kanak autisme berbanding keluarga kanak-kanak normal yang lain. Gangguan perkembangan yang dihadapi oleh kanak-kanak autisme memerlukan perhatian yang lebih daripada penjaga mereka. Oleh itu, matlamat artikel ini adalah untuk membincangkan pengalaman bercuti di kalangan keluarga yang mempunyai kanak-kanak autisme. Hasil kajian mendapati pelancongan keluarga dapat meningkatkan ikatan kekeluargaan dan memperkayakan nostalgia dikalangan peserta, namun, erti sebenar percutian bagi ibu-bapa kanak-kanak autisme adalah suatu yang konflik, rumit, dan perasaan yang bercampur-baur. Dengan meningkatkan pemahaman keperluan khas kumpulan pelancong istimewa ini diharapkan dapat membantu pihak penggubal polisi dan pihak penggiat pelancongan untuk berkolaborasi dalam pelbagai platform inovasi perkongsian sebagai usaha untuk menyediakan percutian selamat dan menyeronokkan kepada semua golongan pelancong tanpa mengambil kira keadaan fizikal dan perkembangan mereka. 

Kata kunci: pelancongan, percutian keluarga, gangguan spektrum autisme; kanak-kanak autisme; gangguan perkembangan

INTRODUCTION

Travel and tourism industry is the act of travelling to and staying in unusual environment for having good time such as relaxation, leisure, sight-seeing, taking a vacation, visiting friends and relative (VFR) or participating in a meeting, incentive, convention and exhibition (M.I.C.E) or other kinds of business activities. Goeldner and Ritchie (2012) define the term ‘tourism’ as “the activities of persons travelling to and staying in places outside their usual environment for not more than one consecutive year for leisure, business, and other purposes”. The tourism process allows the tourists or visitors to enjoy various forms of transportation, range of accommodation categories, variety of foods and beverages, the assortment of attractions, entertainment and other activities – where it is the job-creation capacity of the industry. 
As for now, the tourism industry becomes one of the world’s largest industries and underpins one in every ten jobs in the world (WTTC 2019). The industry contributes considerable importance to economic growth and employment opportunities at the global and national level. The trade also plays a role as an important source of income and economy development tool for many countries. 
In the new globalization era with the increasing travelling capability and disposable income, people are pursuing a better standard of living and quality of life. Travel and tourism are seen as the perfect way to reaching the goals since it is commonly defined around motivations to escape or a break from mundane routines, to recuperate, promote emotional and psychological well-being. Meanwhile, for a family institution, participating in a vacation is the best way to promote social values, enrich memories and strengthen the bonding of its members. The prevalent family structure consists of a married couple and their children, known as the nuclear family (He 2005). When this group embark on a vacation, their activity is called ‘family vacation’, as claimed by Schänzel et al. (2005) “it involves leisure travel away from home for more than one day undertaken by family group, itself defined as at least one child and one adult”.
In the eyes of tourism marketers, family tourism makes up a substantial proportion of the tourism market and represents a major aspect of all leisure travel. Moreover, family tourism is one of the most important sectors of the tourism industry around the world and accounts for about thirty per cent of the leisure travel market (Schänzel & Yeoman 2015). This tourism subsector is predicted to grow at a faster rate than all other forms of travel.
Vacation researchers have devoted considerable attention to family vacation driven by the popular sentiment that a family that plays together stays together, with respect to that most family members establish, maintain and develop relationships with each other through family vacation activities. From the parents’ perspective, family vacations, in fact, involves work as well as fun and has been characterized as ‘determined vacation’ where the focus is on planning and facilitating leisure for the purpose of health, developmental and educational benefits for the children and the family as a unit. 
Even though there is a bright future for family tourism, unlike others, families with autism children face the complex task of managing their children. The clinical name for autism is an autistic spectrum disorder (ASD), a type of developmental difficulty in the form of social skills, communication abilities and imagination skills (Hasnah et al. 2013). It is referred to as ‘autistic’ syndromes, from the word ‘autos’ meaning ‘self’. A diagnosis of ASD encompasses the identification of difficulties in the areas of pervasive, that are affecting all aspects of a person’s life and his or her developmental, and it can begin during infancy (with problems being present before the age of three years) and affects all areas of development; and it is a life-long (Worth 2007). With such condition of autistic children, it is critical for tourism operators and marketers to know the ‘what and how’ to cater to families and their autistic children need during vacation. 
[bookmark: _Hlk25835387][bookmark: _Hlk25835451]Discussions on autism are increasing lately and it has received sudden interest among scholars. The Centre for Disease Control and Prevention (CDC) which is based in the United State announced that the incidence of autism is at one in sixty-eight children. In the case of Malaysia, the ratio would mean there are almost 9,000 children born with autism in Malaysia annually (NASOM 2019). Yet, very little is known about the travel barriers of this significantly large and growing population persons with ASD (Deka et al. 2016) and the body of literature about recreational participation for those with ASD is meagre (Potvin & Snider 2013). Thus, this study aims to review the literature on the experiences of the parents and caregivers of the autistic children during a vacation to unfold the questions of other parents of autistic children and tourism providers pertaining the advantages and challenges of a family vacation. 
The following review of the literature confirms that family vacations with autistic children involved mixed emotions of the parents in handling the children, especially the special one with developmental disabilities. 


LITERATURE REVIEW

FAMILY TOURISM CONCEPT

Tourism can induce wellbeing and quality of life (QoL), such as happiness and life satisfaction with family and social life (Smith & Diekmann 2017). The activities in the tourism ring must contend with the broad range of tourist behaviours as it is a vibrant industry that includes pleasure, leisure, visiting friends and family (VFR), pilgrimage and other associated activities (Yousaf et al. 2018).
As the world tourism continues to grow, new tourists see new places, whether travelling as individuals, groups or families. Among all, family tourism is seen as one sector with prominent growth and will shape the forthcoming tourism demand (Schänzel & Yeoman 2015). This is supported by Habibah et al. (2015) who agreed that the growing market for the tourism industry is the families. Unfortunately, there are limited studies pertaining to family tourism (Shänzel & Yeoman 2014).
The future adults will be shaped by the way children are brought up today, which is known as family ‘cultures’, the culture that denotes a way of life that keeps going (Whittington 2014). Compared to the other form of tourism, family tourism is less about breaking from routine and unwind, it is more about devoting time together with family (Backer & Shänzel 2013). The success of family tourism lies in good tourism outcomes and positive family values that energies humanity and society (Shänzel & Yeoman 2015). Not only that, research conducted by Park et al. (2020) shows children who took more vacation trips acquire better academic achievements. 
Parents’ holiday-related choices are driven by their desire to provide the best experiences for their young children and contradict those of parents with older children – parents holidaying with older children tend to seek for an effective compromise where their own needs do have a central role (Therkelsen 2010).

DECISION MAKING IN FAMILY TOURISM

Knowledge of decision-making process and the decision-maker is vital for the tourism marketers’ marketing planning (Crick & Crick 2015). The research associate with the area of family vacation decision making started in 1978 to give ideas to the tourism-related operators to understand the determinants of the parents as the decision-makers in family vacations in designing their offers to families market segment (Jenkins 1978; Srnec et al. 2016). 
Immediate decision to take vacation usually can cause stress to the mother (Sedgley 2017) and in fact, the obligation to travel mostly sought by the mothers (Backer & Shänzel 2013). Vacation has become an important yearly agenda for most family institutions, therefore, the planning process of the family vacation is made in advance. Factors such as the value of the offer and services provided in the destination can have a great impact on the destination choice (Srnec et al. 2016). The important areas of family vacation decision-making as suggested by Jenkins (1978) include the search for information, contemplating whether to take children or not, duration of stay, date to travel, mode of transportation, vacation budget, activities, accommodation type, and destinations. 
Most studies on family vacation suggest that the mother plays a big role in the decision-making process (Srnec et al. 2016; Barlés-Arizón et al. 2013) especially in choosing the destination to travel (Rojas-de-Gracia et al. 2018). However, the initiator who is creating the desire to go for a vacation is the children (Jamal et al. 2018; Srnec et al. 2016) and they are the ones who influence parents to decide on activities during vacation (Demirdelen et al. 2019; Curtale 2017; Kozak & Karadag 2012). In fact, parents are willing to add some more budgets for their children’s activities as long they are happy (Curtale 2017). Children’s role that was discovered in contemporary studies has established the increasing power children have in travel decision-making. Of the five consumer decision-making roles which are user, influencer, decision-maker, buyer and gatekeeper, children are considered to be users but also, more importantly, influencers (Khoo-Lattimore et al. 2018). 
[bookmark: _Hlk535267053]Nevertheless, children cannot be considered as a homogenous group, especially the special ones (Schänzel & Yeoman 2015; Sedgley et al. 2017). For families with difficult children, decision making is usually based on ‘helicopter parenting’ where parents “hover” above the lives of their children. Therefore, the industry requires a better understanding of the complex purchasing decisions as families are becoming more democratic, and destination choices and holiday activities are discussed among all family members, including children (Schanzel & Yeoman 2015). 

THE CHALLENGES OF VACATIONING WITH AUTISM SPECTRUM DISORDER CHILDREN

ASD is a growing population that cannot be ignored any longer (Hamed 2013; Hasnah et al. 2013) and they represent a group of developmental disabilities (Deka et al. 2016). Different to other types of disabilities such as the physically impaired, according to the American Psychiatric Association (2013) as found in O’Brien (2016), ASD is a life-long, pervasive, developmental disability that affects an individual’s neurological and biological systems. Most children with autism are males and usually, they can be physically stronger compared to the female children (Clancy 1970).
Regardless of any condition, all children deserved and have the right to participate in recreation activities (Hamed 2013) as it can promote a good life quality of the individual (Stacey et al 2018). The parents of autistic children can plan, prepare and arrange the vacation in advance, a few weeks before the trip. The planning requires extra work and special considerations (Sedgley et al. 2017; Freund 2019), however, seeing everyone in the family enjoy the vacation is worth the effort (Sedgley et al. 2017).
Vacation trip for the families with autistic children can be disastrous due to change in their ASD child’s usual environment and routines which may lead to anxiety. There are several important outlines on ASD child by Hamed (2013) as provided in TABLE 1.

TABLE 1: The Challenges of Autistic Tourists to be Considered in Vacation Determinants.

	[bookmark: _Hlk25238893]Challenge
	Concern 
	Possible affect during vacation

	[bookmark: _Hlk25238869]Sensory demands
	Vision, hearing, smell, taste, touch, balance, muscular feedback.
	May be overwhelming during the trip, at a different level depending on one’s level of stress. 

	Stereotyped or repetitive behaviour 
	Repeatedly flap arms, flick fingers, grind teeth, walk on toes, rock their body back and forth while sitting, lining up objects.
	Extremely interested in detailed information on ‘how-it-works’ and this stereotyped or repetitive behaviour challenge may increase during the trip due to change in custom and surroundings. 

	Change in routine
	Consistency in their environment.
	Change in their daily custom during vacation can be disturbing.

	Communication challenges 
	Mute, very slow language development. 
Good in visual information rather than audio input.
	Difficulty to express their preferences, needs and wants.


	Social interaction
	No/less eye contact with others.
Resist attention and avoid people. 
Not understand social cues, gestures and facial expression.
	Increase desire to be isolated or be alone.
Increase in repetitive behaviour to escape from confusion. 

	Sleeping problems
	Difficulty in getting sleep/sleep through the night.
	Lead to a bad mood due to lack of sleep during the trip.

	Medical problems
	Seizures and gastrointestinal disorders – chronic constipation, diarrhea or vomiting. 
Mental health – depression, bipolar disorder, anxiety and schizophrenia.
	Can jeopardies daily and social activities during the vacation. 


Source: Hamed (2013).

TOWARDS FAMILY-FRIENDLY VACATION

In 1968, Dr Joan Curtis who is a mother of an autistic child has produced the idea of “family holiday workshop” as a way to bring few children with autism (CWA) families together in an effort to eliminate the isolation feeling and to empower the families in dealing with their special need children. The project provides a vacation opportunity to the CWA families including the parents, typical siblings and the child with autism, assisted by volunteers. The outcome of the project outlines the needs of autistic children during vacation and suggests coping strategies for the carers to apply (Clancy 1970).
In family vacation, the stress often arise relates to inadequate accommodation facilities at visited destination (Backer & Shänzel 2013). Family-friendly concept delineates the destination that encompasses facilities which focus on family safety and leisure while meeting and satisfying the needs of all family members during vacation (Habibah et al. 2015). It has been outlined in Person with Disability Act 2008 on the requirement of mainstream development in Malaysia to accommodate the accessibility needs of the impaired person to create inclusive and barrier-free of tourism activities that can support social equality (Hooi & Yaacob 2019). 
In 2050, family-friendly vacation is expected will be the norm, but exclusive for wealthy family groups. In 30 years or more, there will a wide disparity between wealthy and poor and division of travel services (Whittington 2014). After all, accessible tourism is expected to be a very promising industry (Naniopoulos et al. 2016). It will become a golden opportunity for the tour operators to be niche and to have the competitive edge in the market by offering specialized tourism products and services to the special tourists (Özogul & Baran 2016).


FINDINGS AND DISCUSSION

Studies on tourism and disability often assume that the obstacle, barriers and constraints faced by disabled people are similar across all people with a disability. In this study, it focuses on developmental impairment specifically their caregiver’s experiences in handling and dealing with the difficult behaviours of autistic children during a vacation. This kind of unfortunate companions is also entitled to social inclusion. 
Not very much advantages of vacation can be enjoyed by the CWA families due to the act of autistic children at the unusual environment, however, at least, they tried to do something for their special ones that might open doors for mental development and social improvements. The perceptions of others towards autistic child behaviour at tourism sites and public areas without knowing the state of impairment, inaccessible accommodation issues and other tourism facilities do give pressures to the parents during taking a family vacation.
Table 2 highlights few studies on family vacation with autistic children scenarios, the bright and the cloudy experiences of the families bringing their special children to a vacation (Sedgley et al. 2017; Amet 2013; Rizk et al. 2011; Potvin et al. 2013; Freund et al. 2019). Knowledge on the state of ASD child and the best approach in forming efficient tourism products and services delivery is important in solving families with autistic children discomfort issues during vacation and provides a basis for designing a pleasant tourism environment and experience for all, regardless the tourists’ impairment category.

Table 2: The Attributes of Family Vacation Experiences with their Autistic Children.
	Advantage
	Disadvantage 
	Author and title

	Opportunity for an autistic child to broaden their experiences. 
Opportunity for the mothers to provide rooms for autistic child learning proses.
Autistic child embarks well and has fun on vacation when mothers do take them with a safe and supportive environment such as family and friends.
	Frustrating, going to a nice place but no ability to enjoy the view because an autistic child could not cope with a different environment. 
Airport security checks, flight delays and noisy airport environment make CWA and their parent feel insecure. 
Public opinion seen does not approve the difficult child behaviour and the way mothers deal with it.
Distress to take a vacation immediately. Mothers need a few weeks planning the vacation. 
A vacation is never relaxed to the mothers, it is sort of extra work to do.
	Sedgley et al. (2017).
Tourism and autism: Journeys of mixed emotions

	Good vacation quality (among families those have good financial).
	Families faced more challenges linked to autistic child behaviour.
Poor vacation quality in ASD family group.
	Amet (2013).
Holiday, What Holiday? Vacation Experiences of Children with Autism and Their Families.


	Recreational activities may contribute to the health and fitness of ASD children.
ASD children show interest in a variety of recreational activities. 
	Autism with high functioning autism (HFA) children took part in recreational activities more frequently alone or with families and closer to home. 
Very small percentage of autism (HFA) children “active physical” and “skill-based” activities – they have less interest in such activities. 
	Potvin et al. (2013).
Recreational Participation of Children with Functioning Autism.

	Not discussed
	Leisure became burdensome and to be another demand on mothers’ time.
Mothers experienced feelings such as guilt, exhaustion, and limited availability of resources. 
	Rizk et al. (2011).
Leisure and Social Participation and Health-Related Quality of Life in Caregivers of Children with Autism


	Desire to take a vacation if accommodation is accessible to the CWA families. 
	Fear of complaints and uneasy feelings of other guests upon autistic child behaviour.
Interactive constraints of staffs and other guests towards the CWA families. 
Environmental constrain include activities, dietary needs, check-in and out process, queuing at a restaurant, level of noise at a place (hotel and restaurant).
	Freund et al. (2019).
Enhancing the hospitality customer experience of families with children on the autism spectrum disorder. 




[bookmark: _GoBack]CONCLUSION

Tourism is for all. Without the exclusion of special people, tourism can be benefited by everyone. The quality of life of an individual with autism likely to reduce in physical and well-being (Roy & Dillo 2018) and therefore, intervention from the tourism industry is undeniably needed. This study is hopefully bringing together current research topics from leading experts in family tourism and thereby will add to underdeveloped knowledge, especially when dealing with considerations of difficulties and burdens to travel with special children.
The effort to provide equal tourism experience to all can support the Sustainable Development Goals (SDG) 2030 Agenda. To be specific, the target in Goal Ten is on reducing inequalities based on disabilities. There are seventeen integrated agendas in SDGs that underline that all 170 countries and territories can enjoy peace and prosperity by 2030 through balanced social, economic and environmentally sustainable development and benefit actions to others (UNDP 2019).
The tourism operators can innovatively collaborate with local autism association and institutions in order to have a better understanding this growing community and as an effort to provide vacation opportunities through better planning and minimize inconveniences and conflicts upon vacation process. For the tour operators, there is a call to set up autism-friendly packages and travel agreements that meet and gratify special needs of developmental impaired and their families. Future studies may look at the readiness of the travel agencies in planning special trips and travel arrangements for the families of autistic children and other autistic tourists. 
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