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Summary

There is httle doubt that the diagnosis o f a child with an autistic spectrum disorder 

(ASD) may have both negative and positive implications for the family’s wellbeing and way 

o f life. Certainly, many families can have positive experiences provided they have access to 

effective resources that enable them to cope with the ASD. This thesis examines the role of 

information and parent education in helping parents gain a greater sense o f empowerment in 

all areas o f their lives. A primary goal o f this thesis is to understand and describe the 

experiences and consequential information and education needs o f parents. These experiences 

and needs are examined in light o f current information and education provision. Insight into 

both parents’ and professionals’ perspectives is invaluable and significant in light of the 

increasing prevalence o f ASDs and the current lack o f effective services for individuals with 

ASDs and their families in Ireland.

The first study (Chapter 2) investigated the range of parent education events provided 

to parents by organisations working in the area o f developmental disabilities or ASDs. A 

further aim was to determine the extent to which participants’ attitudes towards parent 

education might reflect the availability o f information and education for parents. The findings 

from this study revealed that parent education has the potential to provide parents with 

information and practical advice, delivered within a supportive environment. However, it is 

evident from this study that system barriers confine parent education to parents whose children 

are linked with and not without services. This problem is further exacerbated by an evident 

lack o f interagency or interdepartmental collaboration.

The need for information and advice from professionals is never more critical than at 

significant stages o f the child’s life. However, the reported lack o f adequate information 

remains one o f the foremost causes o f emotional distress for parents and may hamper their 

adjustment to the child’s disability. Chapter 3 presents a comprehensive exploration of the 

experiences o f parents before, during and after the diagnosis. Furthennore, parents’ 

information and education needs and related preferences were examined within the context o f 

these experiences. Parents in this study faced similar challenges from the time of the 

diagnosis. There was also a general consensus among parents of being dissatisfied with 

information and education provision particularly during this difficult period. Nine core



information needs categories were identified by parents during this study. Parents also 

reported other parents of children with ASDs as being their greatest source for information 

and emotional support.

In the final study (Chapter 4), an Information Needs Assessment Questionnaire 

(INAQ) was developed from the information categories identified in the previous study 

(Chapter 3). This instrument was used to examine parents’ infonnation needs and preferences 

for delivery methods as well as to explore potential associations between information and 

other key variables including family empowerment. Key predictors o f family empowerment 

were also examined including the time since the diagnosis, parents’ socioeconomic status and 

child symptomatology. As anticipated, the priority of, satisfaction with and need for 

information was influenced by the time since the diagnosis, the severity o f the ASD, parents’ 

access to formal support as well as parental stress. Parents also indicated a preference for 

accessing infonnation from a range o f sources. Most o f the variance concerning family 

empowerment was explained by the time since the diagnosis, parental stress and access to 

formal support. A significant finding from this study is that there may be a limit to the 

quantity of help provided by professionals and service providers before parents become 

disempowered.

It is evident from this thesis that parents search for information as a way of effectively 

coping with their child’s ASD. Moreover, having access to effective social supports has a 

significant role to play in terms o f whether or not parents are satisfied with information 

provision and have a sense o f empowerment. In conclusion, professionals and service 

providers need to reconsider the role that information and education may play for parents not 

only during the coping process but as a means towards enhancing their overall sense of 

empowerment. Furthennore, it should be recognized that once parents feel competent in being 

capable o f meeting their child’s and family’s needs, service providers and professionals should 

provide these parents with additional opportunities to participate in community-related 

activities so that they may help other families cope with having a child with an ASD.
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Chapter 1
Introduction

1.1 Autistic Spectrum Disorders (ASDs)

The term Autistic Spectrum Disorders (ASDs) will be used throughout this thesis to 

represent the range o f Pervasive Developmental Disorders (PDDs) that are defined by the 

Diagnostic and Statistical Manual-4''’ Edition-Text Revision (DSM-IV-TR; American 

Psychiatric Association APA, 2000), namely. Autistic Disorder (or Classic Autism), Pervasive 

Developmental Disorders -  Not Otherwise Specified (PDD-NOS) and Asperger’s Syndrome 

(AS). ASDs may be defined by a cluster o f features including abnormal development in social 

interaction, impainnents in communication and limited imagination and thought. Classic 

autism occurs before the age of three and in more boys than girls. It is characterised by 

stereotypically restricted and repetitive behaviour. Asperger’s Syndrome shares similarities 

with classic autism in that there are significant impairments in social interaction and 

communication as well as a narrow range o f interests and activities. The main difference 

between classic autism and Asperger’s Syndrome, as defined by DSM-IV-TR, is that 

individuals with Asperger’s Syndrome have no clinically significant delay in cognitive 

functioning or language acquisition (Report o f the Task Force on Autism (RTFA), 2001).

1.1.1 Epidemiology

The prevalence o f ASDs in Ireland has been difficult to estimate although it is believed 

to be significantly underestimated (Fitzgerald, Matthews & Birkbeck, 2002; RTFA, 2001). 

Moreover, most prevalence studies focus on a single disorder, for example, Asperger’s 

Syndrome or autistic disorder, which contributes to the overall difficulty o f arriving at an 

approximate figure (Fitzgerald et al. 2002). The National Autistic Society in the UK estimates 

a prevalence rate for ASDs in the region o f 1 per 100 births. Recent studies in Ireland suggest 

an incidence rate for ASDs of 60 per 10,000 births (Fitzgerald et al.) with over 1.4 million 

people being catered for by the Health Service Executive (HSE) Eastern Region (formerly 

known as the Eastern Regional Health Authority Area).

Recent studies suggest that the prevalence o f autism is on the increase (Fombonne & 

Volkmar, 1998; Fombonne & du Mazaybran, 1992; Fombonne, Simmons, Ford, Meltzer &



Goodman, 2001; Gillberg, Steffenburg & Schaumann, 1991 as cited in Fitzgerald et al. 2000; 

Koegel, Koegel & Carter, 1999). For example, epidemiological research on autism saw an 

increase from 4.0 per 10,000 to 11.5 per 10,000 (Gillberg, 1984, 1986, 1991 as cited in 

Fitzgerald et al. 2000). This is in line with findings from other studies which demonstrate a 

swell in the number o f children diagnosed with autism (Bryson, Clark & Smith, 1988; 

Cialdella & Mamelle, 1989). In addition, epidemiological reports o f AS indicate a prevalence 

rate of 36 per 10,000 (Ehlers and Gillberg, 1993).

Several reasons have been proposed to account for the increase in the epidemiology of 

ASDs including better detection among health care professionals; thorough screening and 

using broader criteria for assessing ASDs (Fitzgerald et al. 2000). It could be argued that an 

increase in the prevalence o f ASDs might place additional demands on service providers and 

professionals, that are already over-stretched, to provide individuals with appropriate 

intervention and support (Eastern Regional Health Authority (HSE Eastern Region), 2002; 

Silkos & Kerns, 2006). Therefore, service providers and professionals who are involved in 

the provision o f services to families are required to come up with more creative and effective 

ways o f helping families to cope with and manage the ASD, particularly for families living in 

niral areas (Koegel, Symon & Kem, 2002). Moreover, professionals need to gain further 

understanding o f the generic or more unique problems and difficulties that families with 

children with developmental disabilities (DD) may encounter (Dyson, 1996, 1997).

1.1.2 Characteristics o f ASDs associated with parental stress and family burden

The diagnosis of a child with an ASD and the ensuing journey may have both negative 

and positive consequences for parents (Baker-Ericzen, Brookman-Frazee & Stahmer, 2005; 

Mansell & Morris, 2004; Hasfings & Taunt, 2002a). The significant difficulfies associated 

with ASDs often necessitates that parents and primary caregivers have additional parenting 

skills and knowledge that go beyond what is normally suffice to raise a child (Symon, 2001). 

There is a considerable amount of research on stress and the quality o f life in families of 

children with ASDs especially in relation to mothers who tend to be the child’s primary 

caregiver. How mothers perceive their role and their ability to cope with the challenges they 

might face in raising a child with an ASD can greatly infiuence their self-efficacy and self

competence. Problems and difficulties associated with the child’s ASD can place a large
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am ount o f pressure on parents’ internal and external resources. For example, research has 

shown that autism symptomatology, cognitive impairments, delays in communication, limited 

or no language, the potential presence o f  a learning disability, social impairments, mild to 

severe behavioural problems, poor tem peram ent, problems with adaptability and poor 

interpersonal relationships are strongly associated with parental stress (Baker, Blancher, Cmic 

& Edelbrook, 2002; Bouma & Schweitzer, 1990; Donenberg & Baker, 1993; Floyd & 

Gallagher, 1997; Hastings & Brown, 2002b; Henderson & Vandenberg, 1992; Koegel, 

Schreibman, Loos & Dirlich-W ilhelm , 1992; Plant & Sanders, 2007; Schopler & Mesibov, 

1984; Tobing & Glenwick, 2002; W eiss, 2002). M oreover, the child’s behavioural problems 

and parental stress may aggravate each other over time (Lecavalier, Leone & W iltz, 2006). 

Reports o f parental stress are frequently associated with the age o f  diagnosis (Gray & Holden, 

1992); lack o f  social support (Gray et al. 1992; Konstantareas & Hom atidis, 1989); marital 

dissatisfaction, low self-com petence (Rodrigue, Morgan, & Geffken, 1990), and partner 

mental health (Hastings, 2003).

Having an individual with autism in the family may also increase family burden 

(Bouma et al. 1990; Coulthard, 2001; Fitzgerald et al. 2000; Koegel, et al. 1992; Symon 

2001), for example, placing a dem and on the fam ily’s financial resources or having a negative 

impact on family activities or on the fam ily’s social network (Fitzgerald et al. 2000). Indeed, 

families may experience social isolation due to relatives, neighbours or friends reducing the 

frequency o f their visits (Fitzgerald et al. 2000). Similarly, Singer and Powers (1993) 

suggested that negative reactions from others including people in the wider comm unity may 

enhance the stress experienced by parents. Turnbull, Turbiville, and Turnbull (2000) 

suggested that having to deal with services may be another source o f  stress for parents. This 

may be especially relevant where services fail to provide parents with practical, emotional or 

informational support (Moreno, 1992). A ccording to the Report o f the Task Force on Autism 

(RTFA, 2001), additional challenges in accessing appropriate intervention and services on 

behalf o f  the child may take intense effort and determination which may exacerbate any 

feelings o f stress or frustration.

According to Boyd (2002), mothers o f  children with ASDs display more stress-related 

symptoms than m others o f  children with other developmental disabilities (DD). Although
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fathers may experience stress in relation to parenting, this was found to be related to the 

family’s financial situation rather than to specific parenting problems (Rodrigue et al. 1992). 

In addition, the incidence o f stress may escalate for older mothers and for mothers with 

younger children (Duarte, Bordin, Yazigi & Mooney, 2006). For example, parenting a child 

with a DD may lead to exhaustion and demoralization as families try to adjust to their child’s 

needs (Powers, Singer, Stevens & Sowers, 1992).

However, other families may adapt or cope effectively with the challenges associated 

with ASDs (Gray, 2006; Marcus, Kunce & Schopler, 1997; Pakenham, Sofronoff & Samios, 

2004). Some o f the factors that are thought to be responsible for shaping a family’s adaptation 

to the child’s disability to varying degrees include the severity and nature of the child’s 

disability, parents’ socioeconomic background, the use o f cognitive coping strategies, resilient 

behaviour and access to social support (Bailey & Powell, 2005). In addition, different cultures 

will have different opinions about what they perceive as appropriate treatment or intervention 

(Bailey et al. 2005). For example, Pakenham et al. (2004) explored the perceptions o f parents 

(N = 59) o f children aged between 10 and 12 years with Asperger’s Syndrome in terms of 

benefit finding and sense making. Pakenham et al. found that several parents tried to 

understand the way in which the child perceived his or her own world which in turn, led to 

improvements in the parent-child relationship. Other research found that the resilience 

displayed by many parents of children with DD may be attributed to psychosocial factors, for 

example, hardiness or the availability of effective social support (Weiss, 2002).

1.2 Information

1.2.1 L ack o f  pertin en t information

Following diagnosis, parents need intensive education and access to information about 

Autistic Spectrum Disorders. This should include broad infomiation about the 

spectrum as well as specific information relating to their child and his [or her] needs 

and abilities. They should be given information relating to therapeutic options 

available to them, as well as access to support services

Eastern Regional Health Authority, 2002, p. 36
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The need for information and advice from professionals is never more critical than at 

significant stages o f the child’s life, for example, the diagnosis, the transition from prim ary to 

secondary school or from adolescent psychological services to adult psychological services 

(Bailey & Powell, 2005). However, parents often rem ain dissatisfied with the provision o f 

information immediately after the diagnosis (Case, 2000). For example, Renty & Roeyers 

(2005) found that parents’ satisfaction with the diagnosis was significantly associated with the 

quantity o f  information they received during this time. M oreover, previous research by Brogan 

and Knussen (2003) also emphasised the importance o f  providing parents with appropriate and 

useful information at the time o f  the diagnosis so that parents could understand their child’s 

needs right from the beginning. However, previous research suggests that there is a general 

lack o f  information for parents o f  both newly diagnosed and already diagnosed children with 

ASDs (M urray, 2000). M urray found that parents reported the lack o f  information to be their 

greatest problem upon diagnosis o f  their child. M oreover, poor information provision was 

associated with difficulties in accessing services for the child with many parents stating that 

they were unaware o f  what was available or what type o f  services their child was entitled to 

(M urray, 2000).

While parents occupy one o f the most influential roles in their child’s development, the 

amount o f infonnation they receive for this role tends to be inconsistent or limited (Ateah, 

2003). This is worrying given that the need for information may continue to exist for several 

years after the diagnosis (Beresford 1994; Sloper & Turner 1992; Stoner, Jones Bock, 

Thompson, Angell, Heyl & Browley, 2005; Quine & Pahl, 1989). Previous studies have 

found that parents o f  children with DD m ay look for infonnation on child development; 

practical advice for managing everyday problems; educational options and how to access 

these; medical issues; the child’s legal entitlements; support for parents from service 

providers, professionals and similar parents; parent training and research-based infom iation 

(Beresford; 1995; Gowen, Christy, & Sparling, 1993; M arden & Nicholas, 1997; 

M ertensm eyer & Fine, 2000; Randall & Parker, 1999; W estling, 1997; W hitaker, 2002).

However, the lack o f infom iation for parents o f  children with DD rem ains one o f the 

forem ost causes o f emotional distress for parents and m ay ham per their adjustment to the 

child’s disability (Beresford, 1995; Quine et al.l989 ; Sloper et al. 1992). For example, Sloper
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et al. (1992) found that parents (N = 107) o f young children with physical disabilities reported 

the lack of information about services to be their greatest unmet need. Similarly, Beresford 

(1995) examined the experiences o f parents (N = 1152) caring for a child with a severe 

disability. Parents reported the lack o f information to be their primary concern including not 

being aware o f the services available (32%), receiving confiising information (21%) and not 

knowing where to access information (20%). Furthermore, those parents caring for a child 

with more severe impairments were most likely to be dissatisfied with information provision 

(Beresford, 1995). In other words, the continued lack o f information may hamper parents’ 

efforts to understand the implications of the illness or disability in terms of their child’s 

development (Scharer, 2002).

According to Mitchell & Sloper (2002), families with disabled or chronically ill 

children often find themselves with little or no information, emotional or financial support. 

Many professionals and service providers clearly underestimate the potential role that 

information can play in alleviating parental stress and increasing parents’ sense of 

empowennent. Indeed, there is a tendency for professionals to ask parents to tell them what 

their needs are but in the end, differ on what they feel is best for parents (Randall et al. 1999). 

It is imperative that service providers and professionals make every effort to foresee parents’ 

infonnation needs and meet these needs in an appropriate fashion given that parents may be 

unaware o f their needs (Scharer, 2002).

1.2.2 Function o f  information

The information needs of parents, with the primary aim o f reducing the knowledge gap 

between parents and professionals, is just one dimension o f family support that early 

intervention professionals should endeavor to meet (Bailey & Powell, 2005). In terms o f the 

function of information, information is necessary for understanding the child’s behavioural 

problems; preparing for the prognosis and future development o f the disability; informing 

decision-making; successftil adjustment; effective coping and advocacy; parent-professional 

collaboration and increasing parental competence and self-efficacy so that they may gain a 

greater sense o f empowerment (Gowen et al. 1993; Hummelinck & Pollock, 2006; Nachshen 

& Minnes, 2005; Scharer, 2002; van den Borne, van Hooren, van Gestel, Rienmeijer et al. 

1999). It is important that professionals help parents to help distinguish between reliable and
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unreliable information (Bailey et al. 2005). Individuals m ay often search for information 

when there is no immediate remedial action (Pain, 1999) or as an alternative to seeking 

emotional support (Seligman & Darling, 1997). For example. Pain (1999) studied the 

experiences o f  20 parents with children who had a range o f  physical and learning disabilities 

including six children with autistic characteristics. The prim ary aim o f  the study was to gain 

greater insight into the role o f  information in helping parents to cope with a child with a DD 

particularly at key life stages. In terms o f  its ftinction, information was used by parents to help 

them accept and emotionally adjust to their child’s diagnosis. It also helped parents to 

understand and effectively manage the child’s behaviour. Information on services and 

entitlem ents with particular emphasis on the child’s future was perceived by parents to be 

extrem ely important considering that the m ajority o f children with DD will continue to require 

appropriate services or intervention beyond their childhood years (Pain, 1999).

Scharer (2002) argued that access to helpful infom iation in relation to the diagnosis, 

treatm ent options and knowledge o f the service system is essential if  parents are to 

successfully participate in advocacy-related activities. According to M itchell and Sloper 

(2002), useful information may be a prerequisite for fam ily em pow em ient as well as for 

successful partnership between parents and professionals. This is also supported by 

Hum m elinck and Pollock (2006) who suggested that the provision o f  pertinent and accurate 

infonnation is not only an individual right but is also necessary for parent-professional 

collaboration.

1.3 Inform ation and Em powerm ent

Despite the plethora o f  research on stress in fam ilies o f  children with DD, more recent

research suggests that families may also have positive experiences in ternis o f  raising a child

with DD (Hastings et al. 2002a). For example, fam ilies who adapt successfully to raising a

child with special needs often report an increased sense o f  purpose and ftalfillment in their

lives (Behr & M urphy, 1992b; Singer & Powers, 1993). Quine and Pahl (1991) found that

maternal perceptions o f the child’s disability and in particular, their acceptance and adjustment

to this disability mediated the impact o f  the child’s behavioural problem s on parental stress.

In addition, access to effective social support is associated with enhanced maternal

developm ent, for example, increased self-com petence as well as overall personal growth and
7



maturity (Hastings, Allen, McDermott & Still, 2002; Stoneman & Crapps, 1988). Parents may 

also become increasingly more empowered as they try to meet their family’s needs (Shepard 

& Rose, 1995).

The provision o f information and the sharing o f skills and knowledge with families o f 

children with DD are vital for empowerment (Nachshen et al. 2005; Shepard et al. 1995) and 

yet, research continues to highlight parents’ information needs as remaining relatively unmet 

(Beresford, 1994; Mitchell et al. 2002; Sloper et al. 1992). Providing parents with infonnation 

and keeping them informed have been linked to greater feelings of self-competence and self- 

efficacy, enabling parents to affect greater control over their decision-making and their lives 

(Janis, 1983 as cited in Mitchell et al. 2002).

The key goal o f empowering individuals is to increase their skills, knowledge and 

resources so that ultimately, there are significant developments in all areas of their lives 

(Cunningham, Henggeler, Brondino & Pickrel, 1999; Curtis & Singh, 1996; Fitzsimons & 

Fuller, 2002; Kellaghan, Sloane, Alvarez & Bloom, 1993). The increasing attention to family 

empowerment and related concepts existing within the area of disability services reflects 

professionals’ and service providers’ attempts to improve and develop more family-centered 

practices for families (Koren, DeChillo & Friesen, 1992; Nachshen, 2005; Staples, 1990). 

According to Dunst and Johanson (1991), service-delivery models o f child intervention may 

be viewed along a continuum where at one end families are disempowered, believing their 

child’s needs to be best met by professionals. Without meaning to, this may encourage 

families to become increasingly more dependent on professionals and service providers to 

meet their child’s needs (Dunst et al. 1991). Indeed, some parents will come to believe that 

professionals are more effective in producing positive outcomes with the child than parents 

(Dunst & Trivette, 1997). However, at the other end o f the continuum, interventions give 

families have a greater sense of empowerment and are therefore active and equal participants 

in their child’s intervention and key decision-making (Dunst et al. 1991).

Family-centered practices have also been associated with positive outcomes for parents 

in terms of perceived self-efficacy, competence and personal control (Dunst, 1999; Thompson 

& Lobb, 1997; Trivette & Dunst, 1996). Parents who continue to develop and enhance their



knowledge and skills, thereby increasing their competencies across a wide variety o f child- 

related settings, will be more effective at accessing and utilizing resources and supports on 

behalf o f their children and family compared to other families (Dempsey & Dunst, 2004). 

Furthermore, gaining a greater sense o f empowerment in relation to the child may ultimately 

lead to an increase in the individual’s sense o f empowerment over their own lives (Koren et al. 

1992, Singh et al. 1995).

7.3.7 Personal, interpersonal and community empowerment

Empowennent may progress from issues that are of personal concern to the individual; 

to issues that are mutually interesting and relevant to a group to which that individual belongs; 

to broader service, community and political issues that impinge on the individual and the 

group and which call for action (Laverack & Wallerstein, 2001). Therefore, empowerment 

may be perceived as a multi-dimensional construct or process which enables individuals to 

gain control and power at a personal, interpersonal, social, economic and political level and in 

effect, achieve significant improvements in their lives and the lives o f other family members 

(Israel, Checkoway Schulz & Zimmennan, 1994; Parsons, 1991; Pinderhuges, 1983; 

Rappaport. 1981; Zimmennan & Rappaport, 1988). It may be expressed through an 

individual’s attitudes, knowledge and behaviours (Zimmennan, 2000; Zimmerman, Israel, 

Schulz & Checkoway, 1992; Zimmerman et al. 1988). For example, empowerment may be 

reflected in an individual’s sense of mastery or determination over relevant or important 

objectives (Israel et al. 1994; Zimmennan, 1990). It may be reflected in how competent or 

efficacious they perceive themselves to be in initiating positive change in their lives and the 

lives of others (Spreitzer, 1995; Zimmennan, 1990; Zimmennan et al. 1988). Empowerment 

may also be reflected in a person’s ability to access and utilise social support effectively 

(Zimmerman, 1990; Zimmerman et al. 1988) or acquire and utilise specialised knowledge and 

skills in order to achieve desired outcomes and negotiate the service system not only for 

themselves, but eventually for the wider community (Curtis et al. 1996; Gutierrez & Ortega, 

1991; Israel et al. 1994; McWhirter, 1991; Zimmennan et al. 1988). Eventually, activities at 

the community or political level may result in long-tenn changes in social policy (Bloom, 

1992).
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In one way, family empowerment is perceived as a process where individuals gain 

increased control over their lives, their future and potentially, the future of their community 

(Koren et al. 1992; Zimmerman et al. 1988). This may be achieved by developing their 

knowledge, skills, and resources as well as actively participating in advocacy-related activities 

(Dempsey et al. 1997; Thompson et al. 1997; Gutierrez et al. 1991; Israel et al. 1994; Koren et 

al.; Parsons, 1991; Rappaport, 1981; Singh et al. 1995; Staples, 1990; Zimmerman et al. 

1988). However, family empowerment may also be perceived as an outcome which is 

indicated by an increase in feelings o f control, competence and self-efficacy (Rappaport, 1987, 

Singer et al. 1993; Zimmerman, 1990). Empowerment is not a stable characteristic or an 

enduring personality trait but rather, is context specific where a sense o f empowerment may be 

confined to a particular issue and may be shaped by interactions between an individual or a 

group and their environment (McWhirter, 1991; Spreitzer, 1995; Zimmerman, et al. 1988, 

1992, 2000). For example, families may feel empowered in relation to their child’s needs but 

feel disempowered in dealing with other key aspects of their lives. According to Zimmerman 

(1990), self-efficacy and empowerment differ in that the former is an intrapersonal construct 

representing the individual’s perceptions o f how competent she or he is at producing positive 

outcomes. On the other hand, empowerment arises out o f a relationship between the 

intrapersonal construct and the ecological context and is characterised by an individual’s 

feelings o f self-efficacy over her or his life as well as their competency in influencing 

significant others within the sociopolitical milieu (Zimmerman, 1990).

1.3.2 M easuring empowerment

It is possible to measure empowerment as a process although this is considered to be 

difficult due to its dynamic nature (Nachshen et al. 2005). Alternatively, empowerment may 

be measured as an outcome, for example, by evaluating the effects o f parent training programs 

on parental competence (Bickman, Heflinger, Northrup, Sonnichsen & Schilling, 1998). 

Initial attempts to measure empowerment examined the relationship between participation in 

community activities and psychological empowemient (Zimmerman et al. 1988). Zimmerman 

et al. believed that an individual’s personality or their motivation to participate in specific 

activities might be potential indicators o f  empowerment. In concluding, these researchers 

found that participating in community activities gave individuals a greater sense of 

empowennent compared to performing specific tasks in relation to meeting personal goals.
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Koren, DeChillo and Friesen (1992) developed the Family Empowerment Scale (FES) 

in an attempt to measure empowerment as a construct. The FES is a 34-item rating scale 

designed to assess family empowerment in the context o f mental health service delivery 

systems. It accounts for three levels o f empowerment: family, service system and community 

or political and three modalities for expressing empowerment: attitudes, knowledge and 

behaviours. The family subscale contains 12 items and measures empowerment within the 

family unit, in other words, the extent to which parents feel empowered in relation to 

managing their child with special needs and activities in the home. Scheel and Rieckmann 

(1998) believed that the family subscale was theoretically similar to the concept of self- 

efficacy and therefore, used this as a measure o f self-efficacy in their own research. The 

service system subscale refers to active participation in accessing services on behalf o f the 

child where parents demonstrate their knowledge and skills in working with professionals and 

service providers. The community or political subscale refers to parents’ efforts to advocate 

and improve the overall services available to their children and the wider community. In 

effect, both the service system and the community or political subscales are based on a 

broader definition o f empowerment which reflects the individuals’ competence in gaining a 

greater sense o f control over their lives and potential outcomes (Resendez, Quits & Matshazi, 

2000; Staples, 1990; Koren et al. 1992).

A confirmatory factor analysis conducted by Koren et al. (1992) produced three factors 

which represented the three levels of empowerment (family, service system and community/ 

political). There was very little association between these three factors and the expression 

dimension (knowledge, attitudes and behaviour) (Resendez et al, 2000). Both internal and 

test-retest reliabilities for the three subscales were high. In terms of the family subscale, 

internal reliability was found to be 0.88 while test-retest reliability for the same subscale was 

found to be 0.87. In terms o f the service system subscale, internal reliability was found to be 

0.77 while test-retest reliability was calculated at 0.83. Finally, the community or political 

subscale had an internal reliability of 0.88 and a test-retest reliability o f 0.85. An alternative 

factor analysis conducted by Singh (1995) idenfified four components o f empowerment as 

opposed to Koren et al’s (1992) six components. However, Singh’s components correlated 

highly with Koren’s ‘levels’ dimension: systems advocacy, knowledge, competence, and self-



efficacy. The second dimension examined parental attitudes, knowledge and behaviour for 

each o f the three subscales.

The FES is an effective instrument in differentiating between groups who pursue 

participatory activities, for example, advisory, legal or help-seeking activities, from those 

who refrain from doing so which Koren et al. considered to be indicative of the instrument’s 

construct validity. According to Koren et al., participation in such activities may reflect the 

behavioural expression o f empowerment and operate mainly at the community or political 

level. The FES may be used as a current measure of family empowennent or it may also be 

used to measure a change in family empowerment that may coincide with the family’s 

increased collaboration with professionals and service providers (Resendez et al. 2000). High 

scores on the FES indicate a greater sense o f empowerment.

1.3.3 Predictors o f  empowerment

Facilitating empowennent in parents requires more than simply communicating with 

parents or providing training in some skill; rather it requires an increasing sense of 

trust in self and others, an enhanced awareness of viable resources and an ever 

evolving sense o f purpose and responsibility to the larger social milieu as well as one’s 

own family

Shepard et al. 1995, p. 377.

Several factors have been identified as being significantly related to family 

empowerment. These include helpgiving practices (Dempsey et al. 2004), family-centered 

intervention (Thompson et al. 1997), parents’ mental well-being (Webster-Stratton, 1990), 

family functioning, educational level and employment (Scheel, et al. 1998), mental health 

status o f the child or level o f fianctioning (Resendez et al. 2000; Singh & Curtis, 1997a), 

access to social support including being a member of a parent support group (Nachshen et al. 

2005; Singh et al. 1997; Thompson et al. 1997), family involvement (Curtis et al. 1996), and 

various types o f parent training (Bickman et al. 1998; Heflinger & Bickman,1997). The 

following section describes the main themes associated with family empowerment that will be 

examined in the current study, namely, helpgiving styles, family-centered intervention, 

parental stress, parents’ access to social support and child symptomatology (Dempsey et al.
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2004; Nachshen et al. 2005; Resendez et al. 2000; Singh & Curtis, 1997a; Singh et al. 1997; 

Thompson et al. 1997; Webster-Stratton, 1990).

1.3.3.1 Helpgiving styles

According to Dunst, Trivette and Deal (1994), empowerment is achieved through 

equal and respectfijl collaboration between participants in decision-making where helpgivers 

(professionals and service providers) offer and encourage helpreceivers (parents and other 

primary caregivers) to participate in enabling activities. The manner in which families’ needs 

are met rather than meeting the actual needs themselves, may detennine whether or not 

parents gain a sense of empowerment (Dunst, Trivette & Deal, 1988). For example, family 

empowerment cannot be forced onto parents but rather it is something that they need to 

actively achieve for themselves (Resendez et al. 2000; Singh et al. 1997a). However, 

professionals and service providers may facilitate empowerment by, for example, sharing 

infomiation, involving parents in key decision-making or by helping them gain access to 

effective social, financial or educational resources (Dunst et al. 1994; Labonte, 1990; 

Nachshen et al. 2005; Rappaport, 1981; Shepard, 1995; Trivette & Dunst, 1996; Zimmemian, 

1990). Furthermore, family empowerment may be facilitated by encouraging parents to help 

other families in similar circumstances (Dunst et al. 1988; Dunst, Trivette, Starnes, Hamby & 

Gordon, 1993). For example. Parsons (1991) found that parents who helped other parents 

reported a greater sense o f empowerment. Thus, the manner in which empowemient is 

conveyed by professionals which in this case was through the use of certain helpgiving styles 

may determine whether or not empowerment is realised by parents (Dunst et al. 1997).

Research carried out by Dempsey and Dunst (2004) found that helpgiving styles were 

a significant predictor o f family empowerment. Dempsey et al. (2004) examined the 

relationship between different helpgiving styles and parent empowerment among 141 families 

of preschool children with a range of development disabilities and illnesses from Australia and 

the United States o f America. The Helpgiving Practices Scale (HPS; Dunst, Trivette, Stames, 

Hamby & Gordon, 1996) was used as a measure o f helpgiving styles. According to Dunst et 

al. (1996), there are two types of helpgiving or facilitator styles: 1) participatoiy helpgiving 

styles where the helpreceiver is actively involved in activities which encourage them to 

develop their skills and competencies as well as participate in key decision-making and 2)
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relational helpgiving styles which reflects the quality or type o f relationship between the 

helpgiver and the helpreceiver. Family empowennent was measured using the Family 

Empowerment Scale (Koren et al. 1992).

Dempsey et al. (2004) used the total FES score in their study since an exploratory 

factor analysis conducted by the researchers did not reveal a factor structure similar to the 

original structure produced by Koren et al. (1992). A measure o f locus o f control (Lumpkin, 

1985) was also used to assess the relationship between parents’ locus o f control and their 

sense o f empowerment. The researchers found that using both participatory and relational 

helpgiving styles facilitated parents in gaining a greater sense of empowerment compared to 

using only one helpgiving approach. Furthermore, parents differed in how they perceived 

various helpgiving styles, for example, some parents believed that having a good relationship 

with the helpgiver gave them a greater sense o f empowerment (Dempsey et al. 2004). In 

contrast, parents in Koren et al.’s study (1992) reported that the presence of poor services 

encouraged them to become advocates on behalf of their children. Similarly, Taub, Tighe & 

Burchard (2001) identified two types o f parents: those who are encouraged by their child’s 

progress to become more involved in community activities and those who are frustrated by the 

lack o f services and as a result of this dearth, are encouraged to participate in advocacy-related 

activities.

1.3.3.2 Family-centered intervention and parental stress

Thompson et al (1997) were interested in the effects o f family-centered intervention in 

relation to family empowerment. The researchers also examined several predictors of 

empowerment including access to social support, parental stress and the extent to which 

families implemented strategies learned during intervention. Two-hundred and seventy 

families o f children aged between 0 and 4 years with a range of physical, developmental and 

multiple disabilities who were receiving early intervention participated in this study. Family 

empowennent was measured using the FES while family support was measured using the 

Family Support Scale (FSS, Dunst et al. 1988). The FSS was used to examine the extent of 

the family’s infonnal (e.g. spouse or partner, relations or friends) and formal (e.g. health care 

professionals, service providers or the child’s intervention team) social support resources. 

Parental stress was measured using the Questionnaire on Resources and Stress (QRS; Holroyd,
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1974) which was developed to assess fam ily adaptation and coping in relation to having a 

child with a disability. The extent to which the service provider im plem ented key family- 

centered program elem ents during intervention was m easured using a 10-item Family 

Implementation Scale (FIS). Two o f the items included were as follows: 1) ‘during the 

assessment and information gathering stage, the Early On evaluation team  sought my fam ily’s 

involvem ent’ and 2) ‘the Individualised Fam ily Service Plan (IFSP) is keeping up with m y 

fam ily’s changing needs’. The researchers’ Family Centeredness Scale (FCS) measured 

services’ attempts to deliver family-centered intervention to clients subsequent to the planning 

and coordination process, for example, intervention that met the fam ily’s needs rather than 

solely the child’s needs and collaborating with parents in attaining comm on goals.

Furthermore, in terms o f social support, parents perceived informal support to be more 

helpftil than formal support. Parents also scored higher on the FES fam ily and service system 

subscales than on the FES com m unity or political subscale. Although parents’ may gain a 

sense o f empowerm ent at a personal and an interpersonal level, parents’ may not always 

perceive themselves as being empowered in relation to comm unity or political activities which 

suggests that perceptions o f empowerm ent between the family and service system subscales 

and the comm unity or political subscale differ significantly (Thompson et al. 1997). As 

expected, family em pow ennent was associated with fam ily-centered practices in terms o f  

program implementation and delivery. In other words, higher em powerm ent scores were 

linked to the greater implementation o f  fam ily-centeredness principles. Furthermore, family- 

centeredness was positively correlated with social support while a negative correlation was 

found between social support and parental stress. Parental stress was also found to be 

negatively correlated with family em pow ennent. Thom pson et al. suggested that family- 

centered elements from the early intervention program may have encouraged parents to 

actively seek out social support from family members and the wider com m unity which in turn, 

facilitated the fam ily’s ability to cope with the child. Effective coping may lead to reduced 

stress levels and eventually, a greater sense o f em powerm ent (Thompson et al. 1997). 

Similarly, increased social support may provide parents with additional resources and 

facilitate their participation in a greater num ber o f  advocacy-related or com petency-building 

activities (Thompson et al. 1997).
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According to Scheel and Rieckmann (1998), family interventions that focus solely on 

teaching parents effective behavioural strategies may not always guarantee an increase in 

parental self-efficacy and family empowerment. Instead, Scheel et al. suggested that 

providing parents with opportunities to share and discuss their experiences and attitudes with 

other parents in combination with developing or acquiring parenting knowledge and skills 

may increase parents’ sense o f self-efficacy and empowerment. Moreover, parental self- 

efficacy and empowerment are positively associated with child outcomes and increased 

participation in child intervention (Scheel et al. 1998). These researchers examined the 

predictors o f parental self-efficacy and empowerment including parents’ perceptions o f stress, 

access to family support, the child’s condition as a source of stress and extrafamilial factors 

with a view to improving intervention outcomes. Nine fathers and 66 mothers (N = 75) of 

preschool children aged between 3 and 5 years who were receiving treatment for behavioural 

and emotional problems such as oppositional defiance (32%), overanxious disorder (15%) and 

attention deficit and hyperactivity disorder ADHD (9%) participated in their study. The FES 

(Koren et al. 1992) was used as a measure o f self-efficacy and empowerment while family 

functioning, as a family support variable, was measured using the Family Adaptability and 

Cohesiveness Evaluation Scales (FACES II; Olson, Portner & Bell, 1981). This instrument 

assesses functioning in terms o f family adaptability and consistency (Scheel et al.). Parents’ 

marital status and the size o f the family were used as an indication of family support. Parent 

employment status and level o f education were both treated as indicators o f individual 

competence and subsequently used as extrafamilial factors. Parental stress was measured 

using the Parenting Stress Index (PSI; Abidin & Wilfong, 1989).

In order to determine which variables were significantly associated with parent self- 

efficacy and empowerment, two separate stepwise regression analysis were performed on the 

data. Family functioning was found to be a significant predictor o f parental empowerment 

followed by parental stress while parents’ employment status and education level were found 

to be weaker predictors o f empowerment. Furthermore, family functioning and parental stress 

together accounted for 53% of the variance for self-efficacy and 32% of the variance for 

empowerment (Scheel et al. 1998). Parents with a low level o f self-efficacy also had high 

stress scores and low family adaptability and cohesion scores while parents with a low sense 

o f empowerment had high stress scores and low family adaptability and cohesion scores.
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Em ploym ent status was strongly associated with the num ber o f  children at home and single 

parent status (Scheel et al. 1998). One interpretation is that this may have implications for the 

w ay in which professionals or service providers facilitate family empowerm ent, for example, 

they m ay need to offer parents a child care service (Scheel et al. 1998). An interesting 

finding was that the severity o f  the disability as indicated by the therapist did not correlate 

significantly with parental stress which suggests that additional child, parent or environmental 

variables m ay influence stress levels. In light o f these results, parents’ perceptions o f self- 

efficacy may act as a m ediator between their acquisition o f skills during parent training and 

their generalization o f these skills in the home (Scheel et al. 1998).

Additional research on parental stress and empowerm ent found that parents’ 

perceptions o f their self-competence during parent education m ay be negatively related to 

stress in terms o f  child and extra-familial problem s (W ebster-Stratton, 1990). Indeed, 

W ebster-Stratton proposed that the benefits o f  parent training, such as increasing parental 

competence, may be hampered if  parents were experiencing problem s prior to entering the 

training program including severe stress or difficulties in their marital relationship. 

Furthennore, parents’ sense o f  control over their lives and their achievement o f potential goals 

were positively associated with their perceptions about their parenting abilities (Dunst, 1999).

1.3.3.3 Access to social support

Access to effective social supports, for example, being a m em ber o f  a support group is 

associated with less stress, more effective coping and a greater sense o f  empowerment 

(Friesen & Koroloff, 1990; Nachshen et al. 2005; Singh et al. 1997; Thom pson et al. 1997). 

M oreover, social support may mediate the effects o f  the child’s disability on m others’ 

psychological wellbeing (Boyd, 2002). Boyd found that greater access to effective support led 

to a decrease in maternal stress and a subsequent increase in the m other’s ability to relate 

positively to her child with autism. According to Singh and Curtis (1997), fam ily 

em pow ennent reflects parents’ ability to access and utilise services and social support in order 

to generate positive outcomes for themselves as well as their child.

For example, Singh et al. (1997) investigated m em bership o f  a support group as a 

predictor o f family em pow ennent. Two groups o f  families (N = 161) o f children (M =  13.3
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years, SD = 4.5) with either serious emotional problems (SED) or SED combined with ADHD 

participated in the study. An adapted \ersion of the FES was used to measure empowerment 

at four levels: (1) systems advocac> which referred to parents’ thoughts, feelings and 

behaviours in relation to dealing with services; (2) knowledge which reflected parents’ 

awareness of services and their possession of skills in order to deal with these services; (3) 

competence reflecting parents’ perceptions of self-competence and (4) self-efficacy which 

described parents’ perceptions of their ability to effectively utilise and influence services to 

greater benefit for themselves and their child.

Demographic variables entered into a multivariate analysis of variance (MANOVA) to 

predict empowerment for these families were family composition, gender of the parent, race, 

education and income level, membership of a parent support group and the mental health 

status of the child. The MANOVA was performed to identify potential differences in family 

empowerment scores between (a) parents who were and were not in support groups, (b) 

parents of children with and without .ADHD, (c) mothers and fathers and (d) parents from 

different educational backgrounds. Significant correlations were found between 

empowerment and membership of a support group, mental health status of the child, gender of 

the parent and parents’ education level. However, membership o f a support group was found 

to be the strongest predictor o f family empowerment and in particular, empowerment at the 

systems advocacy level and knowledge dimension (Singh et al. 1997). In addition, parents’ 

educational level was correlated with the knowledge dimension of the FES. More specifically, 

parents with a lower level of education scored higher on the FES knowledge dimension as 

well as on other dimensions excluding the systems advocacy dimension compared to parents 

with a higher level of education although this was an insignificant finding. In light of this, 

Singh suggested that a person's expenence in dealing with services may influence their level 

of knowledge about services irrespective of their educational level.

Singh et al. (1997) also found 'hat self-efficacy scores were associated with the child’s 

diagnosis where parents of children with SED & ADHD combined had a greater sense of 

empowerment compared to parents of children with SED only. In addition, mothers scored 

higher in terms of empowerment than fathers. Singh suggested that it may have been helpful 

to explore the nature of the social support parents received from the support group. Despite



this, these results highlight the collateral benefits o f group membership on parents’ sense of 

self-efficacy and empowerment.

1.3.3.4 Child symptomatology

Research carried out by Resendez, Quist and Matshazi (2000) explored the relationship 

between family empowerment, parent satisfaction with child-related services and mental 

health outcomes across time. Participants were the pr.mary caregivers (N = 2414) o f children 

and adolescents (M =  13.7 years, SD = 3.8) who had psychological problems and were linked 

in with mental health services. Family empowerment was measured before and after the 

implementation o f the service using the FES. Participants also completed the CAFAS (Child 

Adolescent Functional Assessment Scale; Hodges & Wong, 1996) before, during and after 

finishing with the service. The CAFAS measures the extent of problems in relation to child 

functioning, for example, the child’s behaviour towards others or their tendency to self-harm 

(Hodges et al. 1996). Caregivers’ satisfaction with services was measured using the CSQ 

(Client Satisfaction Questionnaire; Attkisson & Zwick, 1982). Demographic characteristics 

were also explored.

Resendez et al. (2000) found that the child’s level o f functioning was associated with 

parents’ feelings o f empowemient. In other words, the better the level o f functioning, 

particularly prior to entering the service, the more likely parents would feel empowered in 

terms o f their self-competence, self-efficacy and participation in advocacy-related activities. 

Resendez et al. also observed changes in parents’ knowledge o f the service system before and 

after treatment but no change in competency or self-efrlcacy scores on the FES. This may be 

explained by parents becoming increasingly more dependent on services as their family 

continues to receive services (Resendez et al. 2000). Although they may gain a greater sense 

of knowledge about the service system, their level of dependency on professionals and service 

providers may increase (Resendez et al. 2000). In other words, a greater dependence on the 

service may inadvertently hamper parents’ efforts to gain greater control and competence over 

child and family outcomes (Resendez et al. 2000). While these services did not specifically 

focus on increasing parental competence or self-efficacy, Resendez et al. concluded that the 

nature of support from professionals and services may mediate the relationship between 

family empowerment and child outcomes.
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1.3.4 Empowerment as an outcome

Nachshen and Minnes (2005) examined family empowerment as a positive adaptation 

to stress by contrasting two versions o f a Stress and Coping model: (a) the Double ABC-X 

model of family adjustment (McCubbin & Patterson, 1983) and (b) the ACBX model (Orr, 

Cameron & Day, 1991) where A is the child’s disability or the source o f stress, B is the 

availability and helpfulness of social support, C is parental perceptions o f the stressor, in this 

case, stress and wellbeing and X is positive adaptation to the stressor or family empowerment. 

Previous studies measured positive adaptation to stress in terms o f marital adjustment and 

family functioning (Bundy 1996; Reddon, McDonald & Kysela, 1992). Furthermore, 

Hastings and Taunt (2002) suggested that parents may experience positive as well as negative 

perceptions in relation to their child’s disability. Nachshen et al. (2005) were interested in 

how parents’ perceptions o f the impact o f the child’s disability on the family as well as their 

access to social support might mediate the effect of the child’s disability on family 

empowerment.

Parents of children with (N = 100, 97% mothers) and without (N = 100, 98% mothers) 

disabilities including autism (38%), Down syndrome (32%) and cerebral palsy or spina bifida 

(5%) (M = 8.61 years, SD =2.63) were asked to complete the Child Behaviour Checklist 

(CBCL; Achenbach, 1991), the Parenting Stress Index - Child & Parent Domains (PSI; 

Abidin, 1989), The Family-Centered Elementary School Practices Scale (FCESPS; 

McWilliam, Sloper & Maxwell 1996), the Social Support Index (SSI; McCubbin et al. 1982), 

The Family Member Well-Being Index (FMWB; McCubbin et al. 1982) and the Family 

Empowerment Scale. The FMWB was used to measure parental wellbeing in terms o f health, 

cheerfulness, sadness and fear.

Nachshen et al. (2005) used Structural Equation Modeling (SEM) to detennine which 

version of the Stress and Coping Model was most appropriate to the data. In terms of the 

Double ABC-X model, Nachshen et al. found no direct relationship between the child’s 

disability and family empowerment. Similarly, there was no significant relationship between 

social support and parent wellbeing and family empowerment. However, the child’s disability 

was negatively correlated with social support resources and parental wellbeing and positively
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associated with parental stress. In other words, the more behavioural problems the child had, 

the more likely parents would feel stressed and have fewer social supports. In contrast, 

Nachshen et al. found that the ACBX model was a better fit to the data for both groups o f 

parents. For example, although there was no direct relationship found between child 

behaviour problems and family empowerment, there was an indirect relationship between 

these two variables which was mediated by parental stress and wellbeing as well as social 

support. Furthermore, social support was found to be a significant predictor o f family 

empowerment which suggests that access to effective social support resources including 

family-centered services is imperative if parents are to gain a sense o f empowerment 

(Nachshen et al. 2005). Taken together, the independent variables in the ACBX model 

accounted for 30% of the variance in empowerment (Nachshen et al. 2005).

Overall, Nachshen et al. (2005) found that parents o f children without disabilities 

reported greater access to informal support than parents o f children with disabilities. In 

addition, parents with a higher level o f education reported more active involvement in their 

child’s education compared to parents with a lower level o f education (Nachshen et al. 2005). 

Since most parents in their study had a higher level o f education, this may have influenced 

their perceptions of empowerment in relation to their child’s education (Nachshen et al. 2005). 

Interestingly, there were no differences in empowerment scores between parents o f children 

with and without disabilities despite the former set o f parents reporting more negative 

experiences in relation to their child. This may be explained by Koren et al.’s earlier 

suggestion that the presence of poor services may motivate parents to become advocates on 

behalf of their children. In conclusion, Nachshen noted that a significant limitation o f the 

study is that employing SEM requires the researcher to choose a theoretical framework or 

model that might not always represent the data competently.

1.4 Information Needs

The information and support needs o f parents o f children with developmental

disabilities (DD) arise out of the unique challenges they face in terms o f meeting their child’s

needs (Bailey & Simeonsson, 1988; Beresford, 1995). Many parents search for infonnation

before, during and for several years after the diagnosis (Beresford 1994; Bailey & Powell,

2005; Pain, 1999; Sloper et al., 1992; Stoner et al. 2005). According to Dunst, Trivette and
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Deal (1994), four factors are important when trying to m eet or reduce a perceived need. 

Firstly, the individual m ust be psychologically aware that something is amiss {psychological 

awareness). Secondly, the individual must assess the impact or extent o f  the discrepancy 

{what is and ought to be) on their potential behaviour {value influence). Thirdly, the 

individual m ust then ascertain the efficiency o f  potential resources in alleviating that need 

{need recognition). Finally, the resource must be identifiable and accessible before the 

discrepancy is open to help. Furthermore, although perceived needs tend to change over time, 

Dunst et al. (1994) believed that it is the priority o f  the need that changes rather than the need 

itse lf

Explaining information needs has been a m ajor focus o f  developmental disability 

research but which theory might best explain such needs? According to Bronfenbrenner’s 

(1976; 1979) theory on human ecology, human developm ent is o f a social nature where 

individuals are thought to be influenced by the subsystems in which they exist. Using 

Bronfenbrenner’s fram ework may help researchers to understand parents’ education and 

information needs. For example, at the m icrosystem  level, education and information needs 

may be detennined by parents’ psychological well-being or their child’s temperament. They 

m ay want infonnation in relation to emotional support or m anaging the child’s behaviour. At 

the m esosystem  level, needs may be related to the parent-child relationship or the marital 

relationship. Parents may indicate a need for information on supporting a positive relationship 

with the child or dealing with role-conflict in the home. At the exosystem  level, information 

needs may be detem iined by the child’s school or the psychological service. In this case, 

parents may need information in relation to educational support for their child in mainstream 

school or the transition from child to adult psychological services. Finally, at the 

m acrosystem  level, parents m ay want information on statutory entitlements or government 

policies.

1.4.1 Information topics and sources o f  information

Parents m ay request information on a range o f  topics and for several reasons (Ateah, 

2003; Bailey & Simeonsson, 1988; Gowen et al. 1993; G ranlund & Roll-Pettersson, 2001; 

M cConkey, 2003; M urray, 2000; Nicholas & M arden, 1997; Scharer, 2002; W estling, 1997). 

For example, M urray (2000) found that the greatest need among parents was a need for
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inform ation on medical issues and treatm ent options for the child. Similarly, Scharer (2002) 

exam ined the infom iational, emotional and instrumental needs o f  parents (N = 38) o f  children 

in a psychiatric placement (M  = 9.64 years) with a range o f  mental illnesses including autism 

and ADHD. Parents were asked to identify what they might need and want from mental 

health professionals. In terms o f  information, parents indicated a preference for information 

on the ch ild ’s care, for example, understanding what they were dealing with, whom to call for 

w hat as well as information in relation to the child’s education. In addition, a num ber o f 

parents felt that a contact list o f  other parents with similar children m ay have been useful.

According to Bailey and Powell (2005), information needs tend to be reported more 

frequently by families than any other needs. A review o f  11 studies on fam ily needs 

conducted by Bailey et al. (2005) revealed that information needs were a high priority need 

out o f  all other needs. This is also supported by other research (Gowen et al. 1993; Sontag & 

Schacht, 1994). Furthermore, the most frequently reported need was the need for information 

on current and fiature services for the child. One o f the earliest studies to address parents’ 

information needs was carried out by Bailey and Simeonsson (1988). The Family Needs 

Survey (FNS) contained 35 items and was designed to identify the overall needs o f families (N 

= 34) o f  children with a range o f  cognitive and m otor disabilities who were receiving early 

intervention across six key domains: information needs, family and social support need, 

explaining to others, child care, professional support and com m unity service needs. For 

exam ple, under the subheading ‘Family & Social Support’, items included having friends to 

converse with, finding more time for oneself and talking to someone in the fam ily about 

concerns. In relation to ‘Explaining to O thers’, this included explaining the child’s condition 

to maternal or paternal grandparents, explaining the child’s condition to other children and 

finding reading material about other families who have a sim ilar child. Finally, items listed 

under ‘Professional Support’ included m eeting with a counsellor (psychologist, social worker, 

and psychiatrist) and more time to talk to the ch ild’s teacher or therapist.

The following topics were listed under infonnation needs: ( I)  How children grow and 

develop; (2) How to play or talk with my child; (3) How to teach my child; (4) How to handle 

my child’s behaviour; (5) Information about any condition or disability my child might have; 

(6) Infonnation about the services that are presently available for my child and (7) Information
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about the services my child might receive in the future. A factor analysis o f the FNS found 

that information needs was a strong factor in which all seven topics were highly correlated 

(Bailey et al. 1988). Each item began with the stem ‘I need more’ and was rated on a 3-point 

scale from 1 = /  definitely do not need help to 3 = /  definitely need help. In addition, a number 

o f items listed under other subheadings may have been interpreted as being an information 

need, for example, ‘I need reading material about other parents who have a child similar to 

m ine’ which was under ‘Need for Supports’ and ‘I need help locating a doctor who 

understands me and my child’s needs’ was listed under ‘Need for Community Services’. Test- 

retest reliability o f the scale was conducted after six months and was relatively high with 0.67 

(p < .01) for mothers and 0.81 (p < .01) for fathers.

Bailey and Simeonsson (1988) found that parents expressed an overall need for 

information, financial help and opportunities to meet other parents with similar children with 

mothers expressing more needs than fathers. The relationship between the total scores for 

mothers and fathers ratings was 0.52 (p < .01) (Bailey et al. 1988). For example, 77% of 

mothers and 68% of fathers indicated a need for information in relation to future services for 

the child. Incidentally, this was the highest infonnation need reported by both parents. 

Similarly, 74% of mothers and 50% of fathers wanted reading material about other parents 

who had similar children while 65%> of mothers and 56% o f fathers wanted information on 

how to teach the child. In terms of low priority information needs, only 47%> of mothers and 

24% of fathers wanted help in explaining the child’s condition to other children while 41%> of 

mothers and 35% of fathers wanted information on the child’s growth and development. In 

addition, only 41% of mothers and 27% o f fathers wanted infomiation on how to handle the 

child’s behavior. Interestingly, there was no significant relationship found between 

information needs and child or parent demographic characteristics which suggested that these 

needs are determined by other variables (Bailey et al. 1988; 2005). On reflection, the 

researchers believed that consultation with parents prior to or during the development stage of 

the FNS may have conveyed a more family-centered approach and therefore, yielded a more 

accurate description o f family needs.

Gowen, Christy and Sparling (1993) examined the information needs and preferences 

of 367 parents o f children with DD aged between 0 and 8 years using a needs assessment
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questionnaire which was originally designed by Sparling & Lowman (1983). The 

questionnaire consisted o f  four sections exploring parents’: (1) preferences for sources o f 

infomiation, (2) inform ation needs or interests, (3) attitudes to childrearing and (4) frequently 

reported childrearing problem s. Gowen et al. were interested in com paring the information 

needs o f  mothers and fathers as well as examining the influence o f  m other’s educational level 

on their information needs. Parents were asked to rate their interest in reading 60 fictional 

titles which were scored from low interest to high interest. High interest titles were identified 

as those titles scoring 90-plus on a 100-point interest scale. Parents were also asked to rate a 

list o f  frequently reported problem s in childrearing since earlier research found that parents 

with a lower income level tended to perceive information needs as problem s rather than as 

interests (Sparling et al. 1983).

The researchers found that m others indicated a greater interest in titles around 

childrearing, for example, helping the child to adjust (67%), the highs and lows o f parenting 

(64%), building the ch ild ’s se lf confidence (63%) and how mental abilities develop in children 

(63%). In comparison, fathers indicated greatest interest in titles related to play and learning 

including building the ch ild’s self-confidence (51%), helping the child to adjust (48%), 

developmental cues and signals (48%>), knowing the com m unity’s special resources (48%i) and 

baby exercises to develop m otor skills (48%o). Parents were also eager to learn more about 

their child’s socio-emotional and cognitive development. In terms o f needs expressed as 

problems, both m others and fathers were concerned with whether or not they could help their 

child reach his or her full potential. Issues related to planning for the child’s future, legal 

rights and whether or not the child would be accepted by his or her peers and by the wider 

community were generally rated as high priority concerns for parents. However, mothers 

were also concerned about their own emotional wellbeing (rank 2) while fathers rated this 

comparatively lower (rank 15).

Gowen et al. found a weak link between m others’ level o f  education and their 

information needs and preferences for sources for information. For example, mothers with a 

lower level o f education were prim arily interested in the physical developm ent and care o f 

their child compared to m others with a higher level o f  education who demonstrated a keen 

interest in their child’s socio-emotional development. Furthermore, mothers with a higher
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level of education were more likely to source information on childrearing from printed 

material compared to mothers with a lower level of education who sought information from 

family and friends. Mothers were also more likely to turn to medical professionals for 

information on their child’s physical development; to teachers for information on how to teach 

their child and to books for infonnation on the home and financial issues. Conversely, fathers 

preferred to source information primarily from books (Gowen et al. 1993).

Research carried out by Westling (1997) reviewed current aspects o f special education 

services with parents (N = 53) o f children under 10 years with moderate, severe and profound 

mental disabilities. Westling was interested in parents’ perceptions in relation to their child’s 

special education. In terms o f information, parents were asked to comment on the importance 

o f information in different areas, their desire for information and their preferred ways of 

receiving information. Westling developed a 5-point scale to measure parents’ information 

needs where 5 = Information about this is veiy important/1 would like much more information 

about this and 1 = Information about this is not important/1 would not like any information 

about this. Other sections o f the survey also addressed parents’ present and future concerns 

regarding the child’s physical; psychological and financial wellbeing; the quality o f child- 

related services including education, medical and social support services; acceptance and 

understanding o f the child by others; development o f friendships by the child; puberty and 

sexual developmental, and the child’s future in terms o f love, marriage and old age.

In terms of importance, the child’s medical condition and physical characteristics, how 

to teach the child at home, where to receive services for the child and what were the learning 

characteristics or learning potentials o f the child were rated as being the most important with a 

mean cut-off score of 4.69 (observed range = 4.13 to 4.76). In terms o f parents’ desire for 

infonnation the following items were rated as high priority needs: where to receive services 

for the child, how to teach the child at home, medical conditions and physical characteristics 

(Westling, 1997). Furthermore, parents o f children with severe DD reported a greater need for 

infonnation to meet immediate rather than future concerns.

Nicholas and Marden (1997a) explored the information needs o f 35 parents of 

typically-developing children under the age o f five years. Needs were identified under eight

26



broad headings: heahh for the child (91%), child care (86%), child developm ent (80%), 

schools (69%), behaviour (51%), careers-education-training (51%), health o f  the parent (51%i) 

and finance (43%). M any parents also reported wanting locally-driven information as well as 

information delivered by individuals with relevant experience or knowledge on the topic. In 

terms o f sources o f  information, parents tended to access infonnation from organizations, 

professionals, friends, books, booklets/leaflets and their family in that order.

Granlund and Roll-Pettersson (2001) compared the perceived needs o f  support o f 

parents (N = 79) and classroom teachers (N = 79) o f  children with DD aged between 7 and 17 

years using an extended version o f  Bailey and Sim eonsson’s (1988) Fam ily Needs Survey. 

Focusing solely on parents and their support needs for the purposes o f  the present research, 

parents reported wanting infonnation in several key areas related to their role as the child’s 

prim ary caregiver and advocate. For example, 66% (n = 52) o f  parents requested information 

about future services for their child, 49%> (n = 39) wanted information on how adolescents 

grow and develop, 43% (n = 34) were interested in information about current services and 

35% (n = 28) looked for information on how to manage their child’s behavioural problems. In 

terms o f needing access to support, 48% (n = 38) o f  parents wanted access to reading material 

about other parents’ experiences. Granlund and Roll- Pettersson found that information needs 

were associated with child characteristics, and more specifically, m otor and communication 

im painnents. In other words, the severity o f  the child’s disability was likely to be a strong 

predictor o f parents’ infonnation needs in relation to fam ily functioning and daily interactions 

with the child (Granlund et al. 2001).

M cConkey (2003) explored the information needs o f parents (N = 413) o f  children (0- 

9 years, n = 90; 10-19 years, n = 182) and adults (over 20 years, n = 137) with severe learning 

disabilities in Northern Ireland. Earlier research by M cConkey & Sm yth (2001) found that 

parents wanted the service system to increase the provision o f inform ation on services and 

entitlements. A questionnaire was designed in collaboration with key workers including four 

information advisors and was used to identify the topics on which parents were most likely to 

need information, (e.g. ‘In the next year or so, what sort o f  information and advice are you 

likely to need?’), their past and future current sources o f  inform ation (e.g. ‘W hich o f  the 

following have you approached to get information and advice about learning disabilities
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within the past few years’ and ‘If you wanted information and advice about learning disability 

which o f  the following would you approach?’) as well as their preferred sources o f 

information (e.g. ‘How would you prefer to get information and advice?’).

Parents (n = 409) reported a range o f information needs with the four most cited needs 

being inform ation on the services available to the child (60%), leisure activities (51%), 

benefits or entitlem ents (44%i) and education (38%>). Parents o f  younger children (0-9 years) 

were more concerned with infom iation on education {10%),  available services (64%) and 

leisure activities (54%) while parents o f  older children (10-19 years) indicated the greatest 

need for inform ation on the services available (59%), leisure activities (55%) and benefits 

(44%). In general, parents o f  younger children indicated a need for information on treatment 

options and educational issues while parents o f  older children (10-19 years) were more likely 

to be interested in information on employment and independent living. Interestingly, parents 

o f  adult children (over 20 years) were more likely to report not needing infonnation compared 

to parents o f  younger children which may reflect these parents having to become increasingly 

reliant on their personal resources to meet their child’s needs (M cConkey, 2003). M cConkey 

suggested that as a result o f  this, these parents may have been less likely to utilise an 

information serv'ice due to the perceived lack o f appropriate services for their child which m ay 

be misconstrued by parents as ultim ately having very little say in relation to their child 

outcom es (M cConkey, 2003).

In term s o f  the sources o f  information utilised in the past, the m ajority o f  parents 

across all age groups looked for infonnation from their social workers. Parents o f younger 

children were more likely to approach staff in their child’s school, a parent group or friends 

and fam ily for information compared to parents o f  older children. In contrast, parents o f  adult 

children were less likely to access information from others. The m ost frequently reported 

professionals that parents sourced information from were their social worker, the GP and the 

nurse. In term s o f  preferences for information, the prevalent preference was for infonnation 

through personal contact in the home. Furthermore, parents o f  younger children (0-9 years) 

were more likely to indicate a preference for information from printed materials, the Internet 

and over the telephone. M cConkey (2003) proposed that services should aim to provide 

parents with contact information about others who may be able to help or advise parents.
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Moreover, professionals within these services should be knowledgeable in the key information 

areas identified by parents in the study and dedicate enough time to each family when 

answering their questions (McConkey, 2003).

Research conducted by Ateah (2003) focused on discipline issues in relation to 

children with behavioural problems. One hundred and seventy parents o f preschool-age 

children were asked to complete a survey in order to identify the information topics that 

should be made available on a wide scale basis to young parents. The survey consisted o f (a) 

demographic questionnaire, (b) questions on past and preferred sources o f information, (c) 

topics in parenting that should be offered to parents on a wide-scale basis and d) an 

exploration of parents’ attitudes towards physical punishment using the Attitudes Towards 

Spanking/ Slapping My Child Questionnaire (ATS; Holden, 2001). The following 

infonnation was considered to be important by parents as important: expected age-appropriate 

disciplinary responses (91%), child development and behaviours (90%), infant and child 

nutrition {15%), self-anger management (74%>), age-appropriate toys & games (61%), 

childproofmg the home (60%) and immunization (57%>). In terms o f accessing information, 

parents were more likely to access information from other parents, parenting books and by 

reflecting on previous experiences. This is in line with Santelli, Turnbull, Marquis and Lemer 

(2000) who found that parents access infonnation and emotional support from other parents 

usually through parent support groups or parent training programs. In conclusion, information 

delivered to parents in small support groups may give parents the opportunity to hear other 

parents’ experiences as well as voice their own concerns within a supportive and caring 

environment (Ateah, 2003).

1.4.2 Issues associated with sources o f  information

According to Mackintosh, Myers and Goin-Kochel (2006), parents o f children with 

ASDs have a substantial appetite for information relevant to their child’s needs and the greater 

needs of the family. However, parents may often find it difficult to appraise information they 

receive from various sources (Hummelinck et al. 2006; Mackintosh et al. 2006). This may be 

further exacerbated by the fact that no two children with ASDs are the same which makes it 

difficult for professionals to provide parents with infonnation specific to the needs o f the 

family (Mackintosh et al.). Mackintosh et al. investigated the sources o f informational and
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personal support o f parents (N = 498) of children with ASDs (M = 8.6 years) using a web- 

designed survey. Sources o f information and support were analyzed according to the child’s 

diagnostic group (i.e. autism, AS, PDD-NOS) and parents’ income level (i.e. low, medium, 

high).

The principle sources o f information and support for parents were books (88%), 

websites (86%), other parents o f children with ASDs (72%) and autism newsletters (69%). 

The least frequently used information sources were spouse or partner (19%), family members 

(17%) and friends or neighbours (17%). In addition, parents from a lower income bracket 

were less likely to access information or support from other parents including parent groups, 

printed materials and educational events such as conferences and seminars. Interestingly, 

parents o f children with AS were less likely to receive information from educators compared 

to other groups. In terms o f limitations of the study, it may have been helpful to examine the 

helpfulness o f the various sources o f information and support in determining how valuable 

each source was in tenns of their ability to meet the specific needs o f parents.

Mitchell and Sloper (2002) examined effective information provision for parents (N = 

27) o f children aged between 5 and 19 years with an array o f disabilities including ASDs 

using focus group interviews. The researchers were interested in parents’ perspectives 

regarding the content, presentation, delivery and sharing o f information by professionals. The 

majority of parents in their study reported negative experiences in relation to accessing 

information that was frequently poorly timed or confusing and which consequently left them 

feeling more frustrated and socially isolated. In light o f their findings, Mitchell and Sloper 

proposed a number of factors that should be considered prior to the provision o f information. 

For example, information should be accurate and pertinent to the needs o f families. It should 

contain very little jargon and adopt the most useful viewpoint. It should also be offered in a 

range o f formats, from printed material to visual presentation and from a variety of sources. 

Finally, information provision should be timed to coincide with key life stages, for example, 

the child’s transition from preschool to primary school or from child to adult psychological 

services (Mitchell et al. 2002).

1.4.3 Information-seeking as a coping strategy
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According to Lazarus & Folkman (1984), when an individual is faced with an 

unknown risk or threat, she or he may em ploy various coping strategies in order to deal with 

that threat. Some individuals may em ploy em otion-focused coping strategies, for example, 

ignoring or re-interpreting the threat while other individuals may utilise problem-focused 

coping strategies, for example, participating in activities or actions in order to reduce that 

threat. Furthermore, when faced with an unknown threat, individuals m ay benefit from 

different amounts o f  information depending on the infonnation-coping style they employ 

(Lion, M eertens & Bot, 2002; M iller & M ontada, 1992; Miller, 1996). Similarly, Catalan, 

Brener, Andrews, Day, Cullum, Hooker and Gazzard (1997) stated that the way in which the 

individual perceives the threat may determine the nature o f  information that is required to deal 

with the threat. There may be individuals who face the threat, choose to be well-informed and 

therefore want copious amounts o f positive and negative information whereas others may 

ignore the threat, choose to deal with a m inimum  am ount o f  information or look for positive 

information only. M oreover, the latter group o f  individuals may be less involved in decision

m aking compared to those who searched for a greater amount o f  information (Hack, Degner & 

Dyck, 1994; M iller et al. 1992, 1996). M iller et al. (1992, 1996) proposed that individuals 

who coped by distracting themselves or re-interpreting the threat were less likely to focus on 

the negative aspects o f  the stressor and therefore, experienced less stress (M iller et al. 1992; 

1996).

In tenns o f information, infonnation-seeking may be perceived as a problem -focused 

coping strategy (Beresford, 1994; Folkman & Lazarus, 1988; Hum m elinck et al. 2006; Pain, 

1999). For example, research carried out by Lion, M eertens and Bot (2002) identified the type 

o f information an individual might need or want when faced with an unknown threat. Lion et 

al. (2002) used focus group interviews to generate information categories and to inform a 

questionnaire. For the questionnaire, participants were asked to rank order the categories o f 

information generated from the focus groups according to their importance. There were two 

types o f  participants identified: those who desired a large volume o f  threat-related information 

and those who preferred to remain oblivious to the risk infom iation. Several factors were 

suggested by Lion et al. to account for this difference including the personal relevance o f the 

risk (i.e. i f  it was not relevant then it was not important); avoiding threat-related information 

m ay have been a w ay o f  avoiding the threat (i.e. a way o f protecting the self), and the
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possibility that some participants did not feel confident in making decisions even if they had 

received information. The idea o f appraising the personal relevance of the threat or source of 

stress has already been incorporated into Lazarus’s & Folkman’s (1984) model (Lion et al.).

Similarly, research carried out by Hummelinck and Pollock (2006) with parents (N = 

27; 20 families) o f chronically ill children found that less than half o f the parents wanted 

negative as well as positive information on all aspects o f their child’s illness. Hummelinck et 

al. (2006) suggested that in some circumstances, refusing information may be an effective 

coping strategy. Furthermore, coping strategies may change over the course of time where 

younger individuals are more likely to use problem-focused coping strategies compared to 

older individuals (Lazarus, 1996). According to Gray (2006), aging is associated with the use 

o f more emotion-focused coping strategies. Gray conducted a longitudinal study examining 

the coping process of parents (N = 28) o f children with mild-severe autism aged between 4 

and 19 years. Parents employed a range o f coping strategies including the use o f treatment 

services, family support, religion, social withdrawal and contact with other parents. However, 

parents reported using fewer coping strategies during the follow-up study. Gray suggested 

that this may have been explained by these parents experiencing less stress due to increased 

improvement in the severity of the child’s autism. In addition, the diagnosis (10 years 

previously) was most likely to have been a particularly difficult time for parents when they 

were trying to adapt and cope with their child’s behavioural or emotional difficulties (Gray, 

2006). In terms of the type o f strategies used across time, parents in the earlier study tended to 

use problem-focused coping strategies (e.g. accessing treatment services, utilizing informal 

supports or socially withdrawing). In the follow-up study, parents were less likely to be 

reliant on services and support from family members and were more likely to rely on their 

religious faith and positive perceptions o f their child. Gray concluded that the shift in coping 

strategies may reflect an improvement in the child’s autism or the availability o f services for 

children at specific life stages.
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1.5 Inform ation and Education Provision through Parent Education

According to Kaiser and M ahoney (1999),

Parent education is the systematic provision o f  information to parents for the purpose 
o f  supporting their efforts to enhance their child’s development. [The] provision o f 
information takes into account the needs o f  parents for specific content and for 
methods o f  information delivery that are responsive to the learning style, education and 
culture o f individual parents (p. 174)

The parent education literature indicates that the prim ary goals o f  parent education are 

to (a) help parents understand and effectively manage their child’s behaviour (M ahoney & 

Kaiser, 1999), (b) provide parents with information about local and national services and 

resources so that they are more informed about their child’s options (RTFA, 2001), (c) 

encourage and facilitate parents’ participation in jo in t decision-m aking and advocacy-related 

activities (M cCollum, 1999), and (d) to increase feelings o f  self-efficacy, self-confidence and 

in doing so, help parents gain a greater sense o f  family em powerm ent (W olfe & Haddy, 2001). 

For the purpose o f  this thesis, parent ‘education’ will be used interchangeably to accommodate 

the range o f differences in definition and interpretations in the overall concept o f  providing 

parents with information, education and practical support. It is also important to note that 

parents often receive information through psychoeducation which can have a therapeutic 

component.

The difficulties associated with raising a child with an ASD have been well- 

documented in the literature (Bouma et al. 1990; Boyd, 2002; Fitzgerald et al. 2002; Koegel et 

al. 1992; Randall et al. 1999; Scott, Clark & Brady, 2000). As was previously stated, the 

period immediately after the diagnosis is considered to be a particularly difficult and 

vulnerable time for parents when they are most likely to experience a huge amount o f stress 

(Shields, 2001). The pressures associated with parenting a child with an ASD m ay place a 

huge demand on parents’ personal coping resources and hence, the provision o f  effective 

support services for parents is never more critical than for parents o f  children with ASDs 

(Fitzgerald et al. 2000). Parent education may be considered one type o f support which may 

produce positive outcom es for both the child and their parents (Kaiser & Hancock, 2003; 

M ahoney & Kaiser, 1999; Schreibman & Koegel, 2005; Symon, 2001).
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1.5.1 Shift from  child-focused to fam ily-centered intej'vention

The growing num ber o f  children presenting with ASDs combined with the 

individuality o f  each case (Fitzgerald et al. 2002) m ay explain why approaches to early 

intervention have m ainly been child-focused. The sole purpose o f  child-focused intervention 

is to m eet the needs o f  the child and this tends to be the clinician’s or professional’s role 

(Kaiser, Hancock & Hester, 1998; McBride & Peterson, 1997). Parents usually indicate a 

preference for child-focused intervention, for example, by wanting their child’s needs met 

before their own (Beresford, 1994; Kelly & Barnard, 1999; M cW illiam , Tocci & Harbin, 

1995).

Child-focused interventions were originally based on the prem ise that parents were 

responsible for their child’s behavioural or emotional problem s and in light o f this 

m isconception, were treated as the passive recipients o f  professional decision-m aking (Sperry, 

W haley, Shaw & Brame, 1999; Turnbull & Turnbull, 1990). However, the gradual emergence 

o f  fam ily-focused interventions and in particular parent education coincided with a renewed 

focus on the parenting role. For example, parental involvement in their children’s education 

can be effective in promoting their child’s educational developm ent (W olfendale & Einzig, 

1999). Furthermore, W olfendale et al. (1999) proposed that interventions that merge support 

for parents with high quality early education for children are most effective in enhancing 

children’s developm ent and learning. For example, the ‘cycle o f  literacy’ model o f family 

literacy (Camilleri, Spiteri & W olfendale, 2005) promotes the integration o f  parents into the 

education realm. A ccording to W olfendale (2006), the perception o f  parents as equal partners 

in their children’s education adds fiarther support to the idea that parents and professionals can 

work together to share their learning on comm on goals. Another model o f  parental 

involvem ent is the large-group, community-based, fam ily systems approach to parent 

education, for example, for families o f children with ADHD or families o f  children with 

behavioural problem s (Cunningham, Bremner & Boyle, 1995). This program  is grounded in 

principles and techniques from social-leam ing-based parenting program s, social-cognitive 

psychology and fam ily systems theory and aims to strengthen family functioning by valuing 

parents as a capable resource in their children’s development.
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According to the Family Systems Theory (M inuchin, 1974) which has been applied 

extensively to understanding the family and parent education practices (M eyers, 1998), 

families are an anthology o f  roles, values, interactions and stresses that interact to influence 

the psychological well-being o f all family members. Turnbull et al. (1990) claimed that 

parents occupy a variety o f  roles in relation to their child and the family, for example, they 

may be teachers as well as learners, service developers, political advocates, and jo in t decision

makers (Turnbull et al. 1990). As was previously m entioned in this introduction. Human 

Ecology Theory (Bronfenbrenner, 1976; 1979) examines human developm ent in relation to 

psychological, social and cultural factors that m ay influence that development. This theory 

was applied to parent education to understand fiilly the potential role that different factors may 

play in influencing the child, the parent and the parent-child relationship. Parent education 

practices that focus on the family as well as on the child with DD recognise the 

interrelatedness o f  the child and the parent and the influence that factors outside this 

relationship may have on both parties (Meyers, 1998).

Traditional views o f  parent education regard the parent as a significant m ediator in 

their child’s development and consequently, the focus is largely on changing parents’ attitudes 

and parenting strategies in order to benefit the child (Lam, 2003; M ahoney & Kaiser, 1999). 

For example, the behavioural m odification approach believes that children learn and are 

inadvertently reinforced for problem behaviours by parents, hence the need to teach parents 

ways o f eliminating unwanted and reinforcing desirable behaviour (Dembo, Sweitzer & 

Lauritzen, 1985). Yet, there is an alternative approach to parent education which stems from 

an empowerment philosophy and which focuses on enhancing and strengthening parents’ 

capacity to initiate positive change in their child’s behaviour (Fine & Lee, 2001). Parent 

education programs based on the em pow ennent perspective are delivered in a collaborative 

m anner where families are actively encouraged and facilitated by professionals to utilise and 

develop parenting skills and strategies that have worked for them across various contexts (Fine 

et al. 2001). Furthennore, em powerm ent is characterised by the sharing o f  infonnation and 

practical strategies between professionals and parents so that parents can participate in 

decision-making and problem -solving in relation to their child with a DD (M ahoney & Bella, 

1998a; M ahoney & W heeden, 1997; M cCollum, 1999; Singh et al. 1995).
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1.5.2 Collaborating with and empowering families through parent education

Despite the extensive use o f the term ‘parent education’ in the literature, there is some 

controversy surrounding its suitability (Dunst, 1999; Powell, 1990; Turnbull & Blue-Banning, 

1999; Winton & Sloop, 1999). For example, ‘parent education’ may suggest that parents lack 

suitable parenting skills or knowledge and therefore might not have the capacity to produce 

positive outcomes without retraining (Powell, 1990; Winton et al. 1999). Other researchers 

believed that the term may ignore the significant contribution that parents can make to 

professional learning and on the basis of this argument, should be redefined to include this 

reciprocal process (Turnbull et al. 1999; Winton et al. 1999). In light of this and similar 

arguments, parent education has been reconceptualised as ‘partnership education’ (Turnbull et 

al.), ‘parent-professional collaboration’ (Winton et al. 1999) and ‘parent empowerment’ (Lam, 

2003) implying different things to different groups o f people (Swain 2003) but at the same 

time, recognising parents as a source of knowledge, strength and capability (Lam, 2003). For 

example, partnership education is based on a synergy o f parental and professional strengths 

and resources where both parties educate each other to the greater benefit of the child and the 

family’s quality o f life (Turnbull et al. 1999).

Parent-professional partnership or collaboration is based on the principle that parents 

and professionals work together as open, honest and equal partners in terms o f their 

contribution, decision-making and power on common goals (Dunst et al., 1991, Dunst et al. 

1994; Herbert, 1995; Marshall & Mirenda, 2002). The collaborative process is essentially an 

empowering one where parents are encouraged to become less dependent on professionals and 

service providers (Peterander, 2000). Furthemiore, empowering parents may have collateral 

benefits in other key areas o f their lives (Peterander, 2000). Indeed, the need for parent- 

professional collaboration to ensuring positive intervention outcomes for both children and 

their parents is widely acknowledged and valued (Barnard, 1998; Brookman-Frazee, 2004; 

Koegel, Koegel & Dunlap, 1996; Marshall et al. 2002; RTFA, 2001; White Paper on Early 

Childhood Education WPECE, 1999). Parent-professional collaboration may also increase 

parents’ utilization o f services, their participation in parent training programs and their 

implementation o f strategies for dealing with their child’s behavioural problems
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(Cunningham, Davis, Bremner & Dunn, 1993; Dunlap & Fox, 1996; Herbert, 1995; M arshall 

et al. 2002; Powell, 1990).

To demonstrate the positive impact o f  parent-professional collaboration on both 

children and their parents, Brookman-Frazee (2004) compared the effects o f  a professionally- 

driven model o f Pivotal Response Training (PRT) to a collaborative model o f  parent PRT in 

terms o f parental stress and self-confidence, child affect and child responsiveness. 

Empowerment was indicated by an increase in parents’ levels o f  self-competence and self- 

efficacy as well as an increase in effective problem -solving (Dunlap, 1997; Moes, 1995). 

Parental stress and confidence was m easured using an adapted version o f  a scale used by 

Koegel, Bimbela and Schreibman (1996) while child affect or happiness and interest was 

measured using scales adapted from Baker et a l.’s study (1998 as cited in Brookman-Frazee, 

2004).

Pivotal Response Training (PRT) is based on the principles o f Applied Behaviour 

Analysis (ABA) where the prim ary goal is to help parents develop their ch ild’s motivation for 

social interaction and enhance their child’s responsivity to various cues (Koegel, Brookman & 

Koegel, 2003). This is done through professional feedback where the professional provides 

the parents with a set o f strategies to implement with the child. The professional’s role is to 

provide parents with critical feedback in terms o f  their success in implementing learned 

strategies (Brookman-Frazee, 2004). In the collaborative condition, the professional 

encourages input from the parents tliroughout the session. For example, parents were asked 

how they would like their child to respond when she or he wanted to play with a ball. In 

addition, parents were asked to indicate their preferences for target behaviours. In effect, the 

professional’s role was secondary to the parent’s role (Brookman-Frazee, 2004). Conversely, 

in the professionally-driven model, the professional was the key decision-m aker in tenns o f 

the target behaviours and desired responses. Parents had very little say in this model 

(Brookman-Frazee, 2004).

Three m others o f boys aged between 2 and 3 years with autism participated in the 

above study. Parent education took place in the fam ilies’ home for two o f the boys and in the 

home and the clinic for the third boy. Brookm an-Frazee (2004) found that the collaborative
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model o f parent education produced more positive child outcomes in terms o f positive child 

affect. Parents in the collaborative condition also displayed increased levels o f self- 

confidence and reduced levels o f stress compared to parents in the professionally-driven 

model. Furthermore, families in the collaborative condition reported a more positive parent- 

child relationship.

Brookman-Frazee (2004) concluded that parent-professional collaborative models of 

parent education are successftil in bringing about positive change in terms o f child and parent 

variables although further research is warranted in order to establish the range o f positive 

outcomes. However, a healthy parent-professional relationship may not guarantee effective 

intervention. Indeed, intervention needs to fit in with family routines and family dynamics for 

it to be successful (Marshall et al. 2002).

1.5.3 Benefits o f  parent education

Parent education is considered to be an important and fundamental component of 

overall intervention for families o f children with disruptive behaviour disorders (RTFA, 2001; 

Webster-Stratton, 1991). For example, the acquisition of parenting skills and strategies by 

parents may offer children more frequent intervention (Mahoney & Kaiser, 1999; Schreibman, 

Kaneko & Koegel, 1991; Schreibman et al. 2005; Symon, 2001) and lead to the generalisation 

and maintenance o f skills (Koegel et al. 1996; Marcus et al. 1997). Parent education may 

improve the parent-child relationship which has been found to be associated with child 

outcomes by helping parents to understand the reasons for their child’s behaviour and develop 

or acquire the strategies necessary to manage that behaviour (Howlin, 1998; Kaiser et al. 

2003; Mahoney, Boyce, Fewell, Spiker & Wheeden, 1998b; Pehrson & Robinson, 1990).

A review o f research in the area of DD and child-related outcomes, Mahoney et al. 

(1998a) compared the developmental outcomes o f children with moderate to severe 

developmental disabilities as well as at-risk children. These outcomes were compared across 

four early intervention services including (a) a parent education service that taught parents 

alternative parenting skills and (b) a family-centered support service. Family-centred support 

services aim to meet the needs of the family by providing parents with child-related
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information, personal family assistance and additional resources (M ahoney et al. 1998a). All 

four interventions aimed to improve the parent-child relationship and ranged in terms o f  their 

content and delivery methods. M ahoney et al. concluded that effective intervention in terms 

o f  child outcomes and the parent-child relationship was largely dependent on parents’ 

acquisition o f  highly responsive parenting strategies rather than the level o f  parental 

involvement or m eeting the entire needs o f the family.

Parents themselves believe that parent training programs are an appropriate and 

valuable method o f  intervention (Kaiser et al. 1998; Pfeiffer & Nelson, 1992). One o f the 

m ost important benefits o f parent education is that parents come to realise that they are not on 

their own and that there are other parents out there with similar experiences (Hornby, 2000). 

The ensuing support from other parents has been found to be associated with an improvement 

in parents’ attitudes (Wolfe & Haddy, 2001). W olfe and Haddy examined the experiences o f 

fifteen mothers in the US who had previously participated in a parent education group. The 

prim ary aim o f  their study was to inform a current parent education program  called Listening  

to Children (LTC). The researchers were interested in the impact o f  the program on m others’ 

parenting skills as well as the potentially positive impact o f  the program  on the family. 

M others’ reasons for opting to pull out o f a parent training program were also explored. Four 

m ain benefits o f  parent training were identified: (1) increased social support, more 

specifically, peer support, (2) increased self-awareness, for example, how a m other’s own 

childhood experiences might affect her parenting, (3) enhanced parenting skills, for example, 

learning to listen to the child and respond appropriately and (4) a greater sense o f 

em powerm ent (W olfe et al.).

For example, 80% (n =12) o f  mothers felt that they benefited from the support they 

received from other members o f  the group. Although some parents were initially 

apprehensive about participating in a group, they soon grew to trust other group members and 

welcomed the opportunity to discuss personal matters in an open, honest and mutually 

supportive environm ent (Wolfe et al. 2001). In addition, 73% (n = 11) o f m others described 

an overall change in their sense o f personal awareness with many reporting a positive change 

in their attitude towards them selves as well as their child. M others also observed an
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improvement in the management o f their child’s behavioural problems as well as an 

improvement in their relationship with the child. Overall, mothers in this study gained a 

greater sense o f empowerment in terms of how they responded to their child and how they 

coped with other aspects or difficulties in their lives (Wolfe et al.).

Another significant benefit o f parent education is that the provision o f information and 

the development or acquisition of effective skills and strategies may help parents gain a 

greater sense o f self-confidence (Pehrson et al. 1990). For example, Pehrson et al. examined 

parent attitudinal change in response to a 10-week parent education program using the Parent 

Attitude Survey (PAS; Hereford, 1963 as cited in Pehrson et al. 1990) and the Parent’s Report 

(PR; Schaefer & Bell, 1958 as cited in Pehrson et al. 1990). The PAS measures five aspects of 

parental attitude: confidence, causation (i.e. the degree to which parents believe themselves 

capable of influencing their child’s behaviour), acceptance, understanding and trust while the 

PR assesses participants’ view of ideal versus realistic parenting behaviours. Parents (N = 36) 

that completed the training program reported an overall increase in their level o f self- 

confidence and in their ability to effect a positive change in their child’s behaviour. 

Furthennore, parents perceived their own behaviour as being similar to the behaviour of the 

ideal parent.

According to Shields (2001), understanding the impact of an autistic disorder on child 

development as well as the biological reasons for the child’s behaviour may help parents to 

implement parenting strategies more effectively. This is also supported by Pisterman, 

Firestone, McGrath, Goodman, Webster, et al. (1992) who examined the impact of 

behavioural parent training groups on parent and child outcomes. Parent outcomes included 

parental stress and sense o f competence while child outcomes included non-compliance and 

attention behaviour. Ninety-one parents of children with ADHD were assigned to either a 

treatment group or a control group. Parents were taught how to implement behavioural 

management techniques with their child using printed materials, therapist role-modelling and 

video feedback. During the treatment phase, parents were observed by the researchers 

interacting with and issuing instructions to the child on various tasks.

40



Parental stress was measured using the Child and Parent subscales o f  Loyd & A bidin’s 

(1985) Parent Stress Index (PSI) while parents’ self-esteem  and feelings towards parenting 

was m easured using an adapted version o f Gibaud-W allston and W andersm an’s (1978 as cited 

in Pisterman et al. 1992) Parenting Sense o f  Competence Scale (PSCS). The latter scale was 

adapted in a previous study by Mash & Jolmston (1983 as cited in Pisterman et al. 1992). 

Child variables were m easured using Conner’s Parent Rating Scales-48 (C onner’s, 1989), the 

Home Situations Questionnaire (Barkley, 1981) and an adapted version o f  Kendall & 

W ilcox’s (1979) Self-Control Rating Scale (all as cited by Pisterman et al. 1992). Pisterman 

et al. found that parents in the treatment group reported a decrease in stress and an increase in 

self-esteem, independent o f improvements in parent and child behaviours compared to parents 

in the control group. Furthermore, increased levels o f  satisfaction w ith and interest in 

parenting reported by parents were associated with improved child behaviour (Pisterman et al. 

1992). Changes in parent’s satisfaction ratings were also associated with self-efficacy scores 

which may have implications for parents’ overall sense o f  self-worth and empowerment 

(Feldman & Werner, 2002).

Parent education is also considered to have positive collateral benefits for parents in 

other areas o f their lives (Anastopoulos, Shelton, DuPaul &Guevremont, 1993; Dunst et al. 

1993; Koegel et al. 1996). For example, it m ay help parents to manage financial pressures and 

negative attitudes from others more effectively (Symon 2001). In addition, increases in 

martial satisfaction and decreases in parental depressive symptoms for parents o f  non- 

compliant children were found to be associated with participation in parent training programs 

(M cM ahon & Forehand, 2003).

Research carried out by Schreibman, Kaneko and Koegel (1991) exam ined the effects 

o f  behavioural parent training on parents’ positive affect while im plem enting either a highly 

fonnal discrete-trial training (DTT) or naturalistic pivotal response training (PRT) program  

with a view to inform ing the design o f future parent training programs. W hile both 

approaches are based on the principles o f  Applied Behaviour Analysis (ABA), PRT is 

considered to be more naturalistic and less rigid in tenns o f  parent-child interactions compared 

to DTT. Nineteen parents o f children with ASDs aged between 2.8 and 12.7 years 

participated in their study. Positive affect includes the extent to which a person feels
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motivated, alert and energised (Watson, Clarke & Carey, 1988). Parents’ enthusiasm (e.g. 

frequently attends to child), interest (e.g. parent seems very alert and involved in activity) and 

happiness (seems to be enjoying self) were measured using an adapted version o f a scale used 

by Koegel & Egel (1979 as cited in Schreibman et al. 1991). Schreibman et al. found that 

parents implementing the PRT program displayed more positive affect than parents in the 

DTT condition. Positive affect displayed by parents was associated with positive child affect 

which may indicate that parents displayed more positive affect in response to their child’s 

display o f positive affect (Schreibman et al. 1991). However, what is o f particular 

significance is that the nature o f a parent training program and the procedures used to deliver a 

program may influence parents’ motivation and interest in learning skills and strategies to 

implement with their child (Benson & Turnbull, 1986).

1.5.4 Factors that may facilitate or impede the effectiveness ofparent education

Personal, interpersonal and environmental factors, including, low self-efficacy, marital 

dissatisfaction, depression, time constraints, poverty or social isolation particularly around the 

time o f the diagnosis, lower educational level, location, cultural variables such as parenting 

beliefs and expectations and the nature or format o f parent education itself may hamper the 

positive outcomes of parent education for parents and their children (Dunst, 1999; Gowen et 

al. 1993; Forehand & Kotchick, 2002; Mahoney et al. 1999; Marshall et al. 2002; Moes, 1995; 

Seligman & Darling, 1989; Sofronoff & Farbotko 2002; Webster-Stratton & Hammond, 

1990).

For example, training that is generic in nature may produce poor outcomes especially 

for those parents who have specific characteristics and needs of their own (Marcus et al. 

1997). In addition, the geographical location o f parent education services may prevent some 

parents from continuing with a training program (Kaiser et al. 1998; Symon, 2001). 

According to Symon, an uneven or low distribution o f clients in a region may discourage 

some professionals or service providers from offering parent education services to parents 

within that particular area. One way of overcoming this obstacle might be to deliver parent 

education using a similar format to the one used in New Zealand where parents were offered a 

distance education service (WPECE, 1999). The WPECE proposed that a similar service

should be offered to parents o f children with special needs in Ireland.
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A study conducted by Sofronoff and Farbotko (2002) examined the impact o f a parent 

management training (PMT) program on the self-efficacy ratings o f parents’ (N = 89) of 

children with AS. Parents participated in a group workshop, individual sessions or a control 

group. PMT focuses primarily on increasing parents’ understanding o f their child with AS, 

developing their behaviour management strategies and meeting their information needs. 

Providing parents with relevant information and practical strategies are associated with 

positive outcomes including increased parental confidence and competence (Howlin, 1998). 

Parents were asked to rate (from 0 to 5) their feelings o f self-efficacy and self-confidence in 

their ability to manage specific child behaviours. Sofronoff et al. (2002) found that parents’ 

who participated in workshops experienced an increase in self-efficacy with mothers reporting 

a significantly greater increase compared to fathers. This would suggest that gender has a role 

to play in how confident parents feel in their ability to succeed in managing their child’s 

behavioural problems (Sofronoff et al. 2002). Moreover, since mothers tend to spend more 

time with their children, this could have yielded more opportunities for mothers to implement 

the strategies than fathers. Sofronoff et al. observed that a number o f fathers in their study 

displayed classic symptoms of ASDs which may have had a negative impact on their self- 

efficacy ratings prior to them participating in the training sessions. Since individuals with AS 

can experience some difficulties in trying to assimilate and comprehend orally-presented 

information (Attwood, 1998), this may have explained why fathers in this study reported 

lower levels of self-efficacy compared to mothers (Sofronoff et al. 2002). Therefore, 

accommodating the potential range of learning styles that parents have may be a key factor in 

delivering parent-friendly education (Dinnebeil, 1999; Kaiser et al. 1999). As may have been 

predicted, self-efficacy ratings for parents who participated in the one-day workshop were not 

maintained after three months. Sofronoff et al suggested that this may have been attributed to 

either the difficult nature of the strategies being learned or the brevity of the workshop. 

Additional sessions offered to parents throughout the year may produce more pennanent 

results (Harris, 1998).

Parent education programs are grounded in various principles and assumptions, for 

example, from behavioural, educational or cognitive to a mixture o f approaches (Marcus et al. 

1997). In cognitively enhanced parent education, parents’ perceptions in relation to their 

child’s behaviour are treated as possible barriers to effective parent training (Stem, 1996;
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W hite, M cNally & Cartwright-Hatton, 2003). Previous research by W hite and Barrowclough 

(1998) found that m others who displayed clinical signs o f  depression were more likely to have 

negative perceptions o f  their child’s behaviour. W hite et al. (2003) suggested that these 

negative perceptions had the potential to prevent m others from successfully engaging in parent 

training (W hite et al. 2003). However, parent training based on a cognitive approach helps 

parents to understand the reasons for their child’s behavioural or emotional problems and the 

reciprocal effect this may have on their parenting behaviour. A ccording to W hite et a l ,  this 

may offer parents an opportunity to alter negative or unhelpful thoughts or feelings about the 

child and think more positively about their child’s intentions (White et al. 2003). As a result 

parents may enhance their capacity to implement behavioural techniques with their child as 

well as increase their motivation to participate in parent training (W hite et al. 2003).

A similar study by Forehand and Kotchick (2002) proposed that parents’ expectations 

and mental representations o f their ch ild ’s behavioural problems could influence the outcom es 

o f  parent training. They also suggested that parents’ level o f  involvement in parent training 

was associated with psychosocial and cultural factors such as depression, marital conflict and 

socioeconomic stressors. In terms o f  the appropriateness o f  the actual program, most parent 

education programs are based on W estern philosophy or research which raises questions 

regarding its applicability to parents from other cultural backgrounds (Forehand et al. 2002).

Based on previous literature as well as findings from their own research, Kaiser and 

Hancock (2003) highlighted several significant considerations when assessing whether or not 

parent education m ight be appropriate for parents, children and professionals. For example, a 

good tim e for parents might be when (a) they are willing and able to participate especially if  a 

program requires long-tem i commitment, (b) they believe that their child will benefit from the 

enhancem ent and acquisition o f  parenting skills and knowledge and (c) the parent already has 

a good relationship with the child. A good time for professionals m ight be when (a) they are 

open and willing to collaborate with parents, (b) they are sufficiently trained in the skill area 

and (c) they are capable o f providing parents with new skills. With reference to the latter, 

delivering parent education program s often requires professionals to possess certain adult 

learning skills which very few may have (M ahoney et al. 1999).
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Although parent education in general is regarded as an effective method of 

intervention, it has also been criticised for several reasons. Reviewing some o f the criticisms 

o f parent education, Smith (1997) raised two significant questions: (1) who exactly benefits 

from parent education and (2) is it a case o f ‘social control’ versus ‘empowennent’? For 

example, the need to acquire additional parenting skills and knowledge may result in some 

parents feeling inadequate because it may suggest that their personal repertoire o f skills are 

somewhat lacking (Greene, 1999). Asking parents to become their child’s therapist may 

challenge the traditional and more natural parenting role in which parents feel more 

comfortable (Hanson & Hanline, 1990; Kelly & Barnard, 1999). It might also make parents 

feel guilty if they chose not to participate in parent education when the opportunity arises 

(Turnbull et al. 1990). According to Smith and Pugh (1996), by ignoring some of the key 

principles within parent education, for example, disregarding parents’ needs or the diversity of 

parents, professionals and service providers run the risk o f implementing their own priorities 

over parents’ priorities and preferred outcomes. Therefore, supporters and managers o f parent 

education need to identify the overall benefits o f parent education not only for the child but 

also for his or her parents, the stakeholders and society at large (Smith, 1997). Furthermore, 

effective parent education may not only depend on parent educators recognizing and valuing 

the skills that parents already possess but also on meeting parents’ needs in a highly 

responsive and collaborative manner (Kasier et al. 1998; Marcus et al. 1997).

The aims of Chapter Two were to identify the range o f parent education or training 

programs, seminars, workshops, group work and conferences offered to parents of children 

with ASDs and to explore the perceptions o f parent educators towards parent education. I 

wanted to detennine the extent to which their attitudes towards parent education might reflect 

the availability o f information and education for parents o f children with ASDs. The primary 

aim o f Chapter Three is to describe parents’ experiences, information and education needs and 

information-seeking behaviour in relation to having a child with an ASD. Findings from this 

study were also used to inform the development o f The Information Needs Assessment 

Questionnaire (INAQ) as described in Chapter Four. The specific aims of Chapter Four were 

to (a) identify parents’ infonnation needs using the Infomiation Needs Assessment 

Questionnaire (INAQ) which was designed by me, (b) explore potential associations between 

the INAQ and several independent variables, (c) examine the predictors o f family
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empowerment and (d) parents’ preferences for sources of information. The imphcations for 

practice and future research are discussed in Chapter Five as well as recommendations and 

guidelines for information and education provision.
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Chapter 2

Autistic Spectrum Disorders (ASDs): A Brief Review of Parent Education
and Information Provision

2.1 Abstract

The aims o f the present study were to identify the range o f parent education or training 

programs, seminars, workshops, group work and conferences offered to parents of children 

with ASDs and to explore the perceptions o f parent educators towards parent education. I 

wanted to determine the extent to which their attitudes towards parent education might reflect 

the availability o f information and education for parents o f children with ASDs. Quantitative 

data were summarised using descriptive statistics where appropriate while qualitative data 

were explored for categories and themes using the data management package NVivo. The 

results o f this study indicate that parent education may be delivered in a variety o f ways, from 

brief psychoeducational or informational consultations to more structured fonnats such as 

workshops or training programs and using a broad range of mediums including videos, role- 

plays and handouts. However, the present study found that parent education services tend to 

be restricted to parents whose child is linked in with a specific service. Overall, parent 

educators who took part in this study consider parent education to be an effective method of 

intervention provided it is delivered as part o f a larger intervention plan; is tailored to meet the 

infonnation and education needs of parents and is delivered in a variety of formats in order to 

cater for a potential range o f learning styles. A number of recommendations and guidelines 

for practice have been developed based on the collective data and will be discussed towards 

the end o f this chapter.

2.2 Introduction

There is a tendency to view parent education more narrowly, for example, as a way of 

helping parents to understand their child’s DD or illness, to develop their practical strategies to 

manage the DD and to support parents in their efforts to improve their child’s social, 

emotional or academic development (Lee & Guck, 2000). Furthennore, parent education or 

training has been shown to be an effective method o f intervention for families of children with 

ASDs, for example, by improving the parent-child relationship (Mahoney & Perales, 2003),
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increasing communication skills (Feldman, Case, Rincover & Towns, 1989) and decreasing 

unwanted behaviours (Howlin, Rutter & Berger, 1987; Koegel et al. 1996). However, in a 

broader sense, parent education may be construed as a method o f providing information to 

parents on a range o f topics (Gutkin, Curtis & Reynolds, 1990) including personal coping 

strategies, child and parent-related services and so on. Information and education may be 

delivered in a variety o f formats, from printed material and video-modelling to webcourses, 

workshops or conferences. In terms o f education, programs may differ in the level o f parental 

involvement, for example, some courses will use a didactic approach while others will 

facilitate the exchange o f information and skills between professionals and parents.

There are a range o f approaches to parent education and all are grounded in different 

ideologies, for example, behavioural, educational, cognitive, or relational (Marcus, Kunce & 

Schopler, 1997; Wolfe & Haddy, 2001). According to Dembo, Sweitzer and Lauritzen 

(1985), each educational approach has a different set o f goals and procedures and will 

consequently produce a diverse range of parent and child outcomes. Previous research has 

highlighted the key characteristics o f effective parent education programs. For example, 

parent education may be effective when it involves collaborating with parents in terms of 

sharing infonnation, joint decision-making or allowing parents to identify target behaviours 

and formulate their own solutions (Brookman-Frazee, 2004; Lancaster, Fine & Lee, 2000; 

Santelli et al. 2000). It may be effective when parents are provided with additional support 

which is run concurrently to or after parent education is completed (Bagner & Eyberg, 2003; 

Stahmer & Gist, 2001; Symon, 2001). Positive outcomes may be produced with good 

planning where the aims and objectives o f the program match the particular participant 

families’ context (Albin, Lucyshyn, Homer & Flannery, 1996; Koegel, Symon & Kern, 2002).

Furthermore, parent education may be effective when it accounts for participants’ 

social and cultural background including financial need, available resources and the severity 

o f the ASD (Santarelli, Koegel, Casas & Koegel, 2001; Symon, 2001); provides a flexible 

program in terms o f the number o f sessions or the option to reschedule when necessary 

although the latter is easier with individual rather than group sessions (Chadwick, 

Momcilovic, Rossiter, Stumbles & Taylor, 2001); includes strategies which are known to 

enhance parental self-efficacy by helping them to predict, plan and manage problem behaviour
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as well as encourage desirable behaviour (Sanders & Woolley, 2005) and finally, offers 

parents booster sessions after intervention to maintain treatment gains (Bagner et al. 2003).

2.2.1 The present study

The present study aimed to investigate the components o f parent education services 

offered to parents o f children with ASDs in Ireland and two studies (Kohler, 1999 and 

Rylands, 1995) were used to inform the design and methodology o f this study. For example, 

Rylands investigated the provision o f parent education programs for parents o f children 

without developmental disabilities in Ireland in response to the potential impact o f changing 

sociocultural and economic factors on the family. The primary aim o f Rylands’ study was to 

provide information to parents and professionals about the availability and range o f parent 

education programs, the criteria needed in order to access these programs and the different 

modes of delivery. This was conducted by reviewing existing parent training services and 

examining the needs o f parents from parents’ perspectives as well as from the perspective of 

the professionals delivering those programs.

Rylands (1995) asked program facilitators to complete a researcher-designed survey 

which addressed the following areas o f interest: how and why the parent education event or 

course was offered; is there a need for parent education; who funded the course; potential 

interagency collaboration; aims, content and model o f education; practical details such as how 

many parents were catered for and how often was a program held; method of delivery and 

evaluation. Ryland also examined the profile o f program facilitators in relation to their own 

training and experience in organising and delivering parent education. Similar questions to 

the ones above were used to guide the development o f the questionnaire that was implemented 

with clinicians in the present study.

A similar study carried out by Kohler (1999) examined parents’ perspectives o f the 

services received by young children aged from three to nine years with ASDs and their 

families in the US. All interviews were conducted over the telephone and were audio-taped. 

Four questions were addressed: (a) what is the nature or type and quantity o f services 

received, (b) what is the nature and degree o f family involvement, (c) how do service
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providers ensure continuity or communication with other service providers and, (d) what is the 

nature o f families’ problems or issues with current services?

Several problems associated with the service delivery system were identified by 

parents as contributing to their feelings of stress and dismay including the tendency for parents 

to lack basic information about how to identify and access appropriate services in order to 

meet their child’s needs. Furthermore, there was an evident lack o f parent-professional and 

interagency collaboration. Kohler's (1999) research provided further guidance during the 

development o f the questionnaire used in the present study.

Parents of children with ASDs in Ireland report similar difficulties in terms o f trying to 

identify and access infonnation and appropriate services available to their child (RTFA, 

2001). So far, there is no known record of parent education services available to parents of 

children with ASDs in Ireland and more specifically, in the HSE Eastern region which 

incidentally has the highest population base in Ireland. Similarly, parents’ infonnation and 

education needs and preferences for delivery methods remain unexplored, both nationally and 

internationally. In fact, the majority of research on parent education has been conducted with 

families o f children with DD or physical disabilities in the United States o f America (US), 

Australia and the United Kingdom (UK). While most of the findings from this research are 

particularly helpful, they are not always applicable to services or families in Ireland.

The present study is primarily based on the desire to provide parents and professionals 

working in the area o f ASDs with a valuable set of findings that may be used to develop and 

enhance current and future parent information and education services. It is the first known 

study to document parent education practices for the parents o f a child with an ASD not only 

in the HSE Eastern region but also in Ireland. The first phase o f this study was a descriptive 

investigation of the type and nature of parent education events offered to parents o f children 

and adolescents less than 18 years with ASDs. Following this, the second phase o f this study 

examined the perceptions o f the health care professionals who organised or facilitated parent 

education for parents o f children with ASDs on behalf o f their organisation. This was
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conducted with participants using face-to-face or telephone interviews. The study described 

in this chapter forms part o f  a larger study into parents’ information and education needs.

A recent study carried out by Sturges & Hanrahan (2004) in the US, compared 

different m ethods o f qualitative interviewing to determine whether or not the different 

m ethods (i.e. telephone interviewing and face-to-face interviewing) produced an alternative 

set o f  findings. The prim ary aim o f  the interviews was to explore visitors’ and correctional 

officers’ views o f visiting County Jail inmates and how they perceive the interactions in the 

waiting room during the visits. Face-to-face semi-structured interviews were chosen as the 

m ethod o f data collection. However, ha lf o f  the interviews were conducted over the telephone 

as a result o f  some participants being hesitant to take part in the study. This provided an 

additional opportunity to compare these two m ethods o f interviewing. Forty-three people took 

part in their study, twenty-one people in face-to-face interviews and twenty-two people in 

telephone interviews.

The researchers concluded that “suitability needs to be considered in light o f  the 

particular research endeavour” (Sturges et al. 2004, p. 108). Sturges et al. suggested that 

telephone interviews are suitable where there may be a chance that the participant m ay feel 

embarrassed about a topic. They are also suitable when access to participants is difficult and 

at the very least, m ay yield a larger sample o f  participants. On the other hand, face-to-face 

interviews are preferred when the participant is discussing an em otionally sensitive topic and 

when nonverbal comm unication is as valuable and meaningful as verbal communication. 

Face-to-face interviews are also preferred when the researcher needs to interact with the 

participant in their own environment. The researchers found that the quantity and quality o f 

responses in terms o f  the amount o f  information shared by the participants and the nature and 

depth o f  their responses, did not differ significantly across both m odes o f  interviewing. 

Findings from Sturges et a l.’s study infonned decisions in relation to the m ethod of 

interviewing in the present study.
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2.2.1.1 Research questions

The purpose o f the present study was to inform and enhance current and future parent 

education services in Ireland by:

(a) Identifying what was offered in terms o f parent education in the HSE Eastern area to 

parents of children with ASDs, and

(b) Gaining an insight into participants’ perceptions o f parent education for parents.

In addition, it was anticipated that the documentation of parent education services in 

the present study would allow for a subsequent comparative evaluation between what 

organisations offered and what parents perceived themselves as needing in terms of 

information and education (described later in Chapter 5). This could identify gaps in service 

provision as well as inform recommendations for ftjture service development and research. 

The present study began in 2004 and continued throughout 2005 to accommodate the range of 

problems preventing some clinicians and organisations from participating in the study.

Four questions guided this research:

1. What were the key characteristics of the educational events or practices provided for 

parents within the last twenty-four months?

2. What plans did participating organisations have in place in terms o f parent education?

3. Was parent education, as perceived by participants, helpful or unhelpful to parents?

4. What factors optimised the implementation o f parent education?

2.2.1.2 Pilot study

A pilot study was conducted during the summer o f 2004 upon ethical approval 

(Appendix 1) prior to the final study in order to pre-test the survey. Nineteen organizations 

were identified in the HSE Western region (Galway, Mayo and Roscommon) as supporting 

children with ASDs including five service providers, six voluntary agencies (two o f these 

were national rather than local agencies) and eight schools. I contacted each organization by 

telephone in order to discover (a) whether they offered parent education to parents o f children
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with ASDs and (b) if so, to whom 1 should address the survey. A total o f eight organizations 

responded to the study and out of these, four agreed to participate. These were one 

developmental disability service, two Child and Adolescent Mental Health services and one 

school. A number o f organizations indicated that while they did not provide parent education, 

they were allocated a small number o f places for parents linked in with their organization on a 

parent education program run by larger service providers.

Three participants completed the survey in writing while the fourth participant 

completed the survey over the telephone. Three participants agreed to take part in an interview 

and all interviews were conducted over the telephone. Twenty-seven items were included in 

the pilot version o f the survey with seven items being short, open-ended questions. 

Qualitative questions were included to allow participants to disclose detailed information and 

include additional comments, providing me with a potentially rich source o f data. During the 

interviews, participants made several noteworthy comments in relation to the study, for 

example, that the survey took longer to complete than anticipated and that it was not always 

easy to locate the specific details o f the parent education or training event. Based on this and 

additional feedback, a shortened version of the survey was developed which consisted of 

twenty items (Appendix 2). Several of the questions removed from the survey were included 

as part o f the follow-up interview (Appendix 3).

2.2.1.3 Reliability & validity

Content validity of the survey instrument was assessed during the pilot study by 

requesting participants to comment on whether they believed it accurately measured what it 

was supposed to measure and whether it offered them a complete range o f possible answers 

for close-ended items. Participants were also asked questions that were relevant to them and 

that they were likely to understand. Reliability was a little more difficult to establish. 

However, answers to questions across several participants were compared to check that they 

were consistent. Moreover, the follow-up interview offered an opportunity to confirm unclear 

answers or comments in the survey. Answers to open-ended questions were reviewed and 

checked for agreement by two observers: the current author and an outside rater (a researcher 

who was unfamiliar with the research area).
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Face validity o f the interview was established by asking participants in the pilot study 

to critically comment on the interview schedule by completing a comment fonn (Appendix 4) 

in order to ensure that the questions were relevant and meaningfial to organizations providing 

support or services to families with children with ASDs. In addition, validity was established 

for each interview by quickly summarizing the main points o f the discussion towards the end 

o f the interview and asking participants to comment on the content o f the summary and how 

representative it was of the discussion that took place. All interviews were then transcribed 

verbatim and imported into the qualitative data management software program NVivo 2.0 and 

were then analysed. Apart from analysing verbatim transcripts, the credibility o f the findings 

was established by asking three outside researchers to read through the interviews and 

independently evaluate the validity o f the codes developed during the preliminary analysis. A 

small number o f inconsistencies between the data analysts in relation to the codes were 

negotiated until there was unambiguous agreement.

2.3 Method

2.3.1 Participants

A  list o f service providers, voluntary agencies, schools and parent groups working in 

the area of ASDs and located within the HSE Eastern region (Dublin, Kildare and Wicklow) 

was selected from (a) RTFA (2001), (b) The Review o f Services for Persons with Autistic 

Spectrum Disorder in the Eastern Region (Eastern Regional Health Authority ERHA, now 

known as the HSE Eastern Region, 2002), (c) the Department o f Education and Science’s 

website and (d) by word-of-mouth. A total o f eighty organisations were identified as potential 

organisations for families o f children with ASDs and all were contacted in November 2004 

(Table 2.1). Every organisation was contacted by telephone in relation to the best person to 

contact. On numerous occasions the nominated individual referred me on to another clinician 

either within the organisation or to a larger organisation.

A response rate o f 70% (n = 56) was achieved. Twenty-four organisations did not 

respond. The non-respondents were 9 special schools for children with developmental 

disabilities, 7 redundant support groups for parents o f children with ASDs, two child & family 

guidance clinics, one autism service, one child & adolescent psychiatric service, two outreach
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centres for children with developmental disabilities and two hospitals. Thirty-one 

organisations stated that the study did not apply to them. Out o f this, eleven organisations 

stated that they were essentially a diagnostic or assessment service and referred parents on to 

secondary or tertiary services for information and education relevant to the area o f ASDs. 

Two organisations offered services to over 18s on the autistic spectrum which was outside this 

study’s age range. Eight organisations were unable to participate, citing staff shortages or 

time constraints. Two schools ran parent education groups but these were excluded since they 

were only recently established. A final total o f thirteen organisations met the criteria for 

inclusion and participated in this study (Table 2.2). Twelve participants were clinical staff 

members including six Clinical Psychologists, three Clinical Nurse Specialists, two Speech 

and Language therapists and one Child and Adolescent Psychiatrist while two participants 

were members o f administration and one participant was the director o f the service.

Table 2.1 Summary of Responses

Outcome N o f  organisations %

Did not respond to the survey 24 30%

Study was not applicable to their service 31 39%

Participated in the present study 13 16%

Offered parent education but were unable to participate 8 10%

Other 4 5%
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Table 2.2 Survey and Interview Responses

O rganisation  Participant(s) Survey Interview

Autism  services 2 C linical Psychologists, 2 C linical N urse Specialists &  4 3

1 adm inistrative s ta ff

A BA  school 2 C linical Psychologists 2 2

Hospital clinic 1 C linical Psychologist & 1 SLT “ 1 2

Intellectual d isability  service 1 C linical Psychologist 1 1

Special Education Support

service 1 adm inistrative s ta ff 1 1

C hild and A dolescent

Psychiatric Services 1 C linical N urse Specialist & 1 SLT“ 2 2

V oluntary O rganisation  1 adm inistrative s ta ff 1 1

Learning & support service D irector o f  services 0 1

N ote. “SLT = Speech and Language Therapist.

N ot all participants com pleted  a survey and took part in an interview

2.3.2 Information sheet

The inform ation sheet described the principal aims o f  the study as well as the m ethod 

(Appendix 5). It also set out a clear and explicit set o f  instructions for participants to follow. 

It was printed on Trinity College Dublin letterhead paper and was signed by m y supervisor as
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well as myself. No return date was indicated on the letter to allow organisations time to 

respond although several follow-up calls were made later.

2.3.3 Survey

2.3.3.1 Design

This was a cross-sectional study using a researcher-designed or non-standardised 

descriptive survey. The study aimed to review the provision o f parent education services 

offered to parents, for example, how often an educational event was offered to parents; who 

generated the event; who facilitated the event, and in what format was it delivered? The key 

elements o f these services were examined in terms o f type, content, format and overall 

objectives in light of the previous literature which drew attention to the potential associations 

between parental demographic and psychosocial characteristics and the nature o f an 

educational event. Items in the survey were also chosen because they were considered to 

address some o f the key components o f services as had been previously indicated by Rylands 

(1995) and Kohler (1999). It was anticipated by the author that these and similar questions 

would generate a valuable source of information on current parent education services offered 

to parents in the region.

2.3.3.2 Procedure

Participants were asked to (a) provide the researcher with all relevant and up-to-date 

advertising material based on educational events that they offered to parents from November 

1*' 2002 to November 2004, (b) complete a separate survey for each event offered and (c) 

confirm, by returning a signed consent forni (Appendix 6), that they were willing to partake in 

a short twenty-minute interview. Participants were also requested to return all completed 

components along with any advertising material in a stamped-addressed-envelope. A ‘not 

applicable’ form was included for organisations that did not offer parent education to the 

parents o f children with ASDs or who alternatively accessed parent education on behalf of 

these parents (Appendix 7).
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2.3.4 Intei’view

2.3.4.1 Design

The survey was followed by a short twenty-minute interview. However, a number of 

interviews took longer due to, for example, unexpected interruptions or the participant having 

considerable experience in parent education. The interview schedule consisted of fifteen open- 

ended questions. The purpose o f the interview was to (a) explore current and future plans of 

organisations in terms o f parent education and (b) to examine respondents’ views o f parent 

education with respect to parents of children with ASDs. The interview also assisted in 

clarifying answers or issues that were raised in the survey. Respondents were also offered an 

opportunity to provide additional comments.

2.3.4.2 Procedure

Face-to-face and telephone interviews were used in the current study. Thirteen 

interviews were conducted in total: eight face-to-face interviews, four telephone interviews 

and one interview was completed as a word document due to time constraints. All apart from 

two o f the interviews were audio-taped with participants’ permission. Two participants 

preferred their interviews not to be recorded by audiotape and therefore, the author recorded 

the interviews by hand. As soon as the interview was finished, the author briefly ran through 

the responses with participants to ensure that what she had recorded or summarised by hand 

was an accurate representation of their views.

2.3.5 Data analysis

Survey responses were stored in MS Excel and entered into SPSS 12. A content 

analysis was perfonned on answers to open-ended questions in the survey and resulting 

categories were also entered into SPSS. Descriptive statistics for categorical variables were 

obtained. These are presented as percentages where possible. Interview data were organised 

and reduced into categories and themes using NVivo. A thematic-analysis o f the data was 

conducted and potential patterns o f themes were subsequently examined. Additional notes 

recorded by m yself during the interviews were used to guide the interpretation procedure 

where appropriate.
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2.4 Results

The initial part of this section will present the findings from the survey. To begin there 

will be a brief summation o f the type and content o f educational events offered, followed by a 

description o f the key components o f these events. The second part o f this section will outline 

the administrative aspects of parent education as identified by participants during the 

interviews. In addition, it will examine the perceptions o f participants in terms o f the benefits 

and barriers o f effective parent education services for parents of children with ASDs.

2.4.1 Sui'vey

A  variety of parent education services (N = 18) were offered to parents by participants 

in the current study between 2002 and 2004 (Table 2,3). These ranged from training 

programs and workshops to weekend seminars and group work. The majority o f services were 

offered on an ongoing or an annual basis. However, only four o f these were open to all 

parents. Out o f these four, three were offered to parents and professionals, for example, 

teachers and administrative staff, by the same organisation. Parent education services tended 

to be offered on a restricted basis for three key reasons. Firstly, many services were restricted 

to parents whose children were already linked in with the service. Secondly, there was often a 

waiting list which was managed on a first-come, first-served basis. Finally, many participants 

cited a lack o f resources to be the primary reason for the limited number of places on their 

parent education courses or programs.
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Table 2.3 Type and Accessibility of Parent Education Events

Type o f  parent education

N and (%) o f services 

offered Access

ABA training program (P) 4 (22%) Restricted

EarlyBird training program^ 2(11% ) Restricted

Social skills parent group“ 2(11% ) Restricted

Marte Meo therapeutic program 2(11% ) Restricted

Adolescent & Parent programme 1 (6%) Restricted

Autism study seminar weekend 1 (6%) Open

Introduction to Assistive Technology workshop*’ 1 (6%) Open

Dyslexia in the classroom workshop*’ 1 (6%) Open

Dyspraxia management workshop*’ 1 (6%) Open

Hanen training program 1 (6%) Restricted

Social & Communication parent group 1 (6%) Restricted

Mixture o f  topics including Hanen and PECS 1 (6%) Restricted

Parent group work 1 (6%) Restricted

Note. A number o f  organisations ran more than one parent education course (figures rounded off to the nearest 

decimal)

“Same service provider 
*’Same service provider 

Same service provider

A summ ary o f the parent education courses or program s identified in the present study 

is provided in Table 2.4. However, the following section provides a more detailed outline o f 

each event. The Applied Behaviour Analysis (ABA) training courses (Table 2.4) were run by 

two autism services, two ABA schools and a learning & support service for children with 

classic autism (or autistic disorder). These sessions offered an introductory course to ABA 

where parents learned to define behaviours, understand antecedents and consequences, prompt 

and reinforce, conduct a functional assessment and focus on augmentative comm unication 

systems. According to one participant, the overall goal o f ABA is to educate parents and other 

prim ary caregivers in using behavioural m anagem ent strategies with the prim ary intention o f 

enhancing their child’s development.
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The EarlyBird program (National Autistic Society, 1999) which was organised by two 

autism  services was described as a 3-month program  designed to support families o f preschool 

children with ASDs. This model o f early intervention incorporates strategies used in The 

Treatm ent and Education o f Autistic and Com m unication Handicapped Children (TEACCH; 

Schopler, 1966) and Picture Exchange Com m unication System (PECS; Frost & Bondy, 1987) 

to structure interactions with the child in order to allow his or her comm unication skills to 

develop. It aims to increase parents’ sense o f  competence and self-confidence by helping 

them to understand the impact o f the disorder on their child’s developm ent as well as teaching 

them practical strategies to support their child’s comm unication. It also encourages parents to 

learn with and from each other in a highly supportive environment. EarlyBird is delivered 

using an eclectic range o f delivery m ethods including group sessions, home visits and video 

feedback.

A further key service provider organised parent discussion groups to coincide w ith a 

social skills group for children with Asperger’s Syndrome. The parent group provided parents 

with information on sensory integration, pragm atic language disorders and the use o f social 

stories while at the same time, it provided parents with an opportunity to ask questions and 

discuss potential concerns with other group members. Professionals running the group 

sessions also encouraged parents to establish supportive relationships outside the group.

The Marte Meo (Aarts, 1987) therapeutic program  which was run by a Child & 

Adolescent Psychiatric Service is designed to enhance parents’ current strengths and 

capabilities in terms o f  facilitating their child’s development. It is perceived by professionals 

as a solution-focused intervention method where parents receive infonnation and skills that 

are pertinent to their child’s and fam ily’s needs. In this case, a clinical nurse specialist 

videotaped parents interacting with their child and then identified from the video footage 

parental behaviours that required further development. Following this, parents were offered 

very personal and practical information in relation to facilitating the day-to-day interactions 

with their child. This psychiatric service also worked with parents on a group level, focusing 

on parental involvement with particular emphasis on supporting the child’s social, emotional 

and language development. Groups consisted o f  parents with and without children with ASDs 

for the prim ary purpose o f encouraging parents to focus on their child rather than the actual
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diagnosis. Parents were encouraged to understand their child and their child’s behaviour. The 

overall aim of the group was to help parents gain a greater understanding o f their child and to

enhance their knowledge and skills within an encouraging environment.

An adolescent and parent programme was organised by another service provider for 

young people with social learning disorders including ASDs. It stemmed from an urgent need 

to help parents understand their teenage child’s behavioural and emotional difficulties and 

involved six group sessions. Each session provided parents with education and information on 

adolescent issues, communication skills and their management, managing at school including 

guidelines for advocacy, managing behaviour and emotions and discussing parental concerns 

in relation to the topics covered. The primary aim o f these sessions was to equip parents with 

information and practical advice as well as develop parents’ advocacy skills in relation to their 

child’s education. This service provider emphasised the need to draw' attention to the mental 

health issues and needs that adolescents with Asperger’s Syndrome can experience. Although 

this service endeavored to run the group sessions for longer, it could only run them for ten 

months between 2003 and 2004 due to (a) a limited number o f resources including the absence 

of a psychiatric professional, (b) a lack o f regular meetings between staff and parents and 

between staff themselves, and (c) the request from parents to have their child’s and their own 

needs met separate to the group.

A key ASD voluntary organisation organises an annual autism study or seminar 

weekend on various topics in relation to children and adults with ASDs. For example, the 

seminar weekend held in 2004 ran a series o f events on children’s education after the 

diagnosis; supporting individuals with ASDs and a review o f the role o f parent organisations 

with an open discussion forum at the end. The overall goal o f this and similar events was to

offer parents, professionals and others information related to ASDs.

A series o f workshops in the area o f special needs including Asperger’s Syndrome

were developed by what was then a recently established support centre for people with

learning difficulties. The Introduction to Assistive Technology workshop was open to both

parents and professionals and aimed to support the needs of individuals in second and third

level education by meeting these needs using the appropriate software. This particular
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organisation found that the mixture o f  parents and professionals was sometimes helpful in that 

there was the potential to learn from each other. However, the organisation also saw the value 

in running workshops solely for parents. The Dyspraxia M anagem ent workshop dealt with the 

daily m anagement o f Dyspraxia in social, education and employment settings although the 

current study is interested in settings relevant to children less than 18 years. The purpose o f 

this workshop was to help parents as well as professionals understand the difficulties faced by 

individual’s with Dyspraxia and to teach participants practical strategies so that they might 

support individuals with Dyspraxia. A third workshop focused on Dyslexia in the classroom  

and was offered to professionals and parents o f  children with a range o f  specific learning 

difficulties including A sperger’s Syndrome. The emphasis, in this case, was on the transition 

from prim ary to secondary and from secondary to further education. Again, the overall aim  of 

the workshop was to equip parents and professionals with knowledge and skills deem ed 

necessary to understand and support individuals with dyslexia. At the time o f this study, the 

organisation projected running these as well as additional workshops for parents and 

professionals between two and three tim es a year.

The Hanen program  (Hanen M anolson, 1975) was run twice a year by professionals 

within a hospital clinic and was restricted to parents whose children were currently receiving 

medical attention from the hospital. The overall aim o f this program is to help parents support 

their child’s comm unication by adapting and utilising different comm unication mediums, for 

example, books, music and play. Another department w ithin the same hospital also ran an 

occasional support group for parents which offered them  practical advice and strategies in 

order to help understand and manage their child’s behaviour. Groups were run on demand and 

were deemed most suitable for parents who, upon their child’s diagnosis, were offered very 

little or nothing at all in tenns o f  information or practical advice. The prim ary aims o f  the 

support group were to provide parents with education, information and support as well as 

encourage them to network among themselves.

The final organisation to offer information and education to parents including parents 

o f children with ASDs was an intellectual disability service. This service provided parents 

with practical advice and skills on the Hanen, PECS and sibling workshops. As was 

m entioned above, the Hanen focused on teaching parents strategies to support their child’s
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communication. The PECS model o f intervention equipped parents with augmentative 

communication strategies and supported positive parent-child interactions while information 

pertaining to the sibling workshops focused on difficult issues that might occur with other 

members o f the family. Parent-professional collaboration was emphasised in terais o f the 

sharing o f information and skills between parents and professionals. Information and 

education was offered to parents on an informal and need-only basis by various professionals 

working within the service. More formal parent training groups were organised where staff 

saw a common need for information and education in a specific area.
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Table 2.4 Summary of the Content of Parent Education
Title o f  parent education 

event

Content

ABA D efining and understanding behaviours, prom pting and reinforcing, functional 

assessm ents and augm entative com m unication  system s.

EarlyB ird U nderstanding the A SD. Supporting  the ch ild ’s com m unication  skills.

Social skills and parent 

groups

Sensory integration, pragm atic language disorders and the use o f  social stories

M arte M eo Supporting the ch ild ’s social, em otional and language skills U nderstanding difficult 

child  behaviours

A dolescence program A dolescent issues including understanding and m anaging behavioural problem s; 

developing com m unication  skills, m anaging em otions and coping in school.

A utism  w eekend Education after the diagnosis; the role o f  parent organisations

Introduction to  A ssistive 

Technology

Supporting the needs o f  young people in second and third level education.

D yspraxia M anagem ent D aily m anagem ent o f  D yspraxia in social, education and em ploym ent settings.

D yslexia in the The transition  from  prim ary  to  secondary and from  secondary to  further education.

classroom U nderstanding and supporting  individuals w ith dyslexia

Hanen program Supporting the ch ild ’s com m unication. U nderstanding and m anaging the ch ild ’s 

behaviour

H anen, PECS and A cquisition o f  augm entative com m unication  strategies; to use during parent-child

sibling w orkshops interactions. D ifficulties w ith o ther fam ily m em bers.

Seventy-two percent (n = 13) o f  the educational events or processes offered to parents 

by organisations in the current study did not charge a fee (Table 2.5). M any o f  these services 

were linked in with the HSE Eastern region or alternatively, supported themselves which 

allowed them to offer parents education on a no-fee basis. One o f  the ABA program s run by 

an ABA school did ask parents to pay a fee o f  €1,000. However, this was a 10-day, 9.00 am 

to 5.00 pm course which received no outside funding and therefore, had no other option other 

than to charge parents a fee. Three courses (17%) offered by the same organisation charged 

parents a fee o f less than €100 each while the autism study weekend held by the voluntary 

organisation incurred a fee o f less than €200.
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Table 2.5 Admission Fee to Parent Education

A dm ission n %

Free 13 72%

eiOO or less than 3 17%

€200 or less than 1 6%

€1000 or less than 1 6%

N ote. Figures are rounded o ff  to the nearest decimal

The mean num ber o f places available to parents in an educational event was 19 (SD = 

9.27) (Table 2.6) while the average num ber o f  parents attending the event was lower (M  = 13, 

SD = 9.24). The num ber o f  parents attending an event was often lower than the num ber o f 

parents catered for.

Table 2.6 Number of Places Offered by Organisations and Occupied by Parent in a Parent 
Education Event

n M SD Range

A vailable 17 19 9.27 8-42

Occupied 14 13 9.24 3-30

Note. Figures are rounded o f f  to the nearest decimal

In 61% (n = 11) o f  cases, it was clinicians rather than parents who were more likely to 

m ake the key decisions in terms o f  what events should be offered to parents (Table 2.7). Two 

participants from separate organizations stated that the heads o f  services were responsible for 

m aking such decisions while only one participant reported collaborating with parents in terms 

o f  deciding what event to offer.
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Table 2.7 Individual(s) Most Likely to Generate an Educational Event
n %

Clinicians only 11 61%

Heads o f  Services 2 11%

Parents and clinicians 1 6%

Other 4 22%

The m ajority o f  events run by organizations were facilitated by Chnical Psychologists 

(n = 11, 25%) followed by Clinical Nurse Specialist (n = 9, 20%) (Table 2.8). Only one 

organization reported a parent facilitating a course in collaboration with clinical s ta ff

Table 2.8 Individual(s) Most Likely to Facilitate an Educational Event

Psychologist 11 25%

Clinical Nurse Specialist 9 20%

Teacher 5 11%

Speech & Language Therapist 5 11%

Administrator 3 7%

Social Worker 2 5%

Behaviour Analyst 2 5%

Therapist 2 5%

OT 2 5%

Parent 1 2%

other 2 5%

N ote. Figures are rounded o ff  to the nearest decimal

Participants reported several reasons for choosing a topic (Table 2.9). Thirty-three 

percent o f  participants (n = 6) stated that parents expressed an interest in a specific topic or 

subject area. Twenty-two percent o f  organisations conducted educational event(s) based on 

what they perceived as being the information and education needs o f  parents. For example, 

one participant described how the topic was chosen on the basis o f  the clinical team ’s work 

with parents and adolescents with AS. In this case, the SLT perceived a comm on need among
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parents for a broad based educational and therapeutic program  to allow them  to explore and 

understand those difficulties m ost often associated with adolescence and AS. Similarly, 

another participant stated that topics were selected as the need arose, for example, from 

m ultidisciplinary meetings where members o f the clinical team  might m ention a fam ily 

needing inform ation or training in a particular area. An additional participant reported 

offering parents generic training followed by training and information on m ore specific topics 

which would have been chosen by parents themselves. Only 6% (n = 1) o f  participants 

claimed that the topic was offered to parents on demand.

Table 2.9 Reason(s) for Choosing a Topic or an Area of Interest
n %

Interest 6 33%

Need 4 22%

Demand 1 6%

Other 9 50%

Note. Figures arc rounded o ff  to the nearest decimal

Participants were asked to identify the main objectives o f  their educational event(s) 

(Table 2.10). The m ajority o f participants (n = 17, 94%) stated that providing parents with 

information and education was the prim ary motive for organizing an event followed by a 

desire to teach parents practical strategies in relation to relation to m anaging their child’s 

behaviour 72% (n = 13). Forty-four percent (n = 8) o f  participants referred to professional-to- 

parent support where professionals passed on their knowledge and skills to parents in a highly 

supportive way. Seventeen percent (n = 3) o f  participants reported problem -solving as a main 

objective where parents were encouraged to come up w ith their own solutions in collaboration 

with the clinician or with other parents. Two (11%) participants reported wanting to increase 

parents’ sense o f  confidence while another two (11%) participants felt that one o f  the 

objectives o f  their events was to encourage parents to network among themselves. 

Encouraging and helping parents to develop a m utually supportive relationship with each 

other was considered to be an additional benefit o f  parent education.

68



Table 2.10 Main Objectives of the Educational Event
n %

Education & Information 17 94%

Learning practical strategies 13 72%

Professional-to-parent support 8 44%

Focus on problem-solving 3 17%

Increase parents' confidence 2 11%

Parent-to-parent support 2 11%

Other 6 33%

Note. Figures are rounded o ff  to the nearest decimal

2.4.2 Interview

The following section examined participants’ current and future intentions for parent 

education. It also explored their attitudes towards parent education and how these might 

reflect the availability o f parent education and information for parents o f children with ASDs.

2.4.2.1 Parent education practices
A  variety o f parent education services were offered by organizations in the present

study. These ranged from one-off seminars and workshops to annual events including training 

programs and conferences. However, while parent education was perceived as being 

important by all participants, it was not the primary focus o f intervention, in other words, the 

primary focus o f intervention was meeting the immediate needs o f the child prior to the 

greater needs o f the family. Services that essentially played a diagnostic or an assessment role 

provided parents with some information, for example, leaflets or references to literature, 

before referring them on to other key services.

The planning and development of any parent education event depended on a variety of 

factors including the type o f organization, available resources and the number o f parents who 

indicated an interest or a need for a specific event. For example, parents attached to an ABA 

school decided the type and timing o f information they received and in effect, their 

information and education needs were responded to on an individual basis. Other service
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providers held between two and four generic events annually to groups o f parents while more 

specific courses or programs were prepared six weeks to nine months in advance.

We plan to hold a number o f courses annually. We plan to hold three to four annually. 
So I would say that we plan in advance o f each o f those. But in terms o f a specific 
course, we would plan abut six weeks to two months beforehand. (Interview 1)

It depends, I suppose it depends on our client base and whether if  there are sufficient 
numbers to merit moving forward with a parent program we would consider that but 
it’s not something that’s a year on year aim. (Interview 2)

No, we don’t come at it from that you know we often look at what people want and we 
match that up with the resources that we have available so it’s a match between 
expressed interest and availability o f resources. (Interview 5c)

Parent education is continuous. Parent education is offered to every single parent. 
This would usually take place while the child is in school. Some parents will attend a 
parent education event every single day while others are given two weeks notice. 
(Interview 8)

Six to eighteen months depending on the sise and duration o f the event. (Interview 10)

Yes we would offer two [programs] every year. That’s the way we mn it. We run it in 
April and we run one in October. (Interview 11)

In general, the longer the event or the larger the potential audience, the more planning 

and organisation that was involved. Preparation in advance of an event may have included 

assessing parents’ needs; tailoring a program to meet the specific needs o f parents or 

confirming participants and parent education facilitators’ attendance at an event. Several 

participants in this study emphasised the need to tailor the information making it more 

pertinent to the needs o f the family so that families would find it useful and beneficial. Only 

one participant reported organizing an orientation evening prior to the actual parent education 

event which proved extremely successful in terms o f planning and meeting parents’ specific 

information and education needs as well as ascertaining what exactly parents wanted from the 

event. In this way, parents were more familiar with the content and general outline o f the 

program before they made any decision to participate. Furthermore, another participant found 

that asking parents what their needs were increased the likelihood o f low attrition rates.
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[So] w e’d usually meet them and we have in our heads some o f the core areas but w e’ll 
ask them what it is that they would like information or what areas they would like 
covered and we would try and facilitate that. (Interview 5b)

It depends, it could be six weeks. You’d try and give people notice six to seven weeks 
but it could come up [that] a number o f parents have a similar issue and then what 
happens is that the team would get together and would ask parents would they be 
interested, what times would suit them [to] try and do a little survey for us because in 
the past w e’ve said ‘oh that’s what people are interested in’. W e’ll go ahead and 
organise and nobody would turn up. (Interview 6)

You want people to be able to come, feel like this is going to be beneficial, they’re 
going to get a few practical skills out o f it that they can use, the person understands 
and has met their child and knows the needs they have. (Interview 6)

We would run an orientation evening, we would invite all of the parents we felt were 
eligible for the program and we would give them information regarding what the 
program entails specifically and a general overview about the principles o f the Hanen 
and then we would ask them to indicate whether or not they wish to attend and then 
from the numbers that we have based on how long they’re waiting and the level their 
child is at, we would offer it then to eight children, [in other words] sixteen parents. 
(Interview 11)

Participants reported being aware that parents had additional commitments aside from 

the child with an ASD such as other children or a job and therefore, were not always able to 

participate in a parent education program. In light o f this, some participants indicated that it 

was an organization’s responsibility to give parents enough advance notice so that they could 

arrange alternative child-care or time off work. The choice o f venue and when the event took 

place (e.g. in the morning or in the evening, on a week day or during the weekend), also 

determined whether or not a parent could attend an event or training session. One participant 

indicated that the timing o f parent education might not always be appropriate for every family, 

especially for parents who were under pressure or stress

The way we work it here is we generally worked it in an academic term in the morning 
time because the they don’t have to [look for childcare] which is something that I 
suppose was a concern in the [name o f parent program] and in other training we were 
asking them what their experience was and some said that it probably was the easiest 
way to deliver the program because often families have other young children so it’s the 
easiest thing to run it in the morning time school term because at least the other 
children will be going to school. (Interview 5a)
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I think commitment is a huge thing like very long term training things are difficult for 
parents, I mean they’re difficult for any parent but particularly difficult for parents who 
have children who have a disability because they already lack a lot o f energy so to 
actually get themselves out to something every Tuesday for two hours you know is 
quite a difficult thing to do. (Interview 6)

Even parents who are in crisis, sometimes, it [is] respite that they need not education. 
(Interview 6)

Planning parent education events was primarily a short-term rather than a long-term 

venture for the majority o f organizations. One participant reported that planning within their 

organization was dictated by several factors including the size o f the actual service, the 

professional’s or team’s availability, available resources, parents’ interest levels for a 

particular topic and the suitability o f the venue. A fiirther participant stated that while 

psychoeducation was offered to parents on an ongoing and individual basis, there were no 

formal plans in place for training programs on specific topics. At the time of this study, one 

participant indicated their school’s intention to create a full time parent educator position 

whose main role would be to provide parents with information and education relevant to the 

family’s needs.

[Not] at a program level or at a group level. There would be psychoeducational 
components to most o f the work that we do which will involve parents [but] in terms 
o f group interventions, there [are] no specific guidelines set down. (Interview 2)

I suppose parent education would be a big part o f what we do on an ongoing basis [in] 
terms o f when children are seen we would work with parents in as much as we would 
work with the child that might be around understanding their child a little bit better, 
giving them information on emotional development, giving them information on what 
it is that their child maybe needs at that time for them to do, so it kind o f is an ongoing 
thing that happens all o f the time. Parent groups tend to happen more sporadically in 
that we would look at referrals for a parent group and then try and see what the greatest 
need was in terms of the clinic, in terms o f age and difficulties [of their child]. 
(Interview 7)

Parents were informed about educational events in a variety o f ways. For example, 

one participant stated that their service targeted a specific catchment area. Other participants 

reported that parents were often referred to their organization by a clinician where they would 

then be added to a parent training waiting list. Many participants distributed flyers to referral 

agencies, contacted parents through mailing lists or surveyed staff within their own
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organization for referrals while some parents heard about training courses through word-of- 

mouth. An interesting finding was that one participant felt it was necessary to collaborate 

with the social work department within her organization before approaching families in order 

to assess whether or not parent education was an appropriate intervention for them at that 

particular time.

Generally it happens through word o f mouth. We have a waiting list for our courses 
whereby people hear that we’re running them, contact our school and ask to be kept 
aware o f when the next course is happening. (Interview 1)

We will inform our referral agents o f upcoming events and we will petition them to 
suggest individuals who might be interested in these events. (Interview 2)

[Families] don’t necessarily like a lot o f things coming through their mail about the 
service because they get a lot o f appointments and if something is coming in through 
their letterbox they feel that it should be relevant to them so we kind o f check in with 
the social work department about this family [to assess whether offering them parent 
education] is this going to distress this family; if we’re going to advertise something 
like this and send it to them, are they going to be distressed about that because they are 
quite vulnerable and some families, even in terms of research. If w e’re sending flyers 
[asking them] would you like to participate in research, we have to be particularly 
sensitive. I wouldn’t just blanket everybody. (Interview 6)

We have a mailing list. We also contact other groups for example the [name of 
voluntary organisation] to let them know what we are offering. (Interview 9)

We would invite all o f the parents we felt were eligible for the program. (Interview 11)

There was minimal interagency collaboration among organizations in the present 

study. Many programs were developed in-house where clinicians were the key decision

makers although two participants did mention indirect collaboration with professionals based 

in the UK and the US. There was also some collaboration between the facilitators o f two 

ABA groups but this was considered to be a local agreement. One participant felt that her 

organization collaborated with a key service provider in a sense that they ran courses when the 

service provider was unable to run one course due to lack o f time or resources.

No. We provide the course through [name o f service provider] itself so it is developed 
in-house. (Interview I)
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They (Speech & Language Therapists) collaborated together but again that’s because 
they knew each other so it was a local agreement. (Interview 6)

We collaborate with our support groups and various other autism services. (Interview 
10)

2.4.2.2 Helpfulness and unhelpfulness o f  parent education

The majority o f participants in the current study perceived parents to value parent 

education services. Participants felt that apart from wanting to gain a better understanding of 

the child’s ASD, parents also wanted to leam more effective ways o f managing their child’s 

behavioural and emotional problems, facilitating their child’s communication and social skills, 

learning effective coping strategies or helping the child at school. In terms o f practical 

strategies, one participant suggested that the acquisition o f strategies may reduce parents’ 

feelings o f stress as well as offer them a greater sense o f control over child outcomes.

I think the practical skills that are gained through the course, techniques and tools that 
they can use in dealing with challenging behaviour or in developing skills for their 
children with autism. (Interview 1)

Practical strategies for the difficulties that their children are encountering on a day to 
day basis [as] opposed to the exact kind of cause [practical] strategies of what they can 
do to help their child succeed in school and succeed socially [and] that they just want 
to know what can they do to help their child. (Interview 3)

I think they want practical courses that will tell them what help or what works with 
their child, what’s likely to work, new approaches that are likely to work with their 
child. (Interview 5c)

Knowledge o f autism; coping strategies; successful interventions. (Interview 10)

Using the strategies and principles am taught on the program has really facilitated 
themselves both themselves and their child in that two-way interaction...for other 
parents who might not have been aware o f some o f the different strategies they could 
put in place, it gave them tools that they could use in their everyday kind o f situations 
with their child and reduce their anxiety levels then as a result because they felt that 
they were making the change with their child and that their child was coming on 
through this intervention that they themselves were delivering. (Interview 11)

74



Many participants were o f the opinion that parents appreciated the opportunity to ask 

professionals questions pertinent to the needs o f their family. Being in a position to confide in 

the professional and as well for parents to know that what they were doing with their child was 

right was also perceived as being helpful.

Sometimes to reassure them that they’re doing, that what they’re doing is right you 
know is the right thing. (Interview 4)

Reinforcing them. (Interview 9)

I suppose the doubts that they might have had about being bad parents; it seems to give 
them a boost. (Interview 7)

The majority o f participants felt that being part of a group offered parents emotional 

and social support in addition to information support. For example, sharing stories and 

experiences with other parents was not only considered to be a potential source of practical 

advice but also a way o f enabling parents to realise that they were not on their own. In other 

words, many participants proposed that being part of a group may increase parents’ social 

network and put them in contact with similar families.

I think the support o f other parents [other] parents with a child on the spectrum. 
(Interview 4)

Some people value meeting other people in a similar situation and not necessarily 
comment on the educational component, but just meeting other parents and listening to 
other parents and feeling that they’re not alone and even learning from other parents. 
(Interview 6)

In temis o f parent groups, I suppose the feedback that we would get from parents, the 
biggest help that they get from group is the support o f other people and to find that 
they’re not on their own. (Interview 7)

Other parents want to come for a support network. (Interview 9)

Participants perceived parent education to be helpful to parents when the information

was tailored to meet the specific needs o f the family. For example, several participants

believed that too much information or information that was irrelevant, particularly information
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that was sourced by parents from the Internet, may increase feelings o f stress or frustration. 

Therefore, parent education was viewed by participants as something that could be made 

highly pertinent and effective for families. Indeed, parents could access accurate and concrete 

information through an approved educational event. One Child and Adolescent Psychiatrist 

believed that appraising the information prior to parents receiving it helped them to distinguish 

between evidence-based treatments and unreliable treatments. This was considered to be 

especially important in terms o f preventing parents from spending valuable time and money 

on treatments that essentially lacked any credibility especially medical treatments.

Trying to pack in too much I think just doesn’t work because I mean it just frustrates 
they can feel very stressed that they haven’t done everything that there is to know. 
(Interview 5a)

I think in particular about access to the Internet, you’re on the Internet and you’re 
being bombarded with multiple cures and promises o f cures and not being sure 
whether the work or whether they don’t work and not being able to evaluate it or being 
left if you like with information overload and not being able distil what’s the important 
information from that. (Interview 5c)

[Again] w e’re looking at autism within learning disability and often parents look at 
autism not within learning disability but something else and so there can be a 
mismatch between what you’re saying and where they’re coming from so you’ve to get 
a balance. (Interview 6)

The other issue that is important for me as a psychiatrist is around the associated 
mental health problems, particularly the Asperger’s kids that quite a number o f them 
would have anxiety and mood based disorders and I think there is a paucity of 
information on the use o f medication in particular for the reduction o f anxiety but 
basically you’re sort o f often using unlicensed medication so that would be a gap if 
you like... they can be completely overwhelmed by some o f the information out there. 
(Interview 12)

Participants suggested that facilitating parents’ acquisition of effective learning 

strategies to use with their child and perhaps other family members across various contexts 

helped parents gain a greater sense o f self-confidence and self-competence. Moreover, 

information presented to parents within a developmental framework was perceived by two 

participants to be supportive in terms o f helping parents to understand the biological reasons 

for their child’s problem behaviours or difficulties and in turn, reduce any feelings o f guilt or 

responsibility for their child’s ASD.
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[Parents are] looking for [kind] o f  pertinent information where it matches where their 
child’s developm ent is at really in the context o f  having a diagnosis o f  an ASD . [I] 
think that’s because [they’re] bombarded with a lot o f  information that is not relevant 
for them and it’s quite anxiety-provoking as w ell so I think they begin to have a good  
understanding and a good overview  o f  all the current treatments and therapies [and] 
understanding the w hole area o f  autism [really] enhances their confidence, th ey’re 
doing the best for their child. (Interview 5a)

I suppose the other thing that parents have said is that they find the information very  
useful in terms o f  it being presented in the form o f  child developm ent so as that I 
suppose that they change their thinking from just bad behaviour.... I suppose the doubts 
that they might have had about being bad parents; it seem s to g ive them a boost. 
(Interview 7)

In terms o f  what parents may find unhelpful about parent education, several o f  the 

participants in the present study suggested that the level o f  com mitment required by som e 

training programs may place additional stress or demands on parents. Participants also agreed 

that offering generic infomiation as w ell as information that parents might be very familiar 

with was not always helpful and may even frustrate parents. One participant stated that it was 

important for professionals to avoid making parents feel inadequate and to recognise the 

strengths and resources that parents may bring to the group or session.

I think perhaps the length o f  the day. We run our courses from about half nine to half 
three each day which is quite difficult for a parent to get to and also given that it is a 
scientific approach to understanding behaviour, there are a lot o f  new concepts for 
them to learn so that can be quite difficult. (Interview 1)

A lso I think commitment is a huge thing like very long term training things are 
difficult for parents, I mean they’re difficult for any parent but particularly difficult for 
parents who have children who have a disability because they’re already lack a lot o f  
energy so to actually get them selves out to som ething every Tuesday for tw o hours you 
know is quite a difficult thing to do and keep that commitment going and also to go as 
a pair is quite difficult because usually one is minding and so I think that’s difficult. 
(Interview 6)

I think they very often have difficulty with group groups [5 /c] because it’s not 
particularly individual and the unhelpful p iece would be the tendency which has to 
happen in groups to generalise and to gloss over presentations without focusing on 
specifics. But w e try to encourage parents to realise that it the nature o f  a group and 
that individual therapeutic pieces are very difficult to manage within groups” 
(Interview 2).
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You can saturate people as well by giving them the same information....obviously if 
you’ve got a group o f parents who are all familiar with something, it’s a bit o f a waste 
o f time going through it again. (Interview 5a)

You don’t want to be suggesting that they are incompetent parents and that they 
somehow need behavioural strategies [you] don’t want them to feel that it’s becoming 
professionalised and they need a psychologist to manage their child, they just need to 
look at their own parenting skills and how they can communicate those parenting skills 
more effectively to somebody but not [to] deskill them as parents [generic] training 
doesn’t work. (Interview 6)

The majority o f participants in the current study emphasised the importance o f being 

aware of the potential variability within a parent group, for example, mixing parents with 

children with different learning abilities; different ASDs or from different age groups. A 

specific task that one child might find easy could pose chronic difficulties for another child 

and therefore, it was important to be aware o f parents’ sensitivities. Participants perceived it 

was important to consider the variety o f parents in a group or session so that the infonnation 

could be tailored to their needs and also that parents may be less likely to feel out o f their 

depth compared to other parents.

W e’ve done that but w e’ve found it not really helpful to put people who are in early 
services with children who are at a preschool level with children who are at a school
level they just don’t match  [But] at other times depending on parents themselves
they could feel well it hasn’t worked for my child and its working for your child so 
what’s wrong with my child can make them feel even worse so it depends. (Interview 
6)

Avoiding the use o f jargon or having scientific concepts explained was perceived by 

several participants in this study to be particularly important. Similarly, participants indicated 

that it was important not to be too prescriptive in tenns o f the content o f a program, for 

example, trying to cover several modules within one session and allowing no room for 

impromptu problem-solving or discussion. In other words, participants reported that parents 

should have some control over the pace of the session where possible.

Also given that it is a scientific approach to understanding behaviour, there are a lot of 
new concepts for them to leam so that can be quite difficult. (Interview 1)
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I would imagine it would be very unhelpful if  I was to go in there and be as 
complicated as possible and not take any questions and not allow them to dictate the 
pace with which the group went. (Interview 5b)

[They] can be com pletely overwhelm ed by some o f  the inform ation out there. 
(Interview 12)

The other thing is the type o f  training. It’s important that it doesn’t overwhelm people. 
Behaviour analysis can sound awfially complicated. We try to break it down. 
(Interview 9)

Several participants concurred that there m ay be incidences where some facilitators o f 

parent education courses or training programs m ay not be appropriately trained in the specific 

course topic or possess adult learning skills. They inferred that infonnation delivered on 

specialised topics should come from people who are experienced in those areas. Furthermore, 

one participant indicated that parents were oftentim es more infonned about specific topics 

than the professionals themselves and this was especially relevant where services were not 

ASD-specific. Although this was not foreseen as a problem, the participant did argue that the 

facilitators o f parent education services need to be more informed in the specific topics if 

parent education is to benefit parents and their children.

We also need to consider those who are delivering the training and their qualifications 
and applied experiences in ternis o f delivering training, that it has to be appropriate in 
order to place the training in proper context that unfortunately some people deliver 
training and really while they might be quite skilled in certain areas m ay not have a lot 
o f practical experience with children or within the autism context and it creates a 
situation where you’re talking out o f  context about the different principles or about 
different areas within the training course. (Interview 1)

[The] other bit I think maybe kind o f  [being] able to manage groups [kind] o f  skills o f 
the facilitators really, being able to make it I suppose worthwhile and educational for 
them to be there, at a pace that’s relevant for them, so it’s trying to make it tailor-m ade 
in a group context and yet being able to I suppose harness the group learning. 
(Interview 5a)

I find sometimes if you’re running courses that sometimes the parents are more 
infonned than sometimes the person who is running it because again w e’re working in 
learning disability, w e’re not experts in autism so o f  course somebody who is an expert 
in autism will be more infonned, the parents are often experts in autism because
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naturally because they are focused that way, they’re looking up they’re into the next 
thing and they become experts. So...who ever is running these things will need to be as 
expert as the parents if  not as expert as the expert outside and that can be difficult. 
(Interview 6)

Some participants stated that parents may not always want to receive parent education, 

for example, when they want their child’s needs met before their own. One participant 

believed that parents may not see the potential benefits o f parent education immediately. 

However, as parents became more familiar with a training program, they may begin to 

recognise the relevance o f the information or strategies to their child or family context

[Sometimes] they might be a little bit frustrated that their child isn’t getting on-to-one 
individual therapy and they feel really particularly at the earlier stages o f the program 
that this is a program for them and can’t really see the connection with how it’s going 
to impact on their child. They would feel that if  their child was sitting with an SLT for 
maybe an hour every week that it would be more beneficial to the child. So they can 
be a little frustrated with that. [Name o f program] is a big commitment to take on 
board. Sometimes that would be something that they would be initially frustrated with 
and they’d prefer that one-to-one direct therapy but I feel that towards the middle and 
certainly at the end o f [name of program]those fears are kind o f resolved, they’re 
happy enough. (Interview 11)

2 . 4 . 2.3  Helpfulness and unhelpfulness o f  delivery methods

In general, participants reported that parents found visual mediums and practical 

exercises, for example, PowerPoint presentations, videos or role modelling, to be the most 

helpful in terms o f receiving information and education in a straightforward and easy way. 

Participants also suggested that parents valued the opportunity to hear other parents’ stories as 

well as being able to interact not only with each other but also with the course facilitator. In 

addition, handouts were considered helpful since parents could take these away and consult 

them at a later stage should the need arise. Several participants stated that it might be useful to 

parents if a range o f formats were used to deliver information and education including oral 

presentations, one-to-one consultation, overheads or slides, opportunities to problem-solve and 

room for open discussion. For example, one participant felt that allowing room for discussion 

gave parents the opportunity to personalise the information, making it more relevant to the 

needs o f their child.
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I think they hke to receive handouts for you know, I think it’s good to be visual in 
terms of, it’s more the group discussion format is usually the one used but it’s good to 
support it with a visual presentation and to provide them with handouts and details on 
how they can source additional information. (Interview 5b)

I suppose video is very powerfial and w e’ve used different types o f  video. [I] think 
talking is good but I suppose talking in terms o f  standing up there and presenting a lot 
o f information is not so good. I think probably the best way is to find a balance and to 
maybe present an idea and open it for discussion so that people feel free to say ‘well 
I . . . ’ or maybe you could do that or do you know what 1 mean because I think tha t’s 
when people begin to come to their own solution if  you like or not even their own 
solution but their own internalisation o f  it; to be able to discuss it with other people 
and so as that they can get their own slant on it and find their own way o f  doing it or 
not doing it or do you understand. (Interview 7)

Video footage so that they can see exactly what you’re talking about. Also, it’s the 
easiest way to get it across. Bringing examples into the program and bring it into their 
own context. (Interview 8)

Video is very important. Also, we use PowerPoint, which is ok, but role-playing 
examples are good. When you have to do it yourse lf (Interview 9)

It depends on the parent, some find lectures more beneficial while others like the more 
interactive approach such as workshops. (Interview 10)

[We] provide the theoretical information on a PowerPoint presentation or whatever but 
we also incorporate into, once you’ve delivered it kind o f theoretically we get them  to 
personalise it to their own situation and we get them to practice it in groups and they 
find that very useful because while they might feel they have an idea o f the principle 
w e’ve introduced, it’s not until they’ve sat down and practiced it with a partner and 
then in turn personalise it to their own situation when they really feel that they’ve got 
to grips with it. (Interview 11)

A number o f  participants indicated that organizations providing parent education need 

to be sensitive to the potential diversity in a parent group in terms o f  learning styles. For 

example, it was possible that some parents in a group m ight have difficulties with reading or 

writing which may discourage them from participating in further parent education programs. 

However, one way to overcome this and similar problem s may be to use a m ixture o f  delivery 

fonnats.
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[A] number o f parents like not having to write stuff because again that calls into 
question literacy skills and that kind o f stuff so they kind of like more role play kind o f 
stuff or they and not too much reading stuff as well [ you] have to be sensitive to those 
issues so when w e’re looking at exercises and stuff like that we try to reduce as much 
literature and reading and writing exercise because that’s what we all do, go into 
groups now and somebody write down the main points and you know you might end 
up with a group o f people with poor literacy skills and one of them has to volunteer to 
do that and that can be very embarrassing for everybody, so you do have to be 
sensitive to those things, so the less kind o f writing, theoretical literacy based stuff but 
again it depends on the group you have but that’s something to be sensitive to. 
(Interview 6)

Using a predominantly didactic approach to parent education was perceived by most 

participants to be unhelpful to parents. Participants indicated that having to sit through a 

parent education event delivered in a lecture-style fonnat might discourage some parents from 

continuing to participate in that event. Furthermore, parents may find it difficult to fully 

integrate theoretical material into everyday life. In light o f this, one participant claimed that 

parents were looking for a more interactive approach to parent education where they could 

actively participate in the educational event.

I think large extended lectures are unhelpful, I think you need practical activities 
throughout them in order to make them relevant. (Interview 1)

I think they find the idea o f someone standing and lecturing to them extremely 
unhelpfiil. They’re looking for a more interactive experience, they value anything that 
can be put on PowerPoint or on overhead or in some kind o f visual medium that they 
can track and they really look for the interaction. (Interview 2)

Obviously there needs to be some amount o f kind o f you know teacher talk again like 
lecture style but not all of, not the whole day o f lecture. (Interview 3)

I think talking is good but I suppose talking in terms o f standing up there and 
presenting a lot o f information is not so good. (Interview 7)

One-to-one interaction they find helpfiil as they feel that they can ask questions rather 
than in a group setting. (Interview 8)

Providing parents with too much information or content was considered by participants 

to be extremely unhelpful to parents. This was especially relevant where information was 

accessed on the Internet. Moreover, many participants stated that parents were often left with
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no alternative but to pursue information from unreliable sources in the need to help their child. 

For example, one participant suggested that parents m ay find it difficult to distill important 

information from redundant information.

[Well] I suspect what they find unhelpful is being bom barded with an array o f 
information and not being able to discern which is the most reliable or accurate 
information and I think in particular about access to the Internet. Y ou’re on the 
Internet and you’re being bom barded with m ultiple cures and prom ises o f  cures and 
not being sure whether the work or whether they don’t work and not being able to 
evaluate it or being left i f  you like with infom iation overload and not being able distil 
w hat’s the important information from that, either that or getting no information at all. 
(Interview 5b)

Finally, many participants indicated that the group format may discourage parents 

from participating in a parent education program. For example, it was possible that quieter 

m em bers in a group may be less inclined to assert them selves in the company o f  more 

confident individuals. Subsequently, they m ay gain very little from group discussions. 

Furthermore, one participant proposed that participating in a group often requires 

interpersonal skills that not every one possesses.

[We] would have had some strong personalities w ithin the groups. These would have 
been two separate groups and there were comm ents from other parents that they found 
it very unhelpful that particular people seemed to talk an awful lot. I suppose it’s 
managing that discussion because you always get people who have lots to say and 
sometimes people who go o ff topic com pletely and you also have the quieter people 
who need to be brought in rather than just coming in so that can be hard to manage 
Like I think group discussion is great but it has to be said that people do find it 
unhelpful if  you know somebody w ho’s hogging the whole show. (Interview  7)

2.4.2.4 Additional benefits o f  parent education

Participants in the present study identified several key benefits o f  parent education 

services for parents o f  children with ASDs. For example, parent education allowed 

professionals to provide parents with a large volume o f  information that they might not 

otherwise receive. It also helped parents understand the implications o f the disorder, thereby 

gaining a greater insight into the reasons for their child’s behavioural and emotional problems. 

One participant reported that facilitating parents’ acquisition o f  skills and strategies may
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enable them to become less dependent on professionals. Furthermore, information pertaining 

to available resources was also perceived by participants to be beneficial in terms o f helping 

parents to meet their child’s needs more effectively.

[My] experience of parents in relation to certain disorders is that they’re not fully 
infonned. Very often they’re going along with just piecemeal information that’s 
something to do with the wider systems and a lack o f information there and that you 
can get across a huge amount o f information within parents program. (Interview 2)

[Also] learn a little bit more about their child’s difficulties and again find out what they 
can do to help their child and find out more about the resources that are out there. 
(Interview 3)

I think probably in the case o f ASD [a] greater understanding o f what ASD is, so 
education if  you like. (Interview 4)

I suppose the benefits are, the greater the understanding they have o f different areas the 
easier it is for them to understand their kids and their difficulties and it can you know 
once they can see those thing sometimes they can improve their ability to self advocate 
and [they] have less hopefully dependency on professionals. (Interview 5b)

Working alongside parents during parent education was considered by many 

participants to enhance the parent-professional relationship. For example, helping parents to 

understand the nature o f a particular intervention and the principles behind that intervention 

increased the likelihood that parents and professionals would share similar priorities. 

Moreover, strategies used by professionals with the child in the school or the clinic might also 

be implemented by parents in the home. Participants felt that this was especially important 

given that children with ASDs rely heavily on routine and consistency.

The parents who are particularly educated are usually easier to work with. They’re 
usually the people who have gone out of their way to educate themselves are more 
likely to comply with requests to keep data and to keep let’s say to do that and to do 
this and the less you have to explain the better understanding that they have. They’re 
coming from the same perspective as you are; it’s easier to work together. (Interview 
5b)

Well in terms o f providing services for children with autism, the best interventions we 
know about are o f a educational behavioural developmental nature. So the more that 
parents understand about that the more that they can be part o f the resources that 
enable their child to make progress and the easier it is for all parties to work in a
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sensible, collaborative m anner....[so] the more parents know, the better able they are 
to contribute to the child’s developm ent in a constructive way. (Interview 5c)

Several participants reported that parents who were actively involved in parent 

education experienced an increase in self-confidence and self-efficacy as they developed and 

acquired additional parenting skills. Participants stated that reaffirm ing the parenting skills 

that parents already possessed gave them greater feelings o f  empowerm ent. Furthermore, 

providing parents with information was considered by participants to encourage parents to 

participate in jo in t decision-m aking and enhance their overall sense o f  empowerment. One 

participant felt that it helped parents become more confident in their interactions with 

professionals and service providers while another participant indicated that parent education 

gave parents a clear role to play in their child’s intervention. An interesting finding was that 

only one o f  the participants in this study mentioned that there was nothing in place for parents 

after the diagnosis. In light o f  this, parent education was perceived as something that m ay 

inform parents and help them to progress with their child.

I think it equips parents with a set o f  practical skills that will help them to empower 
them selves in dealing with their children with autism. Quite often a parent receives a 
diagnosis o f autism for their child and really, they’re not given any direction on what 
to do or how to progress with their child ....so any course [that gives] them practical 
skills and empowers them  I think is a huge benefit. (Interview 1)

[And] also [empowerment], o f  the notion o f  being able to give parents a very specific 
and clear role to play in respect o f  the young person with a learning need and they very 
often take that from a group. (Interview 2)

[And] empowering them  I think really as well, em powering them to parent and 
empowering them to kind o f  accept the child and to look for support for it. (Interview
4)

I think probably increasing parents’ confidence and competence [because] whilst some 
o f  them  are very experienced parents what they have done with their other children 
may not be working for their child with an ASD so they’ve gone into a whole new 
a ren a ....it’s building parents’ confidence up and feeling that they can understand a lot 
o f the jargon that and feeling that they’re competent to deal with professionals in 
trying to plan for their child’s future educationally and psychologically and that they 
feel that they’re not left behind. (Interview 5a)

I think for parents they have a sense o f managing, it doesn’t make all their problem s go 
away but I suppose if  they feel more confident and feel that they can manage in some
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situations and they feel better themselves ...and I suppose giving them information. I 
think information is empowerment as well whether be it information about their child’s 
particular condition like ASD or ADD or information on child development or 
information on managing behaviour like that does empower people. (Interview 7) 
Empowering them so that they can deal with what’s happening with their child... 
reinforcing them. (Interview 9)

I suppose it empowers them really and we would feel that kind of, some o f the things 
they might have been doing previously, it reaffirms that. It makes them more 
confident in delivering that and for other parents who might not have been aware of 
some o f the different strategies they could put in place, it gave them tools that they 
could use in their everyday kind o f situations with their child and reduce their anxiety 
levels then as a result because they felt that they were making the change with their 
child and that their child was coming on through this intervention that they themselves 
were delivering. (Interv'iew 11)

The potential emotional support that parents may gain from other parents in a parent 

education group was also considered by participants to be o f particular benefit to parents. One 

participant stated that what often happens is that even though a training course or event may 

conclude, some parents continue to meet and support each other on a regular basis. In other 

words, it offered parents an opportunity to widen their social network which may reduce the 

social isolation that they may have experienced prior to joining a parent education group. An 

interesting factor raised by one participant was that in her clinical experience, it was those 

parents who were coping reasonably well that tended to participate in parent education 

whereas, parents who might not be coping as well were less likely to participate as the severity 

or nature o f the child’s disorder was not considered to be bad enough.

Well, from my point o f view there’s a huge benefit in having a group o f people 
together who can share on common matters in ways which I may not get to do within 
the therapeutic setting. The notion o f networking or o f establishing a network that 
parents can, you know, move in and move out of, is good and that’s something which 
takes on it comes fairly autonomous once groups are over that may have an autonomy 
o f its own maybe outside of your room it. (Interview 2)
1 think a huge part o f it is hearing other parents’ experiences....they’re not the only 
person who has these difficulties so they seem to find that very useful. (Interview 3)

[And] I think support so it takes away the isolation like o f other parents with children 
with difficulties.. .they’re not the only ones. (Interview 4)

It’s not the isolated parents who go and it’s not the parents who are probably in the 
greatest need, it’s the parents who are pretty ok anyway and who have the confidence
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to get out there and do that do you know what I ’m saying. So I think there are an 
awful lot o f  parents out there who are struggling and who are isolated and who don’t 
have a service and who maybe will never be bad enough to attend a service but who 
could do with something like [parent education]. (Interview 7)

Participants concluded that parent education was also o f  benefit to professionals 

themselves. For example, one participant stated that parent education offered professionals an 

opportunity to hear parents’ stories and gain a greater insight into the impact o f  the ASD on 

family routines and everyday life. Parent education also allowed parents and professionals to 

share inform ation and skills with each other in a highly collaborative manner.

Well I think it creates a partnership around....[we] show that we value them and that 
they are important in the education o f  their child because often we can exclude them or 
they can hand over and I think down the line w e’re never going to have enough 
professionals to do that kind o f  thing anyway and a child particularly children with 
autism  and learning disability need ongoing support....[so] I think it’s a sharing, it’s a 
partnership and also I think there’s a passing on o f  skills so they have intuitive skills 
that they will have learned as parents over the years and then we have some 
professional skills that comes from the literature and then we can hopefully match 
them to the child as opposed to imposing the professional skills and not looking at the 
intuitive skills as well. (Interview 6)

For professionals, I think it provides professionals with a great opportunity to hear 
from the parent’s point o f  view because it’s the parent who knows their child best and 
they’re the ones who can actually teach the professionals about certain aspects o f  the 
difficulties for the child and characteristics....It’s just good for professionals to come 
down to that level again and hear from the parents exactly what the actual functional 
difficulties o f  the child are rather than just talking about the label and reading books 
about it. You hear the individuals experience from the parents. (Interview 3)

2.4.2.5 Effective parent education

Participants identified several ways to ensure that parent education was an effective 

m ethod o f  intervention for parents. Firstly, participants stated that good planning was 

foremost and essential prior to any event taking place. This included meeting parents and 

discussing any concerns or anxieties they m ight have around participating in a group. 

Furthermore, it was important to provide parents with information prior to the event and to 

involve them in the planning so that course objectives, outcom es and benefits for the child and 

their parents were clearly identifiable. In this way, parents would know what to expect and

decide whether the event would be o f  benefit to their child and the family. Providing parents
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with information prior to the event might also help them to organise alternative child-care or 

time off work.

A big part of it is naming and flagging what you’re doing and being able to dictate 
what the boundaries are and have [sic] bringing the parents in on that basis such that 
there are certain areas which will be looked at and other areas which may be 
considered but that you have some control over what’s going to reveal itself I think 
that’s quite important, as well as then also having an opening for what other general 
issues but trying to be fairly circumscribed about what you attempt to do, trying to 
situate that within the literature, within your clinical experience and using your clinical 
experience to say what you have to say to parents. Those are, really for me they have 
been cornerstones for how I approach work with parents in the programs. (Interview 2)

I think if they’re well prepared about it. if  they’ve been involved in the planning you 
know if its something that’s come from them, something that they need, it they’ve 
been involved in negotiation around when the time would suit them you know am if 
there’s been some kind of outreach to them in ternis o f you know if its something 
that’s really necessary. (Interview 6)

I think that meeting with parents beforehand individually to discuss it with them and I 
suppose that even though they may have been referred by other members o f the team is 
to tease out with them would they find it useful and what they might find useful about 
it and I suppose it’s to offer them an invitation to attend rather than sending them out a 
letter saying that this group is on such and such... so in a sense I suppose that from the 
outset, they’re made to feel that they have a say on this and that it’s not prescriptive. 
(Interview 7)

Several participants stated that it was important to recognise that parents may be at 

different stages in terms o f their child’s development or in terms o f the child’s level of 

learning disability. Some parents may have only recently received a diagnosis while other 

parents might have a child making the transition from preschool to primary school or from 

primary to secondary school. In light o f this, participants reported that it was important to 

target a specific group or cohort o f parents so that parents would feel that the information and 

practical advice was of relevance to them. This would also ensure that the group consisted o f 

parents with common goals and therefore, participants emphasised the need for organizations 

to be clear on the criteria for referral. Furthermore, it was also important to consider the sise 

o f the group and for the facilitators to ensure that they were pitching the content or the 

information to the right audience.
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Part o f it would be in trying to draw in a set o f  parents who have a specific thing in 
common and trying to limit the boundaries o f  that and m aking it as streamlined as 
possible. (Interview 2)

1 think if  it’s well planned [if] the group is cohesive in other words if  the criteria for 
referral is clear so then you have a similar cohort o f  p eo p le ...if  they know what to 
expect and if  it’s what they get. (Interview 4)

I suppose the thing is again people are at different stages o f com ing to terms with a 
diagnosis and I think that as well the nature o f  autism its such a kind o f  complex 
developmental disorder that I suppose progress can be slow and inconsistent so I 
suppose the tim ing o f  it where its not putting pressure on parents to be realistic as what 
the speed o f  [what] the progress is going to be so I suppose it’s a little bit o f  that ....[I] 
think its trying to give people the space to air again [giving] them tim e to be able to 
consolidate the information that they’re got and being able to understand it and [be] 
able to bring it back in their own worlds and being able to understand...try ing to pack 
in too much I think just doesn’t work because I mean it ju st frustrates they can feel 
very stressed that they haven’t done everything that there is to know whereas if  you 
give them a bit o f  time and realistic expectations. (Interview 5a)

The m ajority o f  participants recommended that a balance be maintained between what 

was prescribed by the organisers o f parent education and what m ight be dictated by parents. 

Participants perceived parents as searching for very practical information as well as 

information pertaining to child-related services, key health care professionals, medical 

treatments, understanding the ASD, child development, sibling issues and available resources. 

Therefore, participants felt that it was important to offer parents specific as well as generic 

information where possible.

[Find] out what they can do to help their child [in school, socially] and find out more 
about the resources that are out there. (Interview 3)

Looking at ju st information on autism is a big thing for parents. (Interview 6)

W hat’s behind the behaviour [and] infom iation on managing behaviour. (Interview 7)

A lot o f  parents have asked us could we provide tuition for them on social skills and 
ways o f  developing that among their children or language development. (Interview 5c)

Information on how to tell the siblings that your child has a learning disability. 
(Interview 6)
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Parents would have a lot o f concern I suppose like any chronic illness and the effects
that it can have on the other kids and family. (Interview 12)

Providing [them] with the information so they’re not kind of going away and forgetting 
it; helping them make connections both with each other and details o f how to contact 
other organisations or indeed contact ourselves, and listening to what they 
need.(Interview 5b)

I believe if  the event addresses the concerns and anxieties that the families have and 
provide them with concrete suggestions as to what they can do or if they can’t do that, 
it allows them to gain a better understanding o f why their child might be the way they 
are so they might begin to realise that their child is doing this because o f the nature o f 
their condition and they understand that that’s the case and it’s not because their child 
is deliberately bold or something like that so it’s either that they gain information or 
they come to the acceptance of and realisation that this is part o f how life is for their 
child you know. (Interview 5c)

We don’t try to cover too many topics. We try to work through them so that the parents 
go away with an understanding o f the topic and tools that they can implement with 
their child. Get them to role-play and give them strategies to take away. Parents have
to go away with some skills or strategies. (Interview 9)

Providing parents with ample opportunity to ask questions and interact with other 

members of the group was considered by a number of participants to increase the likelihood of 

parents benefiting from a parent education event. In addition, participants felt that providing 

information to parents using a range o f formats including open discussions, workshops, video 

footage, printed material or PowerPoint presentations would help parents to assimilate and 

utilise the information more effectively.

Prefer a lot o f interaction between the audience and the people training (Interview 3).

Discussions 1 think as well, time to discuss, to reflect, they find that useful (Interview 
6)

While others like the more interactive approach such as workshops....opportunity for 
parents to speak and gain advice from the speakers during the event. (Interview 10)

Bringing in specialist speakers or experts was considered by many participants as a 

way of increasing parents’ interest and motivation to participate in parent education events.
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Knowing that the facihtator is an expert in a specific topic might reassure parents that the 

information they received was current and in tandem with ongoing research.

It’s more helpful to have education from different people, different disciplines as 
opposed to say the one person. (Interview 5b)

Specialists Speakers and the opportunity for parents to speak and gain advice from the 
speakers during the event. (Interview 10)

The thing about parents who come back and said to us is that learn quite a bit from 
each other more so, not more so but as much as they would from the professionals. 
(Interview 5a).

It is also the opportunity for those parents to meet up with other parents o f children 
who have similar difficulties and it allows them a kind of a forum to kind o f discuss 
their worries, their concerns and they can you know maybe identify with other parents 
and we would have found that parents on the course would have found that very 
supportive and may have fonned links with other parents that they kept going after the 
course had been completed. (Interview 11)

One participant stated that parents on their parent training course demonstrated a 

preference for parent-only events rather than events open to parents, professionals and the 

general public. Therefore, this particular organization planned to arrange parent-only courses 

so that more parents may be encouraged and motivated to participant

[We’ve] had parents and teachers and other people as well in on the same training day 
and I think some parents don’t like that, they prefer to be on their own, so that would 
be unhelpful to them that if the group was mixed as opposed to just being parents on 
their own. (Interview 3)

Some participants indicated that it was important not to cover too much content or 

provide parents with too much infonnation in a single educational session for fear of 

overwhelming parents. Similarly, it was important to minimise the amount of jargon used in 

the content or information and to explain scientific or psychological ternis clearly. One 

participant was o f the belief that presenting a specific topic within a developmental framework 

may make it easier for parents to assimilate the information and put theory into practice.
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Trying to access as much information for them that’s relevant for them at that time it is 
a problem really and information that’s out there it’s quite overburdening really and 
they get very stressed when they go on the internet. (Interview 5a)

2.5 Discussion

The intent o f this study was to identify and investigate the components o f parent 

education events which were delivered by organisations providing services to children with 

ASDs. This study also explored professionals’ perceptions o f parent education. Despite 

participants perceiving parent education to be an effective method of intervention, service 

providers and other organizations were capable o f offering a very limited number o f 

educational events to parents. A lack o f resources combined with service constraints was 

reported to be the greatest barrier to offering parent education to all parents o f children with 

ASDs, for example, extended waiting lists, time constraints, understaffmg, specific service 

criteria and a lack o f fiscal resources. This supports previous observations by Sperry et al. 

(1999) who identified several service system barriers including a lack o f adequate resources. 

What regularly occurred in the present study was that parents were offered a place on a course 

or a program when their child made the transition from the waiting list to the intervention or 

treatment list. It must be noted that there were times when parents did not take up the total 

number o f places available on a parent education event. At the time of this study, there was 

nothing in place for either parents o f children waiting for services or parents without services 

even though providing parents with education and infonnation is considered to have positive 

and long term implications for services’ resources (Moes, 1995; Sofronoff & Farbotko, 2002). 

Many participants suggested that encouraging and supporting parents in their efforts to help 

their child may ultimately mean that parents become less dependent on professionals and 

service providers. In turn, this may free up resources and places for other families.

Few services in this study had formal plans in place for the provision o f infonnation

and education to parents. For the most part, parents were offered information and practical

advice on an ad-hoc basis which was generally at the discretion o f the clinician working with

the child. Similarly, few organizations were able to offer parents follow-up consultations

where parents could return to the service if they had any questions or if they needed specific

information in relation to their child’s or family’s needs. Services that were effectively

assessment and diagnostic centres tended to refer parents on to larger organizations where they
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were more likely to receive parent education. However, it was often during this transition 

period that families were most vulnerable to stress and to unreliable sources o f information 

and parent education programs. Many participants were aware that parents spent money on 

education or information that lacked evidence to support it. By the time an organization was 

in a position to offer parent education, some parents may have reached psychological, 

emotional or financial exhaustion.

Interestingly, a number of participants also referred to the qualifications o f the 

facilitators o f parent education programs as an important consideration when planning an 

educational event. For example, one participant felt that it was unhelpful to have someone 

relaying information or teaching parents strategies to use with their child when this person 

might not be suitably qualified or have relevant clinical experience. Similarly, very few 

facilitators were trained in adult learning which may have implications for the effectiveness of 

a training program or other educational event.

Apart from utilizing a program such as EarlyBird which requires a service to provide 

critical feedback to the UK’s National Autistic Society, there was no formal intra-agency or 

interdepartmental collaboration in tenns o f the design or provision o f parent education to 

parents o f children with ASDs. For example, one Speech and Language therapist stated that 

although she would have valued the opportunity to collaborate with key service providers in 

providing an educational program to parents, instead she had to rely on her own personal 

resources and clinical expertise to provide what she perceived as an urgent service for parents. 

Furthennore, some o f the smaller organizations expressed a desire to collaborate with larger 

service providers particularly in terms o f the sharing o f ideas and resources.

Several participants stated that it was important to acknowledge the valuable 

contribution that parents could make to parent and professional learning. According to 

previous research, it is becoming increasingly recognised that parents have knowledge and 

skills that may complement and enhance professionals’ own repertoire of skills (Turnbull & 

Blue-Banning, 1999; Marcus, Kunce et al. 1997). In the current study, parents were perceived 

as having knowledge, strengths, skills and expertise in relation to their child and these were 

viewed as valuable assets in the child’s intervention. Despite this, only one participant
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reported that the parent education event they offered was developed in partnership with 

parents. This appears to contradict what participants in the present study reported and what 

services actually implemented.

Although parents m ay decide what the target behaviours are or the desired responses, it 

was evident from this study that few organizations collaborated with parents in terms o f  the 

design, plan or delivery o f information and education to parents o f children w ith ASDs. For 

example, one participant stated that they consulted the social worker in their organization to 

assess whether or not to offer certain families parent training for fear that an offer to 

participate might overwhelm or pressurise families that were already struggling. In other 

words, instead o f  asking parents directly if  they would like to participate in a training program  

or workshop, professionals made the decision for them. Although this may be perceived as a 

thoughtful decision by most, it indicated that parents in this organization were not actively 

involved in jo in t decision-m aking in terms o f  what they might perceive as being o f  benefit to 

them. Indeed, parents report feeling frustrated when professionals presum e their priorities for 

parent education are similar (Turnbull et al. 1999). According to previous research, parent- 

professional collaboration in the design and im plem entation o f services including parent 

education was not only considered to increase parents’ satisfaction with these services but was 

also associated with an increase in their comm itm ent to participate (Cunningham , Davis, 

Bremner & Dunn, 1993; Dunlap & Fox, 1996; Herbert, 1995; M arshall & M irenda, 2002; 

Powell, 1990; Santelli, Turnbull & Lemer, 1993). In other words, effective parent-professional 

collaboration is strongly associated with parents’ utilization o f  services and their 

im plem entation o f  strategies for dealing with their child’s behavioural problem s.

In tenns o f  identifying the information and education needs o f  parents in a 

collaborative manner, there was no evidence o f  parents receiving inform ation from 

organizations in relation to their health, education, financial or future concerns despite several 

o f  the participants in this study indicating that parents sought information in these areas. 

W hile services did their best to provide parents with relevant and useful information, the 

predom inant goal o f  these services was to provide parents with practical infom iation and 

education on m anagement strategies which is evidenced by the program s identified in this 

study, for example, ABA, EarlyBird, social skills and the Hanen. A com parison o f what

94



service providers offered and what parents described as their information and education needs 

(described in Chapter 3) is discussed as part o f the final chapter in this thesis.

Parents have an innate desire to help their child and to support their child’s 

development in any way possible. Participants in this study reported that through parent 

education, parents may gain a greater understanding of their child’s disability and the reasons 

for specific behavioural and emotional problems. In addition, parents may acquire parenting 

knowledge and strategies that they can implement with their child with positive outcomes. 

This may have additional positive outcomes for parents in terms o f increasing their self- 

confidence and competence in joint decision-making and other advocacy-related activities 

which supports Turnbull et al.’s (2000) earlier observations. The majority o f participants in 

this study concluded that parent education may not only lead to a greater sense of family 

empowerment but might also have positive collateral benefits for other members o f the family 

which is in line with previous findings (Mahoney & Kaiser, 1999; McCollum, 1999; Wolfe et 

al. 2001).

One compelling outcome of this study was that parent education was not only 

perceived by professionals as a means towards informing parents but that the parent education 

group may act as a potential source of informal emotional support. Many parents o f children 

with ASDs report feeling alone or socially isolated due to the nature o f the child’s ASD and 

the lack o f understanding o f ASDs in general that still prevails today. By coming together, 

parents not only had the opportunity to learn and gain practical advice from each other but 

also had the opportunity to discuss their personal experiences and concerns in a highly 

responsive and supportive environment. According to Hornby (2000), parents welcome the 

opportunity to share their experiences with other parents in the group. Similar findings were 

also reported by Wolfe and Haddy (2001) who stated that being part o f a group could reduce 

feelings of isolation and despair while other researchers found that being a member of a group 

was associated with an increased sense o f empowerment (Friesen & Koroloff, 1990; Nachshen 

et al. 2005; Singh et al. 1997; Thompson et al. 1997).

Participants had clear ideas about what constitutes effective parent education. For 

example, they recognised that families have specific as well as generic information and
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education needs that require serious consideration prior to delivering any parent education 

event. Parent education may be beneficial when it comes at the right time for families in 

terms of parents’ willingness to have their own needs met; to be able to organise childcare and 

their motivation and commitment to a course. Even if a service met the entire educational 

needs o f parents, the overall success o f the service might depend on the enthusiasm o f parents 

to learn for their own personal benefit (Symon, 2001).

A greater awareness of the potential for an eclectic mix o f learning styles in any parent 

education group was emphasised by participants as being another way o f providing effective 

parent education. Parent training needs to be offered using a wide variety o f methods ranging 

from written materials and discussion to modelling and video role-playing in order to meet the 

individual learning styles of parents and produce sustainable positive results (Matthews & 

Hudson, 2001). With regard to the group format, some parents may feel overwhelmed or 

intimidated by other group members or one parent may be achieving less with their child than 

another parent. Therefore, it was important to considerate both the stage parents were at in 

terms o f their child’s development as well as parents’ ability to socialise within the group. A 

further concern in terms of running parent education in groups was that information might be 

perceived by parents as being prescribed or irrelevant. A mismatch between parents’ needs 

and the information or education material ran the risk o f frustrating or overwhelming parents 

greatly which was a major concern for participants in this study. According to previous 

research, there may be times when individual training is more effective than group training 

and therefore, organizations delivering parent education need to ensure that the method of 

training is appropriate to the needs o f families (Chadwick et al. 2001; Hudson, Matthews, 

Gavidia-Payne, Cameron, Mildon, Radler, et al. 2003).

Several infonnation themes were highlighted by professionals in the current study and 

were used to inform the content and format of the Information Needs Assessment 

Questionnaire (INAQ) which was used in the third study. This is described in Chapter 4 o f this 

thesis. For example, participants suggested that parents wanted information on understanding 

the diagnosis, the reasons for specific behavioural and emotional problems, management 

strategies and ways o f supporting their child’s social and language development. 

Furthermore, training programs offered to parents by participants in this study were listed as
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information items in the INAQ to examine the interest and need for information on these 

programs.

2.6 Lim itations o f tlie study

A num ber o f  limitations could be considered. Firstly, findings from this study are 

based on clinicians’ opinions o f parent education and not parents’ views o f the same. For 

example, the benefits o f  parent education have been identified by those who have planned and 

organised for these events. It may be that parents who have participated in a parent education 

event have different or opposing views o f the benefits o f  this intervention. Secondly, 

clinicians’ views o f parent education were largely based on their own personal experiences 

rather than on rigorous evaluations o f their courses or programs.

Several other limitations were also identified during this study. For example, it was 

difficult for some participants to quantify the education and infonnation offered to parents 

especially if  this was provided on an informal or individual basis. Therefore, asking these 

participants to identify the components o f their educational service often led to confusion and 

in effect, to incomplete surveys. Requesting participants to include advertising material was 

not helpftil since many participants were unable to m eet this request. Furthermore, om itting a 

closing date on the infonnation sheet meant that participants were unaware o f  the urgency o f 

their response and so, the researcher had to chase them up which took longer than anticipated 

and did not always produce a positive outcome. Finally, the small sample size prevents the 

generalization o f  the results. A future investigation o f  parent education services would benefit 

from the prim ary researcher being linked in with one or several key service providers.

2.7 Conclusion

Parent education has the potential to provide parents with information and practical

advice, delivered within a supporting, caring and empathic environment. Although the range

o f  educational services was few in numbers, participants expressed strong support for parent

education, particularly in relation to the immediate and long-term benefits o f  this service for

parents and their children. However, the evident lack o f  information and educational support

for families w ithout services or waiting for services is worrying. One way o f  overcom ing this
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problem may be for organizations to work in collaboration with parents so that an effective 

parent education service may be developed and offered to parents o f children with ASDs in 

Ireland. Furthermore, should one service find itself unable to offer parent education for any 

reason, an alternative service or services could adopt the role o f parent education provider for 

the immediate fliture. It is imperative that parent-professional collaboration is not seen as an 

‘all talk and no action’ phenomenon instead, that suitable measures are put in place to 

encourage and support all parties with improved and more effective ways in order to meet the 

information and education needs of parents and their children.

Although the views o f this community bode well for the continued practice of parent 

education, it is evident from this study that not enough is being done in terms o f offering 

information and education to parents o f children with ASDs in Ireland. The clinicians who 

participated in this study indicated that they are restricted in that they have limited resources 

including staff and funding and consequently, this is having significant impact on the range 

and the effectiveness o f educational services currently on offer to parents.
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Chapter 3

Examining the Experiences, Information and Education Needs of Parents of 
Children with ASDs Before and After the Diagnosis

3.1 Abstract

The prim ary aim o f  this study was to describe parents’ experiences, information and 

education needs in relation to having a child with an ASD. Findings from this study were also 

used to inform the development o f  the Information Needs Assessment Questionnaire (INAQ) 

that was used for a large-scale study described in Chapter Four. Thirty-seven parents (28 

mothers and 11 fathers) o f  children aged between four and fourteen years participated in six 

focus group interviews. All interviews were audio-taped and transcribed verbatim. The 

transcripts were imported into NVivo  and underwent qualitative analysis using an inductive 

and deductive approach. Findings were organised by categories and themes, describing 

parents’ experiences before, during, and after the diagnosis o f  the child with an ASD and its 

effect on fam ily Ufe. In terms o f  information needs, the following nine core needs emerged 

from the data: information on the diagnosis, services, interventions and practical strategies, 

concerns about bullying and sexual development, educational issues, fmancial and legal 

issues, resources, informing the child and others and future concerns. The m ajority o f  parents 

in this study were dissatisfied with provision o f infonnation by professionals and service 

providers working in the area o f ASDs and this was frequently m entioned in relation to the 

time o f  the diagnosis. Furthermore, there was a predom inant sense o f  being dissatisfied with 

the way in which the diagnosis was handled by professionals and service providers. In 

conclusion, findings from this study including the proposed recom m endations for good 

practice not only adds to our understanding o f  the problems and challenges that many parents 

o f children with ASDs encounter but moreover, makes an invaluable contribution to solving 

these problems for families.

3.2 Introduction

Wlien a child is diagnosed with a physical disability or a developm ental disability 

(DD), parents are often thrust into a flurry o f  negative and positive emotions. Indeed, 

experiences around the time o f  the diagnosis particularly in relation to the m anner in which the

99



diagnosis is disclosed or managed by professionals can have a significant and long-term 

impact on parents’ psychological wellbeing. For example, research carried out by Baird, 

McConachie and Scrutton (2000) with parents o f children (N = 107) with cerebral palsy found 

that dissatisfaction with disclosure of the diagnosis was associated with later incidences o f 

parental depression. Satisfaction with the diagnosis was also associated with the structure, 

manner and level o f information offered to parents during this time (Baird et al. 2000). 

Furthennore, a clear relationship was observed between dissatisfaction with the disclosure o f 

the diagnosis and parents taking legal advice (Baird et al. 2000). In light o f this and similar 

research, the diagnosis is considered to be an especially significant time for families.

According to Stoner (2005), parents’ reactions following a diagnosis is to look for 

information and practical advice. This reaction, be it immediate or gradual, brief or intense, is 

thought to facilitate adjustment and adaptive coping (Beresford, 1994; Lazarus & Folkman, 

1984a, 1984b; Whitaker, 2002). It may also be an alternative way o f handling the diagnosis as 

opposed to seeking emotional support (Seligman & Darling, 1997). For example, accessing 

information may expand parents’ knowledge and allow them to respond more constructively 

to a range o f life-changing events that may result in stress (Starke & Moller, 2002; Stoner, 

2005). This may give parents a greater sense of empowerment in managing daily routines and 

activities (Nachshen & Minnes, 2005; The Report o f the Task Force on Autism RTFA, 2001; 

Shepard & Rose, 1995) as well as increase in family adaptation (Heflinger & Bickman, 1997; 

Lam 2003). Furthermore, the way in which the diagnosis is handled by parents may explain 

both the motives behind their information-seeking behaviour and the type o f information they 

search for (Starke et al. 2002).

Several studies reported that for parents o f children with ASDs, life proves more 

difficult and frustrating than for parents with illness or other DD (Bouma & Schweitzer, 1990; 

Koegel & Schreibman, 1992; Randall & Parker, 1999). Parents may experience increases in 

stress, depression, anxiety, financial difficulties or relationship problems as well as decreases 

in self-competence and self-confidence (Fitzgerald et al. 2000; Symon, 2001). This may be 

caused or exacerbated by a combination o f factors including an overall lack o f information. 

When individuals try to cope by empowering themselves with unhelpfial information, this may 

frustrate them even fiarther (Nicholas & Marden, 1997).
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Therefore, the majority o f parents will need a range of supports in order to cope with 

the demands o f caring for a child with a DD including information support, social support 

(e.g. expanding a parent’s social network), community services (e.g. access to professionals 

services), respite care and financial support (Bailey, Blasco & Simeonsson, 1992; Bailey, 

Skinner, Correa, Arcia, Reues-Blanes, Rodriguez, et al. 1999; Carr & O ’Reilly 1996; 

Chadwick et al. 2002; Ellis, Luiselli, Amirault, Byrne, O’Malley-Cannon, Taras, et al. 2002; 

Treneman, Corkery, Dowdney & Hammond, 1997). However, in order to ensure that there is 

a goodness of fit between the family’s needs and the method of intervention, it is important to 

identify the potential child, parent and situational variables that may determine which families 

need particular types o f support (Albanese, San Miguel, & Koegel, 1995; Singer et al. 1989).

For example, Ellis, Luiselli et al. (2002) examined the needs o f families o f children 

and adults with DD. Forty-seven parents of children attending either a day-school program 

(aged between 3 and 12 years) or a residential-school program (aged between 8 and 22 years) 

participated in their study. Ellis et al. (2002) found that parents o f younger children reported 

the greatest number of needs including a need for information compared to parents of older 

children. Furthermore, parents o f older children who were attending a residential-school 

program were less likely to report a need for support compared to parents o f children attending 

a day-school program. In tenns o f the priority of information needs, parents indicated a need 

for information on current and future child-related services. Ellis et al. suggested that parents 

of younger children reported a greater number o f needs because they were more likely to have 

been newer to the service system and therefore, had fewer experiences when it came to 

dealing with service providers and professionals compared to parents of older children. A 

similar difference in the number o f information needs reported by parents of younger and 

older children was also reported by McConkey (2003). In addition, Ellis et al. proposed that 

parents of children attending the residential school had less daily demands placed on them 

compared to parents o f children attending the day-school program since the latter group o f 

children was living at home. Whereas Ellis et al. suggested that the number of needs reported 

in their study may have reflected the efficiency o f services offered to parents of younger 

versus older children with older children receiving more effective services than younger 

children, McConkey proposed that older parents may have been less likely to utilise an 

information service due to the perceived lack o f appropriate services for their child.
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Information needs may be determined by a host of child, parent and contextual factors 

including the child’s behavioural problems, motor impairments, parents’ gender, parenting 

roles, parents’ socioeconomic background and parents’ attitudes to childrearing (Bailey & 

Simeonsson, 1988; Gowen et al. 1993; Granlund & Roll-Pettersson, 2001; Pain, 1999; 

Sparling & Lowman, 1983; Turnbull & Turnbull, 1990). In addition, mothers are known to 

experience more stress than fathers especially when it comes to managing their child’s 

behavioural problems (Hastings, 2003; Moes, 1995) whereas fathers appear to be more 

affected by their family’s financial situation (Rodrigue, Morgan & Geffken, 1992). Findings 

from these studies suggest that examining information needs requires a multilevel approach 

where needs are explored in relation to a variety o f child, parent and contextual variables.

In addition to exploring parents’ information and education needs, it is also important 

to identify the way in which parents would like their information needs met. For example, 

parents in Dangel and W alker’s (1991) study preferred to attend parent education programs at 

night, during school hours or at the weekend whereas Mitchell and Sloper (2002) found that 

parents indicated a preference for receiving information from clear and detailed booklets. On 

the other hand, parents in Cook, Rule and Mariger’s study (2003) indicated a preference for 

accessing information from the Internet because they found the Internet to be a simple and 

time-efficient source o f information. Furthermore, the quantity o f information is also 

significant given that too much information can be as challenging as too little (Goore, 

Mangione-Smith, Elliot, McDonald & Kravitz, 2001).

3.2.1 The present study

There is a dearth o f research on the information and education needs o f parents of 

children with ASDs. A potential reason for this may be that the provision o f services 

including information and education support for families is often based on what professionals 

believe families need rather than asking parents themselves what they believe their family 

needs (Walker & Riley, 2001). Furthermore, few studies in the area o f DD have successfully 

examined the information needs o f fathers. Perhaps the reason for this is that mothers tend to 

spend more time with their child than fathers who are usually working. Similarly, on a more 

practical level, mothers tend to be more available to participate in research than fathers which
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might explain why there is so little information relevant to paternal needs (Bailey & Powell, 

2005).

The primary aims o f the present study were to explore parents’ perceptions of having a 

child with an ASD in Ireland; to acquire information about the information and education 

needs o f parents and to inform the development of The Information Needs Assessment 

Questionnaire (INAQ) to be used in a larger-scale study described in Chapter 4 o f this thesis. 

Focus group interviews were used in the present study to examine the experiences and 

information needs o f parents o f children with ASDs from their perspective. According to Pain 

(1999), focus group interviews are the ideal method for assessing the information needs of 

parents not least because they offer parents the opportunity to engage in open discussions with 

other parents. Focus groups are discussions among a purposively selected group o f 

participants and are used to explore participants’ views on a specific topic o f interest (Krueger, 

1988).

There are several advantages to using focus group interviews. Firstly, focus groups 

may combine quantitative and qualitative paradigms through planning and structure while at 

the same time, facilitating interaction between participants (Vaughn, Schumm & Sinagub,

1996). Indeed, group discussion benefits from the dynamic interaction between participants 

(Morgan & Krueger, 1993). Secondly, focus groups afford the opportunity to examine 

parents’ beliefs, feelings and experiences in their own words and at a deeper level (Gibb, 

1997; Krueger, 1988; Stewart & Shamdasni, 1990). “I [parent o f  a child aged from birth to six 

years] am so tired o f  checking or circling the number corresponding to statements that are not 

mine, and then some other professional making a judgement based on that” (Bailey, Blasco, 

& Simeonsson, 1990, p. 201). Thirdly, similarities or differences between participants may be 

identified during the group discussion rather than drawing conclusions about such during the 

analysis phase (Morgan, 1997). Finally, focus groups may be used to generate questionnaire 

items or to revise pre-generated items (Nassar-McMillan & Borders, 2002 as cited in Morgan,

1997).

Krueger (1988) suggested that it may be preferable to make the focus groups 

homogenous in terms o f gender should the discussion be o f a sensitive nature. However, all o f 

the focus groups in the present study consisted o f both mothers and fathers for two reasons.
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Several parents informed the researcher that parents o f children with ASDs are asked to 

participate in many studies throughout the year and this can be frustrating. Therefore, it was 

anticipated that the number o f parents, especially fathers, who agreed to take part in this study 

would be quite low. Also, having mothers and fathers in the same focus group might not only 

enrich the discussion for both sets o f parents but open up channels for ftjrther understanding o f 

key topics and areas o f concern during the analysis phase.

In line with Merton, Fiske and Kendall (1990), three principles were followed in order 

to conduct successful focus group interviews. Firstly, a range o f topics was addressed during 

the interview process to avoid confining the discussion to those topics deemed important by 

m yself Secondly, participants were provided with a description o f the purposes o f the focus 

groups prior to the actual event and by agreeing to participate, were already motivated to 

participate and share their experiences with other members o f the group. Finally, it was 

important to be aware o f the participants’ personal and social context since these may have 

influenced their responses to questions and to the remarks made by other members o f the 

group.

In relation to analysing the data, Morgan (1997) claimed that it is important not only to 

recognise the influence of the group on each individual but also, the influence o f each 

individual on the group. Processes and interactions that occur within a group may be 

influenced by the individuals who make it up. Morgan also proposed coding focus group 

interviews using three approaches: to record (a) all references to a given code, (b) a 

participant’s references to a given code and (c) whether each group made references to a given 

code. Similarly, there are three ways to determine the importance o f a topic: (1) the number of 

groups that highlight the topic, (2) the number o f participants within each group that mention 

the topic and (3) the overall interest generated among the group members on the topic 

(Morgan, 1997). The current study followed this method o f coding for the focus group 

interviews.
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3. 3 Method

3.3.1 Design

As this was a relatively unexplored area o f enquiry a qualitative methodology was 

used. Six focus group interviews were conducted over a two-month period, from September 

2005 to November 2005.

3.3.2 Sampling and recruitment

Purposive sampling was used to recruit participants. Participants were selected on the 

basis o f predetermined characteristics relevant to the study. The selection criteria were that 

parents (a) had a child with an ASD; (b) aged between 4 and 14 years and (c) resided in the 

Dublin, Wicklow or Kildare areas. Thirty-eight parents participated in the focus groups 

(Table 3.1). It was intended to recruit 10 parents for each group interview. However, this 

proved to be difficult due to the unpredictable nature of parents’ schedules.

Parents were recruited in four ways: firstly, the researcher presented the study to a 

group o f 30 parents attending an evening ABA training program in a school. Secondly, 

several ASD-specific service providers located in Dublin, Wicklow and Kildare including 

several schools were asked to send those parents whom they felt might be interested in taking 

part in the study, an information sheet (Appendix 8), a criteria form (Appendix 9), a consent 

form (Appendix 10) and a stamped-addressed-envelope. Several participants in the current 

study were accessed through this source. Thirdly, the researcher was aware o f an ongoing 

study being conducted by the Department o f Psychiatry in Trinity College Dublin and in 

conjunction with St. James’s Hospital with parents (N = 200) o f children with ASDs from all 

over Ireland. This research team agreed to send out 200 flyers inviting parents to participate 

in the study along with their monthly newsletter. My contact details were also included in the 

flyers. Finally, the various ASD-specific organisations and parent groups across Ireland were 

emailed about this study. With regard to the efficacy o f each method in terms o f the number 

of parents recruited, the first and third methods proved to be the most productive.

Out o f the 38 parents that participated in this study, 27 were mothers aged between 35 

and 46 and 11 were fathers. The first focus group consisted of 11 parents (or 7 families) aged 

between 31 and 42 years o f children with classic autism. Their children were aged between

105



41/2 and 6 years and were attending either an autism-specific class in a mainstream school or 

a special class in a mainstream school. Only one family in this group were from a low 

socioeconomic background. The second focus group consisted o f 6 parents (6 families) aged 

between 38 and 50 years o f children with Asperger’s Syndrome (AS). Their children were 

aged between 8 and 11 years and were attending a mainstream school or a special class in a 

mainstream school. The third group consisted o f 4 parents (4 families) o f children with classic 

autism aged between 5 and 12 years. These children were attending a special school or a 

mainstream school. The fourth group consisted o f 4 parents (4 families) of children with AS 

aged between 8 and 14 years. All o f the children in this group were attending a mainstream 

school. The fifth focus group also consisted of 7 parents (5 families) o f children with AS aged 

between 5 and 12 years. All of the children were attending a mainstream school. Finally, the 

sixth focus group consisted o f 7 parents (4 families) o f children aged between 5 and 11 years 

with classic autism. All but one child were attending a special ASD school. Table 3.1 shows 

dates, gender, number o f parents and where each group session took place.

Table 3.1 Date, Gender, Location and Number of Parents who participated in a

Focus Group Interview

Focus group date Gender o f parents Interview site

18/ 09/05 9 mothers, 2 fathers^* Dublin

19/09/05 5 mothers, 1 father*’ Dublin

20/10/05 3 mothers, 1 father*’ Dublin

21/10/05
2 mothers, 2 father

Dublin

25/10/05
5 mothers, 2 fathers®

Kildare

26/10/05
4 mothers, 3 fathers®

Kildare

Note. "“Couples present

Two parents did not turn up due to unforseen circumstances.

3.3.3 M aterials

Parents were asked to complete a short criteria form for the purpose o f identifying their 

age, address (in order to organise the groups in terms o f location), contact details, their child’s
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age, the type o f ASD and what type o f school their child was currently attending. They were 

also asked to sign a consent form indicating that they agreed to the recording o f the sessions. 

Each focus group session was recorded using two audiotapes, the second recording acting as a 

backup.

3.3.4 Conducting the focus groups

Six focus groups were conducted over a two-month period. Focus groups interviews 

lasted for approximately two hours each and took place in the evenings on either a Tuesday or 

a Wednesday night in accordance with parents’ preferences. Four focus groups were held in a 

small and comfortable room in Trinity College Dublin. The final two focus groups took place 

in a national school in Co. Kildare.

3.3.5 Ethical considerations

In line with The Code of Professional Ethics o f The Psychological Society o f Ireland, 

participants were informed that they could withdraw their consent at any time during the 

interviews, without prejudice. Parents were informed that I was a PhD student. Information 

pertaining to parents’ identity and material unrelated to the focus of the study was treated as 

confidential. Furthermore, parents were infonned that no names, addresses or any other 

personally identifying information would be included in any report, publication or in this 

thesis. All confidential information was stored in a locker in my office and on a password- 

protected computer. Finally, parents were told that data would be protected under the 

Freedom o f Information Act and where identifiable, may be viewed at their request. Ethical 

approval for the study was obtained from the Ethics Committee in the School of Psychology, 

Trinity College Dublin (Appendix 11).

3.3.6 Interview guide

The focus group questions emerged from an extensive literature review o f parents’ 

experiences o f having a child with a DD and parents’ perceptions o f their information and 

education needs. Literature pertaining to focus group interviews (Kruger, 1988; Merton et al. 

1990; Morgan, 1997; Vaughn, Schumm, & Sinagub, 1996) was reviewed as well as valuable 

advice and guidance being sought from two experienced lecturers who had each directed and 

run several focus group interview projects within their own departments.
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Each interview proceeded in a similar fashion. The same interview guide was used 

with each focus group, ensuring a level of consistency. There was also certain flexibility in 

that there was room for probing or discussing emerging or unanticipated topics deemed 

relevant to the focus o f this study. The interview schedule consisted o f eight questions 

separated under two broad headings: (1) Parents’ Experiences immediately after their Child 

was diagnosed with an ASD and (2) Parents’ Current Experiences.

3.3.7 Interview schedule

1. What were parents’ experiences immediately following the diagnosis of their child with an 

ASD?

2. What were parents’ past and current information and education needs?

3. WTiat were parents’ primary sources for information?

4. How satisfied were parents in tenns o f the quantity and quality o f information offered to 

them? and finally,

5. What were parents preferred sources o f information?

3.3.8 Procedure

The focus group sessions were conducted by a two-member team: a moderator and an 

assistant moderator (the current author). After careful consideration, a moderator (MSc 

Counselling student) was chosen since she had particular expertise in conducting focus group 

interviews. This allowed me as the assistant moderator to observe and take field notes 

relevant to the aims o f the overall study without having to become too involved in the actual 

interview process.

The moderator’s role was to guide each interview using the interview schedule, 

facilitate the discussion including probe for further comm.ents and summarise key points 

raised by parents throughout and towards the end of each interview. Parents were frequently 

requested to comment on how representative the summaries were of what had been previously 

discussed. My role was to take field notes during and immediately after each interview, 

manage the audiotapes and keep track o f time. During the five-minute break and after the
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completion o f each interview, the moderator and I discussed the field notes, focusing on the 

main points that were raised by participants and the overall nature o f the interview.

3.3.9 Data analysis

Focus groups were originally used in the present study to provide an invaluable source 

of data. Moreover, they were utilised as a preliminary tool to generate content about 

participants’ experiences, information and education needs and related preferences. One focus 

group interview was fiilly transcribed by the moderator while the other five focus group 

interviews were fully transcribed and all six analysed by the researcher. Field notes were also 

used where necessary. Interviews were transcribed in Microsoft Word, saved in Rich Text 

Format and imported into NVivo which was used to organise and analyse the qualitative data.

For the purposes o f the current study, there were two units o f analysis: the group and 

the individual. Inductive and deductive methods were used to analyse the data in line with 

content analysis (Berg, 2004). Firstly, a set of codes were drawn up from the previous 

literature review (deductive). Elements from Bronfennbrenner’s theory were also used to 

guide the way in which the categories were selected to report in this study (deductive). For 

example, at the microsystem level, education and information needs may be detemiined by 

child characteristics. At the mesosystem level, needs may be related to the parent-child 

relationship or relationships with other family members. At the exosystem level, infomiation 

needs may be determined by the type of services the child is linked with. Finally, at the 

macrosystem level, information may be influenced by legislation or government policies. 

Secondly, each transcript underwent section coding in NVivo initially using the questions in 

the discussion guide as the main categories (deductive). Thirdly, new codes were developed 

by reading and rereading each transcript several times with the aims of the study in mind 

(inductive). These new codes were then applied to transcripts while old codes were revised or 

redefined until a final set o f codes and categories were established. This is in line with 

Vaughn et al.’s (1996) data analysis procedure where developing and revising categories is an 

ongoing process. Codes that were deemed important were those that (a) occurred in four or 

more groups or (b) were discussed by participants for some considerable length o f time. 

Although the aim o f this study was not to compare groups, it was anticipated that group 

differences might occur especially where participants were linked in with different services.
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For example, references to specific services and voluntary groups were anticipated and made 

by certain focus groups with children with Asperger’s Syndrome.

During the coding process, all focus groups were compared in a cross-focus-group 

analysis in order to identify common themes. Following this, similar themes were combined 

into categories. Apart from analysing verbatim transcripts, the credibility o f the findings was 

also established by asking three researchers external to the research project to read through the 

interviews and independently evaluate the validity o f the codes, themes and resulting 

categories developed during the preliminary analysis. In line with Vaughn et al. (1996), any 

discrepancies or disagreements between the data analysts in relation to the categories were 

negotiated until all parties agreed. In addition, all participants in the focus group interviews 

were sent a summary report o f the findings and requested to comment on the content and the 

accuracy o f the report in depicting their experiences as parents o f children with ASDs living in 

Ireland as well as their information and education needs. Participants were also requested to 

review the newly developed Information Needs Assessment Questionnaire (INAQ). Several 

participants responded and stated that the summary report was an accurate description of their 

experiences. In the following section, direct quotations have been included in order to support 

the various themes.

3.4 Results

The following table (Table 3.2) provides a summary of the main themes and sub

themes from the focus group interviews.
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Table 3.2; Summary of themes and sub-themes from the focus group interviews
Themes Sub-themes Sub-theme items

Diagnosis
Initial suspicions
Prior knowledge
Delay with the diagnosis
Lack o f professional,
informational & emotional support

Information
Information-searching 
Satisfaction with information 
Other parents as a source o f  
information
Additional sources o f information 
Parent education programs 
Information needs

1. Diagnosis
2. Services
3. Interventions &

practical strategies
4. Educational issues
5. Concerns
6. Financial & legal

issues
7. Infonning the child

& others
8. Resources
9. Future concerns

Information-related costs
Education & health 
services

Gaps in services 
Education

Parents’ psychological 
wellbeing

Social isolation 
Current feelings

Parents’ recom mendations
Follow-up
Information pack
Appraising & pacing information
Parent education programs
Parent support
Media



3.4.1 Diagnosis

3.4.1.1 Initial suspicions

The majority o f parents stated that they had suspected that there was something wrong 

with their child’s development before a formal diagnosis was made by a clinician. The child 

had behaved or responded differently from other children and developmental milestones were 

reached but this tended to be later. However, many parents reported that they had found it 

difficult to pinpoint their child’s exact problems which often meant that their initial suspicions 

were discounted by professionals or family members.

PI: You know the way when you’re a mother you just notice something is wrong with 
your child. You just can’t put your finger on it, but you know that there’s something 
wrong. Interview A

PI: So I guess I suppose our immediate feeling was, it was not a huge shock in the 
sense that it was kind o f all, the evidence was building up that he had some sort of, he 
was on the spectrum. Interview C

P2: Looking back I can say this now but at the time you knew there was something. 
But my first real thing of saying there is something here was the time his younger 
sister fell and he was oblivious to the fact that she had fallen and hurt herself. He was 
in his own little world and I kind o f went that’s not nonnal. He was at school then and 
I went, there is a problem here. Interview B

P5: But like that I knew there was something and just little clues along the way 
especially with language. I know she didn’t use language or understand language or 
communicate the way other children did, children who were younger than her. 
Interview E

In the present study, three groups of parents were identified. Firstly, there were 

parents who had suspected that there was something wrong with their child and were relieved 

by the diagnosis because it confirmed their suspicions. Secondly, there were those who had 

suspected there was something amiss but were still overw'helmed by the diagnosis. Words 

used to describe how these parents felt included shocked, saddened, and devastated. Finally, 

there were parents who were unaware that there was something wrong with their child until 

another person, usually a teacher, brought the issue to their attention. Many parents focused 

on the child’s ability as opposed to their disability. For example, one parent was surprised 

when the Speech and Language Therapist questioned the child’s language skills because she
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believed that he spoke extrem ely w ell, even i f  it was with an American accent. Others 

challenged the original diagnosis and sought a second or third opinion before accepting the 

final outcome. In som e cases, it took parents several months and som etim es a year to com e to 

terms with the final diagnosis. There were also incidences where teachers might not have 

considered the presence o f  a D D but thought the child to be a trouble maker.

P3; I think w e were actually relieved that there was actually som ething that could be 
worked with. Interview B

PI: W ell I can say that it was a re lie f But it was a relief for me that there was a name 
for it. But for m y husband and for other relatives, it was devastating. And it w as a 
relief that went into a huge about o f  shock and a huge freefall for about a year when  
you grapple with I can honestly say a tear strained A4 page that m y [child psychiatrist] 
scribbled for me, calling all the numbers, looking for to see what can I get, what can I 
get and finding out that I could get very little i f  nothing. And then I kind o f  settled into 
what I found worked but initially a free fall. Interview F

P2: [I] just couldn't handle [the diagnosis] and I was devastated and every time she said 
something I was like ahh [sic]. Interview A

P7: It's the first thing you realise...w e found out, [wife] was kind o f  cut up to bits, I 
kind o f  had suspicions and sort o f  said to [w ife], you know , no, no, no, lets wait to 
hear, but there was suspicions there telling you. But then when w e heard it, it was just 
a shock. Same type o f  thing like, kind o f  hits you like a stone. Interview A

PI: I think certainly from our perspective, I think w e knew from the age when [child] 
was 2- 2 ‘/2  years old that there was som ething up. Interview C

P2: They do som e things that are not typical [o f an ASD] and they're the ones probably 
you hang on to [you] hang on to them and say 'that's really normal, that is. Interview A

P4: N ow  [w ife’s friend who runs a playschool] reported back to [my wife] and said 
look I think you should get [child] checked out because h e’s not com municating the 
way children should com municate and he doesn’t like the feel o f  certain substances. 
Interview D

Often, when parents received a diagnosis, they immediately thought about the impact 

o f  the disorder on the child’s developm ent and the implications o f  the disorder in terms o f  the 

ch ild ’s future. Although the child might be very young, som e parents imagined what the 

future would hold, for exam ple, whether the child w ould be capable or maintaining normal
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relationships with the opposite sex or whether she or he would be capable o f reaching Third 

level education. Despite having these and similar concerns, parents stated that there was 

nothing in place for the child or the family after the diagnosis to abate their fears.

P5; When we got our diagnosis, my husband said. You know I can laugh about it now 
but it wasn’t funny at the time and this is when autism was first mentioned and ws 
were both in shock and I was obviously physically upset and I said at the exact same 
time will he have friends? Will he ever get married and my husband said will he go to 
college and get a job? It was so funny. And we laugh at that now. Interview B

P3; Well the diagnosis o f [child] really hit me hard, my wife as well but I was quite 
upset after, I mean physically upset. It really hit hard and it was hard to deal with. By 
the time [sibling] came along I thought, God we can’t be that unlucky as to have a 
second one but you’re sort o f hardened to it. And Professor [X] I remember well we 
said well you know, now we have a diagnosis what do we do next? What’s out there? 
And she said I’m so sorry to tell you this that there is nothing for you. Interview D

PI; My husband said what’s the prognosis? And [the clinician’s] answer to us was 
quite flippant. It was he could end up in [name o f intellectual disability institution] or 
he could be a mathematics professor in Trinity. But that was devastating to my 
husband that the other was a possibility. Interview F

3.4.1.2 Prior knowledge

For parents whose children were diagnosed over nine years ago, many had no prior 

knowledge o f ASDs and could only associate it with the Oscar-winning film Rainman. 

Although the label had existed ‘on the grapevine’ for several years, it was a relatively new 

area o f interest in Ireland and information was particularly scarce or vague. The lack of 

information only added to parents’ concerns particularly in relation to how the child might 

cope in the future.

P4: Basically, it was on his third birthday, he was three years o f age...w hen I found 
out. I was told by the [doctor] and a speech and language therapist, a psychologist that 
my son, after doing all the tests and things that he was ASD. I’d never heard of ASD m 
my life. I’d no idea it had anything to do with autism or anything and although I did 
suspect, because he’d given me just one leaflet to take away, and I didn’t understand 
why they had given me this leaflet to talk about ASD and the word autism was kind of 
thrown in, every now and again. But needless to say you go with an open mind and 
you hope that when you go, and you’re expecting the best rather than the worst, and 
when she didn’t include the word autism, I hadn’t got a clue. Interview A
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P2: Like we obviously came in and like everybody else we didn’t know anything about 
it. We had no reason to know anything about it. We had heard o f autism before but 
wouldn’t have known what it was. Interview F

P2: We went to [name o f professional] and he’s a neurologist and he did all the tests 
and he said no, no, no, he hasn’t got epilepsy and we were so relieved...but he said I 
think he has something called Asperger’s Syndrome and we said WHAT? [And] at that 
stage the only thing anybody knew in Ireland about autism was the Rainman you 
know. The film was about the only thing that we knew about it. I think there was no 
information to be had anywhere. Interview D

P9: You were saying like on the negative side your told your child has autism and 
you’ve seen Rain Man, and your like ‘oh Christ’ and your brain can’t stop going ten, 
twenty, thirty years down the line, where your child is going to be then, and you think 
‘oh Christ’. It is heart wrenching. Interview A

3.4.1.3 Delay with the diagnosis

A common experience for parents was their effort to have their suspicions validated by 

family members. This combined with the struggle to obtain a formal diagnosis only 

exacerbated their existing feelings of worry, frustration and social isolation. Indeed, parents 

were often passed from professional to professional without any mention of the ASD label 

until they raised the idea themselves. Only one parent reported having a positive experience in 

terms o f obtaining a formal diagnosis. Whether having no label resulted from professionals’ 

lack o f knowledge, lack o f relevant qualifications to diagnose, a reluctance to diagnose or the 

presence of other DD such as learning difficulties, parents felt obliged to seek information and 

services relative to their child’s needs. Parents in this study stated that they soon discovered 

that a child without a label was a child without entitlements. In the end, parents had no other 

option other than to strive for the diagnosis with some going abroad in order to initiate the 

process.

PI: We had been in [name o f clinic] for the best part o f a year. In and out with no 
diagnosis forthcoming. Interview B

P9: I don’t care what you actually call my son, he needs help, he has a problem and 
you can put whatever label you want on it. Interview A
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P2: During the process o f getting the diagnosis, we kept getting first o f all minor 
speech impediment that was the problem. So that kind o f  ..you lose a couple of months 
but that kind o f gives you comfort for a couple o f months. And then you wait for 
another diagnosis [eventually] it became a minor learning difficulty. Interview F

P5: But like that the [public] health nurse I said it to her even two days afterwards I 
said it to her ‘there is something definitely wrong with my son’ the same thing ‘your 
imagining it, he’s grand, he’s bom premature, he just needs to catch up you know . 
And this was ongoing and ongoing until I got so fed up that I just went to my GP. 
Interview A

I kind o f noticed myself at about four that there was something different with [child] 
and for a long time I was saying it to people and everyone kept saying no it’s you. 
Interview E

P3: We had been asking people for about a year beforehand was it autism and they 
kept telling us no. Interview F

P2: And when I went to my GP he sent [child] for a physical check up. That was the 
hearing, the whole lot. He said you’d want to be very wary about giving him a label 
and at that stage I was going ‘label’? What do you mean? I didn’t ask him. The label of 
ASD you know. And then I went looking for the label because you don’t get any 
services without a diagnosis. Interview C

P3: It’s like getting a label. People use to say to us early on what do you want a label 
for? At least if you know what you’re up against, what you’re fighting, you can then 
go and fight it. Interview D

3.4.1.4 Lack o f  professional, informational and emotional support

Despite their differences, parents experienced similar difficulties in terms o f coping 

after the diagnosis. The majority o f parents in the present study reported receiving very little 

or no support from professional organisations around the time o f the diagnosis with a reported 

lack of useftil information, direction or guidance. One parent described her disappointment 

upon discovering that there was nothing in place after the diagnosis. Instead, parents were left 

to cope with the diagnosis with little help or support from professionals and service providers 

working in the area o f ASDs. Parents were informed that early intervention was critical and 

yet, they found that there was a dearth o f services available to children with ASDs. 

Furthennore, if services were available, parents were not told where these services were 

located or how to access them. Professionals were described by parents as being reluctant to
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share information with them even if this was not what was intended and uhim ately, parents 

were left to make their own enquiries.

P4: But basically, like at the time, we couldn’t see that the information we got, it was 
just so negative and so unhelpful. It was only looking back that we suddenly realised 
you know, this is, this is not right. No parent should be treated like that, be brought in 
and given a leaflet and told your child is diagnosed, there you go, go and think about it 
and come back in a week and tell us how you feel. Oh, and if  you want to go on the 
Internet, if  you’ve got a computer, go on the Internet, type in the word autism  and, you 
know, hopefully you’ll get more information. W hich made things even worse because 
you were getting you know, more information, which you didn’t know if  it was or 
w asn’t connected with your child, so to me the diagnosis o f my son was ju st absolutely 
horrific. Interview A

P6: I think one o f  the other things that I found very negative that we were told in the 
hospital was right, ok, we ended up asking them, is he autistic or not? They said yes he 
is, right. But as they were going through, well what is our next step or whatever. I ’m 
not sure who it was but one o f them turned around and said you know, don’t get your 
hopes up, because the services out there at the moment are brutal. [And] I felt like 
saying you’ve ju st told me that my child is autistic and now your telling me there's 
nothing out there? [Why] don’t you kick me again? Interview A

P6; W e had to do research and read everything and fight for everything. Interview B

P2: We had a diagnosis but we had nothing else, absolutely nothing else. Nothing. We 
w eren’t being referred on to anywhere else. We were just being told our child had this 
condition and that was it. And they couldn’t tell us how it was going to progress. They 
couldn’t tell us how they were going to treat it. Nothing. Absolutely nothing. Interview 
D

P5: No pathway. No guidance. No specialists. Interview B

PI: We didn’t get any sheets. We were lucky if  we got a piece o f  paper. I mean we 
basically got verbally told by [name o f child psychiatrist] yeah h e ’s on the autistic 
spectrum and then 1 think a week later we got an official diagnosis written up later. But 
I suppose [wife] just got on with it then really. I mean ... it was slightly different for us 
in a sense that we were coming to that conclusion ourselves. So whilst it was sad 
obviously to have that formally confirmed, it was kind o f not maybe the greatest shock 
in the world either so I suppose w e’d been thinking like that. Interview C

P3: Y ou’re not given any information. Y ou’re given a diagnosis and then you’re told 
goodbye. Interview F
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Moreover, parents felt that as professionals were working, opportunities to seek help 

from them were restricted to normal working hours despite parenting in general being a 

twenty-four hour experience. Although a rare occurrence and depending on the service(s) 

available, there were three parents in this study who did report having access to professional 

support over the telephone on an ad-hoc basis. However, other parents indicated some 

surprise at the level o f service these parents had received.

P2: And if there’s a problem that occurs that we feel really needs, I can pick up the 
phone and say look [name o f teacher] can I talk to you? This is happening. How are we 
going to cope with it? What can we do? And I know that she will come back to us and 
w e’ll discuss; tease it out. She’ll talk to [child] you know, whatever, whatever help she 
can give. Now sometimes she’s not able to. Sometimes there are problems that there 
are no simple solutions but...it would be great but there aren’t. But it’s that sort of 
access that most people don’t have. Interview D

P2: And that step that you had, ‘come back and tell us how you feel’. We didn’t have 
that. We had ‘w e’ll post you out a report’ and it’s like that’s their job finished, as you 
say, that’s our bit done. Interview A

P3: [But] even my wife was able to talk to [professional] today for nearly an hour on 
the phone about issues. So we have someone to go there to. Interview D

3.4.2 Information

3.4.2.1 Information-searching

By the time parents in this study had received and accepted the diagnosis, they were 

eager to move forward. Although the diagnosis may have been perceived in different ways, 

the majority o f parents found themselves propelled into a process o f information-searching 

and service scouting. However, parents eventually established that there was very little

information available and what was accessible was described as being found through 

perseverance.

P9: I’m not saying you don’t, but its one o f those things. You still have to pull 
yourself back to reality and say to yourself now where do I go, and what do I do; 
because if  you continue grieving, your child is going to be the person to lose out. 
Interview A
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P4: We weren’t told o f the services available, like who we should speak to. We 
weren’t told about [name o f service provider]. When we did hear about [service 
provider] I presumed it was a service like say for example [residential; service for 
people with special needs], because 1 have a sister who’s mentally retarded... so from 
the square one I really didn’t have a clue. I was totally blind as to where I was to go. 
But I persevered and I found out and I had to find out all o f the information for myself 
about the benefits, I had to find out about the home tuition I had to find out about the 
schools that were available, all of that I had to actually find out about on my own. I 
don’t know how many letters I had to [write]. Interview A

PI; You couldn’t say that there was any great plan to it. It was kind of just you’d find 
out something new, some piece o f information as to where you can go and then you try 
to make the best use of it. Interview C

P6: And o f course we went on the web like crazy and were like nuts. Interview B

P5: I probably didn’t do an honest day’s work for about three months afterwards. I sat 
in the office on the Internet and found out. Interview F

Despite a growing need to have access to information, parents found it difficult to find 

relevant and useful information. Many parents felt that the information they had collated was 

as a result of their own strengths and resources. Accessing information was described by 

several parents across all focus groups as similar to like fighting in a battle. In other words, 

they felt they were continuously pushing or struggling for information from professionals and 

service providers. For example, one parent was handed a leaflet and advised to come back in 

a week. A further parent described her experiences o f sitting on a bus and accidentally 

overhearing another couple’s conversation about their child with an ASD.

P2: I mean you know when you’re given a diagnosis. You’re told there’s a diagnosis, 
bye bye...you’re given sheets o f infomiation. You’re not given a direction or path by 
which you can go. So you have to find your own way, make your own way and like 
that find bits o f information or talk to people who have been there before so that you 
can make your own choices and go from there. Interview C

P2: There’s nothing there like you don’t kind o f get your diagnosis and then basically 
this is what you need to do. You get your diagnosis and then you walk out and you 
have to find out yourself what to do next. Interview F
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P7: The only way that parents got information was by actually pushing for it 
themselves. Interview A

P I : I have to be quite honest. You were listening to people talking maybe in a setting 
somewhere else, just to hear what they were doing. Interview B

PI: So it was really a question o f trying to find out about different things, about 
different places. To be honest the wrong person is here in the sense o f trying to 
explain everything that you had to go through because really it was my wife who was 
stuck with it to a certain extent on a Monday to Friday basis because I was in work and 
she’s the person on the phone trying to find out, trying to get the right help all that sort 
o f stuff. Interview C

P3: You don’t get any information. It depends on your ability to seek out that 
information yourself. Interview F

P I : It was kind o f just you’d find out something new, some piece o f information as to 
where you can go and then you try to make the best use o f it. Interview C

Parents stated they were forced to advocate for their child due to the lack o f 

information available, particularly for information on services and how to access services and 

entitlements. Although services were lacking, parents reported they wanted to know what 

their child was entitled to. They felt that it was their responsibility to seek answers in relation 

to services and entitlements although they hated being a pest. However, they felt they had no 

alternative other than to search for information which regularly left them feeling exhausted.

P5: You make your own. You cut through the jungle and you make your own way.
Interview E

P4: Nobody knows it. The school don’t even know it. The school don’t know it. You 
ring the department, the department don’t know it. So you have to make it on your 
own. It’s like you’re making each tim e...T hat’s what you have to do the whole time to 
find out about anything. You have to find out. And you ask this person. I don’t think 
you’re entitled to that. And then you get on to somebody else and they say oh yes but 
you have to get on to this person. And you’re literally just building little walkways for 
yourself. And if  you don’t do it for yourself, nobody else will. Nobody. Interview E
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P2: [But] you might have to read 30 books to try to get half o f what your child is 
about. You know it’s a lot of reading, a lot o f expense where again it just comes down 
to how do these people diagnose? If they diagnose something, they have 30 you know 
all those questionnaires. They have a method o f coming up with this. But yet there’s no 
book out there to tell you how they came up with this, why they come up with it and 
this is the future mapped out. You know. You have to read. You could read and read 
and read and read but you’re not getting to where you need to be. Interview E

3 . 4 . 2.2  Satisfaction with information provision

Overall, parents in this study reported being dissatisfied with the quantity and quality 

of information available to them following the diagnosis. Any information that was available 

tended to be unhelpful, irrelevant or vague. Interestingly, those parents who were fortunate 

enough to access parent education around this time reported being relatively satisfied with the 

information they had received. In terms o f the information being relevant, one parent 

emphasised the need to pace the information and make it more pertinent to where the child is 

at in terms of his/her development.

P4: And basically what they did then is they gave me another sheet which kind of gave 
me a dreadful picture of what my son could have grown up to be like and it was just 
horrible. Rain Man and everything that picture...it was just awful, just absolutely 
horrific, and I think I cried and cried and cried for a whole two days. Interview A

P6: [The child psychiatrist] wrote down empathy training, social skills training, eight 
things and went bye. I went out the door and said where am I going to get all this?
P I : You feel so lost 
P5: Did you get that?
P6: He told me to go get a book on...the mind and I bought the book; never read it. I 
was devastated. I wasn’t even dealing with that. Interview B

P4: But when you met good professionals or like went on the courses, you got sort of 
reading lists and it’s so complex. You really need to read. Sometimes we read some 
wacky books you know and I found the English ones are very good. The English 
society seems to have really brilliant [books]. I think it was something ‘Autism: the 
facts’ and it was really depressing because I read it when [child] was really young...I 
started reading about puberty and like things I shouldn’t have read. So I think 
information for their age, like at primary a set of information and when they hit 
puberty...pacing it [because] you can’t even believe some of the stuff you have to 
think about for puberty and it’s just totally irrelevant because some o f the things from 
primary are gone kind o f by the time they’re that age. Interview C
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P4: All the information was relevant, accurate. All the interchanges that I had with all 
the health care professionals, I had a written report after it which was very 
professional. Interview D

P 1: And again the sheet of paper that I was given was very vague you know saying he 
has traits similar to those with Asperger’s Syndrome. Interview E

Parents tended to collect information in fragments which increased the likelihood that 

there would be information gaps. Many parents described themselves as pursuing different 

infonnation avenues in order to meet their child’s needs. Moreover, some parents stated they 

adopted the role o f information provider when it came to their interactions with a number o f 

professionals.

P9: The infonnation is not accessible. Even the information that is there, it’s extremely 
hidden...it doesn’t tell you, ok; ideally it’d even be nice to have a contact list. It’d be 
nice to say ‘well, here’s the areas o f expertise that are available, here’s the schools, 
here’s an Irish map, here’s anyone within your locale. Interview A

P4: I would exhaust every avenue and if the avenues didn’t exist, I’d ask the question 
why didn’t they exist because what I want to do is I want to take advantage o f anything 
that I could for the benefit o f my child. Interview D

P5: It was just I was gathering a bit here and a bit there and I had kind o f known what 
it was myself so it kind o f came together gradually. Interview E

Parents in this study perceived that meeting other parents o f children with ASDs, 

finding useful and accurate information and accessing appropriate services for their child was 

down to being pushy, knowing the right people, potluck or a combination o f all three. Luck 

was also associated with having the financial means to take legal action against service 

providers or the Government.

PIO: That’s the thing, that’s the, we felt the [name o f hospital] were brilliant. But again 
its potluck. Interview A

P2: But you don’t have that leaving your assessment centre. You only get the other 
parents, either through potluck, or when they start maybe, some sort o f schooling 
session, or [name o f service provider]. Interview A
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P2: I was saying we were very, very lucky because we had access to the Internet at the 
time. Now I know that everybody nowadays has access to the internet but you’re 
talking about 8 years ago. People didn’t and we were just lucky that we did. Interview 
D

P7: I think w e’ve all learned whoever shouts the loudest the longest gets the most. 
Interview B

P4: You can call it fortunate or luck or bad luck or whatever but the resources that you 
put in place. I had the resources to do all this. So I can go along, I can take time off. 
My wife again is a stay-at-home mum so we had a huge amount o f time, free time. I 
went on effectively I ’d say eight to nine months o f courses. Interview D 
P I : People who have services have fought. Interview F

3.4.2.3 Other parents as a source o f  information

In order to cope with having a child with an ASD and its associated behavioural or 

emotional problems, parents searched for information from a variety o f sources. The majority 

of parents reported that other parents of children with ASDs and the Internet were their 

greatest sources for infonnation or emotional support. The general consensus among parents 

was that they valued the information and emotional support from parents who had similar 

experiences or concerns. Although a vast amount o f practical and useful advice including tips 

on how to handle problem behaviours came from other parents, parents in this study felt that 

this information needed to be appraised by clinicians. For example, one parent reported 

receiving a particularly helpful information pack through a Speech and Language Therapist 

which was previously developed by another parent and reviewed by the clinician prior to the 

information pack being offered to other parents. A further parent declared dealing with 

information from the Internet without help or feedback from professionals.

P2: Because it’s the only way that most o f us have gotten information is other parents 
have told us, somebody who has been there. Interview A

P2: So with regards to information and where to go and what to do, it didn’t come 
from official resources, it came from people. Interview C

P I : The grapevine I suppose is a way o f describing it. Interview C

PI: That should be part o f the package that they give you because it’s amazing how 
people only find out what they are entitled to because you hear about it from another
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parent ‘by the way I got the home tuition or I got the whatever it was domicihary 
allowance or I don’t know. God, there’s a pile o f them. Interview C

P4: There’s all these grants that schools can apply for, for all sorts o f stuff and the only 
way that you find out is if  somebody else tells you. Interview E

P3: And we had also the information from the web, information photocopied from 
books. The Do’s and Don’ts. It’s putting that into practice without any help is the 
problem. Interview D

P9: Well you want a sounding board. You want somebody to say ‘this is what I think? 
What do you think? Interview A

P3; I probably learned as much from the parents if not more than from the 
professionals. Now the professionals were lovely, don’t get me wrong. But the parents 
have lived it or whatever. Interview C

P2: Because it’s the only way that most o f us have gotten information is other parents 
have told us, somebody who has been there. Interview A

P5: Even your financial entitlements I found through chatting to mums. Interview B

i . 4.2.4 Additional sources o f  information

There were mixed feelings reported by parents in terms o f accessing information on 
the Internet. For many parents, the Internet was a mammoth source for information. Before 
the diagnosis, some parents used the Internet to look up various websites for information on 
the signs and symptoms o f different DD in order to confirm their suspicions. On the other 
hand, there were parents who had no access to the Internet and therefore, found it difficult to 
locate and appraise the information.

P I : So when he was assessed in [hospital], I think I’d already researched so much on 
the Internet that I wasn’t surprised that that was the diagnosis. Interview E

P9: And the big problem is, even if  you do look on line, you need to be able to use a 
computer quite well. You need to be fairly proficient. So you have to have the skills 
in order to get the information. Interview A

PI 1: You’re probably very good, as you say at looking up the Internet and all the rest 
o f it. But probably some people are better at actually gleaning information, like, you 
know, I found I didn’t ask the right questions. Interview A
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Although the Internet offered parents access to a vast volume o f information, the 

information was often unhelpful. Moreover, parents felt that attempting to deal with so much 

information often left them feeling exhausted. There were numerous sites claiming to have 

‘cured’ ASDs and offering expensive treatments. Upon reflection, parents in this study felt 

that other parents who had a child with an ASD were often so desperate that they were 

deceived o f money on websites for treatments and therapies that were not evidence-based. 

Furthermore, parents in the present study felt that other parents depended on the Internet for 

support because o f long waiting lists and a lack o f services. Therefore, some parents may feel 

that they have no alternative but to use the Internet as their primary source for information.

P6: The Internet has been very scary because you read lots of stuff. Interview B

P2; I spent three months on the Internet after the diagnosis and went down about 
twenty different paths. ABA was just one I went [and] out o f the other nineteen. Four 
or five were useful as well. But I probably dug up a lot of rubbish too. Probably wasted 
my time you know. Interview F

P4: And I know thousands, like there’s thousands o f people going [to the US] and 
those people are paying mortgages, double mortgages for something stupid that never 
worked for their kid because they’re so desperate [when] things slow down or parent is 
left waiting, they become more and more desperate. Interview C

3.4.2.5 Parent education program s

In general, education or training programs for parents were received with mixed 

feelings. Some parents found them to be highly informative while other programs or events 

were criticised for their insignificance especially if the infonnation was American-based or 

idealistic. On a more positive note, attending training programs offered parents an opportunity 

to meet other parents with similar experiences. However, parents felt that educational courses 

should be more flexible in tenns o f when they are offered and the level o f commitment that is 

required from parents.

P2: One thing that 1 found very helpful and something you said earlier on, we met 
other parents and that was a huge help meeting other parents. I actually think meeting 
other parents, even if their child was inevitably different from yours because they’re all
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individuals. And as you just said at different stages. That’s a huge help meeting other 
parents. It really, really is. I can’t stress how much that is. Interview D

P4; And put loads o f groups o f parents together, which all along w e’ve all learnt loads 
from each other. Interview A

P3: There were a lot o f things talking about puberty and that. All the kids in this group 
were seven to nine. But they were also American questionnaires as far as I could 
understand and they were just different. You were just going, this is so irrelevant. [I] 
think an awful lot o f probably the research in the area is American-based so is a lot o f 
the literature. So maybe the social stories are, they’re not quite relevant to us you 
know. I don’t know how people find that. Interview C

P8: But I find that I had the senior social worker come out and she does these you 
know the Marte Meo, the videos. Then she goes through them with you. So a friend 
from [child’s] school came home and played with him and you know she got me to 
videotape us having a meal and playing board games and just playing spontaneous 
games and stuff like that and it worked fine and I got great help but it was far too 
structured. I need her to go out; I need her to stand at my garden and videotape [child] 
out on the green because that’s the real [scenario]. Interview E

Many parents stated that they spent a considerable amount of time and effort attending

training courses on offer at home or abroad with the belief that such courses would be of 

benefit to their child. Furthermore, some parents considered themselves fortunate enough to 

live close to where these courses usually took place. However, other parents stated that they

had to travel long distances in order to attend a parent education event.

P6: But even the time we went to Belfast we were like two lunatics because there was 
a whole series o f lectures on the next day, and you could pick what you wanted and we 
were like well if  you cover this, and I cover this, we should get it all. Like to try and 
get as much. And then they are all plugging their own. Interview A

P5: It’s always difficult and I was lucky I don’t live too far away. Some people can 
live miles away. I shuddered after when I heard people coming from Wicklow. But 
you’re tired. You have three other kids but you say oh I should go tonight and then I 
come home and I’d be delighted because it was so informative. Interview B

P3: W e’re going to a parents’ social group, a thing down in [Co. Meath]. We drive. 
W e’ve just done a six week module where. W e’re doing another six weeks starting 
next week. It’s every Tuesday night for six weeks. Drive down to [Co. Meath] straight
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after work. Get babysitters. It’s not a case that people aren’t trying. W e’re going down 
there. Interview D

P2: We went to everything. Every conference [every lecture].Interview D

3.4.2.6 Information needs

Parents were asked to identify their information and education needs immediately after 

the diagnosis as well as their current needs. There was some cross-over in terms o f the type of 

information they sought. Nine broad themes (fifty-six information topics in total) were 

identified in the present study and included in the development o f the INAQ described in 

Chapter 4:

1. Diagnosis (e.g. what does a diagnosis o f an ASD mean for my child in terms of future 

development? What are the positive outcomes for my child with an ASD?)

2. Services (e.g. where should I go to access health services? What do I need to do in order to 

access these services? How the different areas o f expertise are defined, for example, 

neurology, occupational therapy, behaviour analysis?)

3. Intei’vention/practical strategies (e.g. what are the practical things that I can do to help my 

child with an ASD? What is the Hanen program/ who offers this training course?)

4. Educational issues (e.g. what does an Individual Education Plan (lEP) mean for my child? 

how can I help my child make the transition into secondary school?)

5. Concerns (e.g. how do I know when my child with an ASD is being bullied? How do I 

approach the subject of puberty and sexual matters with my child?)

6. Financial and legal issues (e.g. what are our entitlements to state funding, for example, 

domiciliary care allowance, tax allowance, transport allowance, etc? What factors should I 

consider when making a will for my child?)
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7. Informing the child and others (e.g. how do I go about informing the child that s/he has an 

ASD? How do I go about informing family and friends that my child has an ASD/ should I 

tell everybody?)

8. Resources (e.g. how do I complete all those forms? What are suitable books and 

websites?) and finally,

9. Future concerns (e.g. what resources are available for the care of a person with an ASD 

when parents are too old? What are the options available to my child in terms of 

independent living?).

Wlien a diagnosis was obtained, it proved very difficult for parents in this study to

source infonnation on where to go; what to do in terms of the next step; who to contact; what

to expect from the child; what was available in terms of current and future services including 

schools; how to access these and what were the child’s abilities as well as their disabilities. 

The majority o f parents identified a number o f significant questions for which they had found 

no information or practical advice from professionals or service providers.

PI: You’re kind o f there on your own in terms o f what’s the best way o f dealing with 
it; what’s the best way to go forward . Interview C

PI: Well what do I do now? Just tell me where to go? Interview B

PI: Its just nobody would tell you. You could sit down and ask them straight in their 
face. You deal with this on a day-to-day basis. You work in an area where you are 
seeing autistic kids everyday. In your opinion, if a child came in with similar 
symptoms, what happened to this child? Will that child go on to finish school? Did 
they go to mainstream? Interview A

P4: You have this beautiful baby and then you’re told this baby has autism. W e’re not 
sure where you know life is going to take this baby, you know what I mean? The 
parents don’t know where they’re going then. They don’t know what to expect. What 
does it mean is the first thing you’re going to say? What will it mean in three years 
time? What will it mean in ten years time? Twenty years time? You know will the 
child be able to look after themselves? Will they be self-supportive. While specialists 
won’t be able to give you those answers, they can provide you and say well with the
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right intervention you know what I mean [But] you know, you’re just told but that 
child has autism, classic autism. Interview F

P2: We just saw the education was a problem and social skills was a problem and we 
wanted to find out well what exactly, what’s the reason for the social skills problem? 
What’s the reason with the learning problem? Why is this child memorising 
everything? Interview B

Similarly, many parents reported that they were unaware of their child’s entitlements 

or that they needed several psychological reports in order to access specific disability services. 

Instead, parents found out about these reports through other parents who were currently in or 

had been through the service mill. There was also very little information available to parents 

in relation to health, educational or financial entitlements and how professionals and service 

providers arrived at decisions with regards to who was awarded with what. For example, 

many parents stated it was quite some time before they learned about grants or allowances, 

despite there being an obvious and immediate need to be informed about such matters. 

Furthermore, one parent advised that she had to negotiate with several professionals before 

she found the right information.

P7: The thing is they’re looking at; ok you have to send in all the reports. They’re not 
going sit there and go through all the reports and say ‘ok, they need eight hours [of a 
specific intervention]’ go through that one and say ‘ah yeah, they need seven’. So how 
they come up with it I don’t know? Interview A

P4: It should be a list of schools or if you can’t get into those schools, you can go into 
mainstream and what you can do. All your entitlements. Just give you a list you know 
what to fight for. Interview B

PI: And j'ou sort o f say apply? No. Just send me out the form. I’m actually going to 
the extent now anything I hear about, I ring...send me out a form or any kind o f 
infomiation and once you get the information, you’re inclined to work away and 
maybe if you’re lucky. But some, you come up against so many people. Oh but I don’t 
know, he only has AS. He’s only? Interview B

P7: They said you were entitled to it, they never said when you’d be entitled to it...o r 
even when it’d be available. Interview A
P4: Nothing is organised. There’s no one place that you can go and say ‘listen, I have 
this problem. Wliat am I entitled to? Interview E
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In relation to the child’s development, many parents were concerned about puberty and 

sexual matters. Some parents were also worried about their child’s ability to maintain a 

relationship with the opposite sex in the ftiture. In terms o f the future, they wanted to know 

what support services were available to their child following secondary school, for example, 

what if the child was unable to live independently or what might happen if parents could no 

longer take care o f their child? Parents in the current study stated that they would have 

appreciated hearing stories and experiences from parents who had been through or were in the 

latter years of the service system. They perceived that by depicting a more positive outlook in 

terms of the child’s future and what they might achieve with appropriate support and resources 

may have gone some way towards easing their concerns.

P2: [Just] under the long-term planning. We know under the constitution there’s 
schooling until they are 18. So you kinda [sic] think ‘alright, he’s occupied until he’s 
18. Interview A

P2: What I ’d like is like just [child] is at moment and he’s progressing to some degree 
and we have ideas that he’s either going to make progress or he’s not and there’s a 
range of levels that he’s going to [and] then to have the information to know well if he 
makes it to this level, what is the future? What are the options? I mean anything from 
some element of residential care to some kind of being able to look after himself. You 
know we don’t know where he’s going to finish up but we’ll do our damnedness [sic] 
to make sure that he maximises his potential. But to know what the options are and 
where. Interview F

Several parents reported that they had legal concerns in relation to making a will for 

their child with an ASD as well as issues around guardianship. One participant stated that she 

was advised to consider carefully the legal and financial implications that making a will for a 

child with an ASD might incur. On hearing this, a number of parents were surprised 

especially as many o f them had never considered the financial and long-term care implications 

o f making a will for their child with an ASD. Therefore, parents wanted practical advice in 

relation to their immediate as well as future concerns.

P2: Because when we were making our wills our solicitor said to us well you may need 
to come back and look at disinheriting him completely, because you could be doing 
damage by leaving him anything.
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P4: Oh yeah, there's a landmine. H e’d be rich and he w ouldn’t be entitled to anything. 
Interview A

P4; See people who left their children their house when they died, the child then had a 
house and was not entitled to. You know really practical things you know that thinking 
long term for the child. Interview C

Information was also requested on how to approach the subject o f  a child having an 

ASD with others, especially with friends and family. Some parents reported choosing not to 

disclose their child’s diagnosis to anyone including their imm ediate family. Reasons for doing 

so included protecting the child from negative attention, especially if  parents perceived there 

might be some improvement in the child’s behaviour over time. An interesting finding is that 

one parent felt that not informing others was associated with her own acceptance o f the 

diagnosis. Other parents felt that it was necessary to inform all parties including their wider 

social circle in the event o f  an urgent issue concerning the child that needed to be handled 

carefully. A num ber o f  participants stated that information on how to tell the child’s siblings 

or the child that she or he had an ASD may have been helpful.

P5: Even how to handle friends and things. Like I was told should I tell everybody? 
Like your pride is hurt. Y ou’re grieving. Y ou’ve lost the child that you don’t have.
And you say w e’re not going to tell anybody. T hat’s your first. That’s natural. But it’s 
the most ridiculous thing. People have to know cos [sic] they can’t deal with your child 
unless they know. Interview B

P8: The way I feel about [the child] is because it’s so vague, that I feel that I should 
protect his privacy now for his future. I don’t want people saying [the child] has an 
ASD or [the child] has this because I don’t know what way [the child] is going to turn 
out when he’s older. It may like just, he may adapt better. Interview E

P3: And [my husband] just thought God if  he got rid o f  the Am erican accent, it 
w ouldn’t be so obvious whereas I was laughing because I was going I don’t think 
you’ll be able to get rid o f  that that easily. But he was. And I know where he was 
coming from on that you know that you just want to make your child as less obvious as 
possible you know. But he’s never going to be brilliant socially but it’s ju st the cruelty 
o f other children that you’re trying to protect him from or whatever and trying to make 
him blend in. [It’s] just a worry you know. Interview C
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P2: The idea was that we w ouldn’t divulge that there was anything wrong with [the 
child] and we did it on a need to know basis. The teachers know obviously. But we felt 
that o f  the other children knew, if  the parents knew, they might stigmatise him and we 
w eren’t prepared to run that risk. And we said well if  it reaches a point where it’s 
obvious, well then w e’ll have to say but we always managed to avoid that. Now I’m 
sure the parents might think [the child] is a bit strange or a bit odd. Interview D

i .4 .2 .7 Information-related costs

Parents highlighted some o f  the hidden costs incurred from searching for information 

and services in relation to their child and family. These ranged from financial costs including 

telephone, postage, travel to and from appointments or parent training programs and costs 

incurred in childminding, to personal and family-related costs including not being in a position 

to spend quality time with the child and other family members. Additional financial costs in 

relation to ordering books or equipm ent from the UK and the US was also identified.

P4; I had to find out about the home tuition. I had to find out about the schools that 
were available. All o f that I had to actually find out about on my own. 1 don’t know 
how many letters I had to [post]. Interview A

P4: And I spent about 3 weeks on the phone finding out who has to get the report? 
Interview E

P2: I found the stress o f trying to get the appointments you know to deal with 
professionals, to get to where we wanted to go. I use to say that if  I d idn’t have to deal 
with all that I could enjoy m y child. Interview C

P2: But I think it’s a waste o f  time, you know, because I often found that I spent an 
hour and a ha lf following things up. Like I work mornings and I used to feel that that 
was the children’s time, and [my husband’s] time, and I shouldn’t like. Interview A

P2: Yeah and it’s emotionally draining because you’re there trying to push all the time 
you’re going why, why isn’t this happening for us at this point o f  time and you’re, it 
ju st takes an awful lot out o f  you. It just took me away a lot o f  the time from actually 
dealing with [the child] and actually enjoying him. Interview C

PI; And then (name o f  service provider) run PECS courses, and they’re very good,
because they are only €30, so I did that, and found they were all brilliant
P2: Yeah, because you could be paying a fortune for some o f  these courses. Interview
A
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Several parents reported finding it unhelpfiil when a professional advised them that 

parents were the experts in terms of knowing how to manage their child or what was best for 

their child. Although parents felt that it was said with the best of intentions, it often left them 

feeling overwhelmed and lost, especially when they were looking for answers from 

professionals.

P4: Well you know your child very well, now explain the situation, you sometimes 
hold the answers. [That’s] frightening I think, ‘cos [sic.] You want them to give you 
the answers really. Inter\'iew A

P2: Basically what you’re told is it’s your choice what you do next. And because 
you’ve just been given a big you know...when you’re told your child has an ASD, 
you’re kind o f like, this is big news and then you’re left to your own devices and 
you’re told this is your, this is your choice. You’re the parent. You’re the expert. 
Interview C

3.4.3 Educational and Health Services

Although the primary focus of the present study concerned parents’ information and 

education needs, their level of satisfaction with information provision as well as their 

preferences for sources o f information, it was anticipated that these three foci would be 

described within the context o f service provision. Therefore, the following section describes 

the primary experiences and concerns o f parents in relation to the service system and how 

these experiences or issues may have im.pacted on their needs, level o f satisfaction and 

preferences.

3.4.3.1 Gaps in services

The foremost difficulty that parents reported after the diagnosis was that there was no 

next step. In other words, there was little or no indication from professionals as to where to go 

or what to do subsequently. Once the diagnosis was given, the majority o f parents reported 

being left on their own. Moreover, this lack o f support continued for many parents right 

through during their child’s primary and secondary school years. Parents supposed that at 

each stage o f the child’s life, for example, the transition from preschool to primary school, 

from primary school to secondary school or from a health service to a psychological service, it
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was their responsibility to ensure that the child received the appropriate services. For 

example, one participant described the difficulty she had in trying to keep her child’s file 

active as the service provider took a decision that the child did not need any further help or 

support. In contrast, this parent argued that she could foresee the problems that might arise in 

the immediate future. A further parent was o f the belief that certain service providers were 

less concerned about those children who were attending mainstream schools.

Furthermore, the lack o f effective interagency and interdepartmental communication 

evident to parents in this study caused or exacerbated their feelings o f stress. In effect, parents 

perceived the gaps in services to lead to gaps in information. Several parents stated that in 

their experience, each agency or each department dealt with the child and the family without 

any input from other service providers or key agencies; parents were effectively repeating the 

same processes in terms of form-filling and looking for infonnation.

P7: There's no continuity between the diagnosis and the next step.
Interview A

P2: What it seems like is, the professionals, they deal with their own area. There’s no 
kind of path forward af^er you leave them you know. Interview C

P7; Each individual parent is ringing about an individual child in the department. 
There’s absolutely no blueprint. There’s no template...everyone’s [sic] like re
inventing the wheel every time. Interview B

P5: Departments o f Health and Education don’t work together. So if  you have a child 
with a health need and an educational need, you’re dealing with, or social welfare or 
whatever you’re dealing with. And there’s no one department that will bring all those 
things [together]. Interview E

P4: [But] we called in just after Christmas because they wanted to close her file and I 
said oh is she cured? Well there’s nothing more that we can do for her. And I said hang 
on a second, I’m not happy with this. I can see things that are going to appear later on. 
Like she is a very depressive child and I can see in teenage years there’s going to be 
major problems and eating problems etc, etc [sic] and these are all escalating. But 
w e’re dealing with them ourselves at the moment. And I said no no this just isn’t good 
enough. Oh no well we have to. W e’ve got so many children on our books that we can 
do things for, that we can’t keep you on. I said no that’s not acceptable because I can 
see these things happening in the future so we came to a compromise after they had a 
big meeting. The whole team had a big meeting. They said right OK, the compromise 
was they were closing the file for the moment but if we do need to see them again, get
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a letter from the doctor and they’ll see us with the next available appointment rather 
than waiting 18 months to 2 years. But I mean it’s a compromise but I can’t see why. 
You know this is a child with a label. I mean I had the same problem with my youngest 
with autism. [Name of service provider] closed her file. There’s nothing we can do for 
you. We can’t do anything and they closed her file. Interview B

P5: There just isn’t the backup...[name o f service provider] won’t see any o f our 
children because they’re mainstream. Once you’re mainstream, you’re history. 
Interview B

Several parents o f children with Asperger’s Syndrome were concerned that as their 

child’s disorder was mild or the child displayed very few symptoms, they did not receive the 

same attention or level of support as those who had children with more severe behavioural 

problems. These parents reported feeling continuously worried about their child’s services and 

the possibility that she or he might fall through a service gap.

P5: But our problem is that she is not bad enough. We keep falling between all these 
different stools because she’s such a low priority with the service. Interview E

P5; My view is and [I] suppose for once I’ve seen some kids that have fallen really 
badly between the cracks. You get a service when there is an emergency. You get a 
service when the child is expelled from school. Interview F

P2: This may sound weird but we were lucky that [child] was kind o f severely AS 
when he was very young in that it was very diagnosable. Interview D

A further interesting finding was that several parents in this study suggested that 

parents o f younger children with ASDs who may be new to services were being influenced by 

approaches parents of older children may have undertaken in order to access services. For 

example, some parents reported being influenced by the outcomes o f court cases as 

highlighted in the media.

P2: [We’ve] other parents o f children ahead o f us, so your kind o f watching to see 
what’s going to happen the 11 and 12 year olds now, that are due to move on next 
June
P9: there's a friend o f mine, the guy 
P7: W ho’s bringing what court case?
Group: yeah 
P7: That’s it
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P2: Well, you know, a lot o f the schools that are there were basically set up by 
court cases. Interview A

P I : So then it was the usual fight with the department o f education implementing this 
report. W e’re happy to go to court over it to get something but I mean not everybody 
has the resources to go to do that. And that was what was needed. Interview C

P4: But it’s so depressing. You always think well it was so bad for me you know it will 
be fine for everybody that comes after me and it isn’t. Interview C

3.4.3.2 Education

As was referred to in the introduction o f this study, parents’ information and education 

needs may be examined at various ecological levels. Bearing this in mind, the following 

section addresses parents’ concerns around their child’s education, health and other significant 

factors which are thought to influence their education and infonnation needs. Education was a 

major concern for parents especially in relation to secondary level education. Parents o f older 

children reported encountering problems mirroring those they had previously encountered 

around the time o f the diagnosis. For example, it proved difficult to find a place for the child 

in an appropriate school setting and in some cases, parents had to travel long distances with 

their children in order to ensure that they received suitable schooling. A particular concern for 

parents was the obvious lack of funding and resources for Special Needs Assistants (SNAs) in 

primary school and their absence in secondary school. Parents were concerned for their 

child’s well-being especially when there was no obvious support offered. Similarly, parents 

discovered that schools were unable to accommodate children with ASDs without 

psychological reports.

P7: We had an awful problem with preschool, like we had no place until July last year, 
it was a nightmare. Interview A

P7: I was knocking on doors to find a primary school for him. Interview B

PI: I suppose the whole next year was about trying to get him a SNA for him and 
getting him in the right environment and try to get him the right help. Interview C
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P9: Scrum to try to get your kids a basic education [but it's not necessarily the most 
appropriate]. Interview A

P I : And again in our school, certainly, they cannot put in resources unless they have a 
report. So they have to demand it. Interview E

P I : But a big issue for us is he’s going into secondary school. H e’s not at that stage yet 
but clearly in secondary school, there is no SNA. Maybe he w on’t need one going into 
secondary school but we all know; certainly I know just from going to secondary 
school, that secondary school is a tough sort o f thing. Interview C

Several parents raised the issue of competing with other parents for places in schools 

especially in light o f the fact that some parents registered their child's name for a place in more 

than one school. They discovered as most schools have no formal relationship with other 

schools and are also inclined not to share information on a formal basis, the majority of 

schools are often unaware if a child has been offered a place in another school. In terms of 

secondary school, parents were aware that they had very few options available to them. They 

perceived there was a significant bottleneck in terms of children being ready to move on to the 

next stage but not having anywhere to go. Every year, parents expected to face a new set of 

challenges in relation to their child’s education.

P9: The schools aren’t talking to each other and they’re not sharing the information. 
Interview A

P2: They recommended four schools and from there we followed up and we got [name 
of school]. Interview B

P2: Where do we go? Like once their out o f primary school, our kids are going to be 
left hanging. Interview A

P5; You make progress and think thanks be to God. But you know six months, a year 
down the line, you’re going to be coping with something all over again. Something 
else is going to come up. So you take your sort o f breathers where you can and then 
you know. I know going to secondary school is going to be a huge so you know w e’re 
sort o f going a little but easier on ourselves this year and sort o f concentrating on our 
other children and other things in our lives. Interview E

During the present study, parents differed in what they felt was appropriate for their 

child in terms o f education. For example, some parents preferred to place their child in a
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special class for children with ASDs while other parents chose to send their children to 

mainstream schools. Parents proposed several reasons to account for these preferences 

including wanting the child to mix with typical versus similar peers so as to reduce the 

likelihood of the child developing or acquiring what they perceived as additional ASD habits. 

However, parents who preferred to place their child in a classroom with similar ASD children 

felt that while the child might be good academically, they may have poor social skills. One 

parent was o f the belief that having poor social skills could increase the likelihood that the 

child may not have many friends and could be vulnerable to bullying. A further parent was 

upset at the thought o f her child being placed in a large classroom in a mainstream school, 

particularly since the child had poor social skills.

P2: Now I know it’s very subjective so I’m only talking about my child. We took a 
decision many years ago that the only way that [the child] was ever going to be normal 
was by allowing him to mix with so called normal kids because we felt, now as I’m 
saying it’s very subjective and it’s our decision and I know that every child is different 
and you can’t really compare. But we felt we found for [the child] that if we had put 
[the child] in with other AS kids when he was very young I’m talking about now, he 
would never really have learned to cope. Interview D

P5: Child being placed in class o f thirty is like two steps forward, ten steps back. [I] 
went through three days of tears and crying at the thought o f this. I knew in my heart 
and soul ‘this is wrong’ and I said to myself, what are these people? Why are they 
suggesting this? [And] to me, all the work that w e’ve achieved with him, he might as 
well be taking two years back for the two years progress that he’s made. It just seems 
to be fighting. Interview A

P4; Child might be bright but they have poor social skills. Interview C

P5: Teacher says he’s bright. We all know he’s bright. You’re not looking at the other 
side of the coin. Interview A

3.4.4 Parents’ Psychological Wellbeing 

3.4.4.1 Social isolation

During the present study, several parents reported feeling lonely and isolated in their 

experiences. For example, not knowing other parents of children with ASDs; having a child 

with different needs; having family or friends who did not understand; facing professionals
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who were reluctant to validate their concerns and having an impoverished social network, 

were ju st some o f  the reasons for parents feeling lonely. One couple felt particularly isolated 

as they had a pre-adolescent daughter with an ASD and found it difficult to meet other parents 

with sim ilar experiences.

P5: I have an added difficulty because our’s [^/c] is a daughter and I was really hoping 
that when we came tonight and it’s no offence to anybody here but I was really hoping 
that at last I ’d find some parents with a daughter and that’s an extra isolating factor for 
us and our daughter... I went to an [name o f  voluntary organisation] a few years ago 
and it’s interesting, the infonnation was very interesting and so on, so on, so on. But 
talking to the parents at the table, they all had children who were profoundly autistic 
and I just thought here I am again. This is not me. This is not my daughter. I couldn’t 
find anybody with a daughter. Nothing. Interview E

P3: And you know, there were couples and people there with children and in some 
cases an only child or could be a single parent, whatever the case is and sometimes the 
greater fam ily support is ju st not there to help as in trying to get a babysitter. Interview 
D

Parents emphasised the importance o f  meeting other parents with sim ilar concerns or 

experiences in order to feel less isolated. For example, one mother was o f the belief that when 

her child m isbehaved in a parent-child group, other parents in the same group were less likely 

to judge her on the basis o f her child’s misbehaviour. In addition, another parent felt that not 

every house is ASD-friendly. Being able to take the child shopping was rare or impossible for 

many parents. Parents felt that they were unable to do typical, everyday activities with their 

child. Furthermore, it prevented some parents from m ixing with other families and with the 

wider community.

P4: We devote our lives to our children. You loose your friends. You loose your social 
life. You become a prisoner in your home. Interview B

P9: We found because o f a lot o f the courses we went on, or we know a lot o f  the 
parents here because o f  the course’s that we have been on...basically we got as much 
information sharing our stories...like how our children were, how they were 
developing. And all o f  a sudden we d idn’t feel like our children were alien towards the 
rest o f the race. Basically there were other children out there who were similar. 
Interview A
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P3: We were lucky again we met loads o f  parents all long the way and talking to other 
parents. You don’t feel alone. Interview D

PI: And you see as a parent o f  an autistic individual, if  you can talk about an 
impoverished semantic network, the fam ily end up with, very easily, an im poverished 
social netw ork because you can’t go out because you can’t get a babysitter. You can’t 
go out because you’re tired because you’ve been up all n ight...So  we don’t have. We 
end up quite isolated. Interview F

P2: And we kind o f  learnt, after the Early Bird group, like one child goes mad one day, 
which the first time we ever met it was mine, and it was fine, you know, it d idn’t 
matter that he ran off, he did this, he did that, the next week it was someone else’s, 
that’s fine too, everyone ju st kind o f  turns a blind eye and lets you deal with it. 
Interview A

PI: We end up quite isolated. This is a group through [name o f  ABA school], you have 
that linkage but within your own community, it can be quite isolating because you’re 
not ab le ...you  can’t go to houses and you can’t go to people. Interview F

Sym pathy was extended to the parents o f  children with ASDs from indigenous and 

non-indigenous families, for example, the travelling comm unity and the refugee or asylum 

community. Parents in one focus group highlighted the plight o f a refugee family. In both 

cases, these parents were attending a training course and while the father spoke some English, 

the m other had very little English and found it extremely difficult to support her child's 

learning. The parents in the focus group suggested that this was likely to have exacerbated 

this m other’s feelings o f  stress and social isolation. During another group interview, one 

father stated that this study should examine the perceptions o f parents from rural areas in 

Ireland as he was o f the belief that parents living in rural areas were less likely to have access 

to the same level o f services as parents who currently resided in or close to towns and cities.

P2: Like traveller kids. I’d say they’d be put on the absolute scrap heap [that’s] w hat’s 
scary.

P3: T hat’s w hat’s scary.

P2: And also, I know, one o f  the little boys that we see out sometimes. I know, his 
parents are black and I don’t think the m other speaks English, and you ju st see her 
there, she’s so isolated, she can’t, and she’s ju st standing there by herself, and its just 
terrible to look at her...and I do think, ‘oh my G od’ you know .
P2 His father did come to the course, and they did come to the parenting groups, and 
he has English, but she doesn’t.
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P3: And then that child is trying to leam, and she has no support to try and help him, 
and she’s the one at home with him. Interview A

3.4.4.2 Current feelings

At this stage, several years after the diagnosis, some parents reported feeling 

overwhelm ed by having a child with an ASD. One parent described it as being a tough road. 

A further parent stated that there were times when she ju st wanted to relax into the maternal 

role without always having to be the principle m em ber o f  her child’s intervention team. In 

light o f  this, a num ber o f  m others were concerned about their own psychological well-being 

and in particular, how they would manage now and in the future with having one or more 

children with an ASD.

P I : Even when they get good, they teach you to be a nervous parent that watches. You 
watch those incremental gains. Y ou’re ever watchful. You never relax into being a 
mammy. Interview F

P3: But my whole relationship with him is totally negative. I’ve been told by several 
people and they know what they’re saying and they mean well and it’s like I’m 
walking towards the edge o f  a cliff. I know that there’s a drop there but I can’t stop 
m yself from going towards it. I react badly to him. It’s a horrible thing to say you 
know maybe you grow to dislike one o f your own children and it’s not easy to say it. 
But I’m beginning to think that if  I'm  honest with myself, 1 have huge difficulty in 
dealing with him and I don’t feel that there is any real help out there. Interview D

P4: I ’ve got another worry which for me is an immediate worry but it’s not going to 
happen for some years yet. I have exactly the same worries as everybody else. But I 
was an older mother. I ’m nearly 50. I have two children on the spectrum, one who will 
be eleven at Christmas, the other who is nine. And a very very big worry for me. It’s 
probably selfish. I feel where am I going to be when I’m 65? Other people are looking 
forward to their retirement. I ’m still going to be stuck with m y 2 children and there’s 
no help out there for me. [I] mean I can honestly say as a 50 year old parent with 2 
young children with disabilities, I am worn out... but when my oldest is 20, I’m going 
to be 60. In the normal run o f  things, that’s OK. But I’m worn out now at nearly 50. 
W hat the hell am I going to be like when I’m 65; and I worry very much about that? 
Interview B

P4: I think stress in the family is a big thing over the years. I think that was a huge 
thing for us, for the rest o f  the family. Interview C
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PI: There’s [sic] not enough SLTs. Well give us the means to help work out groups 
otherwise the prison service will be picking up the pieces. This is what I’m scared of. 
Interview D

P3: But I think we can sit back and say you know m y son is this and my son is that and 
I’ve done this and I’ve done that and I’m at this stage. As you go along, every two or 
three year gap, there’s a new battle to be faced and sometimes you ju st might find that 
you’re not up to the battle and that’s human. Interview D

PI: And they say parent power. I mean w e’ll leave here tonight and w e’re all 
individuals again. Interview B

Several parents worried about having to continuously face new challenges in relation 

to their child’s problem s as well as the lack o f  services especially when they may not be ready 

for them. Another concern for parents was the possibility that their child might regress and 

that progress made over the days or months m ay be lost in a whim.

P4: In an ideal world, you want to lose the word ‘regression’. Y ou’d love to think that 
that phase will never form part o f  your son’s or daughter’s education from here on in, 
that where they have achieved now, that they w on’t drop down below it. They can only 
go another step. Now whether it’s a huge step or a little step, it’s a step and they never 
keep dropping back and you’d never fear that they’re going to lose what they have 
which is what m ost parents o f  children with autism  fear, that they’ll lose. That they’ll 
start to regress that little bit and it m ay steam roll or snowball and you’ve lost the lot. 
And you live in fear o f  that and you leave in fear o f  hearing that word. You hope that 
you’re never going to have to hear that word or know what it feels like to have a child 
that was working their way up the ladder, their own little ladder it may be and then 
they start to drop down. So I mean that’s what I hope for the future that we don’t need 
to hear that he’s regressing. Interview F

3.4.5 Recom mendations made by parents

A num ber o f  observations were made by parents during the focus group interviews 

concerning what would have been helpful, and suggestions for improvements especially in 

relation to lessening the impact o f  the diagnosis on parents or families who had yet to 

experience the difficulties that they had so frequently encountered.
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3.4.5.1 Follow-up

Parents recommended having some form o f professional follow-up in place during 

specific stages o f the child’s development. For example, m any parents found it difficult to 

assimilate verbal information during or immediately after the diagnosis. In fact, the general 

agreement among parents was that follow-up would have been particularly helpful and may 

have allowed them time to reflect on the diagnosis, gather their thoughts and come back with 

specific questions or infonnation needs.

P4: [Because] we found you could be told things again and again. But it’s not sinking 
in [because] I think when he was small, the brilliant SLT that we knew, [I’m] sure she 
told us so many things that maybe a year or two later sunk in. [But] it was so much to 
take in with the first fella. Interview C

P2: I was just thinking. If  you do get a diagnosis, on the day you get the diagnosis you 
should get you know be let go away to think about it and then be called back in a week 
or two to say now these are your options because you’re taking it in and you’re ... and 
you’ve got questions. And you want to know and you’ll have had tim e and space to be 
able to go away and think about the questions and what to ask. Interview C

P5: To me, in an ideal world, for my child with autism, I think that would be just 
brilliant, that every time I have a problem  with [child], or you know I’m anxious about 
him, that I can just lift the phone...even sometimes... say like with a teacher. If  he was 
in a special unit, that that unit would be like answerable to som ebody else, and they 
would nearly deal with it before I find out about it. Do you know that sort o f a way? 
Like this is what I see in [name o f service provider]. Everything is dealt with and 
nipped in the bud straight away. Interview A

3.4.5.2 Information pack

Several parents in the present study proposed that an information pack should be 

provided to parents at the time o f the diagnosis through assessm ent centres and local health 

centres. In an ideal world, this information pack could contain a list o f  important phone 

numbers o f  professionals and service providers including things to do after receiving the 

diagnosis; information collated from parents who have recently gone through the system 

including information about the positive aspects o f  raising a child with an ASD; a list o f local 

and special national primary and secondary schools inclusive o f  children with ASDs; a 5-year 

plan o f  what the child may potentially receive in terms o f services and entitlements and details 

o f contact numbers for parents o f  children with ASDs in their locality. In addition, the
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information should be paced to coincide with significant life stages, for example, the 

diagnosis, starting school, the transition from primary to secondary school, puberty, the 

transition from child to adult services and long-term care where applicable.

P I : I definitely think that would be a huge improvement if  you get a diagnosis just 
apart from you know...a sheet o f paper with some information or whatever. But like if 
they had a way of, if they were going to give a diagnosis to somebody, then [to] sort of 
bring in a couple of people and sit down with you and spend two hours with you. 
Maybe not on the day but a week later to say this is what you need to do ...we’ve 
culled this from other parents in terms of the way they dealt with things. Here are some 
sort of helpful things to get you started you know. Interview C

P8: You’re not told. 1 mean surely when you think about it, how easy would it be to 
put some kind o f portfolio or package together, to list all o f these thing [at] least get 
the basic things down there. Interview A

P6: [Helpful to have] an appointment to go out to a ftinctioning school with children 
either mainstream or a unit or whatever to see that your life hadn’t, the orbit hadn’t 
literally dropped out of your world. That life goes on, children improve and this is 
what happens. Interview B

P5: The immediate experience after diagnosis is not necessarily a negative one. It will 
have to have an element o f negativity. Nobody could go through that. But at least the 
tunnel doesn’t grow very narrow and long and dark. You can keep an eye focused on 
the light at the end of it. Interview F

P4: Well there’s no one. Well your family know but they don’t really understand...and 
you were always funny as a child anyways you know. But definitely emotional 
support. Somebody else who knows what you’re going through. Somebody else who’s 
in the same position...w ho’s not going to say oh stop making a mountain out o f a 
molehill. Interview B

3 .4 .5 3  Appraising and pacing information

Parents proposed that information pertaining to various treatments, therapies and tools 

should be critically appraised by professionals or service providers in order to ensure that 

these are based on concrete evidence and not a waste o f parents’ resources. This was 

considered to be especially important in relation to the safety o f the child. At the same time, 

the information should be paced according to the child’s and parent’s needs. This is essential 

so that parents are not overwhelmed with too much irrelevant infonnation. However, one
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m other suggested it was often helpful to gather useftil hints and tips in preparation for the 

future.

P I : I think tha t’s where you could do with it. Like when you get the diagnosis you 
know cos [sic] there is a lot o f crazy stuff out there in m y mind in terms o f  the different 
avenues that you can go down and you really have to think very carefully. You have to 
get someone that you can trust to look at your child and say look you should go slow ly 
on this in terms o f the right way. So definitely that would be sort o f  the package o f 
telling you these are the options but be careful o f how you select it. Interview C

P3: We just came out o f  this social skills program in the [clinic]. It was on for four 
months and it was very good. A lot o f the stuff, the experience o f  parents was more for 
the fiature but that was brilliant in terms o f  at least we can refer to it when they’re that 
bit older and all that. Interview C

3.4.5.4 Parent education

Many parents in this study reported stum bling across information on parent education 

or training programs rather than being directly targeted by professionals and service providers. 

Parents emphasised the need to offer training courses on a range o f topics including general 

parenting, the different types o f educational approaches available to their child, 

comm unication and social interaction, practical everyday advice, sibling relationships and 

financial planning. Furthermore, this infom iation should be delivered using a variety o f 

formats in order to deliver the information or the content o f  a program  as effectively as 

possible. For example, those parents who considered them selves fortunate enough to be in a 

position to attend an EarlyBird training program suggested that current and future training 

courses adopt a similar fonnat as it was reported to be extremely effective in term s o f 

delivering information. Alternatively, one father suggested employing a framework analogous 

to the framework used in handling and sharing information with cancer patients. Parents also 

suggested that a national ASD centre would be helpful in terms o f  effective inform ation 

provision where information could be easily accessible.

PIO: Practical issues like that, what you might do.

P2: Legal wills and things Interview A

145



P9 I think everybody is different in relation to how they are going to take 
information...some people are going to read something and get a lot, some people 
basically can’t. Some people require one to one, they require [sic] to be told. Some 
people might go to a workshop. They might get what they want from it. They might 
require demonstration. Even the way we learnt, it’s different, so 
P4 well probably workshops, like workshops like the Early Bird 
P7 depends on the audience, workshops over here, stands over here, videos tapes over 
there. Interview A

P9: Like the information we got from the Early Bird, I found it clarified quite a 
lot... like there was a lot of information coming at us, and it kind o f focused on the real 
pertinent information that we needed, so it kind o f got rid o f a lot o f clutter. Interview 
A

PI: Now whether we can all afford it or not or whether the state can afford it I don’t 
know. But I mean there is that gap between getting the diagnosis. The thing is you’re 
all kind o f left on your own to sort of with the best resources that you can and at your 
disposal you know try and network and find out as much as possible. But I definitely 
think that if  you could sort o f package it up so at least you know someone’s giving you 
some very positive things to do. I mean I’m sure if you talked to someone who got 
cancer or whatever, there probably is when they get a diagnosis, the doctor is very 
much up front telling you this is what w e’re going to do, this is the treatment, you have 
to go on chemotherapy, you don’t or this is the way we are going to go forward. So 
there’s a whole program set out for you. Interview C

3.4.5.5 Parent support

Parents in this study proposed that a support service specific to the psychological needs 

o f parents would be helpfiil to counteract the impact of the ASD on the family as 

recommended by parents in the present study. In addition, parents across all focus groups 

agreed that it would have been helpftil if professionals had offered them some positive 

messages at the time o f the diagnosis. For example, one parent suggested that it may have 

been helpftil to hear that there are people walking around today who might never have been 

diagnosed but who still manage to live independently. Parents felt that giving them a positive 

outlook or a message o f hope may have helped them to cope more effectively; knowing that 

other parents had managed to cope with the diagnosis and that life moved on and could get 

better. Several parents stated that they might have appreciated being told about their child’s 

abilities as well as their disabilities so that the diagnosis or assessment was not all negative. 

One parent felt that during the diagnosis, the professional had consigned her child to the ‘bin’
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before the family left the office. A num ber o f  parents reported that some form o f emotional 

support or counselling would have been beneficial particularly after the diagnosis or when the 

family was faced with challenges that they may be unable to cope with.

P I ; I suppose one o f  the first things you would like them to say is that this is not the 
end o f  the world. I mean there are things that you can do. There are interventions that 
can be done and particularly obviously the younger your child is or whatever, when 
you hear it helps. And certainly giving you that positive message in that if  you can do 
these things, if  you can get this help, it will make a big difference in terms o f 
intervention. So that’s like a huge message o f  hope. Interview C

P4: W hile specialists w on’t be able to give you those answers, they can provide you 
and say well with the right intervention you know what I mean and all things going 
well, we hope that or studies have shown that children with autism will learn and they 
have X, Y, Z and all the support that they need have moved on to live a very very 
challenging and rewarding lives. But you knowing, you’re just told but that child has 
autism, classic autism. Interview F

P4: But definitely emotional support. Som ebody else who knows what you’re going 
through. Somebody else w ho’s in the same position. Interview B

P5: And you’re on the positive. And I think maybe that part o f the diagnosis o f  that, 
they should say ‘w e’ve looked at all the things this child can’t do, but look this child is 
good here, and their very visual. Interview A

P3: There is no counselling at all. Interview F 

3.4.5.6 Media

Interestingly, a num ber o f  parents stated that it m ight have been helpful if  the media 

and newspapers reported more positive stories about families and children with ASDs. Current 

references to ASDs tended to be reported in relation to parents having to fight for services in 

court and the costs involved in these actions. Parents suggested that negative stories in the 

media might further isolate families or cause parents who are new er to services to be 

disillusioned with the service system. Similarly, parents felt that it is important that the general 

public also have access to positive images o f  families and people with ASDs so that people 

might gain a greater understanding o f ASDs and the challenges that families face over their 

lifetime.
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P7: I’d like to see when you look at all the programmes that have been shown recently 
about autism; they’ve all been on the negative side. I’d love to see something positive. 
[I’d] love to see the profile o f autism being raised but in a positive way.... good news 
doesn’t sell. Interview A

P2: [Because] when Channel 4 did about the family o f seven where there were four 
boys, that was about how to get on with life and deal with it. Interview A

P4: And I think people are looking going ‘oh my God, my child is going to end up like 
that’. And ninety-five ninety-nine percent are not, you know what I mean? That would 
be a small percentage that would be that tough. [I] think sometimes when you’re 
seeing you know a lot o f dramatic sob stories on TV. On Nationwide, I saw a school 
down in Galway and it was these twins that were integrated so you know that wasn’t 
blasted on the news everyday which was a shame because there was a lot of really 
good stories and a lot o f positive stories. Interview C

3.5 Discussion

There is a dearth o f documented research specific to the information and education 

needs and preferences o f parents o f children with ASDs. The findings from this study 

therefore, provide a valuable preliminary insight into what parents want in tenns of 

information, education and support before, during and after the diagnosis.

While most parents in the current study had young children aged between 4 and 8 

years, there were a number of parents who had children aged between 11 and 14 years. In light 

of this, it is important to note that the latter group o f parents were reflecting on a time when 

services may have been relatively new or not yet developed. There was very little knowledge 

of ASDs at that time and even fewer experts working in the area. Despite this, parents of 

younger children reported experiencing similar problems to parents of older children.

The difficulties and stress associated with having a child with an ASD have been well- 

documented in the literature (Bouma & Schweitzer, 1990; Coulthard 2001; Fitzgerald et al., 

2000; Koegal et al., 1992; Randall and Parker, 1999; Symon 2000). In this study, parents 

were particularly honest and forthcoming in tenns of describing how they felt around the time 

of the diagnosis. Research has found that parents o f children with ASDs experience further 

stress and frustration because o f the delay in obtaining a diagnosis (Howlin et a l l  999; Stoner,
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2005), which was supported by findings in the present study. In this case, parents attributed 

the delay to professionals discounting parents’ early concerns about their child’s difficulties 

which is sim ilar to what Bailey Skinner, et al. 2000 observed in their study. Furthermore, the 

overall lack o f  information and support described by parents in the present study added to their 

feelings o f stress and frustration.

According to Brown (1998), parents o f children with DD share sim ilar experiences in 

terms o f their reactions to the diagnosis. For example, the diagnosis was perceived by parents 

to be a very bleak tim e particularly since very few professionals considered the positive side 

o f  the child or the ASD. However, not every parent reacts in the same way. For example, 

positive reactions to the diagnosis m ay exist on their own or in com bination with negative 

feelings and thus, it is important to consider that parents may perceive the event in a positive 

light (Dale, 1996). Similarly, Hastings & Taunt (2002) suggested that for some families o f 

children with DD, positively appraising a difficulty or a challenge may function as an adaptive 

coping strategy which may enable them cope in the face o f  adversity. This was evident in the 

present study where the diagnosis came as a relief for a num ber o f  parents as it confirmed their 

suspicions that something was not right in tenns o f the child’s behaviour. However, whether a 

parent was relieved, shocked or surprised by the diagnosis, all parents wanted to know how 

this disorder would specifically impact on their child’s life which is consistent with previous 

findings reported by W hitaker (2002). Faced with this uncertainty and with very little reliable 

information or answers offered by professionals, parents reported that it was their 

responsibility to search for information and services in order to meet their child’s and fam ily’s 

needs.

According to Stoner (1995), having to fight for a diagnosis and then to receive one, 

encourages parents to continue with this pattern o f persistent behaviour. Furthermore, the way 

in which the diagnosis is handled by clinicians may continue to influence the behaviour o f 

parents for several years. Information-seeking behaviour may be a way o f  coping after 

receiving a serious diagnosis (Stoner, 2005) and previous research exam ining coping 

behaviours suggests that infonnation-seeking behaviour is associated with positive 

psychological well-being (Folkman, 1997). Even after the diagnosis is obtained, parents m ay 

continue to search for infonnation (Sloper & Turner, 1992; Stoner et al., 2005; Quine & Pahl;
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1989) and often remain dissatisfied with its provision (Case, 2000). Beresford (1994) 

described parents’ difficulties in accessing adequate infonnation especially if  they were 

unaware o f the right questions to ask.

Having to negotiate or interact with several different professionals or service around 

the same period may be difficult for parents (Sloper et al. 1992). For example, it might not 

always be clear where to access information or support to meet the child’s or the family’s 

needs (Sloper et a l). In supporting the families o f preschool children with autism, Whitaker 

(2002) argued that professionals’ lack of time and specialised knowledge o f ASD 

interventions and how these might be accessed made it harder for them to meet parents’ needs. 

It is no surprise then that parents in the current study emphasised their dissatisfaction with the 

level o f information and practical advice provided by professionals and service providers. 

This was frequently mentioned in relation to the there being nothing in place for parents 

immediately after the diagnosis. They also described the continuous struggle to access reliable 

and pertinent information beyond the diagnosis which supports previous findings by Murray 

(2000).

Furthermore, parents in the present study reported that they were unlikely to have 

received useful information or advice from health care professionals and more specifically, 

from their GP or their public health nurse. What often happened was that parents stumbled 

across information in relation to entitlements or services by chance and usually through 

informal sources. Moreover, there was an evident lack of collaboration between different 

service providers especially the primary service providers which resulted in parents finding it 

difficult to ascertain which needs were met by which services. For example, one parent was of 

the belief that it came down to knowing the right questions to ask or making the loudest noise. 

Overall, parents in this study reported that parental support in the fonn o f information, 

instrumental or emotional support was not forthcoming and felt particularly dissatisfied with 

infomiation provision.

Pain (1999) proposed several reasons for parents seeking information including 

helping parents to accept the diagnosis and to adjust to the impact o f the developmental 

disability on the family and to manage their child’s behavioural problems. Consistent with
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previous research, parents in the present study searched for information in order to answer 

specific and often immediate questions. Parents used the information to obtain services and 

entitlements for their child; to inform their decision-making about appropriate treatment and to 

help them plan for their child’s and family’s future. In other words, information was used by 

parents in this study to gain a greater sense o f control over child and family outcomes. Swick 

& Graves (1993) believed that parents gain an increased sense of empowerment when they 

were able to utilise their resources and problem-solving skills effectively and interact with 

others confidently. Similarly, when parents feel more confident in their ability to take control 

over their decision-making, this may ultimately lead to greater feelings o f empowerment 

(Nachshen et al. 2005). Parents in the current study used information to understand the impact 

of the diagnosis on the child’s development and to equip them with practical skills so that they 

could move forward and advocate on behalf o f their child. This supports previous findings by 

Beresford (1994).

Previous research stated that it is imperative that infomiation be made available to 

parents in order to realise the long-time goals o f empowerment for parents and their families 

(Beresford, 1995; Mitchell & Sloper, 2002). Furthermore, having access to basic information 

is symbolic in that it is an important part o f possessing and utilizing power (Kahn, 1997; 

Lieberman et al., 1996). It is evident from the present study that a dearth o f infonnation may 

encourage some parents to pay for treatments or therapies that lack any evidence or credibility. 

Parents in this study also suggested that infonnation from other unreliable sources especially 

from the Internet, which can offer parents access to a large volume o f information, may have a 

negative impact on the well-being o f families as well as the child with an ASD. For example, 

too much information may be just as stressful as too little information which supports previous 

assertions by Goore et al. (2001). Therefore, there is an urgent need for professionals and 

service providers to critique the information being accessed by parents so that parents are not 

being deceived out of time, effort and money. Moreover, the Internet may also provide 

parents with access to too much information which may overwhelm parents.

In the current study, parents reported having significant infonnation and education 

needs before, during and after the diagnosis which is consistent with previous research (Able- 

Boone et al., 1992; Beresford; 1995; Case, 2000; Gowen et al, 1993; Marden et al., 1997;

151



Mertensmeyer & Fine, 2000; Randall et al. 1999; Scott et al. 2000; Westling, 1997; Whitaker, 

2002). Indeed, education was a high information priority for parents in this study. Parents 

also reported wanting practical advice on how to apply what they had learned from books or 

training programs to everyday living with their child. In terms of the child’s fiature, many 

parents were concerned about the child’s level o f independence and their ability to maintain 

relationships. Parents were also worried about what would happen to their child if  they 

themselves became ill and could no longer take care o f them.

Research carried out by Lion et al (2002) concluded that some individuals may not be 

as receptive to information as others because they have very little confidence in their ability to 

apply this infonnation effectively. Moreover, there may be a fear of being overburdened with 

too much information, which may confuse the individual further. Lion differentiated between 

those that requested specific information and those that wanted as much information about the 

risks as possible. To concur. Cross (1996 as cited in the Review o f Services for persons with 

ASDs in the Eastern Region, 2002) identified two groups o f parents of children with DD: a) 

those who are able to express their concerns to service providers effectively and who want 

information even before they have to ask for it and b) those who are less confident in their 

ability to deal with services and who need to hear the positive as well as the negative.

While most parents in the current study reported searching intensely for infonnation 

following the diagnosis, other parents refrained from searching for information around this 

time. This may indicate that while all parents searched intently for information prior to and 

after the period o f the diagnosis, only some parents remain active infonnation-seekers which 

may support previous research by Miller (1992; 1996). Parents in this study may have wanted 

and benefited from different quantities of information. Therefore, professionals and service 

providers need to be aware o f the potential variability in parents’ infonnation coping styles if 

they are to effectively meet the information and education needs o f parents.

Previous research identified various sources o f information that parents might access 

(e.g. Gowen et al. 1993; Santelli et al. 2000). Parents in this study reported other parents of 

children with ASDs as being their greatest source for information and emotional support. 

They frequently mentioned searching for information from individuals who had similar past or
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current experiences. However, m eeting other parents with similar experiences was described 

as being down to luck. Other sources for information included printed m aterials such as books, 

the Internet and attending training courses or seminars. A significant value o f participating in 

parent training programs as perceived by the m ajority o f  parents in this study was that training 

courses also provided parents with the opportunity to m eet other parents. Furthermore, the 

actual focus group interviews emerged as an additional source o f  information for some parents 

who discovered that their child was entitled to drop Irish as a subject from their curriculum  as 

early as prim ary school although this came as late news since child had already started 

secondary school.

The dearth o f  appropriate services available to children with developmental disabilities 

was highlighted in earlier research by Kohler (1999). Despite it not being the prim ary focus o f 

this study, it was anticipated that parents would comm ent on the efficacy o f services in Ireland 

for children on the ASD spectrum. For example, parents in this study observed very little 

intra- or inter-agency collaboration which increased the likelihood that a child with an ASD 

would not receive the appropriate services to meet their needs. They also shared the opinion 

that parents were often left frustrated by the constant fight for services (Sloper & Turner, 

1992) with some having no other alternative but to pursue the legal route.

Referring back to Bronfennbrenner’s ecological theory, it was anticipated that their 

concerns about services would influence their information and education needs which was 

confirmed during the analysis phase o f the study. For example, parents o f  children with mild 

behavioural, social or learning problem s were concerned that their child might fall through 

gaps between services especially if the child had a dual diagnosis or was attending a 

m ainstream  school. These parents were eager to know what type o f support was available to 

their child during their transition from prim ary to secondary school. Another parent described 

her fear o f not being capable o f taking care o f  her children when they were older and in light 

o f  this, felt that infonnation in relation to emotional support as well as infonnation on the 

potential support services available to the family in the future might be helpful. This supports 

previous findings by Doherty, Fitzgerald & M atthews (2000) who claimed that parents are 

concerned about the continuity o f  service provision and fiiture care for their child with an 

ASD.

153



Parents’ information and education needs have already been discussed at length in the 

previous literature review and therefore, their inclusion in the INAQ has been justified. 

However, since parents’ level o f satisfaction with information provision also emerged as a key 

issue in this study, I formed the opinion that this was an important area to explore in the 

subsequent study in addition to examining parents’ information and education needs. Previous 

research reported parents feeling dissatisfied with information in relation to their child’s and 

family’s needs (Beresford, 1995; Case, 2000; Murray, 2000; Sloper et al., 1992) and I believe 

that these reports along with the findings from the current study supported my decision to 

examine parents’ satisfaction or dissatisfaction with the level of information offered to them 

by professionals and service providers. Similarly, the importance that parents attributed to the 

information items was significant particularly since some o f the earlier research had also 

examined parents’ information needs in terms o f priority (Lion et al., 2002; Westling, 1997). 

For example, some parents may perceive information on the diagnosis to be important but 

might not indicate a need for information on this topic because the diagnosis has long since 

passed and more than likely their child is at a different stage. In light o f findings from 

previous studies as well as findings from the present study, the INAQ was developed for the 

following study to explore information with a larger sample o f parents in relation to (a) 

importance, (b) level o f satisfaction and (c) needs.

Several recommendations were proposed by parents in this study for improving the 

information and education support available to parents o f children with ASDs in Ireland. For 

example, an information centre specific to ASDs should be set up and this could help to 

support, develop and encourage a constant flow o f information between families, 

professionals, service providers and key shareholders. This supports an earlier proposal 

suggested by the participants in the RSPAER study (2002). Information should be screened 

by professionals who are experts in their field to ensure that parents receive pertinent and 

legitimate information which is in line with Bailey & Powell (2005). Information should be 

offered to parents in a variety o f printed or visual fomiats as soon as it has been personalised 

to each family by the relevant professionals (Peterson et al. 1989). Similarly, Quine & Pahl 

(1989) found that giving parents o f children with DD a booklet along with local and national 

information went some way towards them feeling satisfied with the infonnation. Given that
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the diagnosis had a significant impact on these parents, they proposed that an information pack 

be made available to parents o f  recently diagnosed children through various health centres, so 

that these parents know the next step. Finally, follow-up after the diagnosis was arguably 

something that parents in this study felt m ight have helped them  cope more effectively with 

the challenges and problem s that they were yet to encounter.

3.6 Limitations of the study

Several lim itations were identified in this study. Firstly, it was sometimes difficult to 

focus the group on the main areas o f  interest since their prim ary concerns were child and 

service-related. W hile the m oderator endeavoured to keep the group focused on the questions, 

some o f  the groups had their own agenda and discussed topics that were, while interesting, not 

the m ain focus o f  this study. Secondly, it was not always helpful to have parents from the 

same fam ily (n = 7 families) in the group since the same individual in each couple tended to 

speak. Thirdly, this study examined the perceptions and experiences o f parents o f  children 

who were already linked in with services. This is important given that the information and 

education needs o f  parents without services may be different to parents in this study. In 

addition, it could be argued that not all parents search for information after the diagnosis and 

indeed, some parents may choose to passively receive information as problems arise. 

Fourthly, the first four focus groups involved parents living in Dublin who were prim arily 

accessing services in or around the city centre. The final two focus groups involved parents 

from a different Health Service Executive catchment area (Kildare). All families bar one were 

from middle class backgrounds. It is acknowledged that parents from more disadvantaged 

areas tend to be more difficult to engage with particularly in research. Furthermore, all o f  the 

parents in this study had children who were linked with a service and many o f these parents 

were quite m otivated as indicated by their willingness to participate in this study.

Fifthly, this was a retrospective study and one could argue that parents’ descriptions 

were subject to recall bias. It was possible that parents’ information needs may have been 

influenced by later thoughts and experiences and therefore, longitudinal studies m ay be the 

most effective approach in tenns o f  identifying parents’ inform ation needs. However, 

Hum m elinck et al. (2006) emphasised that information needs tend to be recognised 

retrospectively when the information has already presented itself and the individual is aware
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o f  the need. Finally, data saturation may have been achieved by the tim e the fifth and sixth 

focus groups were conducted. The probability o f  a dim inishing return increased as the num ber 

o f  focus groups increased especially since the focus groups consisted o f families from similar 

socioeconomic backgrounds and families linked with sim ilar services. Involving families 

linked with different services or from different locations in Ireland may have produced a 

different set o f findings.

Despite the fact that parents in the current study may have been reflecting on different 

service systems, it is equally important to note that their experiences were quite similar. 

However, the overall findings from this study cannot be generalised to all families with 

children with ASDs and in particular to families who (a) live in other parts o f  Ireland 

including Northern Ireland, (b) are from lower socioeconomic backgrounds and (c) to families 

who are not linked with services.

3.7 Conclusion

This study highlights the lack o f intra- and inter-agency collaboration in trying to work 

together to deliver effective information and education services for parents o f children with 

ASDs. The provision o f  accurate, reliable and relevant infonnation should be based on a 

m ulti-agency approach where it is shared and made accessible through health, educational and 

legal organisations. Information may equip parents with the knowledge, skills and confidence 

to advocate for their child with ASDs. Although it cannot guarantee that families will be 

allocated appropriate services and support relevant to their child’s needs, it may help them to 

face potential challenges and problem s with a greater sense o f  empowerm ent.
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Chapter 4

Information and Family Empowerment: Development and Testing of the 
Information Needs Assessment Questionnaire (INAQ)

4.1 Abstract

According to previous research, providing parents with information and education may 

enable them to gain a greater sense o f control and mastery over their lives and outcomes. 

Parents who have access to appropriate information may also adapt positively to the DD and 

gain an increased sense o f family empowerment as they endeavor to support their child. The 

specific aims o f the current study were to (a) identify parents’ information and education 

needs using a researcher-designed Information Needs Assessment Questionnaire (INAQ), (b) 

explore potential associations between information and several key independent variables, (c) 

examine the predictors of family empowerment and (d) identify parents’ preferences for 

sources o f information. One-hundred and thirty-six parents of children aged between 4 and 18 

years and with a diagnosis o f autistic disorder (or classic autism), Asperger’s syndrome, PDD 

or PDD-NOS participated in an anonymous mail survey. A confirmatory factor analysis 

(CFA) was performed to validate the factor structure of the INAQ and to examine the 

contribution o f items to factors representing their respective categories. In general, the 

majority o f parents (a) considered information in the INAQ to be important, (b) was 

dissatisfied with the provision of infonnation, and (c) reported having a range of infonnation 

needs. Furthermore, the priority and need for infonnation was influenced by the time since 

the diagnosis, the severity o f the ASD, parents’ access to fornial support and parental stress. 

In terms o f family empowennent, most of the variance was explained by the time since the 

diagnosis, parental stress and access to formal support. The majority o f parents also indicated 

a preference for accessing information from, for example, one-to-one consultations, seminars 

delivered by parents and parent training courses. These findings suggest that the time since 

the diagnosis as well as parents’ access to effective social supports including information, 

instrumental or emotional support, may enhance parents’ sense o f empowerment not only as 

they try to meet their child’s and family’s needs but also the needs o f other families.
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4.2 Introduction

As previously mentioned in Chapter 1, information is necessary for successful 

adjustment to the DD, effective coping, participating in advocacy-related activities including 

key decision-making and increasing parents’ sense o f empowerment (Gowen et al. 1993; 

Hummelinck et al. 2006; Nachshen et al. 2005; Scharer, 2002; van den Bome et al. 1999). 

Indeed, a lack of information may prevent parents from successftilly adjusting to the child’s 

disability (Beresford, 1995; Quine et al. 1989; Sloper et al. 1992). The provision of 

information and practical skills to families o f children with DD is a key ingredient towards 

family empowerment (Nachshen et al. 2005; Shepard, 1995). For example, information 

provision is associated with feelings o f control, competence and self-efficacy (Janis, 1983 as 

cited in Mitchell et al. 2002). Moreover, strengthening an individual’s skills and resources 

may produce significant changes or developments in other key areas o f their lives 

(Cunningham, Henggeler et al. 1999; Curtis et al. 1996; Kellaghan et al. 1993). Through the 

development of knowledge and skills and the potential increase in empowerment, parents may 

become increasingly more effective in utilizing resources and supports on behalf o f their 

family (Dempsey et al. 2004).

A comprehensive and explicit assessment of parents’ information and education needs 

is invaluable in terms o f what it may reveal about families’ values, concerns and preferences 

(Bailey et al. 2005). However, assessing parents’ infonnation needs directly may neglect to 

identify additional needs that parents might not be aware o f or might not be willing to identify 

(Bailey et al. 1988). Parents may be unaware o f an information need until they are exposed to 

information that makes them realise the presence of an information gap (Nicholas, 1997b). 

Furthermore, some parents may choose to ignore an information need, prefer to deal with a 

minimum amount o f information or look for positive information only (Miller, 1992, 1996). 

Nicholas identified two types of information need: a dormant need (where the individual does 

not know what their needs are until she or he is exposed to information that makes them 

realise the presence o f an information gap) and an unexpressed need (where the individual 

knows that they have an information need but does not express this for intrinsic or extrinsic 

reasons). Dormant needs tend to be met by the Internet where a substantial amount o f 

information can be accessed (Nicholas, 1997b).
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According to Nicholas (1997b), information need assessments are important for 

developing and improving information services and delivery systems. There m ay be huge 

variability in the type o f information information-users search for; how much information they 

need or desire and for what reasons they will use this information (Nicholas). Therefore, a 

thorough examination o f  needs is warranted if  professionals and service providers are to 

support families o f children with DD successfully. In order to conduct an assessm ent that will 

accurately capture and represent what users need, information needs m ust be distinguished 

from information wants, demands and uses (Nicholas, 1997b). Infonnation needs arise out o f 

a ‘gap’ or a discrepancy in the user’s existing knowledge (Belkin, 1989 as cited in Nicholas, 

1997b; Cook, 1989). By filling this knowledge gap, the user will be satisfying one o f  three 

prim ary needs: physical, psychological or cognitive (Nicholas).

Infonnation wants or desires are what the individual wants to know. According to 

Nicholas (1997b), some individuals need information but choose to avoid or ignore it while 

others seek information that they do not need. Infonnation wants also tend to be more 

subjective in that they are determined or influenced by personality, time or resources 

(Nicholas, 1997b). For example, a person needing information might not be motivated to go 

and look for it. Another person might want information but not have the time or the resources 

(e.g. financial means) to secure it. In tenns o f  demand, people either dem and information that 

they do not need or need or want infonnation that they do not demand (Nicholas). Demand 

m ay be dependent on how the user perceives the function o f  an infonnation source. If  the 

individual is unaware o f  the role o f  the information source then they might not place a demand 

on it (Nicholas, 1997b). Similarly, how much information the individual actually uses m ay 

depend on the accessibility or availability o f information. Factors that m ay ham per a u ser’s 

efforts to meet their information needs include personal characteristics, for example, a lack o f 

m otivation, time constraints, a lack o f personal, social or financial resources or the user being 

burdened with too much information. In terms o f the latter issue, the problem  m ight not be 

one o f finding infonnation but actually appraising what is relevant to the user (Nicholas, 

1997b).

Nicholas (1997b) proposed a systematic fram ework or approach for assessing 

information needs given that needs tend to be highly personal even for individuals perform ing
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the same task. This framework may be used for a variety o f purposes including trying to 

identify gaps in information systems as well as developing or evaluating an infonnation 

system or service from the user’s perspective. Furthermore, various methods have been used 

to identify information needs, for example, using qualitative interviews or questionnaires, 

analyzing diaries or transactional logs, reviewing citations and observing the user in their 

environment (Cook, 1989; Nicholas). Although eleven major characteristics of information 

need were identified by Nicholas and used in his approach to assess the information needs o f 

service users, the following seven characteristics were relevant to the present study;

Subject

Information-users tend to have multiple roles and multiple tasks to undertake and 

therefore, one subject might not satisfy the user. For example, a parent o f a child with an 

ASD, apart from occupying the role as primary caregiver, may also occupy the role o f wife, 

teacher, therapist, interventionist, advocate or employee and as a result, it may be necessary to 

meet the information needs for each individual role. It is therefore important to detennine the 

subjects or areas o f interest or concern. It is also necessary to establish the information-user’s 

depth of interest since too much information may overwhelm the user and too little may 

frustrate them.

Function

According to Nicolas, individuals will use information for different purposes and to 

various degrees. This may reflect their roles within the organization as well as their 

specializations. Therefore, it is important to determine what the individual intends to do with 

the information once it becomes available.

There are five major functions o f information:

• To obtain answers to specific question (\ht fact-finding function): The individual may be 

concerned with answering very basic questions, for example, what is parent training? 

Who runs parent training programs? Where do they normally take place? How many 

parents are likely to be offered a place on a program? Why are they run on a Tuesday 

night? When is the closing date? Such fact finding needs are usually immediate and the 

effects, short term.
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• To keep up-to-date (the current awareness function): This may imply keeping up to date 

with current events or in terms of research or continuing professional development, 

familiarizing oneself with current literature. These needs tend to be shared by the majority 

and are in constant flux, changing as the situation or environment changes. Therefore, 

they are more difficult to meet since the user will need to spend time and effort appraising 

the importance and relevance o f the information. However, the effects persist long-term. 

For example, a parent might want to know more about the recent developments in genetics 

in relation to ASDs.

• To investigate a new field in-depth (the research function): These needs tend to be

associated with academia and research and are less critical.

•  To obtain a background understanding o f an issue (the briefing function): This tends to 

occur when the subject area is broad and when there is little time to research it in depth. 

The user aims to familiarise themselves with the basic concepts.

• To provide ideas or obtain stimulus (the stimulus function): There may be times when the 

user does not know what they are looking for in terms o f information and therefore, 

searches through information in a somewhat spontaneous and unambiguous manner in 

order to generate ideas about the type of infom ation they do want.

Nature

Infonnation can range from being highly theoretical or descriptive to being practical or 

statistical. The type o f infonnation accessed usually reflects the type of user. For example, 

the academic might search for infonnation that is theoretical or highly abstract whereas a 

layperson might prefer more practical information.

Quantity

This is probably one o f the most important factors that many professionals overlook. 

Some individuals will prefer a voluminous amount o f information and will be motivated to 

spend time consuming it all. Others will be happy with a small but sufficient amount of 

information, enough to familiarise them with a topic but not too in-depth. More information 

does not necessarily mean more knowledge. Indeed, too much information may constrain or 

overwhelm the individual.
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Quality

Quality is another salient factor when assessing information needs and is especially 

relevant to information found on the Internet. Although highly subjective, it can prevent an 

information overload. It may be necessary to appraise the information prior to its use so that 

users do not waste valuable time sieving through irrelevant information. Several factors may 

be used to assess the quality o f information including its source (from a person, organization, 

journal or a newspaper o f authority), its reliability (based on previous encounters/ experiences) 

and how often the information has been cited.

Date

This is important when users need retrospective and/or current information. For 

example, in terms of the history o f ASDs, parents might look for information from the time 

classic autism or Asperger’s syndrome was first diagnosed. However, parents are more likely 

to look for current information in relation to treatments and therapies for their child.

Packaging (format)

Finally, how the information is communicated or packaged is particularly significant. 

Users may vary in how they would like to receive information and this may be dependent on, 

for example, their learning styles or the amount of time they have available to access the 

information.

Previous research has also identified parents’ preferences for packaging the 

information or preferred delivery methods (Dangel 1991; Gowen et al. 1993; McConkey, 

2003; Nicholas et al. 1997a; Sparling et al. 1983). For example, Gowen et al. (1993) reported 

that mothers preferred to look for information from health care professionals, voluntary 

organisations and by accessing parent education services whereas fathers preferred to access 

information from printed materials and agencies. Mothers with a lower level o f education 

relied heavily on information from their family and friends whereas mothers with a higher 

level of education indicated a preference for information from printed materials. Furthermore, 

sharing stories and experiences with other parents was perceived to lessen parents’ feelings of 

isolation as well as to encourage them to positively adapt to the DD (Medvene, 1992). Parents 

preferred to attend parent education programs at night, during school hours or at the weekend
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(Dangel, 1991) while parents in Cook’s study (2003) identified the web as being an easy and 

time-efficient source of information (Cook, 2003). Nicholas’s (1997b) approach to assessing 

information needs was adopted in the present study to explore information in terms of 

importance, satisfaction and the extent o f the information need.

4.2.1 The present study

Despite extensive research in the area o f information needs and DD, there is no 

questionnaire that identifies, evaluates and quantifies the specific information and education 

needs o f parents o f children with ASDs. Professionals often ask parents to identify their needs 

but ultimately implement what they perceive parents need or want (Bailey et al. 2005). This 

may lead to increased stress and frustration for parents especially if they feel that their needs 

are not being met. According to Bailey et al. (2005), including parents in the development of 

an instrument from the beginning is not only likely to improve the validity o f the instrument 

but may also reflect a family-centered approach. In light o f this, I believed that asking parents 

to participate in the development of the needs assessment questionnaire would not only 

produce findings that may be generalised to other families with children with ASDs but would 

also increase the likelihood that a greater number of parents would complete the questionnaire.

Therefore, the content and format o f the INAQ was informed by (a) studies described 

in the previous literature review which reported a range o f information needs as identified by 

parents o f children with DD (e.g. understanding the disorder or illness, current and future 

services available, education, contact list/ where to receive services, explaining the child’s 

condition to others, how to handle the child’s behaviour, socio-emotional and cognitive 

development, entitlements, independent living, legal rights and planning for the child’s 

future); (b) the information themes and related experiences that emerged from the focus group 

interviews in Study 3 o f this thesis (e.g. diagnosis, services, interventions and practical 

strategies, educational issues and financial and legal issues) as well as (c) the experiences of 

professionals and clinicians in delivering infonnation and education to parents of children 

with ASDs from Study 1 (e.g. understanding the ASD, behavioural and emotional 

management strategies, language development, communications skills and social 

development). Using the INAQ, information was examined in terms o f how important it was 

for parents to have information on each topic, how satisfied or dissatisfied parents were with
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the level o f information offered on each topic, how much information parents needed on each 

topic and what were their preferred sources for information. High scores in terms o f 

importance and need reflected high priority information and information needs while low 

satisfaction scores reflected dissatisfaction with the level o f information. Similarly, high 

scores in terms o f preferences for sources of information indicated a strong preference for that 

source or delivery method.

The Information Needs Assessment Questionnaire (INAQ) was used to identify 

parents’ information and education needs for several reasons. Firstly, it was anticipated that 

parents would be more likely to participate in the study if they knew that other parents with 

similar experiences were involved in development o f the questionnaire from the beginning. 

Secondly, information needs were examined in tenns o f three key characteristics: importance, 

satisfaction and need. At the time, there was no known instrument in the area of information 

needs and DD that addressed these three characteristics so comprehensively. Previous 

questionnaires have tended to address more generic family needs whereas the INAQ was 

designed to identify the specific infomiation and education needs of parents o f children with 

ASDs.

The present study examined the potential relationship between family empowerment 

and information as well as any potential associations between these two variables and the 

following child and parent variables: age o f the child (McConkey, 2003), child 

symptomatology (Granlund et al. 2001; Westling, 1993) including the child’s level of 

disability, socioeconomic background (Bailey et al. 1988; Gowen et al. 1993; Mackintosh et 

al. 2006; Marden, 1997), parental stress (Scheel et al. 1998), access to social support 

(Thompson et al. 1997), positive perceptions o f the child with a disability (Hastings et al. 

2002a; Nachshen et al. 2005) and information-seeking behaviour as a coping strategy (Gray, 

2006; Hummelinck et al. 2006; Lazarus et al. 1984, 2006; Miller et al. 1992, 1996). 

Additional child and parent demographic characteristics were also included in the analyses, for 

example, the type of ASD and the type o f school or education placement the child was 

currently attending. Furthermore, in light of previous findings on empowerment (for example, 

Nachshen et al. 2005; Scheel et al. 1998; Thompson et al. 1997), the ACBX version o f the
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stress and coping model (Orr et al. 1991) was used in the present study to examine the 

potential relationship between child and parent variables and empowerment for parents.

The FES (Koren et al. 2002) was chosen in the current study to measure parental 

empowerment for four key reasons. Firstly, it is a basic tool which examines the perceptions 

o f parents/ caregivers in relation to their roles and responsibilities within their family, their 

local service system and their community. It can also be easily completed by parents/ 

caregivers. Secondly, it accounts for two dimensions of empowerment (i.e. Levels of 

Empowerment- family, service system & community/ political) and Expression of 

Empowerment -  knowledge, attitudes & behaviour). The levels o f empowerment identified in 

the FES are in line with the multi-level construct of empowerment (individual, organisational 

and community levels) as outlined by Shultz, Israel, Zimmerman, and Checkoway (1995). 

Thirdly, both internal consistency and test-retest reliability for the ‘Levels o f Empowerment’ 

subscales was adequate ranging from 0.87 to 0.88 for Cronbach’s alpha and from 0.77 to 0.85 

for Pearson correlations (Koren et al. 1992). A factor analysis validated the factor structure of 

the Level dimension o f the conceptual framework (Koren et al. 1992). A further factor 

analysis carried out by Singh (1995) identified four components of empowerment which 

correlated highly with Koren’s ‘Levels o f Empowennent’ factor structure. Finally, several 

studies cited in peer-reviewed journals involving families with children with developmental 

disabilities successfially employed the FES to examine family empowerment (Dempsey & 

Dunst, 2004; Nachshen & Minnes, 2005; Resendez et al. 2000; Scheel & Rieckmann, 1998; 

Thompson et al.l997). It was for these reasons that the author chose to use the FES as a 

measure o f family empowennent with families in the present study.

Parents’ positive perceptions were measured in the present study since earlier research 

by Hastings et al. (2002c) found that parents experienced positive as well as negative 

perceptions in relation to their child’s disability and that these perceptions may be influenced 

by parents’ access to social support, use o f reframing coping strategies and caregiving 

demand. Similarly, Pakenham et al. (2002) found that parents’ benefit-finding and sense- 

making may have been attributed to their resilience as well as their access to social support 

while later research by Gray (2006) found that parents became increasingly more reliant on 

positive perceptions and religious faith as they got older. Nachshen and Minnes (2005) also
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found that parental perceptions of stress and wellbeing as well as their access to social support 

may mediate the effect o f the child’s disability on family empowerment.

Therefore, the Kansas Inventory o f Parental Perceptions-Positive Contributions scale 

(KIPP-PC; Behr, Murphy & Summers, 1992a) was used to measure parents’ perceptions in the 

present study. The KIPP is based on two theoretical approaches; cognitive adaptation theory 

(Taylor, 1983; Taylor, Lichtman, & Wood, 1984) and family stress and coping theory (Hill, 

1949, 1958; McCubbin & Patterson, 1982, 1983). Cognitive adaptation theory proposes that 

when an individual is exposed to a risk, they go through an adjustment process that involves 

appraising the level o f risk, for example, assessing the advantages and disadvantages o f a 

particular event, making social comparisons or attributing cause and meaning. Individuals 

with lower stress levels cope successfully and in effect, attain higher scores on certain 

measures of perceptions including some positive contributions (Behr & Murphy, 1992b).

In light o f previous research, it was hypothesised that parents’ positive perceptions 

may be a potential predictor of family empowerment. The original and much larger KIPP 

scale was designed to measure four key areas o f perceptions among parents o f children with 

developmental disabilities: positive contributions (where the child with a DD is considered to 

have a positive impact on the family), social comparisons (where comparisons are made 

between other parents, other families and other children with and without disabilities), causal 

attributions (where parents attribute the child’s DD to a particular cause or reason) and 

mastery or control (the level o f control or influence that parents perceive themselves as 

having) (Behr et al. 1992a). However for the present study, only the positive contributions 

scale was used as a measure o f parents’ positive perceptions.

Another measure used in the current study was The Miller Behavioural Style Scale

(MBSS; Miller 1987) which was originally designed to categorise coping dispositions among

clinical patients in response to physical and psychological stress. This scale is based on the

premise that when individuals are threatened with a traumatic event or risk, they differ in how

they deal with information about that risk (Miller, 1981; 1987). In theory, individuals will

either use cognitive-avoidance or cognitive-scanning strategies when faced with an unknown
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risk (Lazarus, 1984). Some individuals m ay avoid or divert their attention away from the 

infonnation (known as blunters) and are thought to experience less stress. In contrast, other 

individuals may search for threat-related information (known as m onitors) and are perceived 

to become more stressed (M iller, 1987). Previous research with cancer patients found that 

patients identified as m onitors were more likely to be pessim istic, report increased levels o f 

stress and generally low satisfaction rates with the standard o f  information received, 

particularly if  this information was modest, am biguous or negative (M iller, 1995). On the 

other hand, blunters were believed to be less concerned about the threat and in turn, about 

threat-related information (Miller, 1995). Furthermore, m onitoring patients were also found to 

be more knowledgeable about their medical condition compared to patients who were 

identified as blunters.

According to Dunst et al. (1984; 1988), families may employ a range o f  personal and 

social support resources to cope with the demands o f caring for a child with a DD. In light o f 

this, access to effective social support was m easured in the present study using the Fam ily 

Support Scale (FSS; Dunst, Jenkins & Trivette, 1984). Social support resources m ay be 

characterised as emotional, physical, informational, and instrumental, and m ay influence 

several parent and family variables including parents’ sense o f wellbeing, adaptation to life 

events, attitudes or beliefs towards the child and satisfaction with parenting (Cohen & Syme, 

1985; Colletta, 1981; Cm ic et al., 1983; Moos, 1986). Furthermore, access to effective social 

supports may facilitate family empowerment, for example, through providing parents with 

enabling activities (Dunst et al. 1994).

Therefore, the prim ary aims o f  the present study were to (1) evaluate and test the 

INAQ using confirmatory factor analysis (CFA); (2) describe the information factors produced 

by the CFA; (3) assess parents’ sense o f empowerm ent at the family, service system and 

comm unity or political levels; (4) explore the potential relationship between fam ily 

empowerm ent and infonnation as m easured by the INAQ; (5) examine potential associations 

between information, fam ily em pow ennent and additional variables and (6) to identify 

parents’ preferences for sources o f  information.
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4.2.1.1 Aims 

Aim 1

The INAQ consisted o f nine information categories or factors. Each factor was listed 

under three subscales: the importance o f information; the level o f satisfaction with information 

and the need for information. Factor 1 comprised 7 items and was labelled diagnosis; factor 2 

contained 6 items and was labelled services; factor 3 comprised 14 items and was labelled 

intervention and practical strategies; factor 4 comprised 13 items and was labelled 

educational issues; factor 5 comprised 2 items and was labelled concerns; factor 6 contained 3 

items and was labelled //na«c/fl/ and legal issues; factor 7 contained 3 items and was labelled 

future issues; factor 8 comprised 3 items and was labelled informing the child and others, and 

finally, factor 9 contained 3 items and was labelled resources. In relation to the CFA, I was 

interested in investigating the correspondence of the factor structure o f the INAQ to the 

conceptual framework o f infonnation needs and the contribution o f items to factors 

representing their respective categories.

Aim 2

Following this, the mean scores o f each factor were presented for the three subscales in 

the INAQ. I was interested in finding out which factors were given high and low priority by 

parents and what were the most prevalent needs reported by parents. Parents’ satisfaction 

scores were important given that parents in the focus group interviews as well as in studies 

reviewed in the previous introduction stated that there was a dearth of infonnation available to 

parents o f children with DD including ASDs. A fiarther aim was to examine the relationship 

between INAQ mean scores and demographic characteristics using t tests or one-way between 

groups analysis o f variance (ANOVA).

Aim 3

Given that one of the primary aims o f this study was to investigate parents’ sense o f 

empowerment at the family, service system and community or political levels. Family 

Empowerment subscale scores (as measured by the Family Empowerment Scale, FES; Koren 

et al., 1992) were reported next. Aside from being interested in the potential predictors o f 

family empowennent, I was also interested in finding out at what level parents in this study 

felt most empowered.
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Aim 4

Two separate multivariate analyses o f variance (MANOVA) were performed to 

examine (a) whether parents’ scores on the three information subscales (dependent variables) 

showed differences across demographic and psychological variables (independent variables) 

and (b) whether parents’ scores on the three empowerment subscales (dependent variables) 

showed difference across information scores (independent variable) as well as across 

demographic and psychological variables (independent variables).

The author chose to employ MANOVA in the current study because it allowed for the 

inclusion o f more than one dependent variable (DV). Furthermore, previous studies on family 

empowerment had examined the predictors o f empowennent using a MANOVA. The author 

was interested in examining the influence o f the relationship between the independent 

variables (IDs) (e.g. parental stress; access to social support) on the DVs (e.g. empowennent 

at a family level, a service system level and a community level). She believed that a simple 

MANOVA might demonstrate the extent of these influences on the DVs. The author believed 

that using both ANOVAs and MANOVAs revealed the possibility o f interactions more clearly 

than regression. They also allowed for detailed post hoc comparisons. However, the author 

appreciates now that using structural equation modeling (SEM) would have been a more 

worthwhile method o f analysing the data.

T  tests for dichotomous variables (e.g. income) and correlations for continuous 

variables (e.g. child symptomatology) were performed. If there were any significant 

relationships between the FES, INAQ and the independent variables, these independent 

variables were included in the respective one-way between-groups multivariate analysis of 

variance (MANOVA)

Aim 5

The final aim o f this study was to identify parents’ preferred sources for infonnation. 

A list o f potential sources o f information was included in the INAQ and ranged from one-to-
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one consultations and seminars delivered by parents or professionals to printed material and 

the Internet.

4.2.1.2 Hypotheses

The rationale for using hypotheses in the current study was to plan for, organise and 

guide the measurement and subsequent analysis o f nine child, parent and psychological 

variables (including a demographic questionnaire). One could argue that the use of hypotheses 

was unnecessary given that the overall aims o f the larger study were exploratory in nature and 

in light o f this, the author appreciates that a simple multiple regression analysis may have been 

more appropriate to use with the data given that it may have been easier to determine which 

variables (e.g. parental stress, access to social support and severity of child symptomatology) 

gave rise to an accurate prediction o f family empowerment or information needs. Hence, 

based on the collective findings from previous research as well as from studies cited in the 

previous chapters of this thesis, the following hypotheses were made:

Information

1. The more recent the diagnosis, the more likely parents would (a) find the information a 

priority; (b) be less satisfied with information provision and (c) have a greater number of 

information needs compared to parents with an older diagnosis (based on findings from 

McConkey’s (2003) study where parents o f older children and adults were less likely to 

indicate a need for information).

2. The helpfulness o f social support would be associated with satisfaction and information 

needs scores (Moreno, 1992)

3. High parent stress scores would be associated with greater infomiation needs and lower 

satisfaction scores (reports o f parental stress are frequently associated with a lack o f social 

support which includes informational and instrumental support (Gray et al. 1992; 

Konstantareas et al. 1989)

4. The more severe the child symptomatology, the more likely parents would report a greater 

number o f information needs (Granlund et al. 2001; Westling, 1997)

5. The amount o f information needs reported would be associated with information-seeking 

behaviour (Gray, 2006; Hummehnck et al. 2006; Lazarus et al. 1984, 2006; Miller et al. 

1992, 1996).

170



6. High importance scores would be associated with high needs scores (based on findings 

from the focus group interview study described in Chapter 3 where parents were more 

likely to indicate a need for infonnation if they perceived the infonnation to be important).

Family empowerment

1. Parents who reported a greater number o f information needs would feel less empowered 

compared to parents who had fewer needs (based on previous research which stated that 

providing parents with information was linked to a greater sense o f competence and self- 

efficacy) (Janis, 1983)

2. The more severe the child symptomatology, the less likely parents would feel empowered 

(Resendez et al. 2000; Singh 1997)

3. High stress scores would be associated with low empowerment scores (Rodrigue et al. 

1990; Webster-Stratton, 1990)

4. Access to helpful social support would be associated with an increased sense of 

empowennent (Elling et al. 1997; Nachshen et al., 2005; Singh et al. 1997)

5. Positive perception scores would be associated with empowerment scores (Pakenham et al. 

2002; Nachshen et al. 2005)

6. Parents’ socioeconomic background would be associated with family empowerment scores 

(Scheel et al. 1998)

7. Parents who were dissatisfied with the level o f information would have lower 

empowerment scores compared to parents who were satisfied with the level o f information

8. The older the diagnosis, the more likely parents would feel empowered compared to 

parents with a more recent diagnosis

4.2.1.3 Pilot study and content validity

The INAQ was administered as part o f a pilot study with a small number o f parents 

(N = 5) to detemiine the suitability and relevance o f the items and questions to other parents of 

children with ASDs in Ireland. Parents in the pilot study were accessed through a well-known 

Irish parenting website where pennission was obtained from this website prior to a detailed 

notice o f the study being posted in the forum section o f the site. Based on critical feedback 

from pilot participants, one item was removed from the INAQ which left a final list o f 55 

items. Due to the small sample size, it was not possible to determine the extent to which each
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item increased the rehability of the INAQ. Items generated from the focus group interview 

data as well as an extensive review of the research literature in the area o f information needs 

and DD were used to predict the main information themes in the INAQ. Content validity o f 

the questionnaire was also established during the pilot study by asking participants to 

comment on whether additional information items should be included in the questionnaire. 

However, none o f the participants made any additional comments other than to complete the 

questionnaire.

4.3 Method

4.3.1 Sui~vey design

The INAQ was designed using the computer program Teleform™ (Appendix 12). 

This program allowed me to design and scan completed surveys in batches o f 50 and import 

the data directly into SPSS for subsequent analyses. All other parent measures as well as the 

demographic questionnaire (Appendix 13) were also formatted in Teleform to make the entire 

survey appear more like a package rather than pages o f different questionnaires. The two 

child measures used in this study are under copyright and were used as they were.

4.3.2 Participants

Parents were contacted using several recruitment methods. Firstly, classes and schools 

which catered for children with ASDs (N = 115) in the south o f Ireland were identified from 

the Department o f Education and Science’s on-line primary school database (Table 4.1). 

Flyers, outlining the nature and aims o f the study as well as providing my contact information 

(Appendix 14) were then distributed to a purposeful sample o f schools within each county 

where possible. While flyers were posted out to over half o f the schools (n = 58), it was 

anticipated that only a small fraction o f parents would end up hearing about this study. The 

Applied Behaviour Analysis schools were identified for the present study by a well-known 

ASD voluntary agency and five of these schools were also sent flyers.
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Table 4,1 Schools or Classes Catering for Children with ASDs in Ireland

Type o f  school N o f  schools in Ireland

Special school (early intervention class) 3

Early Intervention for autism 6

Special class pupils on the ASD spectrum 65

Special school (children on the ASD spectrum) 37

Special class Aspergers Syndrome 4

Applied Behaviour Analysis schools 12

As well as contacting schools, I also canvassed voluntary ASD organizations, known 

parent support groups and two autism services for children with ASDs. Parents were also 

encouraged to distribute information flyers about the study to other parents o f children with 

ASDs. It was anticipated that recruiting parents through a third party would be difficult. 

Therefore, I approached local and national newspapers and radio stations across Ireland (north 

and south) in relation to this study. In addition, representatives from the main religious 

denominations in Ireland were asked to include a brief description o f  the study in their parish 

newsletters. By contacting parents using these methods, I wanted to ensure that I was 

reaching out to all parents o f  children with ASDs and not just parents who were linked with 

services or support groups.
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4.3.3 Measures

Seven measures were used in the current study along with a demographic questionnaire and 

the INAQ.

4.3.3.1 Child measures

1. The Social and Communication Questiormaire (SCQ, Rutter, Bailey, Berument, Lord & 

Pickles (2003))

The SCQ contains 40 items (derived from the ADR-R algorithm, Lord et al., 1994) and 

is used as a screening tool for pervasive developmental disorders. However, the SCQ was 

used in the current study to give an overall index o f the severity o f autistic symptoms. 

Participants were asked to comment on items they were likely to have observed (e.g. does 

[your child] use your hand like a tool or as if it were part of her or his own body, for example, 

pointing with your finger or putting your hand on a doorknob [in order to] to get you to open 

the door or does she or he ever injure her or himself deliberately, such as biting her or his arm 

or banging her or his head?). Items were scored on a 1 = present, 0 = absent basis with a total 

score being used in the analyses. A score o f 15 or above indicated the presence o f abnomial 

behaviour that warranted for further investigation for the presence o f an ASD. The SCQ total 

score is highly correlated with the ADR-R algorithm (0.71) (Hastings, Kovshoff, et al. 2005).

2. Developmental Behaviour Checklist- Primary Carer Version (DBC-P; Einfield & Tonge, 

1994)

The DBC-P contains 96 items and was used in the current study to give a general 

indication o f the extent o f the child’s behavioural problems. It was used in combination with 

the SCQ to explore the association between child and parent variables. The DBC was 

developed to assess a wide range o f behavioural and emotional problems in children and 

adolescents with developmental disability (DD) aged four to eighteen years. The behavioural 

and emotional items were derived from paediatric and psychological case files and organised 

into a checklist which consisted o f five subscales: disruptive or antisocial, self-absorbed, 

communication & disturbance, anxiety, and social relating (e.g. ‘covers ears or is distressed 

when hears particular sounds’; ‘mood changes rapidly for no apparent reason’ and ‘talks to 

self or imaginary people or objects’). Participants were asked to reflect on the previous six 

months and to score each item on a three-point scale where 0= ‘not true as far as you know’, 1
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= sometimes or somewhat true and 2 = often true or very true. The Total Behaviour Problem 

Score (TBPS) ranges from 0 to 126+ with the clinical cut-off point being 46 (58%). The 

DBC-P has excellent psychometric properties (Einfield & Tonge, 1994; 1995; Hastings, 

Brown et al., 2001) with a high level of internal consistency (a = 0.94) and a test-retest 

reliability o f 0.83. hi the current study the Cronbach alpha coefficient was 0.95. The total 

score on the DBC was used in the analyses performed in the current study.

4.3.3.2 Parent Measures
3. Information Needs Assessment Questionnaire

The rNAQ consists of three subscales (importance, satisfaction and need). Each 

subscale contains 55 information items. Participants were asked to (a) consider the 

importance of the information items by scoring each item on a 1 = not important, 5 = veiy 

important basis; (b) indicate how satisfied or dissatisfied they were with the provision of 

infonnation by scoring each item from 1 = veiy dissatisfied to 5 = veiy satisfied and (c) 

specify how much information they needed on each information item where 1 = none and 5 = 

veiy much. Participants were also asked to indicate their preferred sources for information by 

scoring each source on a 5-point scale where 1 = least preferred  and 5 = most preferred. High 

scores in tenns of importance and need reflect high priority information and information needs 

while low satisfaction scores reflect dissatisfaction with the level of infonnation. Similarly, 

high scores in terms o f preferences for sources o f information indicate a strong preference for 

that source or delivery method.

4. Family Empowerment Scale (FES; Koren et al, 1992)

The FES is used to assess empowennent as a construct in families of children with 

DD. Internal consistency and test-retest reliability estimates for the family, service system and 

community/ political subscales were reported to range from 0.87 to 0.88 for Cronbach’s alpha 

and from 0.77 to 0.85 for Pearson correlations (Koren et al., 1992).
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5. Questionnaire on Resources and Stress-Friedrich (QRS-F; Friedrich, Greenberg & Cmic, 

1983)

The QRS-F consists of four factors: parent and family problems, pessimism about the 

future, behavioural problems of the child with special needs and degree o f physical disability 

o f the child and was developed as a shorter version o f the QRS (Holroyd, 1974). The Parent 

and Family Problems subscale was used in the present study to give a measure of parental 

stress. The parent and family problems subscale contains 20 items and was used to measure 

parents’ perceptions o f child and family problems (e.g. ‘other family members have to do 

without things because o f [name o f child]’; ‘there is a lot of anger and resentment in our 

family’ and ‘there are many places where we can enjoy ourselves as a family when [name of 

child] comes along). The total for the subscale was calculated by summing those items that 

were responded to negatively where positively worded items were reverse scored. Higher 

scores indicated greater stress among parents (Ben-Zur, Duvdevany et al., 2005). According 

to Friedrich et al. (1983), Cronbach alpha coefficients for the QRS-F range from 0.89 to 0.94. 

Previous research by Ben-Zur et al. (2005) reported a Cronbach’s alpha of 0.91 for the total 

QRS-F and a range o f 0.58 to 0.89 for the subscales. In the current study, the Cronbach alpha 

coefficient was 0.90 for the parent and family problems subscale.

6. Kansas Inventory o f Parental Perceptions-Positive Contributions scale (KIPP-PC; Behr et 

al. 1992a)

The KIPP was used in the present study to examine parents’ positive perceptions and 

their potential association with family empowerment scores. The original KIPP scale was 

designed to measure four key areas o f perceptions among parents o f children with 

developmental disabilities: positive contributions, social comparisons, casual attributions and 

mastery/control (Behr et al. 1992a). The positive contributions subscale (KIPP-PC) was used 

in the current study and consisted o f nine dimensions derived from a previous factor analysis 

(50 items):

1. Learning through experience with special problems (e.g. increased awareness o f people 

with disabilities, helps me understand people who are different)

2. Happiness and fulfilment (e.g. very affectionate, have many unexpected pleasures)
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3. Personal strength and family closeness (e.g. more sensitive to family issues, more in 

charge o f ourselves as a family).

4. Understanding life’s purposes (e.g. everyone has purpose in life, confirms my faith in 

God)

5. Personal growth and maturity (e.g. my life has better structure, I cope better with stress 

and problems)

6. Awareness o f future issues (e.g. realise importance o f planning for family future, gives 

family a sense o f continuity, a sense of history)

7. Expanded social network (e.g. circle o f friends is larger, common ground with other 

parents)

8. Career or job growth (e.g. gives new perspective to my job, is an advantage to my career), 

and

9. Pride and cooperation (e.g. helpful to other family members, able to use good judgement).

Two items were rephrased in the present study to make them more relevant to parents 

o f children with ASDs. For example, “pride in child’s artistic accomplishments” was adapted 

in the current study to “pride in child’s accomplishments” and “pride in child’s athletic 

ability” was changed to “pride in child’s achievements” . According to Hastings et al. (2005), 

the KIPP-PC has good internal consistency, with a Cronbach alpha coefficient reported for the 

total score of 0.95. In addition, Behr et al. (1992a) reported Cronbach alpha coefficients for 

the KlPP-PC subscales to range from 0.56 to 0.86. In the current study, the KIPP total score 

(KIPP) which was the summed ratings across all 50 items was used in the analyses. The 

Cronbach alpha coefficient for KIPP was found to be 0.93 while the subscales coefficients 

ranged from 0.59 to 0.82.

7. Family Support Scale (FSS; Dunst, Jenkins & Trivette, 1984)

The FSS is an 18-item self-report designed to measure the social support available to 

parents across five key areas: partner or spouse support, informal kinship support (includes 

other children, grandparents, cousins and in-laws), fonnal kinship support (includes 

neighbours, work colleagues, parents support group), social organizations (includes child’s 

teacher, clubs, church members) and professional services (includes family physician, early
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childhood intervention program, speech & language therapists). Participants are offered two 

additional spaces to add any other sources o f support they might access. The FSS can be used 

to assess (a) the degree to which parents find each support source area to be helpful or 

unhelpful and (b) the number of social support sources available to the family. In the present 

study, a weighted score for the helpfulness o f informal and formal support sources was used in 

the analysis. Dunst et al. (1994) reported a Cronbach alpha coefficient o f 0.77 for the 18-item 

scale. Also, test-retest reliability after one month yielded 0.91 for the total scale score and 

0.75 for the average o f the scale items. In the present study, the Cronbach alpha coefficient 

was 0.76 for the total scale score.

8. The Miller Behavioural Style Scale (MBSS; Miller 1987)

The final measure used in the current study was the MBSS which was originally 

designed to categorise coping behaviour among clinical patients. The MBSS consists o f four 

imaginary but potentially stressful scenarios which are designed to distinguish between 

monitoring and blunting information-coping styles, for example, the first scenario asks 

participants to “vividly imagine that you are afraid o f the dentist and have to get some dental 

work done. Which o f the following would you do? Tick all o f the statements that might apply 

to you:

a) I would ask the dentist exactly what work was going to be done.

b) I would take a tranquiliser or have a drink before going.

c) I would try to think about pleasant memories.

d) I would want the dentist to tell me when I would feel pain.

e) I would try to sleep.

f) I would watch all the dentist's movements and listen for the sound of the drill.

g) 1 would watch the flow o f water from my mouth to see if it contained blood.

h) I would do mental puzzles in my mind.

Three scores may be derived from the MBSS: (1) the Total Monitoring Score (M) by 

summing all o f the monitoring items (ranging from 0-16); (2) the Total Blunting Score (B) by 

summing all o f the blunting items (ranging from 0-16) and (3) the Total Difference Score (M- 

B) (ranging from -16 to +16). Participants who have high scores tend to display high levels

178



of information-seeking behaviour. Previous research by Miller (1996) reported a Cronbach 

alpha coefficient between 0.70 and 0.76 for the sample in their study. In this study the 

Cronbach alpha was 0.70. An adapted version o f the MBSS to include a 5-point Likert scale 

produced a Cronbach alpha o f 0.88 (Rees et al., 2003).

4.3.4 Procedure
Survey packs containing the INAQ, FES, FSS, KIPP, MBSS, QRS, SCQ, DBC and a 

demographic questionnaire were distributed either directly (in cases where parents provided 

me with their contact details) or indirectly (through organizations or parent groups) to 

participants. However, all returns were anonymous. Data were analyzed using SPSS 12 for 

Microsoft Windows. Pearson and Spearman correlation coefficients were calculated for 

potential relationships between continuous variables. T tests. Chi-square tests and ANOVAS 

were performed to examine associations among categorical variables or categorical and 

continuous variables. Variables were included in a MANOVA if there was a significant 

relationship between an independent variable and the Family Empowennent Scale or a 

significant relationship between an independent variable and the INAQ.

4.4 Results

The findings will be presented in the following sequence:

1. Descriptive statistics for all child and parent demographic details.

2. Descriptive statistics for all the measures.

3. Reliability and construct validity findings for the INAQ.

4. A description of the findings (categories or factors and item loadings) from the CFA.

5. A description of the factors and their mean scores.

6. A description of the mean scores for the Family Empowerment subscales.

7. Pearson and Spearman correlations between variables examined in relation to the

hypotheses.

8. Significant t tests, chi squares or ANOVAs described in relation to the hypotheses.

9. Results from two MANOVAS (one for the INAQ and one for the FES).

10. Finally, a description o f parents’ preferences for sources o f information.
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4.4.1 D escriptives for child and parent demographic variables
One hundred and thirty-six parents o f children with ASDs participated in this study.

O f the 329 surveys distributed, 139 (42%) parents completed a survey. Two o f the

respondents were omitted because their children were outside the age range while another

survey was incomplete. Participants were parents (110 mothers, 23 fathers and 3 parents who

did not identify themselves) o f children with ASDs living in Ireland (Table 4.2). The mean

age o f parents was 40.3 years (SD = 6.9). Fifteen percent o f parents had a Junior Certificate or

GCSE level o f education, 31% had a Leaving Certificate or GCE A Level education and 44%

of parents had a college or university education. In terms o f income, 65% of parents reported

a total income o f between €10,000-50,000 while 28% brought in a total household income o f

greater than €51,000.
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Table 4.2 Characteristics of the Parents

n %
Age o f  parent, y (± SD) 40.3 (± 6.9)

Gender

F 110 81%
M 23 17%

Marital Status

Married, and living with spouse 103 76%
Living with partner 5 4%
Separated/ divorced/ single parent 20 15%
Other 4 3%

Educational Level

Junior Certificate or GCSE 21 15%
Leaving Certificate or GCE A Levels 42 31%
HND or other Diploma 27 20%
Polytechnic/ University Ordinary or Honours 
degree 20 15%

Masters or Doctoral degree 12 9%
Other 5 4%

Total household income (Converted to Euro/ €) 

10, 000 - 50,000 89 65%
51, 000 + 39 29%

Note. Percentages and means have been rounded o ff to the nearest decimal

In term s o f  location, 78% (n = 106) o f  participants were living in the south o f  Ireland 

and 22% (n = 30) were living in Northern Ireland (Table 4.3). Participants cam e from 27 

counties with the greatest num ber o f  respondents from Dublin (14%, n = 19), Lim erick (11%, 

n = 15), Antrim (7%, n = 9), Derry (7%, n = 9) and Sligo (7%, n = 9).
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Table 4.3 Location of Parents

n % n %

Antrim 9 6.6 Limerick 15 11

Armagh 4 2.9 Louth 2 1.5

Carlow 1 0.7 Mayo 8 5.9

Cavan 3 2.2 Meath 4 2.9

Clare 1 0.7 Monaghan 1 0.7

Cork 3 2.2 Offaly 1 0.7

Derry 9 6.6 Sligo 9 6.6

Donegal 7 5.1 Tipperary 1 0.7

Down 2 1.5 Tyrone 2 1.5

Dublin 19 14.0 Westmeath 5 3.7

Galway 3 2.2 Wexford 1 0.7

Kerry 2 1.5 W icklow 10 7.4

Kildare 1 0.7 North Ireland"* 4 2.9

Kilkenny 2 1.5 Ireland^ 3 2.2

Leitrim 3 2.2

“Participants did not identify their location

In ternis o f child demographics, the mean age o f the child was 8.33 years (SD = 3.3) 

(Table 4.4). Fifteen (n = 21) percent of the children were female, 80% (n = 111) were males 

and remaining four were unidentified. Fifty-six (n = 76) percent o f children had been 

diagnosed with an autistic disorder/ classic autism, 26% (n = 35) with Asperger’s Syndrome, 

2% (n = 3) with PDD, 9% (n = 12) with PDD-NOS and the remainder (4%, n = 5) with a 

disorder on the ASD spectrum. In terms of the diagnosis, over half o f the parents received the 

diagnosis within the last three years while the remainder received the diagnosis more than 3 

years ago. The majority o f children attended mainstream school (46%, n = 63) while 10% 

(n = 14) attended an autism-specific class in mainstream school. Nine percent (n = 7) of 

children were reported to be attending a special class in a mainstream school while 15% (n = 

21) attended a special school. Six percent (n = 8) o f children were attending an autism- 

specific class in a special school and 10% (n = 13) o f children were receiving other education. 

Nine percent (n = 12) o f children were reported to have a severe learning disability. Fifteen 

percent (n = 21) had no known learning disability. Finally, only 11% (n =15) of children in
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this sample had a sibling or siblings who had also been diagnosed with an ASD while 82% (n 

= 112) did not have a sibling with an ASD.

Table 4.4 Characteristics o f the Child

n %
Age o f  child*, y (± SD) 8.33 (± 3 .3 )
Gender o f child*

F 21 15%
M 111 82%

Type o f  ASD
Autistic Disorder (classic autism) 76 56%
Asperger’s Syndrome 35 26%
Pervasive Developmental Disorder (PDD) 3 2%
Pervasive Developmental Disorder (Not Otherwise Specified) 12 9%
Other 5 4%

Time since diagnosis

Less than 6 months 7 5%
Less than 1 year 20 15%
Less than 3 years 38 28%
Less than 5 years 24 18%
Less than 10 years 35 26%
Less than 16 years 5 3%

Type o f  school
Mainstream school 63 46%
Autism-specific class in mainstream school 14 10%
Special class in mainstream school 9 7%
Special school 21 15%
Autism-specific class in special school 8 6%
Other 13 10%

Level o f  disability
Mild 38 28%
Moderate 53 39%
Severe 12 9%
None 21 15%

Sibling with ASD

Yes 15 11%
No 112 82%

Note. A very small percentage o f data were missing due to non-responses

4.4.2 Descriptives for child and parent psychological variables 

Mean scores and standard deviations for child and parent characteristics are shown in 

Table 4.5. Data on FES comm unity/ political, mean INAQ importance and mean INAQ needs 

scores were skewed. Interestingly, formal support resources including the fam ily’s GP, social 
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workers and therapists as well as early intervention or mental health services were perceived 

by parents to be more helpflil (M = 3.34, SD = 0.89) than informal support resources including 

grandparents, friends and social groups (M = 2.80, SD = 0.75).

Table 4.5 Descriptive Statistics for Child and Parent Variables

N M SD Observed range

SCQ scores 131 17.70 6.94 4-32

DBC scores 96 61.32 28.51 12-149

FES fam ily 128 3.27 0.68 1.75-4.75

FES service system 127 3.68 0.58 2.08-4.83

FES com m unity/ political 124 3.74 0.65 1.70-5.0

FSS informal support 124 2.79 0.75 1.23-4.69

FSS formal support 131 3.43 0.89 1.40-5.40

M BSS monitoring scores 131 9.31 3.32 1-15

KIPP scores 104 24.59 3.50 14.75-32.01

QRS parental stress 120 9.96 5.49 1-19

INAQ importance 136 4.26 0.64 1.27-5.0

INAQ satisfaction 136 2.35 0.79 1.0-4.02

INAQ needs 136 4.04 0.86 1.33-5.0

4.4.3 Reliability and construct validity

Cronbach’s alpha coefficients were calculated to assess the reliability o f the INAQ 

subscale scores. The Cronbach alpha coefficient for INAQ importance was found to be 0.96 

while subscale coefficients ranged from 0.61 to 0.88 (M = 0.77). In terms o f the INAQ 

satisfaction, the Cronbach alpha coefficient was 0.98 while subscale coefficients ranged from 

0.74 to 0.95 (M = 0.87). Finally, the Cronbach alpha coefficient for INAQ needs was 0.98 

while subscale coefficients ranged from 0.80 to 0.94 (M = 0.86). Since INAQ importance and 

INAQ needs mean scores were skewed, Spearman Rank Order Correlation (rho) was used to 

calculate the strength o f the relationships between the subscales o f the INAQ instrument. As 

can be seen in Table 4.6, significant relationships were found between all three subscales

184



which provided strong support for the construct validity o f  the instrument. Furthermore, these 

relationships are in the expected direction.

Table 4.6 Spearm an’s Correlations for Im portance, Satisfaction and Needs Scores

Importance Satisfaction Need

1. Importance _

2. Satisfaction -.283** -

3. Need .696** -.329** “

**p< . 01 level (2-tailed).

4.4.4 Con firnmtoiy factor analysis o f  the Information Needs Assessment Questionnaire 

(INAQ)

A confirmatory factor analysis was used to provide support for the conceptual 

framework o f  information needs by confirming the factorial validity o f the following nine 

information factors: diagnosis; services; intervention and practical strategies; educational 

issues; concerns; financial and legal issues; future issues; informing the child and others, and 

finally, resources. Following the guidelines suggested by Hoyle and Panter (1995) the 

goodness o f  fit for each model was assessed using the chi-square, the Incremental Fit Index 

(IFI: Bollen, 1989), and the Com parative Fit Index (CFI: Bentler, 1990). A non-significant 

chi-square and values greater than 0.90 for the IFI and CFI are considered to reflect acceptable 

model fit. In addition, the Root M ean Square Error o f  Approxim ation (RM SEA: 

Steiger, 1990) with 90% confidence intervals (90%CI) were reported, where a value less than 

0.05 indicates close fit and values up to 0.10 indicates reasonable errors o f  approxim ation in 

the population (Joreskog & Sorbom, 1993). The standardised root-mean-square residual 

(SRMR: Joreskog & Sorbom, 1982) has been shown to be sensitive to model m is-specification 

and its use recommended by Hu and Bentler (1999). Values less than .10 are considered to be 

indicative o f acceptable model fit.

Tables 4.7, 4.8 and 4.9 present factor dim ensions with the items having the highest

factor loadings for each o f  the INAQ subscales. The dimensions as well as the standardised
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factor loadings for all o f the items for each subscale are presented in Appendix 15. On the 

basis o f all the fit indices the measurement models were a reasonable description of the data as 

the IFI and the CFI both .90 for all three scales. Although the chi-square was significant the 

chi-square/degrees of freedom ratio were low at 2.63, 2.25, and 2.7. The RMSEA for each 

model was only slightly above the desired cut-off point, and this is not evidence enough to 

reject the model. Therefore, the nine-factor solution appears to adequately explain the 

importance, satisfaction and need for infonnation for parents of children with ASDs.
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Table 4.7 Factor loadings for importance of information categories

Factor

1: D iagnosis

2. Services

3. Interventions and 
practical strategies

4. Educational issues

5. C oncerns

6. F inancial and legal 
issues

7. Future issues

8. Inform ing the child and 
others

9. R esources

Item s w ith the h ighest loading

8. H ow  have o ther parents o f  children  w ith A SD s coped 
im m ediately  after the d iagnosis?
3. W here are the d iagnostic centres located?

15. Am I going dow n the right route in term s o f  services or 
options available to m y child  w ith an A SD ?
16. Flow the different areas o f  expertise are defined e.g. 
neurology, occupational therapy, behav iour analysis?

22. W hat is E arlyB ird? W ho offers this train ing course?

24. W hat is Picture C om m unication System  (PE C S)? W ho 
offers this training course?

39. How  can I help m y child  m ake the transition  into 
secondary school?
40. W hat can professionals do to  support m y child  
m anaging h im /herse lf in secondary school?

47. H ow  do I approach the subject o f  puberty  and sexual 
m atters w ith m y child?
46. How do I know  w hen m y child w ith an ASD  is being 
bullied?

44. How do I plan financially  for m y child?

43. W hat are our entitlem ents to state funding, e.g. 
dom iciliary  care allow ance, tax allow ance, transport etc?

50. W hat are my ch ild ’s jo b  prospects?

48. W hat resources are available for the care o f  a person 
with an ASD w hen their parents are too old?

51. H ow  do I go about telling  fam ily and friends that m ay 
child  has an A SD ? Should I tell everybody?
52. H ow  do I go about telling  siblings that s/he has an 
ASD?
17. Is there a contact list available for o ther parents o f  
children w ith A SD s located in m y area?
54. H ow do I com plete all those form s?

Factor loading

.93

.74

.80

.73

.93

.82

1 . 2 1

1.16

.70

.65

.91

.82

.88

.81

1.16

1.03

.74

.71
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Table 4.8 Factor loadings for satisfaction with inform ation categories

Factor Items with the highest loading Factor loading

1: Diagnosis 5. What pathway do 1 need to take once 1 receive a 
diagnosis?

.91

7. Is my child’s ASD going to get better or worse? .88

2. Services 11. Where should 1 go to access health services? What di I 
need to do in order to access these services?

.95

12. Where should 1 go to access educational services? What 
do I need to do in order to access these services?

.90

15. Am 1 going down the right route in terms o f  services or 
options available to my child with an ASD?

.90

3. Interventions and 18. What are the practical things that 1 can do to help my 1.05
practical strategies child with an ASD?

20. How to handle my child 's problem behaviours? 1.01

4. Educational issues 41. What are the secondary school options available to my 
child?

.94

40. What can professionals do to support my child 
managing him /herself in secondary school?

.90

35. Should 1 send my child to mainstream school, a special 
class in mainstream school or to a special school?

.90

5. Concerns 47. How do 1 approach the subject o f  puberty and sexual 
matters with my child?

.84

46. How do I know when my child is being bullied? .76

6. Financial and legal 
issues

44. How do I plan financially for my child? 1.00

45. What factors should 1 consider when making a will for 
my child?

.93

7. Future issues 49. What are the options available to my child in terms o f 
independent living?

.91

50. What are my child’s job  prospects? .91

8. Informing the child and 51. How do I go about telling family and friends that may 1.14
others child has an ASD? Should 1 tell everybody?

52. How do 1 go about telling siblings that s/he has an 
ASD?

1.14

9. Resources 55. What are the good books and websites? .87

54. How do I complete all those forms? .86
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Table 4.9 Factor loadings for need for inform ation categories

Factor

1: D iagnosis

2. Services

3. In terventions and 
practical strategies

4. Educational issues

5. C oncerns

6. F inancial and legal 
issues

7. Future issues

8. Inform ing the child and 
others

9. R esources

Item s w ith the h ighest loading

3. How  have o ther parents o f  children  w ith A SD s coped 
im m ediately  after the diagnosis?
8. W here are the diagnostic centres located?

11. W here should I go to access health services? W hat di I 
need to do in order to  access these services?
12. W here should I go to  access educational services? W hat 
do I need to do in order to access these services?

23. W hat is A pplied B ehaviour A nalysis? W ho offers this 
training course?
24. W hat is Picture C om m unication System  (PE C S)? W ho 
offers this training course?

36. W ill a p lace be available for m y child  in the appropriate 
setting?
35. Should 1 send m y child  to m ainstream  school, a special 
class in m ainstream  school o r to a special school?

47. How do I approach the subject o f  puberty  and sexual 
m atters w ith m y child?
46. How do I know  when m y child  is being bullied?

44. How  do 1 plan financially  for m y child?

45. W hat factors should I consider w hen m aking a will for 
m y child?

48. W hat resources are available for the care o f  a person 
w ith an A SD  w hen their parents are too old?
50. W hat are m y c h ild ’s jo b  prospects?

52. How do I go about telling siblings that s/he has an 
A SD ?
51. How  do I go about telling fam ily and friends that m ay 
child  has an A SD ? Should I tell everybody?

55. W hat are the good books and w ebsites?

54. H ow do I com plete all those form s?

Factor loading

1.08

1.02

.93

.92

1.07

1.05

1.18

1.13

.93

.87

1.05 

.99

1.02

1.02

1.34

1.25

1.08 

1.08
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4.4.5 Description o f  the INAQ categories

Parents’ scores for the importance (M = 4.26, SD = 0.64) and need (M = 4.04, SD = 

0.86) for information were relatively high with mean total scores out of a potential 5.0. These 

results indicated that information in the INAQ was perceived by parents in the present study to 

be important and needed. Furthermore, parents were found to be generally dissatisfied with 

information provision which was demonstrated by their low satisfaction scores (M = 2.35, SD 

= 0.79) with 1 = veiy dissatisfied, 5 = veiy satisfied.

Table 4.50 presents a rank ordering o f the importance o f information categories by 

mean scores. The information category most frequently identified as being very important 

was information about concerns (M = 4.52, SD = 0.86). For example, parents considered 

information in relation to their child’s safety and sexual development (i.e. "How do I know 

when my child with an ASD is being bullied?' and ‘‘How do I approach the subject o f  puberty 

and sexual matters with my child?') to be extremely important. Other highly rated infomiation 

categories included future issues (M = 4.47, SD = 0.90) (e.g. ‘ What resources are available 

fo r the care o f a person with an ASD when their parents are too old?' and ‘What are my 

ch ild’s job  prospects? ’), services (M = 4.46, SD = 0.67) (e.g. 'What sei-vices are available to 

my child in terms o f treatments and therapies, e.g. diet intervention, medication? ’ and ‘Where 

should I go to access educational services? What do I need to do in order to access these 

sei~vices?’) and financial and legal issues (M = 4.44, SD = 0.90) (e.g. ‘How> do I plan 

financially fo r my child? ’ and ‘What factors should I consider when making a will fo r my child 

with an ASD? ’).

190



Table 4.50 Rank ordering of importance of information categories by mean from very 

important (5) to not very important (1)

Category M SD

Concerns 4.52 0.86

Future issues 4.47 0.90

Services 4.46 0.67

Financial and legal 4.44 0.90

Diagnosis 4.39 0.72

Intervention and practical strategies 4.26 0.65

Educational issues 4.15 0.84

Resources 3.98 0.93

Informing the child and others 3.72 1.21

Parents were also asked to assess each information item in terms of their level of 

satisfaction with the provision of information on that item. The mean rank order of the 

information categories is outlined in Table 4.51. Most parents reported that their information 

needs were inadequately addressed. The three infonnation categories least likely to be met 

were fliture issues (M = 2.02, SD = 0.91), concerns (M = 2.04, SD = 0.94) and services (M = 

2.16, SD = 0.90). Other information categories that were not well met addressed parents’ 

financial and legal issues as well as resources. A further key finding was that infonnation on 

interventions and practical strategies was considered by parents to be moderately met 

compared to the aforementioned categories. In other words, parents were more satisfied with 

information in relation to, for example, handling the child’s problems behaviours or teaching 

the child daily living skills than they were with information on planning for the child’s future.
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Table 4.51 Rank ordering o f level o f satisfaction with inform ation categories by mean 

from (1) very dissatisfied to (5) very satisfied

Category M SD

Future issues 2.02 0.91

Concerns 2.04 0.94

Services 2.16 0.90

Financial and legal 2.34 1.00

Resources 2.38 0.93

Educational issues 2.40 0.87

Diagnosis 2.41 0.86

Intervention and practical strategies 2.44 0.86

Informing the child and others 2.51 1.15

As anticipated, the information categories that parents in the present study rated as 

being the most important and the least satisfied with were also perceived by parents to be 

needed. Out o f the nine information categories, the highest ranked need was for information 

in relation to concerns (Table 5.52). Infonnation on services was also perceived by parents to 

be needed followed by information in relation to future issues. The lowest ranked information 

categories in terms o f needs were resources and informing the child and others. More 

specifically, parents in the present study were least concerned about needing contact details of 

other parents or information on how to inform their family and friends about their child’s 

ASD. Table 4.53 presents a rank ordering o f information items listed under their respective 

categories in terms o f priority of need. For example, in relation to the services category, 

information on accessing educational services as well as treatments and therapies was 

considered by parents to be a high priority need compared to information on accessing respite 

services. Similarly, parents reported needing a great deal o f information concerning future 

issues with the greatest need in this category being information on the resources available to 

parents when they are no longer able to care for their child. Parents also requested 

information in relation to financial and legal issues with the most frequently cited item in this 

category being information on how to plan financially for the child.
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Table 4.52 Rank ordering of information needs categories by mean from very much 

so (5) to none (1)

Category M SD

Concerns 4.40 0.99

Services 4.28 0.90

Future issues 4.22 1.08

Financial and legal 4.22 1.05

Diagnosis 4.15 0.91

intervention and practical strategies 4.05 0.92

Educational issues 3.90 1.07

Resources 3.73 1.32

Informing the child and others 3.50 1.32

The author calculated the mean factor scores by firstly calculating the mean score for 

each item (e.g. item 1, item 2, etc) and then using these mean scores to calculate the mean 

factor scores (i.e. for factor 1 (diagnosis), factor 2 (services), etc). In doing this, the author 

reduced the amount o f  variance risking a Type 1 error which meant that any differences found 

were more likely to be significant. For example, if  participants scored on an item from 1 to 5 

and there were 10 participants in total, then the m inimum score would be 10 and the maximum 

score would be 50. By calculating the mean factor scores the way the author did, she reduced 

the amount o f  variance by calculating the mean scores from 1 to 5 instead o f  10 to 50. A range 

o f scores from 10 to 50 would have meant a large amount o f  variance and then any differences 

that were found to be significant would have been considered as being truly significant. In 

light o f  this, the findings tabulated here must be considered carefully.
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Table 4.53 Rank ordering of information items listed under their respective categories 

in terms of priority of need

Rank order

CONCERNS

How do I know when my child with an ASD is being bullied? 1

How do 1 approach the subject o f  puberty and sexual matters with my child? 2

SERVICES

Where should 1 go to access educational services? What do I need to do in order to access these 1
services?

1

What services are available to my child in terms o f  treatments and therapies, e.g. diet
2.5

intervention, medication?

Am 1 going down the right route in terms o f services or options available to my child? 2.5

Where should 1 go to access health services? What do 1 need to do in order to access these
A

services?

How are the different areas o f  expertise defined e.g. neurology, occupational therapy, behaviour

analyst?

Where should 1 go to access respite services? What do 1 need to do in order to access these
A

services?
0

What services are available for the well being o f  parents? 7

FUTURE ISSUES

What resources are available for the care o f  a person with an ASD when their parents are too 1
old?

1

What are my child’s job  prospects? 2

What are the options for my child in terms o f  independent living? 3

FINANCIAL AND LEGAL ISSUES

How will 1 plan financially for my child? 1

What factors should I consider when making a will for my child with an ASD? 2

What are our entitlements to state funding, e.g. domiciliary care allowance, tax allowance,
T

transport allowance, grants?
J

DIAGNOSIS

What does a diagnosis o f  an ASD mean for my child in terms o f  future development? 1

How are autistic spectrum disorders (ASDs) defined? 2
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Rank order

W hat are the positive outcom es for the child  w ith an A SD ? 3

W hat pa thw ay do I need to  take once I receive a diagnosis? 4.5

Is m y c h ild ’s A SD  going to get better o r w orse? 4.5

W here are the d iagnostic centres located? 6

How  have o ther parents o f  children w ith A SD s coped im m ediately  after the diagnosis? 7

IN T E R V E N T IO N  A N D  PR A C TIC A L STR A TEG IES

W hat tra in ing  course(s) do I need to do in order to help m y child? I

H ow  to help  m y child  cope w ith specific issues e.g. difficulties w ith em otional expression,
2

depression, anger m anagem ent or lack o f  friendships?

H ow  to handle  m y ch ild ’s problem  behaviours? 3.5

H ow  to teach m y child  daily  living skills such as dressing  or to ileting? 3.5

How  do you teach  social skills to som eone w ho is not in terested in learning social skills? I

W hat are the practical things that I can do to help m y child  w ith an A SD ? 2

W hat is a social skills training course? W ho offers this training course? 3

W hat does early  in tervention  m ean? 4.5

W hat is A pplied  B ehaviour A nalysis (A B A )? W ho offers this train ing course? 4.5

W hat is P icture Exchange C om m unication  System  (PEC S)? W ho offers th is train ing course? 6

W hat is E arlyB ird? W ho offers th is training course? 7

W hat is TEA A C H  (The Treatm ent & Education o f  A utistic and C om m unication H andicapped
8

C hildren)? W ho offers this training course?

W hat is the H anen program ? W ho offers this train ing course? 9

W hat is M arte M eo? W ho offers this? 10

E D U C A T IO N A L  ISSU ES

W hat are the d ifferen t types o f  teaching approaches that m ight suit m y child  w ith an A SD ? 1

W hat are m y c h ild ’s entitlem ents in term s o f  education, e.g. hom e tuition, exem ption from
2

Irish?

W hat does an Individual Education Plan (lE P) m ean for m y child? 3

W hat are the secondary  school options available to m y child  in Ireland? 4

W hat can professionals do to support m y child  m anaging h im /herse lf in secondary  school? 5

H ow  can I help m y child  m ake the transition into secondary school? 6

W hat are the reasons for m y ch ild ’s learning problem  7

W ill a p lace be available for m y child  in the appropriate school setting? 8

Should  [ send m y child  to a m ainstream  school, a special class in a m ainstream  school? 9
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Rank order

Where w ill I send my child to preschool or primary school? 10.5

What are m y child’s options in terms o f  Third Level education (i.e. college, university)? 10.5

38. Should I send my child to an all boys’ school or an all girls’ school? 12

37. Should I send my child to a fee-paying school or a non-fee paying school? 13

RESOURCES

What are the good books and w ebsites? 1

Is there a contact list available for other parents o f  children with A SD s located in my area? 2

How do 1 com plete all those forms? 3

INFORMING THE CHILD A N D  OTHERS

How do I go about telling the child that he/she has an A SD  1

How do I go about telling fam ily and friends that my child has an ASD? Should I tell
2

everybody?

How do I go about telling siblings that he/she has an ASD? 3

4.4.6 Description o f  family empowerment means suhscale scores

Mean FES scores at the family level were comparatively lower (M = 3.27, SD = 0.68) 

than at the service system (M = 3.68, SD = 0.58) level or the community/ political level (M = 

3.74, SD = 0.65) (Table 4.6). Parents in this study had a greater sense o f empowerment in 

terms o f dealing with professionals and services as well as participating in advocacy- and 

community-related activities than they experienced when dealing with day-to-day issues with 

their child and family in the home.

4.4.7 Pearson and Spearman correlations between all variables

Pearson correlations o f  all variables are presented in Table 4.54 and Spearman 

correlations for skewed variables are presented in Table 4.55. Parental stress and the severity 

o f the child’s ASD were significantly correlated (r = .458, n = 120, p < .01). Parental stress 

was also correlated with the extent o f the child’s behavioural or emotional problems (r = .495, 

n = 91 , p  < .01). As might be expected, there was a significant negative relationship between

196



parents’ stress scores and positive perception scores (r = -.457, n = 98, p < .01). In other 

words, the more stressed parents felt, the less likely they would have positive perceptions 

about the impact o f  the child ASD on their personal or fam ily life. Furthermore, parental 

stress was negatively associated with their mean satisfaction scores (r = -.200, n = 120, p < 

.01) which implies that parents who are stressed are more likely to be dissatisfied with the 

provision o f information. These parents were also more likely to perceive formal supports to 

be unhelpfial (r = -.227, n = 120, p < .05).

An interesting finding was that positive perceptions were strongly associated with the 

helpfulness o f infom ial (r = .314, n = 99, p < .01) and not formal support. This means that the 

more helpful parents considered, for example, their fam ily and friends to be, the more likely 

they would have positive perceptions. The helpfulness o f formal support was positively 

correlated with mean satisfaction scores (r = .232, n = 131, p < .01). In other words, the more 

helpful parents perceived, for example, clinicians or the intervention team, to be, the more 

likely they were to be satisfied with the provision o f  information.

There was a strong relationship between the importance o f  inform ation m ean scores 

and need for information mean scores (rg = .696, n = 131, p < .01) (Table 4.9). This suggests 

that the more important parents considered the infonnation to be, the more likely they would 

indicate a need for infonnation. Information needs were also negatively correlated with 

parents’ satisfaction scores (rg = -.329, n = 136, p < .01) as expected. Parents who were 

dissatisfied with the provision o f  infonnation were more likely to report a greater num ber o f 

information needs compared to parents who were satisfied with infonnation provision.

In terms o f  empowerment, the helpfulness o f  infonnal support was positively

associated with empowerm ent at the family level (r = .267, n = 121, p < .01) and to a lesser

extent with empowerm ent at the service system (r = .190, n = 120, p < .05) and com m unity or

political levels (rg = .203, n = 118, p < .05). On the other hand, the helpftilness o f  formal

support was strongly conelated with em powerm ent at the fam ily (r = .264, n = 128, p < .01),

service system (r = .353, n = 127, p < .01) and com m unity or political (rs = .346, n = 124, p <

.01) levels. The more helpful formal support services were the more likely parents would

have a greater sense o f  em pow ennent at all three levels. Em powerm ent was also associated
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with parental stress where the more stressed parents were the less empowered they were likely 

to feel at the family (r = -.193, n = 118, n = 128, p < .05), service system (r = -.206, n = 118, p 

< .05) and community or political (rj = -.228, n = 114, p < .05) levels. Finally, positive 

perceptions were positively correlated with empowerment at the community or political level 

(rs= .219, n = 98, p < .05) which suggests that parents who reported being more positive about 

their child’s ASD were more likely to feel empowered in terms o f  the community.

Table 4.54 Pearson Correlations for Family Empowerment (Family and Service System  

levels), Severity of the ASD, Extent of the Behavioural Problems, Informal and Formal Social 

Support, Positive Perceptions, Parental Stress and Mean Satisfaction Scores

1 2 3 4 5 6 7 8 9

1. FES family -

2. FES ser. sys. .808** -

3. Sev. o f  ASD -.107 -.137 -

4. Behav. probs. -.117 -.135 .580** -

5. Inform, supp. .267** .190* -.101 -.159 -

6. Formal supp. .264** .353** -.105 -.060 .266** -

7. Posit, percep. .186 .183 -.139 -.074 .314** .140 -

8. Parent stress -.193* -.206* .458** 495* * -.178 -.227* -.457** -

9. Mn. satisfy. .010 .159 .166 -.090 -.029 .232** .219 -.200* -

Note. Sev. o f  ASD = severity o f  the autistic spectrum disorder; Behav. probs. = behavioural/ emotional problems; 

inform, support = helpfulness o f  informal support; info.-sk behave. = information-seeking behaviour; Positive 

percep. = positive perceptions and Mn. satisfy = INAQ mean satisfaction scores. *p < .05, 2-tailed. **p < .01, 2- 

tailed.
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Table 4.55 Spearman Correlations for Family Empowerment (Community or Political level), 

INAQ mean importance scores and INAQ mean needs scores

FES community Mean importance scores Mean needs scores

1. FES family 794** -.038 -.017

2. FES service system 813* * -.100 -.024

3. FES community/ political - -.064 -.043

4. Severity o f  the ASD -.081 .126 .128

5. Behavioural problems -.072 .154 .080

6. Informal support .203* .053 -.022

7. Formal support 346** -.016 .029

8. Positive perceptions .219* -.104 -.022

9. Parental stress -.228* .143 .021

10. Mn. import, scores -.064 - -

11. Mn. satisfy, scores .145 -.283** -  329**

12. Mn. needs scores -.043 .696** -

Note. Mn import, scores = mean importance scores; Mn needs scores = mean needs scores.

4.4.8 T tests, chi squares and AN OVAs

A one-way between groups analysis o f variance (ANOVA) was conducted to explore 

the effect o f the time since the diagnosis on parents’ mean scores on the INAQ. Parents were 

divided up into three groups according to the time since the diagnosis; Group 1 = less than 1 

year (n = 27); Group 2 = less than 5 years (n = 62) and Group 3 = less than 16 years (n = 40). 

There was a significant difference at the p < .05 level in importance scores for the three time 

since the diagnosis groups [F (2, 126) = 3.47, p = .034], Post-hoc comparisons using the 

Bonferroni test indicated that the mean score for Group 1 (M = 4.49, SD = 0.41) was 

significantly different from Group 3 (M = 4.09, SD = 0.62). This means that parents with a 

relatively recent diagnosis were more likely to rate the information important compared to 

parents with an older diagnosis. Although there was an insignificant difference in satisfaction 

scores for the three time since the diagnosis groups [F (2, 126) = 1.80, p = .17], a mean plot 

diagram suggests that satisfaction scores increase as the time since the diagnosis increases 

(Figure 4,1). Similarly, there were no significant findings in terms o f information needs [F (2, 

126) = .90, p = .41] (Figure 4.2). However, it may be inferred from the mean plot diagram
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that parents with a more recent diagnosis were more likely to indicate a greater number o f 

needs compared to parents with an older diagnosis.

A one-way ANOVA with the child’s behavioural problems as the independent variable 

and the time since the diagnosis as the dependent variable found that the extent o f behavioural 

problems differed significantly [F (2, 89) = 3.89, p = .24] between parents who had received 

the diagnosis less than 1 year ago (M = 74.63, SD = 32.21) and parents who had received the 

diagnosis less than 16 years ago (M = 51.08, SD = 28.85). This finding implies that parents 

with an older diagnosis (or an older child) were more likely to have children with fewer 

behavioural and emotional problems.

2 .5 0 -

o
O  (/>

2 .4 0 -

a 2 .3 0 -

2 .2 0 -

Less than 16 yearsLess than 1 year Less than 5 years

Age of the diagnosis

Figure 4.1 Mean Plots o f Satisfaction with information Scores and the Time since the 

diagnosis
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Figure 4.2 Mean Plots of Information Needs Scores and the Time since the diagnosis

4.4.9 MANOVA findings fo r  information

From the analyses o f information so far as well as findings from previous research, the 

author chose to enter the following variables as independent variables into a MANOVA with 

information as the dependent variable: time since the diagnosis, the helpfulness o f formal 

support and parental stress.

MANOVA for the Information Needs Assessment Questionnaire

A MANOVA was performed to examine whether participants’ scores on the three 

dependent variables (importance, satisfaction and needs) showed differences across the time 

since the diagnosis, the perceived helpfulness o f formal support and parental stress. The 

rationale for doing this was based on the findings from previous research as well as on the 

findings from the analyses carried out in the present study. The perceived helpfulness o f 

formal support was divided into three groups: Group 1 = low; Group 2 = medium and Group 3 

= high. Parental stress was divided into 3 groups: low stress, medium stress and high stress.

There was a significant difference between the time since the diagnosis groups on the 

combined dependent variables (i.e. importance, satisfaction and need for infomiation) [F (6, 

180) = 2.15, p = 0.05; W ilks’ Lambda = 0.87; partial eta squared = .07]. This result indicates 

that the sections taken together differentiated between parents who had a relatively recent
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diagnosis and parents who had an older diagnosis. In terms o f importance scores, there was a 

significant main effect for the time since the diagnosis [F (2, 92) = 5.26, p  < .05; partial eta 

squared = .10] while the main effect for parental stress was close to being significant [F (2, 

92) = 2.81, /? = .065; partial eta squared = .06]. In terms o f satisfaction scores, there was a 

significant main effect for the helpfulness o f formal support [F (2 , 92) = 3.93, p  < .05; partial 

eta squared = .08]. The means, standard deviations and number o f parents across the three 

subscales are presented in Table 4.56. Also shown are univariate F tests for the sections.

Post-hoc comparisons using the Bonferroni test indicated that (a) the more recent the 

diagnosis the more likely parents would find the information to be important; (b) the more 

helpful fonnal support was reported to be the more satisfied parents were with the provision o f 

information and finally, (c) the more stressed parents felt, the more important they considered 

the information to be. Although findings for all other effects were insignificant, it can be seen 

in Table 4.1.1 that (a) parents with a recent diagnosis were more likely to report a greater 

number o f infonnation needs compared to parents with an older diagnosis; (b) the more 

stressed parents were the more likely they would report a greater number o f information needs 

compared to parents who were less stressed and (c) parents who perceived formal support to 

be very helpftil were more likely to report a greater number o f information needs compared to 

parents who found this support to be unhelpful.
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Table 4.56 Univariate F test of key variables across tlie INAQ subscales

Variables INAQ importance INAQ satisfaction INAQ needs

Time since the diagnosis

n M SD M SD M SD

1 25 4.46 0.41 2.28 0.79 4.24 0.71

2 55 4.40 0.53 2.24 0.74 4.18 0.75

3

Univariate F (2, 92)

36 4.06

5.26*

0.66 2.49 0.76 3.91 0.80

Helpfulness o f  formal support

1 37 4.38 0.44 2.03 0.64 4.08 0.74

2 48 4.22 0.68 2.44 0.77 4.06 0.89

3

Univariate F (2, 92)

31 4.35 0.51 2.50

3.93*

0.79 4.22 0.58

Parental stress 

1 43 4.16 0.71 2.46 0.75 4.08 0.88

2 41 4.35 0.49 2.44 0.74 4.04 0.69

3 32 4.44 0.41 2.00 0.71 4.25 0.70

Univariate F (2, 92) 2.81**

*p < .05. ** p =  .065

4.4.9.1 Additional analyses

A separate 1-way ANOVA was performed to examine the importance categories in 

relation to the time since the diagnosis groups. Findings from this analysis indicated that 

parents with a relatively recent diagnosis were more likely to perceive information about the 

diagnosis, educational issues, informing the child and others and resources to be important 

compared to parents with an older diagnosis (Figure 4.3).
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Figure 4.3 Mean Plots of Importance o f Information Categories for the Time since 

the Diagnosis

In terms o f information needs categories, parents with a diagnosis o f  less than 1 year 

were more likely to report more needs than parents with an older diagnosis (Figure 4.4). 

More specifically, there was a significant difference at the p < .05 level in needs scores in 

terms o f  the ‘informing the child and others’ construct [F (2,126) = 4.35, p = .015] where post- 

hoc comparisons revealed that parents with a relatively recent diagnosis were more likely to 

report needing more information on this topic (M = 4.06, SD = 1.12) compared to parents with 

an older diagnosis (M = 3.15, SD = 1.18). In general, the more recent the diagnosis, the 

greater number o f  information needs reported.
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Figure 4.4 Mean Plots of Information Needs Categories for the Time since the 

Diagnosis

The effect of child symptomatology (SCQ) on information needs themes was also

explored using a 1-way ANOVA which produced a significant result at the p < .05 level for

services [F (2, 128) = 3.34, p = .039] and interventions/ practical strategies [F (2, 128) -  6.04,

p =.003]. Post-hoc comparisons revealed that the more severe the ASD, the more likely

parents would indicate a need for information on interventions and practical strategies.

Interestingly, parents of children with moderate SCQ scores reported the greatest need for

information about concerns, services, financial and legal issues, future issues, informing the

child and others and resources compared to parents of children with low or high SCQ scores

(Figure 4.5). In terms of parents’ satisfaction with the information offered, an i'ndependent-

samples t test was employed to assess whether there was a significant difference in mean

satisfaction scores for the level o f learning disability (LD). LD was collapsed into two groups:

Group 1: none to mild LD (n = 59) and Group 2: moderate to severe LD (n = 65). There was a

significant difference found where parents o f children with a moderate to severe LD were

more likely to be satisfied with the level of information (M = 2.53, SD = 0.76) compared to
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parents o f children with none to mild LD (M = 2.14, SD = 0.75, t (122) = -2.86, p = 0.005, 

two-tailed).
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Figure 4.5 Mean Plots of Information Needs Categories for the Severity of ASD

Information and type o f  school

The rationale for investigating information in terms o f the type o f school the child was 

attending was that findings from previous research as well as the findings described in Chapter 

Three indicated that the more severe the ASD, the more likely these parents would be satisfied 

with the level o f information. A 1-way ANOVA was conducted to explore the effect o f  the 

type o f  school on the INAQ subscale scores. Participants were divided into 3 groups 

according to the type o f  school their child was currently placed in: Group 1 = mainstream (n = 

63); Group 2 = autism-specific class in mainstream or special class in mainstream (n = 23) and 

Group 3 = special school or autism-specific class in special school (n = 29). There was a 

significant difference at the p < .05 level in satisfaction with information scores for the three 

school groups [F (2, 112) = 3.98, p = 0.021]. Post-hoc comparisons using the Bonferroni test 

indicated that the mean score for Group I (M = 2.25, SD = 0.75) was significantly different
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from Group 3 (M = 2.72, SD = 0.69). This means that parents o f children in mainstream 

school were less likely to be satisfied with information provision compared to parents o f 

children in more specialised educational placements (Figure 4.6).

However, it is important to note that the risk o f having unequal numbers in variable 

subgroups in an ANOVA is that there may be a lack o f homogeneity variances. One can see 

there is a significant difference for the ‘type o f school’ variable between Group 1 and Groups 

2 and 3 in terms o f numbers. This is problematic if  the test o f homogeneity o f variances (i.e. 

Levene’s statistic) is found to be significant. In other words, if this is significant then the 

author does not have homogeneity o f variances which means that any significant findings 

reported in this study for the ‘type o f school’ variable need to be considered carefully.
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Figure 4.6 Mean Plots for Satisfaction with Information and the Type o f School

Furthermore, the difference in information needs scores for the three school groups 

was close to being significant [F (2, 112) = 2.87, p = 0.061] (Figure 4.7). Parents who 

reported a greater number o f information needs were more likely to have children in an 

autism-specific class in mainstream/ special class in mainstream followed parents o f children

207



in mainstream school. Parents of children attending a special school had comparatively fewer 

information needs.

Finally, there was no significant relationship between parents’ infomiation-seeking 

behaviour and their information needs which will be discussed in relation to the limitations of 

the present study.
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Figure 4.7 Mean Plots for Information Needs and the Type of School

4.4.10 MANOVA findings fo r  fam ily empowerment

A MANOVA was used to examine whether parents’ scores on the three femily 

empowerment subscales (dependent variables) displayed differences across key demographic 

and psychological independent variables including the time since the diagnosis, total 

household income (income level), the helpfulness of formal support and parental stress. 

Despite there being no significant relationships between the family empowerment subscales 

and the INAQ subscales, INAQ mean group scores were entered into the MANOVA as 

additional independent variables. The rationale for doing this was that findings from previous
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research highhghted the relationship between effective information provision and gaining a 

sense o f empowerment.

Each INAQ subscale was collapsed into three groups: Importance (Group 1 = low 

importance, Group 2 = not sure, Group 3 = high importance); Satisfaction; (Group 1 = 

dissatisfied, Group 2 = not sure, Group 3: satisfied) and Needs (Group 1 = low priority need, 

Group 2; not sure, Group 3: high priority need). Similarly, the helpfulness o f formal support 

was divided into three groups: Group 1 = low; Group 2 = medium and Group 3 = high. 

Parental stress in terms of parent and family problems was also divided into 3 groups: Group 1 

= low stress. Group 2 = medium stress and Group 3 = high stress. Finally, income scores could 

only be collapsed into two groups (Group 1: €10,000 - €50,000 and Group 2: €51,000 +). 

Although this would mean that post-hoc comparisons could not be performed on the income 

groups since there were only two groups, it was possible to observe the impact o f income on 

each empowerment subscale from the mean plots.

In tenns o f empowerment at the community or political level, there was a significant 

main effect for the time since the diagnosis [F (2, 102) = 5.50, p < .05, partial eta squared = 

.55] while the main effect for parental stress was close to being significant [F (2, 102) = 4.03, 

p = .056, partial eta squared = .47]. In terms o f FES service system, the main effect for both 

the time since the diagnosis [F (2, 102) = 3.67, p = .068, partial eta squared = .45] and for 

parents’ level o f satisfaction with information [F (2, 102) = 3.59, p = .07, partial eta squared = 

.44] were close to being significant. Univariate F tests o f individual FES subscales were also 

performed across these variables. The means, standard deviations and number of parents 

across the three empowennent subscales are presented in Table 4.57. Also shown are 

univariate F tests for the sections where *p < .05 and **p < .01.

Post-hoc comparisons using the Bonferroni test indicated that (a) parents with an older 

diagnosis were more likely to have a greater sense o f empowerment especially at the service 

system level and the community or political level compared to parents with a more recent 

diagnosis; (b) parents who were satisfied with information provision were more likely to have 

greater feelings o f empowerment at the service system level compared to parents who were 

dissatisfied with the level o f information offered and (c) parents who reported experiencing a
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high level o f stress were more likely to feel less empowered at the community or political 

level compared to parents who were less stressed.

Although findings for all other effects were insignificant, it can be seen from Table 

4.54 that the more helpful formal support was perceived to be the more likely parents would 

have a greater sense o f empowerment at the community or political level. Interestingly, 

empowerment at the family level increased and then decreased as the helpfulness o f formal 

support increased while similarly, empowerment at the service system level increased and then 

tapered off. In other words, access to effective formal support facilitated parents in gaining a 

greater sense of empowerment at these two levels up to a certain point before it caused their 

sense o f empowennent to waver or decrease somewhat. A further analyses using a 1-way 

ANOVA where FES scores were entered as the dependent variables and formal support 

groups were treated as the dependent variables produced significant results supporting for the 

above observations: family [F (2, 125) = 7.74, p < .01], service system [F (2, 124) = 10.26, p < 

.01] and community/ political [F (2, 121) = 7.51, p < .01].

Furthermore, Table 4.57 indicates that parents who reported being unsure o f their 

information needs were more likely to have a greater sense o f empowerment at the family, 

service system and community or political levels compared to parents who reported fewer 

information needs. The actual differences in the means scores are very small. However, they 

suggest that parents who were unsure o f their information needs may have been between key 

child developmental milestones and although they may have been aware o f their past and 

current information needs, they may have been unsure about the type of information they 

might need in the future.
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Table 4.57 Univariate F test of key variables across the Empow erment Subscales

Variables Family Service system Community

Time since the diagnosis

n M SD M SD M SD

1 23 3.05 0.54 3.49 0.47 3.52 0.62

2 53 3.18 0.67 3.60 0.59 3.65 0.65

3

Univariate F (2, 102) 

Formal support

34 3.60 0.65 3.97

3.67**

0.52 4.01

5.50*

0.59

1 37 2.98 0.65 3.41 0.55 3.44 0.63

2 44 3.48 0.65 3.83 0.56 3.86 0.59

3

Univariate F (2, 102) 

Parental stress

29 3.38 0.61 3.83 0.49 3.90 0.65

1 40 3.43 0.64 3.86 0.52 3.88 0.59

2 39 3.25 0.62 3.60 0.46 3.79 0.63

3

Univariate F (2, 102) 

Importance

31 3.13 0.75 3.58 0.70 3.47

4.03**

0.68

1 34 3.30 0.62 3.70 0.55 3.68 0.65

2 41 3.29 0.66 3.75 0.55 3.85 0.58

3

Univariate F (2, 102) 

Satisfaction

35 3.26 0.75 3.61 0.62 3.64 0.72

1 39 3.24 0.79 3.55 0.63 3.65 0.72

2 37 3.30 0.62 3.75 0.55 3.74 0.54

3

Univariate F (2, 102) 

Needs

34 3.31 0.60 3.79

3.59*

0.51 3.83 0.67

1 34 3.18 0.58 3.62 0.53 3.65 0.63

2 39 3.37 0.65 3.77 0.55 3.85 0.63

3

Univariate F (2, 102)

37 3.28 0.77 3.67 0.63 3.68 0.68
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4.4.10.1 Additional analyses

Family empowerment and type o f school

A 1-way ANOVA was conducted to explore the type of school on family 

empowerment subscale scores. As a reminder: Group 1 = mainstream; Group 2 = autism- 

specific class in mainstream or special class in mainstream and Group 3 = special school or 

autism-specific class in special school. There was a statistically significant difference at the p 

< .05 level in FES family scores for the three school groups [F (2, 106) = 4.34, p = 0.015]. 

Post-hoc comparisons using the Bonferroni test indicated that the mean score for Group 1 (M 

= 3.19, SD = 0.72) was significantly different from Group 2 (M = 3.59, SD = 0.59). In 

addition, Group 2 was significantly different from either Group 3 (M = 3.10, SD = 0.51). This 

suggests that parents o f children in an autism-specific class in mainstream or special class in 

mainstream had a greater sense o f personal empowerment compared to parents o f children in 

either a mainstream-only school or a special school. In terms o f feelings of empowerment at 

the community or political level, the mean score for Group 2 (M = 4.07, SD = 0.51) was 

significantly different from Group 3 (M = 3.58. SD = 0.56). Parents o f children attending an 

autism-specific class in mainstream or a special class in mainstream reported were more likely 

to have a greater sense o f empowerment in terms o f participating in community activities 

compared to parents o f children who were attending a mainstream school or a special school.

4.4.11 Parents’ preferences fo r  sources o f  information

The majority o f parents preferred to receive information on a one-to-one basis with 

professionals (M = 2.85, SD = 0.45) followed by a preference for seminars run by parents (M 

= 2.78, SD = 0.51), parent training courses (M = 2.73, SD = 0.59), seminars delivered by 

professionals (M = 2.71, SD = 0.61) and parent support groups (M = 2.48, SD = 0.72) (Table 

4.58).
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Table 4.58 Preferences for Sources of Information

n M SD

One-to-one-consultation 133 2.85 0.45

Seminars delivered by parents 133 2.78 0.51

Parent training courses 133 2.73 0.59

Seminars delivered by professionals 134 2.71 0.61

Parent support group 133 2.48 0.72

Books 131 2.40 0.74

Handouts 131 2.37 0.75

Internet 129 2.20 0.85

DVD/ video 129 2.09 0.86

CD-ROM 132 2.00 0.88

Audiotape 132 1.70 0.83

4.5 Discussion
The need for information and advice from professionals is alm ost certainly never more 

critical than at significant stages o f the child’s life (Bailey et al. 2005), for example, 

imm ediately after the diagnosis, pre-prim ary school, the transition from prim ary to secondary 

school and the transition from child services to adult services. Even before the diagnosis, the 

prim ary goal o f many parents o f  children with ASDs is to secure appropriate information and 

services relevant to their child’s needs. Access to effective information provision is critical to 

parents for several reasons including helping them  to understand the child; enabling them to 

participate in jo in t decision-m aking and facilitating them in gaining a greater sense o f family 

empowerment. During this time, parents will encounter a range o f  service providers and 

professionals depending on the child’s type and level o f  disability. How competent and in 

control parents feel in dealing with and influencing these professionals may ultimately 

determine how successful they are in accessing services and producing positive outcomes 

(Singh et al. 1997).
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Previous research found a relationship between parents’ information needs and (1) 

their educational level (Gowen et al. 1993); (2) the severity of the child’s DD (Granlund et al. 

2001; Westling, 1997) and (3) the child’s age (McConkey, 2003). The present study found no 

significant relationship between parents’ information needs and their educational level or the 

child’s age. Findings indicated that parents with a comparatively recent diagnosis and parents 

who were experiencing a high level o f stress were more likely to (a) find the information 

important, (b) be dissatisfied with the level of information offered and (c) report a greater 

number of infonnation needs compared to parents with an older diagnosis or who were less 

stressed. Parents with an older diagnosis were more likely to have children with fewer 

behavioural and emotional problems. This may explain why parents with a relatively recent 

diagnosis had high importance of information scores because these parents were more likely to 

have a child who displayed more behavioural problems compared to parents with an older 

diagnosis. Furthermore, the latter group of parents may also have been in the early stages of 

connection with services. By accessing and utilizing information, this may help parents to 

gain significant competence and self-efficacy as they try to help their child.

Furthermore, findings from this study illustrated that parents o f children with ASDs 

have a great need for information regarding all aspects o f their child’s ASD and care, which is 

in line with earlier studies on information needs and developmental disabilities (Ateah, 2003; 

Bailey et al. 1988; Gowen et al. 1993; Granlund et al. 2001; McConkey, 2003; Scharer, 2002; 

Westling et al. 1997). The greatest information need among parents in the present study was 

for information regarding bullying and sexual development. This is not surprising considering 

that the issue of bullying is related to the safety o f the child. Moreover, sexual development is 

perceived to be a particularly difficult time for the majority o f adolescents with and without 

ASDs while the overall finding in this and the previous study was that all parents were 

concerned with their child’s sexual development. Parents with a diagnosis o f between one and 

five years appeared to be especially concerned about these issues compared to parents with a 

recent or an older diagnosis which may have reflected the age or stage at which their child was 

at. Other high priority needs included information on services, financial and legal issues and 

future issues as well as information around the diagnosis.
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In terms o f family empowerment, the present study found that (a) parents with an older 

diagnosis were more likely to have a greater sense of empowerment especially at the service 

system level and the community or political level compared to parents with a more recent 

diagnosis; (b) parents who were satisfied with information provision were more likely to have 

greater feelings o f empowerment compared to parents who were dissatisfied with information 

provision and (c) parents who reported a high level o f stress were more likely to feel 

disempowered than parents who were less stressed. The next sections describe these results 

in greater detail.

4.5.1 Information

4.5.1.1 The time since the diagnosis

According to Gray et al. (1992), parental stress is associated with the time since the 

diagnosis. The more recent the diagnosis, the more likely parents are going to be stressed. 

Furthermore, parents tend to use fewer coping strategies as they get older (Gray, 2006). Gray 

proposed that younger parents use problem-focused coping strategies whereas older parents 

are more likely to employ emotion-focused coping strategies, for example, relying on their 

religious faith or having positive perceptions o f their child. This may explain why more 

parents in the present study with an older diagnosis considered the information unimportant 

and reported fewer information needs compared to parents with a more recent diagnosis. It is 

possible that including more parents with a recent diagnosis in the present study may have 

yielded an alternative set o f findings, for example, they may have reported a greater number of 

unmet needs.

It may also be possible that what was once an information need is no longer needed. 

Parents with an older diagnosis were more likely to have older children and be in services for 

longer than parents with a recent diagnosis. For example, infomiation about the diagnosis, 

early intervention, education and parent training courses was considered important by parents 

with a relatively recent diagnosis whereas parents o f older children and with an older 

diagnosis were more concerned about future issues in relation to their child and family. Dunst 

et al. (1994) suggested that it is the priority o f needs that changes rather than the need itself 

This may explain why some parents indicated a need for information in a particular area while 

other parents had more urgent information needs to attend to.
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The majority o f information items in the INAQ were previously identified by parents 

o f young to early adolescent children who were currently linked with services. Indeed, the 

majority o f these parents had considerable experience in dealing with and accessing services. 

During the focus group interviews, parents were asked to identify what might have been 

important and helpful to them in terms o f information particularly at significant life stages. In 

response, parents identified what they perceived as their past and current information interests. 

For example, parents indicated that information on the diagnosis would have been helpful 

immediately after the event but it was no longer a priority for them since their child had 

moved on and was now facing other issues. The current study may have involved parents 

who were relatively new or currently going through the early stages o f the service system and 

who may have been experiencing greater stress. Therefore, these parents may have perceived 

information in relation to the diagnosis to be greatly important and relevant in comparison to 

other parents who may have been moving through the latter stages of the service system.

As in previous studies, the time since the diagnosis influenced how satisfied parents 

were with information. For example, the more recent the diagnosis the more likely parents 

would be dissatisfied with the provision o f information and indicate a need for information. In 

light o f this, it appears that the time since the diagnosis plays a huge part in determining how 

satisfied parents are with the level of information offered to them by professionals and service 

providers. Furthermore, this group of parents’ dissatisfaction with information may also 

reflect their overall dissatisfaction with the service system.

As anticipated, parents with a recent diagnosis (less than 1 year) considered 

information in the following categories to be more important than parents with an older 

diagnosis: diagnosis, educational issues, informing the child and others, resources and short- 

and long-term future issues. Given that parents with a recent diagnosis were more than likely 

adjusting to the diagnosis as well as being new to the service system, it came as no surprise 

that they would consider information in these areas to be pertinent. Despite being non

significant, findings in this study indicated that parents with a recent diagnosis were also more 

likely to report more information needs than parents with an older diagnosis.

216



4.5.1.2 Access to social support

Previous research emphasised the positive outcomes o f having access to effective 

social support (e.g. Friesen et al. 1990; Nachshen et al. 2005; Singh et al. 1997; Thompson et 

al. 1997). Findings from this study indicated that an equal number o f parents were satisfied or 

dissatisfied with the level o f information offered by service providers, professionals and other 

key agents. Although I anticipated that the majority o f parents may have found information 

provision to be unsatisfactory particularly since parents in the focus group interviews had 

indicated so, this was not the case. This may reflect the quality o f information provision by 

different services since parents in the current study were from around the country. Therefore, 

services were bound to be different in terms of their characteristics and overall approach to 

information and parent education provision.

Parents’ who perceived formal support as helpfiil were more likely to be satisfied with 

the level o f information offered. This may come as no surprise since formal support may be a 

potentially potent source of information, emotional or instrumental support. Although this 

finding reflects the helpftilness o f fornial support, one limitation of this study is that it did not 

examine the nature o f this help. However, since parents were satisfied with the level of 

information offered and since this information was perceived as coming directly from service 

providers, professionals and other organizations, one might assume that this is why parents 

were satisfied, i.e. as services were providing them with information support.

Although non-significant, parents who perceived formal support to be helpful were 

more likely to report a greater number o f information needs than parents who found formal 

support to be unhelpful. This is interesting since one might expect that the more helpful 

service providers and professionals were, the more likely parents’ needs were being met and 

therefore, fewer in number. However, the opposite was found in the present study which 

suggests that parents will identify their information needs when they consider that service 

providers are able to meet these needs. It is also possible that the more frequent parents’ 

encounters are with services the more likely parents are going to be aware o f their needs. 

Moreover, parents who reported a greater number of information needs may have had or 

continue to have positive experiences with formal support in tenns o f always having their 

needs met. In contrast, parents who were unhappy with formal support and reported fewer
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information needs may have been disillusioned with services since previous requests for help 

may have been unmet. It may also be that these parents underestimate the valuable role that 

information can play in helping them to meet their child’s and family’s needs. According to 

Mitchell et al. (2002), professionals and service providers need to ensure that they provide 

information to parents at key life stages which may explain why some parents in the current 

study were somewhat unhappy with current provision o f information.

4.5.1.3 Parental stress and positive perceptions

In the present study, parents experiencing high levels o f stress in relation to personal 

and family problems were more likely to find information important compared to parents who 

were less stressed. In this case, stress was clearly associated with child symptomatology 

which is in accord with previous findings (e.g. Floyd et al. 1997; Hastings et al. 2002b; Plant 

et al. 2007). This suggests that stress may be a mediator between child characteristics and the 

importance o f information. For example, the more severe the child symptomatology and the 

more stressed parents felt, the more likely they would rate the information to be important. In 

terms of information categories, information on intervention and practical strategies was more 

likely to be important to this group o f parents than to parents of children with less severe 

symptomatology and in effect, may reflect problems encountered by families due to the 

severity or nature o f the symptomatology. Furthermore, there was no significant relationship 

between parental stress and information needs. A significant finding would have supported 

Miller’s Monitoring and Blunting Hypothesis which claimed that as the need for information 

increases so too does parental stress as they actively search for information.

In relation to positive perceptions, there was a strong positive relationship between 

perceptions and the helpfulness of informal support (e.g. family and friends). Furthermore, 

positive perceptions were associated with a high level o f satisfaction among parents with the 

provision o f information. In general, parents who tended to have positive perceptions o f the 

impact o f the child on the family were more likely to be satisfied with information provision.

4.5.1.4 Child symptomatology and the type o f school

According to Westling (1997), parents o f  children with severe disabilities are more 

concerned with finding immediate and appropriate services for their children. This may
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explain why parents o f children with severe symptomatology in the current study reported 

needing information on interventions and practical strategies more so than parents o f children 

with less severe symptomatology. Furthermore, parents o f children with severe disabilities 

were considerably more satisfied with the provision o f information compared to parents of 

children with less severe symptomatology which is in contrast to findings by Beresford 

(1995). Perhaps differences observed between the present findings and previous studies 

reflect the type of service system in place. For example, it may be that in Ireland, the more 

severe the disability, the more likely the diagnosis is going to be clearer and therefore, the 

child is going to receive immediate and appropriate intervention or services. This may explain 

why these parents reported being more satisfied with information since it was possible that 

their child was receiving appropriate treatment or intervention and as a result, their 

information and service needs were met or information was not needed. In retrospect, parents 

o f children with less severe problems who participated in the focus group interviews described 

their worries in terms of their child falling between gaps in the service system. These parents 

were o f the belief that their child’s disability was not severe enough to warrant him or her 

receiving appropriate services.

A further key finding revealed that parents o f children attending an autism-specific 

class or a special class in mainstream school had the greatest information needs. Similarly, 

parents o f children who were attending mainstream school were more likely to be dissatisfied 

with infomiation provision and reported a greater number of information needs compared to 

parents of children who were attending a special school. It is possible that there may be less 

collegiality among parents in mainstream schools which is significant given that parents of 

children with ASDs cite other parents o f similar children as being their greatest source of 

informal support. These finding provide further evidence that parents o f children with less 

severe symptomatology and parents o f children attending mainstream school need additional 

support from professionals and service providers. Moreover, these parents clearly have a 

greater sense o f unmet needs and this may reflect the level o f services their child may or may 

not be receiving.
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4.5.1.5 Information and family empowerment

As anticipated, parents who were satisfied with information provision had a greater 

sense o f empowerment at the family, service system and community or political levels 

compared to parents who were dissatisfied with its provision. This may reflect positive 

experiences with services around the time since the diagnosis which may have paved the way 

for additional positive encounters with services. It could be argued that these service 

providers may have facilitated parents in becoming empowered by using specific helpgiving 

practices to enable them to become equal and active participants in meeting their child’s and 

family’s needs. The diagnosis is an extremely significant time for the family and their 

experiences that parents have with professionals and service providers during this difficult 

period may ultimately lead the way for future encounters (Baird et al. 2000; Starke et al. 

2002).

Parents who rated information as important had low empowerment scores at the family 

level. In contrast, parents who were unsure o f the importance o f information had the greatest 

sense of empowerment. Empowerment at the family level reflects the extent to which parents 

feel empowered in relation to managing their child with special needs in the home (Koren et 

al. 1992; Scheel et al. 1998). Therefore, parents who rated the information as important were 

less likely to feel competent in their ability to successfully manage their child on their own. 

There was a gradual increase in the number o f information needs reported as parents’ feelings 

o f empowerment increased which suggests that as parents become more successful in 

managing their child, they become more aware o f their needs and perhaps feel more 

competent in being able to meet these needs.

The Family Empowerment Scale may distinguish between parents who engage in 

participatory activities from parents who refrain from doing so (Koren et al. 1992). Since the 

acquisition of empowerment at both the service system and community levels requires parents 

to utilise their knowledge and skills as well as to actively engage in advocacy-related activities 

(Koren et al. 1992; Resendez et al 2000; Staples, 1990), it may come as no surprise that 

parents who reported the greatest number of information needs also felt empowered. Being 

aware o f your information needs may be part o f the empowerment process when parents are 

aware of and motivated to meet these needs in order to gain a greater sense of control in all
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areas o f their lives. Furthermore, Dunst et al. (1994) inferred that parents must be aware that 

something is amiss before they decide whether or not to do something about it. Similarly, 

parents must be aware that there is a gap in their knowledge or skills before they assess 

whether or not they have the resources to reduce that gap or alleviate that need (Dunst et al. 

1994). Perhaps parents with fewer information needs perceived themselves as having little 

resources to meet these needs successftilly or may have had negative perceptions o f available 

or unavailable resources. Since empowerment may be reflected in how competent parents feel 

in initiating positive change in their lives and the lives o f others (Spreitzer, 1995; Zimmerman, 

1990; Zimmerman et al. 1988), this may explain why parents who had low needs also had a 

lower sense o f empowerment compared to parents with a greater number o f needs. Perhaps 

the former group did not feel competent in being able to affect positive change in their lives 

and the lives o f others even if they had this information.

According to Hummelinck et al. (2006) refusing information for one reason or another 

may be an effective coping strategy. Moreover, some parents may find it difficult to identify 

their infonnation needs while other parents may be unaware of the type o f information they 

might need in order to plan for their child’s and family’s future. Since providing parents with 

information and education should be an ongoing process (RTFA, 2001), parents may only 

become aware of their needs as they receive more education (Nicholas, 1997b). As for parents 

who reported being unsure as to what their information and education needs were, perhaps the 

information was not considered a priority at the time they completed the questionnaire as their 

child was between key life stages. For example, the present study found that parents of 

children aged between 7-10 years were unsure o f the importance or need for information 

compared to parents of younger (aged between 4-6 years) and older children (aged between 

11-16 years) who had more information needs. It could be argued that parents o f children in 

the middle age group are less concerned with or unaware of potential difficulties they may 

face in the future given that their child may be receiving education in primary school and not 

yet ready to make the transition from primary to secondary school which has been previously 

identified as a key life stage (Bailey et al. 2005).

According to Zimmerman et al. (1988), being involved in community activities may 

give individuals a greater sense o f empowennent compared to working on specific tasks to
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meet personal goals. This may explain why parents with a greater number o f infomaation 

needs reported greater feelings o f empowerment across all three FES subscales since these 

parents may have been involved in advocacy-related activities. As mentioned in Chapter 1, the 

FES is an effective instrument in differentiating between groups who pursue participatory 

activities, for example, advisory, legal or help-seeking activities, from those who refrain from 

doing so (Koem et al. 1992). As a result, these parents may have felt confident in knowing 

that meeting their information needs might not only be o f benefit to their child and family but 

to other families.

4.5.2 Family empowerment 

4.5.2.1 The time since the diagnosis

Parents with an older diagnosis had a greater sense o f empowerment in terms o f the 

service system and the community compared to parents with a relatively recent diagnosis. 

According to previous research (e.g. Gutierrez & Ortega, 1991; Israel et al. 1994; McWhirter, 

1991; Zimmerman et al. 1988), parents who feel empowered at these levels are more likely to 

have more knowledge and experience in dealing with services; have developed and acquired 

the necessary skills to deal with and influence services; have an increased sense of 

competence and self-efficacy and are more than likely to participate in community activities. 

In the majority of cases, parents with an older diagnosis are in contact with services for longer 

and have more experience in terms of dealing with professionals and service providers than 

parents with a more recent diagnosis. Moreover, many o f these parents become increasingly 

more competent as they interact with professionals and service providers and gradually gain a 

greater sense of empowerment. These parents are also more likely to help other families 

during times o f stress which will, according to previous research (Zimmerman et al. 1988), 

increase their sense o f empowerment at the community level. Similarly, previous research 

indicated that families may successfully adapt to the DD. For example, Curtis et al. (1996) 

found that family functioning in terms o f adaptability and cohesion was a significant predictor 

o f family empowerment. This may explain why the time since the diagnosis was associated 

with an increased sense o f empowerment as parents with an older diagnosis clearly had 

several years to adapt to the ASD compared to parents with a more recent diagnosis.
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4.5.2.2 Access to social support

Previous research found that access to effective social support was associated with 

greater feelings o f empowerment (Nachshen et al. 2005; Thompson et al. 1997). For example, 

membership of a support group was found to be a strong predictor o f family empowerment 

(Singh et al. 1997). The present study accessed parents through various service providers, 

voluntary organizations and support groups as well as through the media. Perhaps those 

parents that were linked with a support group or a voluntary agency felt empowered prior to 

participating in this study as a result of being a member o f a support group.

In the current study, formal support was strongly associated with empowerment across 

all three subscales while interestingly, the more helpful informal support was, the greater the 

feeling o f empowerment at the family level but not at the service system or community/ 

political levels. Key findings revealed that parents with a medium level o f formal support had 

the greatest sense o f empowerment at the family level whereas this appeared to taper off as the 

helpfulness o f support increased. A similar pattern was observed for empowennent at the 

service system level although this leveled off as the helpfulness o f formal support increased. 

Conversely, parents’ sense o f empowerment at the community or political level increased as 

the helpfulness o f formal support increased. This supports Zimmennan et al.’s (1988) 

assertion that family empowerment can vary across the three levels.

In terms o f empowerment at the family and service system levels, it is possible that a 

balance is required in temis o f the level o f help that will enable or facilitate parents in gaining 

a greater sense o f empowerment. For example, child-centered intervention may encourage the 

perception among parents that their child’s needs are best met by professionals (Turnbull et al. 

1990). Professionals may unwittingly intervene in their efforts to help families o f children 

with ASDs and this may explain why in the present study, there is a gradual decrease in 

parents’ sense of confidence and self-efficacy as the helpfulness of fomial support increases. 

A greater dependence on the service system may inadvertently hamper parents’ efforts to gain 

greater control and competence over child and family outcomes (Resendez et al. 2000). It is 

possible that parents in the present study who indicated many information needs as well as a 

high sense o f empowerment were linked with services that actively encouraged them to 

participate in their child’s intervention. However, other services may have set out this way but
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inadvertently reverted back to the paternalistic approach o f professional as expert and parent 

as observer (Turnbull et al. 1990). Therefore, the nature o f support from professionals as well 

as their helpgiving styles may mediate the relationship between family empowerment and 

child outcomes and this may has implications in how professionals and services support and 

meet parents’ needs. Indeed, support may be effective when it facilitates rather than 

overpowers parents.

Similarly, previous research emphasised the significant association between helpgiving 

practices and family empowerment. For example, Dempsey & et al. (2004) found that both 

participatory and relational helpgiving styles facilitated parents in gaining a greater sense o f 

empowennent compared to using only one helpgiving approach. Since this study found that 

parents who perceived service providers and professionals as helpftil but still indicated a great 

need for information, perhaps this reflected the type o f helpgiving styles these services 

employed. It is possible that these services used relational helpgiving styles more often than 

participatory styles which may have facilitated parents in gaining a sense o f empowerment but 

not to the same degree if services had used both helpgiving styles. In light o f this, it could be 

argued that providing parents with information and parent education may be perceived as 

participatory helpgiving styles.

4 . 5 . 2.3 Parental wellbeing, child symptomatology and the type o f  school

As expected, parents’ positive perceptions were negatively associated with child 

symptomatology and positively associated with feelings o f empowerment. This suggests that 

parents’ perceptions may mediate the relationship between child characteristics and family 

empowerment which is in line with previous findings (Nachshen et al. 2005). Furthermore, 

parental stress was associated with feelings o f empowerment at the service system and 

community/ political levels with high stress scores indicating a lower sense o f empowerment 

which supports earlier findings (Thompson et al. 1997). However, earlier research by 

Nachshen et al. (2005) reported an indirect relationship between the severity o f child 

symptomatology and family empowennent which is supported by findings in the present 

study. These findings differ from Resendez et al’s (2006) reports that better child functioning 

was associated with greater feelings o f family empowerment.
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Parents o f children who were attending an autism-specific class in mainstream school 

or a special class in mainstream school were significantly more empowered at the family level 

as well as at the community or political level than were parents whose children were attending 

either mainstream school or more specialised educational services. It may be that parents of 

children attending an autism-specific or a special class in mainstream school has a sense of 

comfort in knowing that their child is receiving specialised help within a mainstream setting. 

It is also possible that the autism-specific class or special class involves parents in key aspects 

of their child’s education.

4.5.3 Sources o f  information

Previous research found significant relationships between parents’ preferences for 

sources o f information and socioeconomic background (Gowen et al. 1993; Mackintosh et al. 

2006; Pain, 1999). For example, Gowen et al found that mothers with a higher level of 

education were more likely to search for information from printed material compared to 

mothers with a lower level o f education who looked for information from family and friends. 

Furthermore, fathers preferred to source information primarily from books. Similarly, 

McConkey (2003) reported that parents of younger children were more likely to look for 

infonnation from staff in their child’s school, a parent group or friends and family. In 

contrast, parents of adult children were less likely to access infonnation from others. Parents 

of younger children also demonstrated a preference for information from printed materials, the 

Internet and over the telephone (McConkey, 2003).

Similarly, parents in the present study indicated a preference for receiving information 

from one-to-one consultations, parent training courses, seminars delivered by parents or 

professionals, books, handouts and the Internet. Differences in preferences for sources were 

also observed for parents’ age and level o f education although these findings were weak. 

However, the pattern o f results indicated that younger parents were more likely to look for 

printed information or infonnation from seminars delivered by professionals whereas older 

parents were more likely to demonstrate a preference for infonnation from one-to-one 

consultations, parent training programs or parent support groups. Furthermore, parents with a 

lower level o f education preferred to source infonnation from videos or DVDs, parent training 

programs and seminars delivered by parents whereas parents with a higher level o f education
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indicated a preference for information from one-to-one consultations, parent training programs 

and from seminars delivered by professionals.

4.6 Lim itations

The findings from the present study have implications for the provision of information 

and education to parents o f children with ASDs. However, there are a number o f 

methodological issues that need to be considered in future research. Although the sample in 

the present study was adequate, fewer fathers participated in this study which meant that no 

gender differences could be examined.

Approximately 400 surveys were mailed either directly to parents or through an 

organisation. Participants were accessed from a variety o f sources to increase the likelihood 

that that the sample was truly representative o f families with children with ASDs living in the 

north and south o f Ireland. The desired sample size was 250 given that where a confirmatory 

factor analysis (CFA) is conducted there are at least 100 participants or 5 participants for 

every 50 items. For the current study there were 55 items under each dimension (importance, 

satisfaction and needs) in the INAQ. Therefore, the desired sample was at least 250. Although 

136 participants completed the survey in the end (which indicates a response rate o f 42%) and 

which was considerably less than the desired sample, it was still adequate to conduct a CFA.

Although the author endeavoured to include families from a variety o f backgrounds, it 

was inevitable that some families would not be represented in this study. Criteria-sampling 

was used and therefore, families with children less than 4 years and above 16 years o f age 

were not represented. Furthermore, those families who engaged with this study were 

motivated to participate. Therefore, the findings from this study do not represent the views and 

experiences o f all families living with children with ASDs.

According to Sparling et al. (1983), some parents may identify their information needs 

as problems rather than as interests which is one reason why focus group interviews were 

conducted prior to developing the INAQ for use in the current research. Perhaps if the items 

had been phrased as problems rather than as information items, parents would have indicated a 

greater or lesser need for information. It is also possible that many parents did not perceive
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the information items to be relevant especially parents with an older child since many o f the 

items were relevant to parents o f younger children or children who may have been newer to 

the service system. Therefore, the inclusion of more items relevant to the needs o f older 

children may reveal different findings.

In terms of the structure of the INAQ, there was no ‘not applicable’ response option 

provided in the questionnaire. This means that some parents may have chosen the ‘not sure’ 

option perceiving it to be a somewhat neutral choice rather than a definite affirmation. It is 

also possible that some parents may have been forced to choose an answer that did not entirely 

reflect their current perceptions. Therefore, future versions o f the questionnaire may need to 

include a ‘not applicable’ response option. A further issue is that the addition o f an open- 

ended question may have allowed parents to clarify responses or identify additional 

information and educational needs. However, given that (a) data saturation may have been 

achieved by the time the sixth and final focus group was conducted in study 2 and (b) an 

extensive list of information items (55 items) generated by the group interviews was included 

in the INAQ, it was decided not to include an open-ended question.

Test-retest stability o f total ratings over a longer period would have been helpful in 

assessing whether or not parents who expressed a significant number o f needs relative to other 

parents at the time of this study were also likely to do so, for example, 6 or 12 months down 

the road. Furthermore, assessing the actual fiinction o f infonnation for participants may have 

prevented the ceiling effect that was observed for importance and needs scores.

Finally, the Miller Behavioural Style Scale (MBSS; Miller 1987) was used in the 

present study to measure parents’ information-seeking behaviour. This instrument consisted 

of four potential information-seeking scenarios that were not related to having a child with a 

DD. However, if these scenarios were replaced with four scenarios specific to families of 

children with ASDs, there may have been a significant relationship found in the present study 

between parents’ infonnation-seeking behaviour and their information needs.
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4.7 Conclusion
It is evident from this study that the time since the diagnosis and having access to 

effective social supports have significant roles to play in terms of whether or not parents are 

satisfied with information provision or have a sense o f family empowerment. It is therefore 

the responsibility o f service providers and professionals to provide parents not only with 

helpfijl information but also with enabling activities so that they may become increasingly 

more empowered at a family, service system and community or political level. This is 

especially important around the time o f the diagnosis and at other key life stages.

Once parents feel competent in being capable o f meeting their child’s and family’s 

needs, service providers and professionals should endeavour to provide these parents with 

additional opportunities to actively engage in community-related activities so that they may 

help other families cope with having a child with an ASD. Many parents in this study 

indicated a preference for seminars delivered by more experienced parents o f children with 

ASDs and this may be one way o f involving parents who are in the late stages or have been 

through the system. By encouraging and facilitating these parents, professionals may not only 

succeed in increasing their sense o f empowerment at all three levels but at the same time, may 

also meet the needs o f the other family in terms o f their preferences for practical information 

from parents who have similar experiences. Finally, it could be argued that parents in this 

study were actively engaged in a process o f empowerment by them identifying their 

information needs and preferences.
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Chapter 5

General Discussion

To date the majority o f studies on families with children with developmental 

disabilities has focused primarily on the negative impact o f the disability on the child and 

other family members. However, more recent studies have revealed that families may also 

adapt positively to the child’s DD, which may be explained by the availability o f personal and 

external resources, for example, the type of coping strategies they employ when faced with 

challenges. This thesis has sought to explore further the extent to which families may 

effectively adapt and cope with the DD and in effect, gain a greater sense o f empowerment. 

The primary aim o f this thesis was to explore the provision o f information and parent 

education to parents of children with ASDs as a way of supporting and facilitating them in 

increasing their feelings of competence and self-efficacy which are both inherent to family 

empowerment. This thesis also sought to gain an insight into the experiences and information 

and education needs o f parents before, during and after the diagnosis of their child with an 

ASD.

Examination of the provision of information and parent education in Chapter 2 

revealed that provision is dependent upon the availability o f professionals’ and service 

providers’ resources. Furthermore, parents who participated in this research reported a lack of 

information and education support for families who are currently waiting for or without 

services. In Chapter 3, parents reported a range o f information needs and preferences in 

relation to caring and planning for their child. However, there was a general consensus among 

parents of being dissatisfied with the level o f infonnation provided, which was compounded 

by the way in which the diagnosis was handled by clinicians. From Chapter 4 it can be 

concluded that family empowerment is dependent on several factors including the length o f 

time since the diagnosis, the family’s access to social support and the severity o f the child 

symptomatology. Findings from this research revealed that the support provided to families 

by professionals and service providers must enable parents rather than overpower them. 

Otherwise parents may become progressively more dependent. Moreover, the findings also 

mdicated that while there was no direct relationship found between information needs and 

family empowerment, the number o f reported needs increased as parents’ sense of
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empowerment increased. This may be explained by the previous literature on empowerment 

which was discussed in the introductory chapter and which stated that empowerment may be 

measured as a process as well as an outcome. In light o f this, parents who reported having 

many information needs in this study may have been aware of their needs and in effect, 

participated in an empowering process by identifying these needs. The following discussion 

provides a summary o f the main findings from Chapters 2, 3 and 4 and discusses these 

findings within the context o f the previous literature and research. It then draws out the 

overall implications o f these results as well as recommendations for policy and practice. 

Finally, potential avenues for future research into family empowerment and information needs 

will be considered.

5.1 Sum m ary o f the thesis findings

Chapter 2

This study investigated the type and nature o f parent education offered to parents by 

service providers, schools and voluntary agencies in the HSE Eastern region. It is evident 

from participants’ reports that a lack o f resources as well as service constraints was 

responsible for the limited provision o f parent education for parents of children with ASDs 

and in particular for families who were waiting for or without services. This may explain why 

so many parents in Chapters 3 and 4 were dissatisfied with the provision o f information and 

parent education. It is likely that parental dissatisfaction reflects their experiences at the time 

of the diagnosis which previous research identified as a significant period for families o f 

children with ASDs (Bailey et al. 2005). It may also be explained by the evident lack o f 

collaboration not only among service providers and professionals as reported by participants 

in this study but also between parents and professionals.

In terms o f collaboration, several clinicians from the smaller services who participated 

in this study stated that they would like to collaborate with the larger service providers in 

providing families with parent education and informational support. These clinicians were 

working at ground level with families and therefore, believed that they possessed valuable 

knowledge and experience in tenns o f understanding and helping families to cope with the 

everyday challenges associated with having a child with an ASD. The findings from this 

study suggest that there needs to be a more recognised approach to the provision o f
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information and parent education where the characteristics and needs o f fam ihes are 

m onitored and the prerequisite resources put in place. This may enable service providers and 

professionals to provide more widespread and effective parent education and infom iation 

services to parents o f  children with ASDs across Ireland. This is especially important for 

families who do not have the support and services they need to help their child. The lack o f 

support for these and other parents combined with the pressures associated with parenting a 

child with an ASD m ay lead to increased parental stress and consequently a greater need 

among parents for social supports.

According to clinicians who participated in this study, the parent education group m ay 

be an additional source o f information and instrumental and emotional support. For example, 

parents may hear and learn from other parents’ experiences, gain emotional support as well as 

the potential to widen their social circle. Parent education m ay not only offer parents an 

opportunity to develop and acquire effective management strategies but the actual parent 

group may function as an additional source o f support that may not be available from fam ily 

or friends.

Based on findings from this study, the following factors need to be considered when 

planning a parent education program. Firstly, prior planning to any parent education event is 

essential in order to ensure that the aims and objectives o f  the event match parents’ 

information needs and their desired learning goals. Parents want information on a variety o f 

topics and not just on m anagement strategies. This may explain why some parents tend to 

drop out o f parent education services because there is a mismatch between the content o f  the 

program  and their information or education needs which previous research identified as a 

barrier to effective parent education. Therefore, it is important that both the generic and 

specific infom iation and learning needs o f  the individual or the group are identified. 

Secondly, service providers and professionals need to provide parents w ith more enabling 

opportunities so that parents can have a greater say in the planning and design o f parent 

education program s and in doing so, may gain a greater sense o f com petence and self-efficacy. 

Thirdly, parent educators should use a variety o f delivery formats to cater for the potential 

range in a group and finally, information and learning should be appropriately timed for the 

family especially in terms o f where parents are at in the adjustment process; the ch ild ’s
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developmental stage and also in tenns o f the child’s level o f disability. For example, several 

clinicians in this study were o f the belief that the majority o f parents would not find it helpful 

if  the parent education group consisted of parents o f children with a range o f abilities or 

disabilities. Finally, parent education cannot be successful without the enthusiasm and 

motivation from parents to learn.

Chapter 3

This study explored parents’ perceptions o f their information and education needs and 

preferences for delivery methods using focus group interviews. An interesting observation in 

terms o f the interview procedure was that the actual focus group interviews emerged as an 

additional source o f information for some parents. For example, one father learned during a 

group interview that his child was entitled to drop Irish as a subject from the curriculum as 

early as primary school. A further demonstration was when a mother spoke about the legal 

implications o f making a will for her child. Many parents in this group stated that they had 

never considered the legal or financial repercussions o f including their child in a will. 

According to Morgan (1997), it is important to recognise not only the influence o f the group 

on each individual but also, the influence o f each individual on the group. Furthermore, 

Morgan argued that the processes that occur within a group may be detemiined by the 

individuals who make up the group. The interviews that took place in the present study had a 

dynamic effect in the sense that the focus groups changed or influenced the very construct 

they were measuring.

Key findings from this study demonstrate that very little has improved in tenns o f the 

provision o f information to parents o f children with ASDs especially at the time o f the 

diagnosis. Participants in this study acknowledged that parents o f younger children appear to 

be following the same footsteps as parents o f older children. The difficulties that parents in the 

present study experienced at the time o f the diagnosis appeared to be compounded by the 

evident lack o f information and support from service providers and professionals working in 

the area o f DD. Moreover, some parents stated that they did not know what was available or 

what they should ask for in terms o f information and services.
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Parents’ experiences around the time o f  the diagnosis m ay well predict the fam ily’s 

adaptation to the ASD in the future as well as parental stress, parents’ information and 

learning needs and the quality o f  the parent-professional relationship. For example, the 

m ajority o f parents indicated that there was no support or next step in place following the 

diagnosis. Therefore, the diagnostic process is a particularly significant period when service 

providers and professionals can do so much for the family in terms o f  helping them  to 

understand and cope with the ASD more effectively. Indeed, information may be a way o f 

m oving forward after the diagnosis and therefore, may be part o f  this coping process. 

Conversely, a lack o f  adequate information may encourage some families to search for 

information from unreliable sources including the Internet. Therefore, appropriate infonnation 

and parent education is critical for families o f  children with ASDs.

Many parents in this study argued that it would have been helpful if the diagnosing 

professional(s) had informed them about the positive as well as the negative aspects o f  the 

ASD and how it would impact not only on the child’s development but on the fam ily’s way o f 

life. In light o f  this, professionals need to be more sensitive during the diagnostic interview. 

It is also possible that too much negative information may be inappropriate at this time and 

add further stress and anxiety to an already delicate situation. During the diagnostic process, 

parents reported having to deal with several professionals and services at the same time which 

often led to more stress. Similarly, parents suggested that the lack o f  collaboration among 

service providers and professionals may be responsible for parents in general having to 

discover themselves which needs were met by the different services.

An interesting observation raised by parents was that despite the fam ily’s GP or the 

public health nurse being the first point o f contact for many families, neither o f  these 

clinicians was perceived by parents to be helpful in terms o f being able to answer specific 

questions or provide them with practical information on ASDs. Indeed, many parents reported 

feeling frustrated and even more stressed due to the public health nurse’s apparent lack o f 

knowledge on ASDs and even DD. Parents were o f the belief that the public health nurse 

could do more for families who raised concerns about their child’s development. 

Furthermore, the majority o f  parents stated that meeting other parents o f children with ASDs 

who had or were experiencing sim ilar difficulties was down to good fortune or ‘potluck’.
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Although it was anticipated that parents o f older children would be more interested in 

information about future concerns, it appeared that parents o f younger children were interested 

in accessing infonnation about their child’s future including secondary school options, Third 

level education, independent living and job prospects. This suggests that parents of younger 

children who are likely to have struggled to have their child’s past and current needs met may 

anticipate a similar struggle with service providers and professionals in terms o f having their 

child’s future needs met.

Clearly from these findings, the diagnosis is almost certainly the most significant stage 

in the family’s life when parents will look for answers, information, practical advice and 

support as well as services in order to meet their child’s and family’s needs. However, the 

need for information and practical help may gradually subside for some families as they not 

only learn to adapt to and manage the child’s ASD more effectively but also as their child 

receives appropriate intervention to meet his or her needs. The results from the present study 

also contribute to a fuller understanding o f the information needs o f parents and the potential 

function o f that information in helping parents to enhance their sense o f empowerment in all 

areas o f their lives. Furthermore, since parents in this study stated that it was oftentimes 

difficult to make contact with other families o f children with ASDs, it is recommended that 

professionals and service providers make every effort to facilitate parents o f older children 

who may indicate a desire to help parents o f younger children who may be struggling.

Comparison o f  findings from study 1 and study 2

This section is a short comparative piece on the type o f parent education services 

offered by service providers and professionals to parents o f children with ASDs as identified 

in study 1 and the type o f information and education requested by parents in study 2. The 

primary aim o f this section is to identify where parents and professionals may converge or 

diverge in terms o f parents’ infomiation needs and parent education. In effect, it may offer a 

better understanding o f the complexity of family needs as well as establish where the gap lies 

between what services offer and what parents need.

Several themes were identified from parents’ description o f their infonnation and 

education needs and experiences during the focus group interviews. These included
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information on the diagnosis, services, interventions and practical strategies, educational 

issues, financial and legal issues, resources and future concerns. In relation to the diagnosis, 

parents indicated a need for information on the impact o f  the disorder on the child’s 

development, the positive and negative outcomes for the child, a list o f  diagnostic centres as 

well as information on how other parents coped immediately after the diagnosis.

Based on the observations made in study 2, no organization reported providing 

information to parents specific to the diagnosis. However, it is important to bear in mind three 

important points: firstly, that very few service providers accepted children with ASDs without 

a fonnal diagnosis; secondly, many service providers reported having extended records o f 

children waiting to access their service and thirdly, the m ajority o f  service providers offered 

parent education to parents o f  children who were already receiving intervention or treatm ent 

from that service. Therefore, by the time children are receiving early intervention, information 

on the diagnosis may be perceived by service providers and professionals as being no longer a 

priority for these parents. It is also possible that parents them selves no longer consider 

information on this topic a priority and as a result, do not ask for information. However, this 

does not mean that the information need has been met. Interestingly, none o f  the clinicians in 

study 1 referred to the diagnosis as a time when parents might need information. More than 

likely, this reflected the age group to which their organization provided services. By the time 

families were able to access these services, the child may have received the diagnosis more 

than a year earlier and hence, the prim ary focus now was on child-related early intervention 

and education.

All parents in study 2 emphasised the need for practical infonnation and strategies to 

use with their child with a particular emphasis on making these strategies relevant to the needs 

o f their child and their family context. They stated that it would have been helpful to have 

infonnation on, for example, how to teach the child daily living skills such as dressing or 

toileting as well as infonnation about how to help their child cope with specific issues such as 

difficulties with emotional expression, depression and anger management. The need for 

information on practical strategies appeared to be ongoing rather than a once-off need for the 

m ajority o f  families. This may reflect the unstable or unsettled nature o f  behavioural and 

emotional problems that are characteristic o f ASDs. Parents also indicated a need for
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information on various parent education or training programs particularly in relation to the 

times, location and specific content o f these programs.

The majority o f organizations provided parents with information and parent education 

on management strategies, for example, teaching parents how to manage the child’s 

behavioural problems or helping parents’ support their child’s social and language 

development. The EarlyBird program is often one o f the earliest parent education courses 

offered to parents. This program aims to equip them with the requisite knowledge and 

strategies to develop their child’s social and communication skills. Similarly, the Hanen 

program demonstrates to parents how to support their child’s communication. In terms of 

behaviour management strategies, ABA teaches parents how to recognise and manage 

unwanted child behaviours. In addition, parents emphasised the need to make strategies less 

generic and more pertinent to their own situation. This was particularly relevant to US- and 

UK-based studies and video material. Based on these findings, it may be concluded that the 

majority of professionals and service providers provide parents with information in these 

areas. However, this infonnation is delivered to parents who are with and not without 

services.

Infonnation on child-related services was particularly important to parents, for 

example, information on health, education and respite services. Information on available 

support services for parents was also considered to be important especially by mothers in this 

study. Parents also looked for information in relation to their child’s education, for example, 

the different types o f teaching approaches that may suit their child; preschool, primary and 

secondary school options; the transition to secondary school and professionals’ roles in 

supporting the child in secondary school. All o f the parents in study 2 were linked with 

services. However, information on the type and location o f appropriate services and schools as 

well as the criteria for accessing these services or schools was reported by parents as either 

difficult to find or non-existent. Furthermore, the majority o f parents stated that they wanted 

this information regardless o f whether there were no services or schools available in their area. 

Any infonnation that parents secured tended to be sourced from other parents, the child’s 

therapist, the Internet, a voluntary organization or a referral agency. Only two organizations 

stated that they covered issues in relation to the child’s education. For example, one Child and
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Adolescent Psychiatric Service conducted a short-lived parent education program which 

covered issues around adolescence including helping the adolescent child to m anage in 

secondary school. A further organization held workshops on dealing with dyslexia and 

dyspraxia in the classroom. However, no other organization provided information in relation 

to the child’s education or reported running similar programs to the program s outlined above.

In relation to requests for information on services, clinicians who participated in study 

1 m ay have perceived parents as no longer needing information on services or it m ay have 

been the case that parents no longer considered information on services to be a priority since 

their child was now linked in with a service. Furthermore, no references were made by 

clinicians in relation to information on psychological support services for parents despite some 

parents stating that they would have valued information in this area.

Parents stated that they wanted information on financial and legal issues in order to 

plan for their child’s future. For example, what factors should be considered when m aking a 

will to include the child with an ASD or what are the fam ily’s entitlem ents to state fiinding? 

Similarly, parents were concerned about information on, for example, the type o f resources 

that m ay be in place for their child when the parents are no longer able to care for him or her 

or what options does the child have in terms o f  independent living. Based on the information 

gathered in study 1 it can be stated that no organization was identified as providing 

information or education to families in relation to their financial, legal or future concerns. This 

was also supported by parents’ comments in study 2. Furthennore, inform ation on financial 

issues was not acknowledged as an information need by clinicians in study 1.

Information on bullying and sexual development was extremely important to parents 

especially to parents o f  children with Asperger’s syndrome but was reported as being difficult 

to locate. Only one clinician reported providing parents with information on adolescence. 

Despite the fact that this research targeted organizations who offered services or support to 

families o f  children and adolescents aged less than 18 years, the m ajority o f  organizations that 

responded to this study were aimed at very young children. Perhaps these organizations 

perceived information on bullying and puberty as inappropriate or irrelevant to children o f  a 

young age. It may also be that professionals believe this information could come to parents
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through the child’s school or from the child’s GP. During the focus group interviews, it 

appeared that the interest in puberty and bullying began for parents o f older children in 

primary school rather than very young children in primary school. Parents also indicated they 

would have liked information on how to inform others about the child’s ASD. However, this 

was not identified by clinicians as information that parents might search for, particularly from 

a parent education event. Finally, parents stated that they would have valued a list of 

recommended books and websites from professionals especially immediately after the 

diagnosis as well as at other key stages o f their child’s life.

While clinicians who participated in study 1 attempt to meet the needs of parents in 

terms of practical information, there appears to be no information or parent education services 

for those parents whose children are on a waiting list or worse still for those who are on no 

waiting list. These parents are often left with no altemative but to search for information on 

the Internet or from other unreliable sources which may leave them feeling even more 

stressed. Furthermore, since clinicians reported a lack o f interagency or interdepartmental 

collaboration, the majority o f them were unaware o f what other organizations held in terms of 

parent education unless the organization was a well-known autism service provider or one of 

the main voluntary agencies.

In summation, the majority o f parent education events offered to parents o f children 

with ASDs meet parents’ needs for practical information on intervention and management 

strategies. However, this study identified other key areas that parents need information on and 

yet, organizations have neglected to see the need for information in these particular areas. It 

may be that parents do not ask for information other than for practical advice on how to 

manage a specific behaviour or how to help their child to communicate more effectively. 

Consequently, one could argue that the organizations are not entirely to blame. Yet, previous 

research has stated that family-centered practices, where parents o f children with DD are 

actively involved in the planning and design of their child’s intervention from the onset, yield 

more positive child and parent outcomes compared to more child-focused practices. While 

information and parent education events in this study were dependent on an organization’s 

resources, professionals and organizations should endeavor to assess the information and 

education needs o f parents in order to design and develop more effective support services for
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parents o f  children with ASDs. The findings from this research highlight the need to develop 

more fam ily-centred services where services move away from the ‘medical m odel’ o f 

disability to a more ‘social m odel’ o f disability. This is in line with the W orld Health 

O rganisation’s (W HO) ‘International Classification o f  Functioning, Disability and H ealth’ 

(ICF) fram ew ork which measures health and disability and takes into account the social 

aspects o f  the disability rather than focusing solely on the biological aspects. In the present 

research, professionals and organisations provided parents with information or training in 

relation to biological, medical or behavioural aspects o f the ASD. Little attention was paid to 

other areas o f  information need as reported by parents, for exam ple, information on the impact 

o f the ASD on family life; how to cope with the ASD and associated problems; planning for 

the future and managing financial and legal problems. By adopting the ICF as a potential 

disability fram ework for ASD services, professionals and service providers m ay adapt their 

policies and practices to deliver more effective fam ily-centered services for parents o f  children 

with ASDs in Ireland.

Chapter 4

The INAQ shows prom ise as a measure for use in research on parents’ infonnation and 

education needs and related preferences. The infonnation items in the INAQ were developed 

from focus group interviews (described in Chapter 3) lending support to content validity. The 

psychometric properties as assessed in the present study are satisfactory with reasonably high 

reliability coefficients for the three INAQ subscales. Significant relationships in the expected 

direction were also found between all three subscales which provided strong support for the 

construct validity o f the instrument. For example, information categories considered to be 

important and needed by parents were more likely to be inadequately met than were less 

important categories. Furthennore, a confinnatory factor analysis confirmed the parent- 

reported infonnation categories or factors (i.e.diagnosis; services; intervention and practical 

strategies; educational issues; concerns; financial and legal issues; future issues; inform ing the 

child and others, and finally, resources). This provided support for the conceptual framework 

o f information needs used in the present study. However, fiirther research is needed in order to 

increase the validity o f the instrument. Similarly, future versions o f  the instrument need to 

include a ‘not applicable’ and a ‘don’t know ’ response option.
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There was a strong positive relationship between what parents perceived to be 

important and what they reported as needing in ternis o f information. Parents’ highest priority 

needs in the present study were for information concerning their child’s safety, services, future 

issues as well as for information on financial and legal issues. A further key finding was that 

information in relation to the diagnosis, educational issues, informing the child and others as 

well as information on resources was more likely to be important to parents with a recent 

diagnosis than to parents with an older diagnosis. These findings are in line with previous 

research (Ateah, 2003; Bailey et al., 1988; McConkey, 2003; Gowen et al. 1993; Granlund et 

al. 2001; Westling, 1997). For example, a review o f information needs research by Bailey et 

al. (2005) showed that the most frequently reported need by parents of children with DD was 

for information on current and fliture services for the child. Earlier research by Bailey et al. 

(1988) stated that the highest reported need by parents was for information on future issues. 

This was closely followed by a request for information on other families who had similar 

children (Bailey et al. 1988). Similar findings were also reported by Westling (1997) and later 

Granlund et al. (2001) where parents in their studies requested information on a range of 

topics including current and future services for the child; adolescence; how to manage the 

child’s behavioural problems and infonnation on other families’ experiences. Furthermore, 

parents in McConkey’s (2003) study indicated a need for information on the services available 

to the child, leisure activities, benefits or entitlements and education. Benefits and 

entitlements were addressed in the ‘financial and legal issues’ category in the present study.

The findings from the present study as well as the substantive findings from previous 

research emphasise the importance and need for information in several key areas for parents o f 

children with ASDs and other DD. Overall, parents in this study considered the information in 

the INAQ to be important and needed and were equal in terms o f their level o f satisfaction or 

dissatisfaction with infonnation provision. Parents’ level o f satisfaction may have reflected the 

range and quality o f services accessed by families across the country. Furthermore, while 

some o f the information categories were perceived by the majority o f parents to be least 

important or needed, for example, information on interventions and practical strategies, 

resources and infomiing the child and others, other parents may indicate a need for 

information in one or all o f these areas. Therefore, it is imperative that professionals and
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service providers endeavor to conduct individual information and education needs assessments 

with parents where possible in order to effectively meet their needs.

The time since the diagnosis was a strong predictor o f parents’ rating o f the importance 

of information where the more recent the diagnosis, the more likely parents would find the 

information important and be less satisfied with its provision. Parental stress and access to 

formal support were also significantly associated with parental satisfaction with information. 

In terms o f information needs, (a) parents with a recent diagnosis were more likely to report a 

greater number of needs compared to parents with an older diagnosis; (b) the more helpful 

parents perceived formal support to be, the more likely they would report more needs 

compared to parents who found formal support to be unhelpful and (c) the more stressed 

parents reported to be, the more likely they would indicate a greater need for information 

compared to parents who were less stressed. Another interesting observation was that parents 

of children with moderate-severe symptomatology were more satisfied with information 

provision than were parents o f children with less severe symptomatology.

As the helpfulness of formal support increased so too did the importance and overall 

need for infonnation although parents who were quite content with fonnal support had fewer 

information needs. In contrast, parents who perceived formal support to be unhelpftil had low 

needs scores. This may suggest that these parents did not identify their information needs 

because they felt that these needs might not be met. Perhaps these parents are disillusioned 

with services which may explain the current set of findings. Parents in the present study also 

perceived formal support to be marginally more helpful than informal support. Since the focus 

o f this study is on information and education needs and preferences, perhaps these parents 

perceived the nature of the support to be informational. In this case, parents may have 

perceived formal support to be more helpful in tenns o f information provision compared to 

informal sources which were more likely to provide parents with emotional support.

According to Gray (2006), older parents tend to employ emotion-focused coping 

strategies whereas younger parents are more likely to employ problem-focused coping 

strategies. This may explain why parents with an older diagnosis reported fewer information 

needs compared to parents with a more recent diagnosis. It could also be interpreted that
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parents who reported fewer information needs are unaware o f the value of information in 

helping them gain greater control and competence over their lives and the lives o f their 

children. Furthennore, parents’ dissatisfaction with information provision may be a reflection 

o f their overall dissatisfaction with services in meeting their child’s needs. The Information 

Needs Assessment Questionnaire developed in this study consisted primarily of information 

items that were associated with early to middle childhood and consequently, the results may 

reflect this.

Findings from the present study highlighted an association between the type of school 

and information needs. For example, parents o f children in autism-specific classes in 

mainstream schools reported the greatest number o f information needs followed by parents o f 

children in mainstream schools compared to parents o f children in special schools. This 

suggests that autism-specific classes in mainstream schools may utilise more family-centered 

practices where parents are actively encouraged by the school to engage in every aspect o f 

their child’s education. In light of this, these parents may be more aware of their needs and 

feel confident that their needs will be met as they arise. On the other hand, parents of children 

in a mainstream-only setting may feel that their child is not receiving the appropriate support 

she or he may need and as a result, reported more information needs in order to access 

appropriate support and services for their child. It is also possible that there may be less 

collegiality among parents in mainstream schools which is significant given that parents o f 

children with ASDs cite other parents of similar children as being their greatest source o f 

informal support. Similarly, parents of children in more specialised educational settings may 

be less involved in their child’s education since their child’s ASD or level o f disability may be 

too severe. These specialised schools are more likely to be child-focused where the children 

receive immediate intervention.

Parents o f children with less severe symptomatology had an increased sense of 

empowerment both at the family and service system levels but not at the community or 

political level. On the other hand, parents o f children with more severe problems reported 

fewer information needs which suggest that they may feel less competent in being able to meet 

these needs. The more severe the behavioural problems the more likely the child will need 

appropriate and immediate intervention or treatment which the majority o f parents may not be
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able or have the necessary skills to deliver. In light o f this, these parents may not see the value 

of information or indeed see a need for information since the severity of the ASD or 

behavioural problems may ensure that their child’s needs and future concerns are met by 

service providers and professionals.

According to Mitchell et al. (2002), the content and delivery o f information should be 

timed to coincide with key life stages. The diagnostic process appears to have an all- 

encompassing influence on parents’ perceptions, experiences and sense o f empowennent in 

the immediate and long-term future. For example, the current study found that parents who 

were unsure o f their information needs or reported many needs had the highest empowerment 

scores. This suggests that being aware of your needs may give you a greater sense o f control 

in being able to have those needs met whereas parents who reported fewer needs and had a 

comparatively lower sense o f empowennent may have felt incapable o f utilizing resources or 

their problem-solving skills in order to meet these needs. For parents who reported being 

unsure o f their information needs but still felt empowered, perhaps these parents were between 

significant life stages and while their past and current needs had been met, were aware that 

they might need infonnation in the future but were unsure of the nature or type of information 

requested. The present study also found that parents with an older diagnosis had the greatest 

sense of empowerment. These parents are more likely to be involved in community or 

advocacy-related activities in addition to having greater experience in dealing with service 

providers and professionals compared to parents with a more recent diagnosis. In other words, 

parents with an older diagnosis are more likely to have been in the latter stages or have gone 

through the service system and come out the other side relatively unscathed and with a greater 

sense of empowerment.

The empowennent status o f the family at both the family and service system levels 

appeared to taper off as the perceived helpfulness of formal support increased. However, 

empowerment at the community or political level continued to increase as the helpfulness of 

fonnal support increased. This suggests that support from service providers and professionals 

is necessary for a greater sense o f empowerment at this level while increased fonnal support at 

the family and service system level may overpower rather than facilitate families. 

Furthermore, child-centered intervention may encourage parents to think that professionals are
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more effective in producing positive child outcomes (Dunst et al. 1997). This may explain 

why parents in the present study reported a decrease in empowerment at the family and service 

system levels as the helpfulness of formal support increased. It is possible that these parents 

became progressively more dependent on service providers and professionals as they provided 

families with additional support rather than enabling families which supports earlier research 

by Resendez

5.2 Cum ulative flndings

5.2.1 Information and parent education

Based on findings from this research, it can be acknowledged that the majority o f 

parent education programs are restricted to parents whose children are already linked in with 

services. This is primarily due to resources and services being seriously lacking or over

stretched (Siklos et al. 2006; Sperry et al. 1999). Considering the benefits of parent education 

as reported by clinicians in study 1 including the potential acquisition o f information relevant 

to the family’s needs, the development and gaining o f effective parenting strategies and the 

additional emotional support that parents may receive from other members o f the group, it is 

disappointing that so many families remain ‘wanting’ for infonnation and educational support.

Parent educators rarely conduct needs assessment prior to the actual education or 

training program (Dembo et al. 1985) and decisions are regularly based on what professionals 

believe families need rather than on what families themselves believe they need (Randall et al. 

1999; Walker et al. 2001). Findings in this study support this claim even though clinicians’ 

responses indicated otherwise. For example, it was evident that the majority o f decisions in 

relation to determining what parents might need in terms of information and learning were 

more likely to be made by the clinicians working with families rather than by families 

themselves. While clinicians may argue that they have the family’s best interests at heart, this 

lack o f collaboration in decision-making may disempower parents. Instead, service providers 

and professionals should endeavor to understand parents’ perceptions o f parenting and the 

problems they might face and how these may influence their role as a parent as well as their 

information needs. Professionals should also monitor parents’ needs by carrying out adequate 

needs assessment at key life stages which will help them to focus and utilise their resources 

more effectively.
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Several concerns were raised by clinicians in the present study in relation to the 

qualifications o f  those who facilitate parent education or training programs. There were two 

m ain concerns: firstly, that some parent educators have little clinical experience in dealing 

w ith children and families with ASDs and secondly, that the m ajority o f educators have no 

formal training in adult learning. Ideally, services should observe or evaluate the specific 

knowledge and skills o f  parent educators to ensure that parents not only receive appropriate 

information and skills but that these are also delivered in a user- or parent- friendly way 

(Dembo et al. 1985).

The type o f learning formats used by service providers and professionals included 

lecture-style sessions, prescribed or open discussions, handouts and individual or group 

sessions. Although the m ajority o f  clinicians in study 1 recognised the importance o f allowing 

parents to pace the program and to deliver the information or teaching strategies using a 

variety o f  formats, very little attention was paid to the potential interaction between parent 

characteristics and program format. For example, a mismatch between program format and 

parents’ learning styles or a mismatch between program requirem ents and parenting abilities 

m ay have a negative impact on program outcom es and lead to the demise o f some programs. 

Therefore, it is important to accommodate the potential array o f  learning styles that parents 

may bring to any parent education group in order to deliver more parent-friendly education 

(Dinnebeil, 1999; Kaiser et al. 1999; M atthews & Hudson, 2001).

According to Turnbull (1999), partnership education is the education o f all those 

involved in the child’s intervention including parents, professionals and other key players with 

a view to improving both the child’s and fam ily’s quality o f  life. A partnership or 

collaborative approach is also premised on em powering parents so that they can affect greater 

competence and control in producing positive child and family outcom es (Brookman-Frazee, 

2004). Therefore, parents are essential participants in the planning and design o f  effective 

parent education programs (Sperry et al. 1999). For example, collaborating with parents in 

parent education by allowing them to have a greater say in deciding what the target and 

desirable child behaviours are may decrease attrition rates (Brookman-Frazee). According to 

Smith (1997), the advocates o f parent education must produce clear and concrete evidence o f
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the benefits o f this intervention not only for parents and their children but for society itself. 

Only then will it be recognised as an essential component o f service practice (Smith, 1997).

Singh et al. (1997) proposed that organizing a parent support group may offer parents 

an opportunity to widen their social circle and leam from other parents’ experiences of the 

service system. This is especially important given that the majority o f parents in Chapter 3 

reported a lapse in support from family and friends. Ultimately, having access to effective 

social support, for example, being a member o f a support group may enhance parents’ sense of 

empowerment and general wellbeing (Hastings et al. 2002; Nachshen et al. 2005; Singh et al. 

1997; Stoneman et al. 1988; Thompson et al. 1997). Moreover, organizing a parent support 

group to coincide with a parent education program may improve treatment outcomes for both 

children and their parents (Stahmer, 2001). It may also prove to be cost-effective in terms o f 

reducing the likelihood of parents needing follow-up or individual attention (Stahmer). The 

main reason for this is that the support group may offer parents an opportunity to discuss the 

knowledge or strategies they have acquired during the training program as well as their 

experiences o f personalizing this information to their own situation (Stahmer).

5.2.2 Information categories

The experiences and perceptions o f parents about their information and education 

needs differed in several ways but there were also similarities. For example, parents reported 

the significant lack o f information available immediately after the diagnosis. Similarly, 

information specific to the needs o f children with less severe symptomatology was difficult to 

access. It is evident from these findings that information provision for parents o f children 

with ASDs in Ireland is sub-optimal which may explain why so many parents in the present 

study were forced to search for or utilise unreliable information.

Nine core information areas were identified and subsequently confirmed in a 

confirmatory factor analysis. These findings may thus be valuable in the development o f 

parent education and information services for parents o f children with ASDs. Although many 

parents reported being satisfied with the level o f information offered and consequently 

reported few needs, a similar number o f parents perceived the infonnation to be important and 

felt dissatisfied with its provision. The need rated most highly by parents was for information
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on bullying as well as information on sexual development o f children. This was expected 

since the safety o f  the child is generally thought o f as a basic need while sexual development 

is recognised as a difficult time for adolescents in general. O ther priority needs addressed 

service provision, financial and legal issues, future concerns and the diagnosis. Information 

on interventions and practical strategies including parent education or training courses as well 

as on educational issues was needed but on a comparatively smaller scale. This m ay have 

reflected the majority o f  parents in the sample having children who were currently in an 

educational placement and perhaps receiving treatment or intervention whether appropriate or 

not.

It is evident from this research that service providers and professionals rarely considere 

other key areas o f  interest. By identifying parents’ priorities for information and education, it 

is hoped that these findings will help service providers and professionals to utilise their time 

and resources more efficiently given the limited time that professionals tend to have to 

dedicate to information provision (McConkey, 2003). Furthennore, parents’ information and 

learning needs change as their child grows older and therefore, services need to make every 

effort to monitor these needs at significant stages o f the child’s and fam ily’s lives. This would 

provide more detailed information about parental concerns and unmet needs and therefore, any 

discrepancies between what service providers offered and what parents’ actually needed 

would be easily identifiable and met. For example, the INAQ may have been administered at 

a particular time when certain needs were a priority while others were not. It would be 

interesting to see if  the same needs were considered a priority six or twelve months down the 

road. It was also apparent from the present research that the m ajority o f  parents were thinking 

about their information needs beyond the stage their child was currently at.

In terms o f  sources o f infonnation, the majority o f parents indicated a preference for 

one-to-one consultations, parent training courses, parent support groups, and seminars 

delivered by parents or professionals. Books, handouts and the Internet were also highly rated 

compared to sourcing information from videos or DVDs. A further sim ilarity with previous 

research was that parents o f children with ASDs from a low socioeconomic background 

preferred to access information from videos or DVDs, parent training courses, parent support 

groups, books and from seminars delivered by parents while parents from a higher 

socioeconomic background preferred to access infonnation from one-one consultations, parent
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training courses, the Internet, handouts and from seminars dehvered by professionals. It may 

be that seminars delivered by parents are more understandable and less structured for parents 

from a lower SES background compared to seminars delivered by professionals. While parents 

may access general information on ASDs from printed materials or media formats, 

information pertinent to the specific needs o f the family is more likely to come from clinicians 

and parent educators. According to Mitchell & Sloper (2002), service providers and 

professionals should give more thought to providing information in a way that parents find 

most helpful and o f practical use since families are likely to vary in how they would like 

information delivered. Moreover, there may be times when parent education or training 

programs are perceived by parents as an indirect way o f saying that they are incompetent 

(Powell, 1990; Winton et al. 1999) and therefore, asking parents to participate in a program 

requires sensitivity on the part o f the professional.

Information needs appeared to be associated with the time since the diagnosis, parental 

stress, the helpfulness o f formal support, the type o f school the child was attending, the 

severity o f child symptomatology and to a lesser extent, family empowerment, findings that 

support and extend other studies, for example, the age o f the child (McConkey, 2003), severity 

o f child symptomatology (Granlund et al. 2001; Westling, 1993), parental stress (Scheel et al., 

1998), access to social support (Thompson et al. 1997), positive adaptation (Hastings et al. 

2002; Nachshen et al. 2005) and other coping strategies (Gray, 2006; Hummelinck et al. 2006; 

Lazarus et al. 1984, 2006; Miller, 1992, 1996). For example, Siklos et al. (2006) reported that 

the time since the diagnosis may explain why parents differ in their need for support. For 

example, parents with a relatively recent diagnosis are more likely to look for immediate and 

appropriate intervention for their child compared to parents with an older diagnosis (Siklos et 

al. 2006).

Similarly, Hummelinck et al. (2006) found that parents’ information needs were 

associated with the time since the diagnosis as well as how confident they felt in dealing with 

their child’s disorder or associated behavioural problems. Similar results were found in the 

present study in terms o f the influence of the time since the diagnosis on information needs 

and to a lesser extent, the association between information needs and family empowerment. 

According to Hummelinck et al. (2006), some parents may have difficultly identifying their
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information needs while other parents may be unaware o f  the type o f  information they might 

need in order to plan for or cope with the DD in the future. This m ay explain why so many 

parents in the present study reported being unsure o f the importance and subsequent need for 

information. Furthermore, I propose that being unsure o f your information needs m ay indicate 

a need in itself.

Given the evidence that the severity o f  the child symptom atology was associated with 

parents’ information needs, that is, the milder the sym ptom atology the more likely parents 

would report a great num ber o f information and learning needs, this indicates that service 

providers and professionals need to provide parents o f children with less severe behavioural or 

emotional problem s with additional information and education support so that they may work 

towards improving their child’s and fam ily’s lives especially if  their child is between or 

without services. This m ay be particularly important for parents o f  children with A sperger’s 

syndrome or higher functioning autism given that these children are more likely to have less 

severe problem s compared to children with classic autism.

According to Siklos et al. (2006), ASDs tend to manifest themselves in a variety o f 

ways and this may make it difficult for parents to adapt to the disorder and may increase 

parental stress. In general, parents may have a variety o f  simple or highly complex needs 

which are likely to change as their child gets older or progresses through the service system. 

M oreover, the characteristics o f  the disorder that determine parents’ needs may make it 

difficult for service providers and professionals to meet their individual needs (Siklos et al.). 

The lack o f effective co-ordination o f services only enhances this difficulty. For example, the 

present study indicated that there was a significant association between child symptomatology 

and parental stress which replicates findings from previous research (Floyd et al. 1997; 

Hastings et al. 2002; Koegel et al. 1992; Plant et al. 2007; Quine et al. 1987; Tobing et al. 

2002). Therefore, this study highlights the importance o f  conducting individual needs 

assessment in order to identify the specific information and education needs o f parents which 

may also increase parents’ comm itm ent to parent education programs. The present research 

acknowledges that there may be times when information is not a high priority need for parents 

especially if  their child needs immediate intervention. However, this study highlights the role 

of information in enabling parents to, for example, understand the child’s disability; prepare
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and plan for their child’s and family’s future; participate in joint decision-making; effectively 

cope with the ASD particularly in the early stages, and increase parents’ overall sense of 

empowerment which is in line with findings from previous research (Gowen et al. 1993; 

Hummelinck et ai. 2006; Nachshen et al. 2005; Scharer, 2002; van den Borne et al. 1999).

Should parents have insufficient access to reliable information, they are likely to 

remain unaware o f services and services’ roles in meeting their child’s and family’s needs 

(Beresford, 1995; Murray, 2000; Swick et al. 1993) and therefore, may be unable to utilise 

these resources or rely on their own problem-solving skills (Singh et al. 1997). Moreover, this 

may hamper their efforts to gain an increased sense o f competence and control in producing 

positive child and parent outcomes (Curtis et al. 1996; Gutierrez & Ortega, 1991; Israel et al. 

1994; McWhirter, 1991; Zimmerman, 1990; Zimmerman et al. 1988). It appears that the key 

decision makers within the service system are unaware themselves of the empowering nature 

that infonnation can have on families. For example, there is a likelihood that with the 

additional provision o f enabling activities, services or placements may be freed up as parents 

become less dependent and more empowered in terms of being better able to support their 

child (Peterander, 2000). Ultimately, providing parents with appropriate, practical and current 

information immediately after the diagnosis may prove to be invaluable in tenns o f meeting 

their information and learning needs, reducing parental stress and improving the child’s and 

family’s overall sense o f wellbeing.

5.2.3 Family empowerment

Some o f the key variables that were found in this thesis to be associated with family 

empowerment were the time since the diagnosis, access to effective social support and 

parental stress. Another variable that appeared to influence the empowennent status of 

families but to a lesser extent was the type o f school the child was attending. This suggests 

that variables other than the ones measured in the present study may also be critical 

determinants o f family empowerment. It is evident from the present research that too much 

help from service providers and professionals may underestimate parents’ capabilities and 

may encourage them to become more dependent on services which is in line with previous 

findings by Resendez et al. (2000). Moreover, having to deal with several service providers or 

professionals at the same time may increase parental stress (Sloper et al. 1992). However,
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Scheel et al. (1998) proposed that other parents may feel less stressed because having access 

to several sources o f  formal support means that the parenting responsibilities can be shared by 

services and professionals. Furthermore, Taub et al. (2001) proposed that there are two groups 

o f parents: those who are encouraged by their child’s progress to become more involved in 

com m unity activities and those who are frustrated by the continuous lack o f  appropriate 

interventions or services for their child and in light o f this, are encouraged to participate in 

advocacy-related activities. In conclusion, service providers and professionals need to offer 

parents more enabling activities and opportunities for com m unity involvem ent if  the 

em powerm ent status o f families is to increase (Taub et al. 2001).

5.2.4 Helpgiving styles

According to Turnbull et al. (2004), it is important to maintain a balance between 

em powering parents and supporting them in an empathic and com m itted manner. 

Empowering parents risks disenfranchising them from the service system while becoming too 

familiar with the family risks disempowering parents (Turnbull et al. 2004). In line with this, 

the type o f helpgiving practices that service providers and professionals employ may 

determine whether parents gain a sense o f  em pow ennent (Dempsey et al. 2004). Developing a 

w ann and positive relationship with parents in combination with providing them with enabling 

activities is more likely to lead to a greater sense o f family em powerm ent com pared to using 

only one helpgiving style (Dempsey et al.).

Similarly, Resendez et al. (2000) reported that caregivers become increasingly more 

dependent on the service system as their family continues to receive services. This increased 

dependency may discourage them from gaining a greater sense o f  control and competence 

over their child’s and fam ily’s lives although it may enhance their knowledge and ability to 

advocate for their child (Resendez et al. 2000). The present study highlights the need for 

further research to explore the nature o f  this help and how this might explain why parents 

sense o f empowerm ent at the family and service system levels gradually decreased as the 

perceived helpfulness o f  formal support increased.

Since em powerm ent at the family level reflects parents’ sense o f  self-efficacy in 

relation to managing their child with special needs and activities in the home while
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empowerment at the service system level reflects parents’ active participation in accessing 

services on behalf o f their child (Koren et al. 1992; Scheel et al. 1998), it appears that any 

interference or intrusion by professionals at any one of these levels may lead to a gradual 

decline in parents’ feelings o f competence and control over parent and child outcomes. In 

contrast, the community or political level refers to parents’ efforts to advocate for and improve 

the overall services available to their children which in light of the current findings, suggests 

that additional support may be required from service providers and professionals if parents are 

to feel competent in helping other families or participating in advocacy-related activities. 

These findings also suggest that there is a significant difference between empowerment at the 

family and service system levels and empowerment at the community or political level which 

is similar to previous claims by Thompson et al. (1997).

5.2.5 The significance o f  the diagnosis

The present research demonstrates that the diagnosis is probably the most difficult time 

for parents o f children with ASD. Several problems were emphasised by parents in Chapter 3 

including the difficultly in having their initial suspicions validated; a lack o f information and 

practical advice and the subsequent delay in obtaining a diagnosis and accessing appropriate 

services for their child. These and similar findings emphasises an area for practice 

development. However, the manner and sensitivity demonstrated by clinicians during this 

time has the potential to influence not only the immediate feelings and perceptions o f parents 

but also has an immense influence on fiiture experiences and encounters with service 

providers and professionals. For example, parents’ satisfaction with the diagnosis may be 

significantly associated with the quantity o f information they received during this time (Renty 

et al. 2005).

The exact role of service providers and clinicians in terms o f infonnation and 

education provision needs to be become clearer. For example, the majority o f parents in the 

focus group interviews stated that there was nothing in place after the diagnosis and that any 

information that was available proved difficult to access. Similarly, findings from Chapter 4 

indicated that the currency o f the diagnosis was likely to predict parents’ satisfaction with 

information provision. Based on these findings, there appears to be no one service provider or
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professional within a service accountable for the provision o f  information to parents o f 

children with ASDs.

Unfortunately, there is no definitive model o f effective infonnation provision that will 

m eet individualised needs (Bailey et al. 2005). Furthermore, if  parents’ needs rem ain unmet 

then professionals cannot expect parents to comply with intervention procedures or effectively 

cope with the ASD. According to Mitchell et al. (2002), inform ation key workers should be 

equipped with the prerequisite knowledge and resources to help parents identify and m eet their 

information and education needs thereby gaining a greater sense o f  empowerment. In light o f 

the present study, it could be argued that meeting the specific needs o f  parents at key life 

stages may facilitate them in gaining a greater sense o f em powerm ent in their lives.

A further approach in alleviating the information and education gap that parents appear 

to experience particularly immediately after the diagnosis may be to provide them  with 

support from more experienced parents. For example, Hastings & Beck (2004) suggested that 

providing parenting support, for example, through parent-to-parent programs and especially 

immediately after the diagnosis, may be an effective method o f  decreasing parental stress, 

increasing fam ily adaptation and improving the child’s and fam ily’s wellbeing. According to 

Santelli, Ginsberg, Sullivan et al. (2002), parent-to-parent program s match parents o f children 

with DD who have been trained to provide infonnation and emotional support to similar 

parents with a recent diagnosis. Gradually those parents with a recent diagnosis may become 

more em powered as they learn to effectively cope with their child’s DD (Singer et al. 1999).

5.3 Additional limitations

M ethodological strengths o f  the current study include the age range o f  the child, the 

sourcing o f  the sample and the range o f ASDs. However, a num ber o f  methodological and 

m easurem ent issues in addition to the ones that have already been identified in the previous 

chapters need to be addressed in fiiture research. W hile the findings provide some insight into 

the experiences and perceptions o f  parents o f children with ASDs, the m ajority o f  participants 

were m others thus lim iting the data on fathers’ perceptions o f  their information needs and 

sense o f  fam ily empowerment. Furthermore, parents with a diagnosis o f  more than one year at 

the time o f  the study as well as parents from middle-class backgrounds were over-represented.

253



Several other methodological issues need to be considered in future research. For 

example, a ceiling effect was observed for both parents’ importance o f the information scores 

and their information needs scores where the majority o f information items were considered 

important and reported as needs. Several reasons may explain this ceiling effect. Firstly, the 

instrument may have primed some parents especially those who may have been newer to the 

service system to perceive all of the information items to be important and therefore needed. 

Secondly, some parents may have indicated a need for information that they did not need 

whereas other parents may have needed the information but did not identify it as a need. This 

is in line with Nicholas (1997b) who suggested that people either demand infonnation that 

they do not need or need or want infonnation that they do not demand and finally, some 

parents may have been unaware o f an information need until they were exposed to information 

in the instrument that made them realise the presence of an information gap (Nicholas, 1997b). 

Perhaps future research should determine the function o f information in combination with 

identifying parents’ information needs. In doing so, parents will need to consider what they 

intend to do with the information once it becomes available before they decide whether they 

need the infonnation or not. For example, they may need the infonnation to obtain answers to 

specific questions, keep up-to-date or to obtain a background understanding of an issue.

A fijrther methodological issue previously suggested by Bailey et al. (1988) and one 

that may have occuned in the present research is that assessing parents’ information needs 

directly using the needs assessment instrument may have neglected to identify additional 

needs that parents might not have been aware of. This may be alleviated by providing parents 

with the opportunity to identify additional information needs in the form o f an open-ended 

question that may be included towards the end o f the instrument.

The Information Needs Assessment Questionnaire developed in this research is 

capable of identifying the primary information needs o f parents o f children with ASDs. 

Hence, it may provide service providers, professionals and researchers with a valid way o f 

measuring parents’ needs, the findings o f which may be used to inform and enhance current 

and future information and education provision.
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5.4 Im plications o f the thesis flndings

The most valuable aspect of the present research was the measurement and analysis of 

the information and education needs o f parents of children with ASDs in Ireland. It is 

important to point out that the greater the need for information and learning, the greater the 

sense o f empowerment. Researchers have not previously reported this pattern o f findings. 

Moreover, parents o f children with less severe symptomatology as well as parents o f children 

attending mainstream school reported a greater number of information and education needs as 

well as a lower sense of empowennent compared to parents o f children with moderate-severe 

symptomatology or parents of children attending more specialised schools. In this case, 

parents o f children with severe symptomatology were more concerned with information on 

interventions and practical strategies than were parents o f children with milder 

symptomatology. This may indicate that professionals and service providers need to provide 

additional support to parents who may not be in contact with services as often as parents of 

children with more severe problems.

The thesis findings also provide evidence to suggest that parents may feel empowered 

and still have needs. Furthermore, it is important to be aware that empowerment may be 

considered as a process or as an outcome. Although empowerment was measured as an 

outcome in the present research, it is also evident that assessing parents’ infomiation needs 

reflected empowerment as a process that could lead to an outcome.

5.5 Recom m endations for policy and practice

Some recommendations that could be helpful are:

1. Allow for the development and implementation of models o f best practice in terms of 

information and education provision

2. The development of formal links between smaller and larger service providers as well as 

links between schools so that the provision of information and parent education in the area 

of ASDs may be offered to parents on a widespread scale and solely not confined to 

parents who are linked in with services.

3. The establishment o f a local and national information service or centre where parents can 

‘drop-in’ and access accurate and current infonnation from varying perspectives and for
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different functions. Moreover, the opportunity to discuss this information on an individual 

basis w'ith a key worker.

4. Ensure that parents’ information and education needs are monitored with sensitivity and 

accuracy. A comprehensive assessment o f these needs should take place immediately after 

the diagnosis as well as at other key stages. Otherwise, professionals and service 

providers should be aware of most of their needs based on the evidence from other 

families with similar children with ASDs

5. There should be a willingness to adapt the content o f a parent education program to the 

specific needs or context o f each family.

6. Continuously evaluate the effectiveness o f present and fiature parent education programs in 

being sufficient to meet the needs and preferences o f parents in terms of infonnation, 

education, sources for information and learning styles. Furthennore, group sessions should 

be small with plentiful opportunity for individual attention from key workers.

7. There should be a continuum o f services to prevent families o f children with less severe 

ASDs falling through gaps within the service system.

8. Service providers and professionals working in the area of ASDs should acknowledge and 

demonstrate concern and understanding of the many problems that families face in getting 

their child’s needs met.

9. Information and education provision for parents should be part o f the child’s intervention 

agenda.

10. Services and professionals need to provide parents with more enabling activities so that 

they may gain a greater sense o f empowerment. Moreover, training in support should be 

offered to parents o f older children so that they may help parents o f younger children and 

who may be new to the service system.

11. Continuous professional development (CPD) training and retention o f staff is also essential 

for the development o f information and education services.

5.6 Directions for future research

1. There is a need for further work into the gender effects on parents’ information and 

education needs and preferences.
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2. Both the direction o f  effects on the relationship between information needs and parental 

stress and the m echanism  underlying this relationship requires exploration in future 

research.

3. There is a need to examine the nature o f social support to determine with certainty their 

relationship with family empowerment.

4. There is a need for further study into the potential association between other coping 

strategies and fam ily empowennent.

5. The significance o f  the time since the diagnosis needs further research.

6. There is a requirem ent for a detailed longitudinal research into the changing needs o f 

parents in terms o f  information and learning as their priorities change. For example, a 

change in priorities m ay reflect the child’s developmental stage.

7. There is a need to evaluate the benefits and outcome o f  various parent education or 

training program s not only for the child but for their parents and society itself, and finally

8. The knowledge and skills o f  parent educators or facilitators who are responsible for 

delivering information and parent education in the area o f  ASDs.

5.7 Concluding comments

The thesis findings provided the reader with a valuable opportunity to interpret both 

sides o f the narrative. From the clinician’s perspective, the provision o f  parent education and 

information is lim ited due to a lack o f resources. M oreover, clinicians at the forefront o f 

services do their best to provide parents with practical information particularly in relation to 

m anagement strategies. However, the provision o f information and parent education will 

continue to remain flawed without proper planning and consideration o f  parents’ specific 

information and education needs in collaboration with parents and other key stakeholders. 

From the parent’s perspective, several factors are known to compound problems that families 

are already facing including inadequate information and education provision; a general lack o f 

interagency or interdepartmental collaboration; extended waiting lists; failure o f the service 

system to support families who are between services as well as a delay in obtaining the 

diagnosis. Therefore, additional support for families needs to be put in place and this is 

crucial at the tim e o f the diagnosis. Far too many parents experience unnecessary stress 

because there is a lack o f  information and sensitivity during this period.
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Several conclusions can be drawn from the main findings. Firstly, the diagnosis is 

probably the most significant period for families and how well or unwell this is managed will 

have a significant influence on parents’ current and fiiture attitudes, perceptions, behaviour 

and general psychological wellbeing. Secondly, social supports need to facilitate rather than 

overpower parents by providing them with more enabling activities so that they can feel more 

confident in not only being able to meet their child’s needs but subsequently, being able to 

help other families with similar experiences. Thirdly, there is a continuous mismatch between 

the type o f information or education that professionals and service providers offer to parents 

and what parents actually need. Fourthly, being aware o f one’s needs may be part o f the 

empowerment process as evidenced by the present research. For example, parents who had 

high information needs scores may have felt empowered because this research was, in a sense, 

a participatory study which actively encouraged parents to identify their information and 

education needs. Fifthly, parent education which is planned carefully is an effective method 

o f intervention particularly if parents are involved in the design and development o f training 

programs from the onset. Finally, by employing more family-centered practices, service 

providers and professionals may enhance parents’ overall sense o f family empowerment.

The theme that has been accentuated in this research is that effective infonnation and 

parent education provision leads to an increased sense o f family empowerment. However, a 

significant number o f parents in the present research reported being dissatisfied with the level 

o f information offered both at the time o f the diagnosis and at the time of this research which 

for the majority o f parents, was several years after the diagnosis. This research highlights the 

importance o f eliciting the needs o f parents at key life stages so that the information and 

educational content may be tailored to their specific concerns and resulting needs. This must 

be undertaken in a sensitive and understanding manner so as not to cause further stress or 

anxiety to parents.

A thorough assessment o f parents’ needs is imperative if  professionals and service 

providers are to fully understand family needs and identify the stage that parents have reached 

in the coping process. Based on current findings, it seems reasonable to deduce that the 

quality o f information provided to parents o f children with ASDs is inadequate and 

inappropriately timed. Moreover, there is a noticeable lack of parent education provision and

258



this is especially so for parents whose children are between services or waiting for services. 

The findings further underscore the need for accessible information and education for parents 

of children with ASDs. Only by recognizing that current information provision is generally 

lacking can we begin to consider parents’ needs and improve the standard o f services that 

parents are offered so that the overall empowerment status o f the family may be enhanced.
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Appendix 2: Questionnaire

Part B: Questionnaire 

Educational Services offered to Parents of a Child with an Autistic 
Spectrum Disorder in the Health Service Executive (HSE) Eastern region.

Name o f  Organisation:.....................................................................................................................................

Phase 1: Reviewing Previous and Existing Services offered in the last twenty-four  
months

Please note that where advertising material is provided, only information that is missing 
needs to be completed in the survey. However, in this case, please ensure that the survey is 
matched with the relevant advertising material and that this is made clear.

(Please use a separate form  fo r  each event offered.)

Characteristics of Educational Event

1. What type o f  educational event was/is offered to parents by your organisation?

Program Q  Workshop Q  Seminar Q  Conference Q  Group work Q  

Combination / other (please d escr ib e).....................................................................................................................................

2. Title o f  event:

3. Please give a brief outline o f  the course content
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4. Admission / registration fee (if  applicable)
Parents   Professionals .........
Other (please specify) .................................................................................................

5. Please state the beginning and ending dates o f  delivery ( if  applicable) 

From (DD/M M /YY).................................................. to (DD/M M /YY)..............

6. How often was/is this event offered to parents?

Weekly □ Monthly Q Annually □ Once-off
Ongoing □ Other (specify) ...........

7. W lien  w as/is  th is even t o ffered?

Monday □ Morning
Time o f  day: 
Afternoon Evening

Tuesday □ Morning Afternoon Evening
W ednesday □ Morning Afternoon Evening
Thursday □ Morning Afternoon Evening
Friday □ Morning Afternoon Evening
Saturday □ Morning Afternoon Evening
Sunday □ Morning Afternoon Evening

8. How many parents did/does the event cater for?

9. How many parents attended/ attend this event?

10. In te rm s o f  access, how  av a ilab le  w as/ is th is even t to  paren ts? 
Open Q  Restricted Q  Other Q  (Please explain your answer)

11. Who generated this event? (Choose more than one, if  necessary)

Parents Q  Clinicians Q  Heads o f Services Q  Steering Committee Q
Other (please specify)

12. Who delivered/ delivers this event? (Choose more than one, i f  necessary)

Teacher Q  Parent Q  Psychologist Q
Therapist Q  Administrator Q  Social W orker Q
Counsellor Q  GP O
Other (please
describe)............................................................................................................................................
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13. Where (in terms of country) is/are this/these speaker(s) based and/or what organisation is he/she 
from?

Speaker 1 : ................................................................................................................................................................................................
Speaker 2 : ................................................................................................................................................................................................
Speaker 3 : ................................................................................................................................................................................................
Speaker 4: ................................................................................................................................................................................................

14. Where was/ is the event held? (Choose more than one, if  necessary)

Hom e-based Q  Local Church Q  Library Q  Special school I I
Local school Q  Clinic Q  Hotel Q  Preschool Q
Other (please state)

15. If parents are provided with additional educational material, what format is it in? (Choose more 
than one, if  necessary)

CD-ROM Audio-tapes Q  Newspaper Q
e-Leam ing Q  Books or folders Q  Radio Q
Internet Q  Brochures Q  D V D s or videos Q
Other (please describe)

16. If parents were/ are assessed during or after completion o f the event, in what way was this carried 
out?

Assignments Q  Test n  Observed role-playing Q  
Other (please describe)

17. On w hat basis w as/ is th is topic p icked? (P lease elaborate)

18. What are the main objectives o f the event?

19. What was/ is the overall mission o f the event?

20. Is there anything that you would like to add?

Thank you for com pleting  th is questionnaire. P lease return  all com pleted  parts to  the 
researcher in the enclosed  stam ped-addressed-envelope. Finally, please include all relevant and 
up-to-date advertising material, if applicable.
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Appendix 3: Interview schedule

1. How far in advance does your organisation plan an educational event?

2. Are there any specific plans that your organisation has in place in terms o f parent 

education?

3. Does your organisation try to offer a specific number o f parent education events in any 

given year? What might this number depend on?

4. How does your organisation advertise parent education events?

5. With regard to the design, development or the delivery o f an educational event, is there 

any collaboration between your organisation and others stakeholders?

6. In your opinion, what do parents find most helpful in tenns of parent education?

7. In your opinion, what do parents find most unhelpful in terms of parent education?

8. In your opinion, what do parents find most helpful in terms o f delivery methods?

9. In your opinion, what do parents find most unhelpful in terms of delivery methods?

10. What do you believe contributes to the overall effectiveness of an educational event?

11. In your opinion, what are the overall benefits o f parent education for parents?

12. In your opinion, what are the overall benefits o f parent education for professionals?

13. In your experience, do you believe that parents feel pressurised to take part in parent 

education or even pressurised by parent education itself?

14. Would you like to add any other comments?
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Appendix 4: Critical commentary sheet

Part C: CRITICAL COMMENTARY SHEET 

Pilot Research Project

Part A : Information sheet
Please rate and comment on each o f  the items below with regard to the page entitled 
“Information Sheet”. Please fee l free to make recommendations fo r  changes.

Overall impression 
1. It is easy to read.
(Please circle one) 1 2 3 4 5
(1) Disagree strongly (2) Disagree somewhat (3) Neither agree nor disagree (4) Agree som ewhat (5) Agree strongly

Comment: .......................................................................................................................................

2. It is easy to understand.
(Please circle one) 1 2 3 4 5
(1) Disagree strongly (2) Disagree somew'hat (3) Neither agree nor disagree (4) Agree som ewhat (5) Agree strongly

Comment: ................................................................................................

3. It explains clearly what the purposes of the study are.
(Please circle one) 1 2 3 4 5
(1) Disagree strongly (2) Disagree somewhat (3) Neither agree nor disagree (4) Agree som ewhat (5) Agree strongly

Comment: .......................................................................................................................................

4. It states clearly how the data is going to be gathered.
(Please circle one) 1 2 3 4 5
( I ) Disagree strongly (2) Disagree somewhat (3) Neither agree nor disagree (4) Agree som ewhat (5) Agree strongly

Comment: .......................................................................................................................................

5. Please feel free to make any additional comments.
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Part B: Questionnaire  
Please rate and comment on each o f  the items below with regard to the page entitled 
“Questionnaire”. Please fee l free to make recommendations fo r  changes.

Overall impression  
1. It is easy to read.
(Please circle one) 1 2 3 4 5
(1) Disagree strongly (2) Disagree somewhat (3) Neither agree nor disagree (4) Agree somewhat (5) Agree strongly

C om m ent:.................................................................................

2. The instructions are easy to follow.
(Please circle one) 1 2 3 4 5
(1) Disagree strongly (2) Disagree somewhat (3) Neither agree nor disagree (4) Agree somewhat (5) Agree strongly

C om m ent:...............................................................

3. The line o f questioning is easy to follow.
(Please circle one) 1 2 3 4 5
(1) Disagree strongly (2) Disagree somewhat (3) Neither agree nor disagree (4) Agree somewhat (5) Agree strongly

C om m ent:...............................................................

4. The questions are easy to understand.
(Please circle one) 1 2 3 4 5
(1) Disagree strongly (2) Disagree somewhat (3) Neither agree nor disagree (4) Agree somewhat (5) Agree strongly

C om m ent:...............................................................

5. There are questions that need to be worded differently or clarified.
(Please circle one) 1 2 3 4 5
( I ) Disagree strongly (2) Disagree som ewhat (3) Neither agree nor disagree (4) Agree som ewhat (5) Agree strongly

Please indicate the question number(s) and make suggestions for improvement(s).
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6. There are questions that you believe should be added to the questionnaire.
(Please circle one) 1 2 3 4 5
( I) Disagree strongly (2) Disagree somewhat (3) Neither agree nor disagree (4) Agree somewhat (5) Agree strongly

Please specify.

7. Please feel free to make any additional comm ents.

Finally, please provide me with the name and the contact details o f the person who will 

make them selves available for the interview.

Name: ..................................................................................................................................................

Address: ..............................................................................................................................................

Phone number: .................................................................................................................................

E m ail:..................................................................................................................................................

Thank you fo r  completing this critical commentary sheet. Please return this sheet along 
with the completed questionnaire(s) and your signed letter o f  consent to the researcher.
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Appendix 5: Information sheet

Part A: INFORMATION SHEET

Date:

Educational Services offered to Parents of a Child with an Autistic Spectrum Disorder in 
the ERHA area.

My name is Tara Murphy and I am currently doing a postgraduate research degree in the 
Department o f Psychology at Trinity College, Dublin. The title o f my long-range project is 
Children with Autistic Spectrum Disorders (ASDs): Assessing the Educational Needs and 
Preferences o f  Parents.

The initial phase o f this study aims to identify all types o f educational events (e.g. training 
programs, workshops, group work, seminars, and conferences) offered to the parents o f a child 
with an ASD within the Eastern Regional Health Authority (ERHA) area. All known ASD 
organisations including service providers, agencies, clinics, societies, voluntary groups and 
schools have been asked to participate in this study.

In short, the aim o f phase one is to:
2 Put together an infonnational booklet for parents and organisations that will identify and 

outline various parent education events offered to the parents o f a child with an ASD 
throughout the ERHA area

3 To contribute to phase two o f this study which will assess the specific informational needs
o f parents and address their preferences for delivery methods, and

4 To facilitate collaboration between organisations, should they so wish.

The enclosed survey was recently piloted with a sample o f organisations located within the 
urban areas o f the Western Health Board region. Pilot participants commented that they found 
the study very interesting and well worth the effort. Valuable feedback was obtained from 
these participants and the survey was revised in order to incur a minimum amount o f your 
time.

Therefore, I would be extremely grateful if you or a designee would consider being a 
participant in this phase o f the study. This means that you would;

5 Provide me with all relevant and up-to-date advertising material based on the educational 
events already offered to parents o f a child with an ASD in the last 24 months by your 
organisation (from October 1®‘ 2002- October 1̂ ' 2004).

• Providing the researcher with this material will cut down on the length o f time it will 
take to complete a survey
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6 Com plete the enclosed survey (Part B) which looks for information on the educational 
event(s) offered by you.

•  Please note that a separate survey copy will need to be filled out for each educational 
event. I f  you would prefer to complete the survey over the telephone or as a word 
document, please contact me by phone or by email and I will make the necessary 
arrangements with you.

7 Arrange a suitable time when you are available to take part in a face-to-face or a telephone 
interview and answer a num ber o f  follow-up questions.

•  This interview took no more than thirty minutes in the pilot study.

For example, you will be asked to identify the title o f  a workshop, on what day o f  the week it 
occurred, if  there was a fee involved, who delivered the workshop, e.g. a therapist, a teacher or 
a parent?

All confidential information will be stored in the researcher’s locker and on a password 
protected computer. Data will be protected under the Freedom o f  Information Act and where 
identifiable, may be viewed at your request. The researcher would like to emphasise that 
names o f  organisations and professional titles o f  presenters, e.g. S.L.T., will be included in the 
publication and in the written thesis.

I will be in touch with you personally in the next few weeks to follow up with this 
correspondence. In the meantime, if  you have any questions, please contact me or my 
supervisor. Please find enclosed three copies o f  the survey (orange sheet) and a consent fonn 
(blue sheet) for you to complete, should you choose to participate. Also enclosed is a yellow 
form which is only applicable if your organisation does not offer parent education events. It 
would be most sincerely appreciated if  you would return the relevant form(s) and the related 
m aterials in the stam p-addressed-envelope as soon as you can.

Thank you so much for your consideration in participating in this study.

Signed: ______________________________
Tara Murphy, Researcher

Tara Murphy, B.A., BSc.
Department o f  Psychology,
Trinity College Dublin,
Dublin 2.
Tel: (353-1) 608-2970 
E-mail: tmurphv3@ tcd.ie
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Appendix 6: Consent form

Department of Psychology 

University of Dublin, Trinity College 

Dublin 2

PARTICIPANT CONSENT FORM

Educational Services Offered to Parents of a Child with an Autistic 
Spectrum Disorder in the Eastern Health Authority (ERHA) Area.

(Please keep a copy for your records)

I have read the letter dated ...............................I hereby give my inform ed consent to participate in
this study. I understand that I can withdraw m y consent at any time without prejudice and that 
the data collected will be handled with responsibility and in accordance with my rights under 
the Freedom o f  Information Act.

Participant: Name (Print)___________________________________________________________

Organisation: (Print)________________________________________________________________

S igned :_________________________________________ Date:

Thank you for your participation in this study.

Tara M urphy
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Appendix 7: Not applicable form

Department o f Psychology 

University o f Dublin, Trinity College 

Dublin 2

5 Please tick the box if  this study does not apply to your organisation i.e. if  you do not offer 
educational events to the parents of a child with an ASD: □

Name o f your service: (Print) 
Address:

OR

If your service does not offer educational events to the parents o f a child with an ASD but 
instead, reserves or is allocated places on behalf of parents on a course that is run by 
another organisation: □

Name o f your service: (Print) 
Address:

Please supply the name and address o f the other service provider

Name o f service: (P rin t)____________________________________
Address:

Date:

7 Does your organisation have any specific future plans in place in terms o f parent education 
for the parents o f a child with an ASD? If so, what are they?
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8 Is there anything that you would like to add?

Please return this form in the enclosed envelope. 
Thank you.
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Appendix 8: Inform ation sheet

Using Focus Group Interviews to Identify and Explore the Educational & 
Informational Needs of Parents of Children with Autistic Spectrum

Disorders
Date: 

Information Sheet 

Background to the research:
Information-seeking behaviour is an approach that m any parents o f  children with special 
needs use as a means o f  coping with and reducing stress. However, no known studies in 
Ireland have attempted to examine the intensity o f  parents’ o f  children with ASDs needs in 
terms o f  information and education or how their experiences m ight influence these needs. 
Similarly, there exists a lack o f  research on the problem s encountered with its provision. A 
lack o f  information may lead to a needless increase in stress for parents (Coulthard 2001; 
Nicholas et al., 1997) while additional information m ay result in parents m aking more 
proactive decisions (The Irish Task Force Report (TFR; 2001).

Aims of the study:
The prim ary aims o f  this study are:

1. To explore parents’ perceptions in terms o f having a child with an autistic spectrum 
disorder (ASD) in Ireland,

2. To acquire information relative to parents’ past and current educational and 
informational needs, and

3. To examine the potential role o f  parents’ perceptions in determ ining parents’ 
educational and informational needs.

Benefits of this study for you and for other parents:

a) Your contribution to this study, as a parent o f  a child w ith an ASD, is both meaningful and 
invaluable

b) This information will be used to guide the developm ent o f  a needs assessment survey 
which will then be distributed to a larger sample o f  sim ilar parents to assess their potential 
educational and informational needs.

c) The greater the num ber o f  parents that participate in the interviews, the stronger the 'voice' 
and the more representative the views will be o f  parents that find them selves in a similar 
situation,

d) An explicit and comprehensive summary o f data gathered from the interviews will be 
offered to you at the end o f  the overall study, should you choose to participate.

e) The overall study will enrich current and future parent education practices not only at a 
local or a com m unity level but also nationally.
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How participants will be contacted:

This study is being carried out with parents o f children with autistic spectrum disorders aged 
between 4-14 years who are living in Ireland. Group interviews will be conducted with a 
purposive self-selected sample of parents who have been accessed through their service 
provider (outreach service, clinic, school, hospital), voluntary groups (Irish Autism Alliance, 
ASPIRE, parents groups) or via the Autism Genetics study (St. James’s Hospital) using 
information letters or flyers. Once parents received a letter or a flyer about this study, they 
were asked to contact the researcher if they were interested in participating.

Method:
Each group interview will consist of a different set o f ten parents and will last for 
approximately two hours (with a tea/coffee break). Group interviews will be recorded using an 
audiotape in order to carry out a complete and accurate analysis o f the interview material. 
Once the analysis is complete, all tapes will be erased. The interviewer (Erika Reilly) will 
facilitate the group discussion. Erika is a recent graduate o f the Counselling Psychology 
Masters degree in the School of Psychology, Trinity College Dublin. She has previous 
experience in conducting group interviews and analysing qualitative data. The assistant 
interviewer (the researcher -Tara Murphy) will take brief field notes, manage the audiotape 
and keep track o f time.

Ethics
In line with The Code o f Professional Ethics o f The Psychological Society o f Ireland:

1. Each parent will be treated in a respectfiil and fair way
2. Participants may withdraw their consent at any time during the interviews, without 

prejudice
3. The researchers will act in a responsible and accountable manner towards parents
4. Parents will be informed that the researcher is not a qualified psychologist but a 

postgraduate student working towards a PhD
5. Information pertaining to parents’ identity and material unrelated to the focus o f the 

study will be treated as confidential
6. No names, addresses or any other personally identifying information will be included 

in any report, publication or in the written thesis. All confidential information will be 
stored in the researcher’s locker and on a password-protected computer. Data will be 
protected under the Freedom o f Information Act and where identifiable, may be 
viewed at your request.

Ethical Approval:
This research has been approved by the Ethics Committee in the School o f Psychology,
Trinity College Dublin.

Thank you so much for taking the time out to participate in this study.

Kind Regards,
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Appendix 9: Criteria form

Department of Psychology 

University of Dublin, Trinity College 

Dublin 2

Phase 2c: FO CU S GROUP PA RTICIPA N T CRITERIA F O R M

Using Focus Group Interviews to Assess the Educational Needs and Related Preferences 
of Parents of a Child with an Autistic Spectrum Disorder (ASD)

(Please tick the boxes where appropriate)

Please complete and return this form  in the S.A.E. provided i f  you would be interested in participating in a 
group interview.

You are the parent o f  a child  w ith an autistic spectrum  disorder (A SD ) aged betw een five and eighteen years 

□
Please com plete this part in block capitals

Your details:
1. Full nam e

2. A ge (optional)

3. Full address

4. Phone num ber (h) (m)

5. Em ail address:

C h i ld ’s details:
1. M ale/ Fem ale (please circle)

2. Age

3. Please identify  the A SD  if  possible:

A utistic D isorder (classic autism ) Q

A spcrgers Syndrom e D

Pervasive D evelopm ental D isorder (PD D ) Q

O ther (please specify): ..........................................................................................................................................................
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4. Which type o f  school does your child attend ( if  applicable)?

Mainstream school □
□Special class in mainstream school

A utism -specific class in mainstream school □
□Special school

Autism -specific class in special school □
Other (please specify):

Other comments (optional);

This information is for statistical purposes and so that the researcher can get in contact 
with you.

Parents o f the same child can attend i f  they so wish. However please be aware that not 
everyone will be asked to participate in the group interviews due to time constraints.

(Please keep a copy for your records)
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Appendix 10: Consent form

Department of Psychology 

University of Dublin, Trinity College 

Dublin 2

Phase 2d: FOCUS GROUP CONSENT FORM

Using Focus Group Interviews to Assess the Educational Needs and related Preferences 
of Parents of a Child with an Autistic Spectrum Disorder (ASD)

(Please keep a copy fo r your records)

I have read the inform ation letter dated ...............................1 hereby give my informed consent to
participate in this study. 1 understand that I can withdraw my consent at any time without 
prejudice and that the data collected will be handled with responsibility and in accordance 
with my rights under the Freedom o f  Information Act.

Participant: Nam e (Print)________________________________________________________

Full address: (Print)______________________________________________________________

S igned :_________________________________________ Date:

Thank you for your offer to participate in this study.

Tara M urphy, Researcher 
Tel: (353-1) 608-3912
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Appendix 11: Ethics approval
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A ppendix  11: Ethics approval lo r  s tudy 2 and study  3

Departm ent of Psychology
Univers i ty  o f  D u b l in ,  Tr in i ty  College 

D u b l in  2, I re land
Tel: +353 1 608 1886 
Fax: +353 1 671 2006

Department of Psychology 
Ethics Committee

19/ 04/2005

Dear / V ^  ^ .

The Department o f  Psychology Ethics Committee met recently to consider your application entitled

I am pleased to inform you that the Committee has approved your application.

Yours si

Kevin Tierney (Ph.D.)
Chairperson,
Department o f  Psychology Ethics Committee

/  A/

http://www.tcd.ie/Psychology





Appendix 12: Information Needs Assessment Questionnaire
Part A:
How important is it fo r  you to have access to the 

following information?
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1. H ow  are autistic spectrum  d isorders (A SD s) defined?

2. W hat does a diagnosis o f  an ASD m ean for my child  in 
term s o f  future developm ent?

3. W here are the d iagnostic centres located?

4. W hat does early intervention m ean?

5. W hat pathw ay do I need to  take once I receive a 
d iagnosis?

6. W hat train ing course(s) do I need to  do in order to help 
m y ch ild?

7. is m y ch ild ’s ASD going to get better or w orse?

8. How  have o ther parents o f  children w ith A SD s coped 
im m ediately  after the diagriosis?

9. W hat are the positive outcom es for the child w ith A SD ?

10. W hat services are available to m y ch ild  in term s o f  
treatm ents and therapies, e.g. d iet intervention, 
m edication?

11. W here should I go to  access health  services? W hat do 1 
need to  do in order to  access these services?

12. W here should I go to access educational services? W hat 
do 1 need  to do in order to access these services?

13. W here should I go to access respite services? W hat do 1 
need to do in order to  access these services?

14. W hat services are available for the well being o f  parents?

15. Am I going dow n the right route in term s o f  services or 
options available to m y child  w ith  an ASD?

16. H ow are the d ifferent areas o f  expertise defined e.g. 
neurology, occupational therapy, behaviour analyst?

17. Is there a contact list available for o ther parents o f  
child ren  w ith A SD s located in m y area?
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18. W hat are the practical th ings that 1 can do to  help m y 
child  w ith an ASD?

19. How  to teach m y child  daily  liv ing skills such as d ressing  
o r toileting?

20. H ow  to handle m y c h ild ’s prob lem  behaviours?

21. H ow  to help m y chi Id cope w ith specific issues e.g.
difficu lties w ith em otional expression , depression , anger 
m anagem ent or lack o f  friendships?

22. W hat is E arlyB ird? W ho offers th is tra in ing  course?

23. W hat is A pplied B ehaviour A nalysis (A B A )? W ho offers 
th is train ing course?

24. W hat is P icture Exchange C om m unication  System  
(PE C S)? W ho offers this tra in ing  course?

25. W hat is TEA A CH  (T he T reatm ent & Education  o f  
A utistic and C om m unication  H andicapped C hildren)? 
W ho offers this train ing course?

26. W hat is M arte M eo? W ho offers this?

27. W hat is the Hanen program ? W ho offers th is train ing  
course?

28. W hat is a social skills train ing course? W ho offers th is 
train ing course?

29. How  do you teach social sk ills to  som eone w ho is not 
in terested  in learning social skills?

30. W hat are the reasons for m y c h ild ’s learning problem ?

31. W hat are m y ch ild ’s entitlem ents in term s o f  education, 
e.g. hom e tu ition, exem ption from  Irish?

32. W hat are the different types o f  teach ing  approaches that 
m ight suit m y child  w ith an A SD ?

33. W hat does an Individual E ducation Plan (lE P ) m ean for 
m y child?

34. W here w ill 1 send m y child  to  preschool o r p rim ary  
school?

35. Should 1 send m y child  to a m ainstream  school, a special 
c lass in a m ainstream  school o r to  a special school?

36. W ill a place be available for m y ch ild  in the appropriate 
school setting?
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37. Should I send m y child to a fee-paying school o r a no n 
fee pay ing  school?

38. Should I send m y child  to an all b o y s’ school o r an all 
g ir ls’ school?

39. How  can I help m y child  m ake the transition into 
secondary  school?

40. W hat can professionals do to support m y child m anaging 
h im /herse lf in secondary school?

41. W hat are the secondary school options available to  m y 
child  in Ireland?

42. W hat are m y ch ild ’s options in term s o f  Third Level 
education (i.e. college, university)?

43. W hat are our entitlem ents to  state funding, e.g.
dom iciliary  care allow ance, tax allow ance, transport 
a llow ance, July grant?

44. How will 1 plan financially  for m y child?

45. W hat factors should 1 consider w hen m aking a will for 
m y child  w ith an ASD?

46. How do 1 know  w hen m y child  w ith an ,\S D  is being  
bullied?

47. How do 1 approach the subject o f  puberty  and sexual 
m atters w ith m y child?

48. W hat resources are available for the care o f  a person with 
an A SD  w hen their parents are too old?

49. W hat are the options for m y ch ild  in term s o f  
independent living?

50. W hat are m y ch ild ’s jo b  prospects?

51. How do 1 go about telling fam ily and friends that m y 
child  has an A SD ? Should 1 tell everybody?

52. How do 1 go about telling siblings that he/she has an 
ASD?

53. How do 1 go about telling the child  that he/she has an 
ASD?

54. How do 1 com plete all those form s?

55. W hat are the good books and w ebsites?
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Part B;
How satisfied are you with the level o f  

information offered to you in answer to the 

following questions?
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1. How are autistic spectrum disorders (ASDs) defined?

>

2. What does a diagnosis o f  an ASD mean for my child in 
terms o f  future development?

3. Where are the diagnostic centres located?

4. What does early intervention mean?

5. What pathway do I need to take once I receive a 
diagnosis?

6. What training course(s) do I need to do in order to help 
my child?

7. Is my child’s ASD going to get better or worse?

8. How have other parents o f  children with ASDs coped 
immediately after the diagnosis?

9. What are the positive outcomes for the child with an 
ASD?

10. What services are available to my child in terms o f  
treatments and therapies, e.g. diet intervention, 
medication?

11. Where should 1 go to access health services? What do 1 
need to do in order to access these services?

12. Where should 1 go to access educational services? What 
do 1 need to do in order to access these services?

13. Where should 1 go to access respite services? What do 1 
need to do in order to access these services?

14. What services are available for the well being o f  parents?

15. Am 1 going down the right route in terms o f  services or 
options available to my child with an ASD?

16. How are the different areas o f  expertise defined e.g. 
neurology, occupational therapy, behaviour analyst?

17. Is there a contact list available for other parents o f 
children with ASDs located in my area?
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18. W hat are the practical things that I can do to help my 
child  w ith an ASD?

19. How  to teach m y child  daily  living skills such as dressing 
o r to ileting?

20. H ow  to handle m y ch ild ’s problem  behaviours?

21. How  to help m y child  cope w ith specific issues e.g.
d ifficu lties w ith em otional expression, depression, anger 
m anagem ent o r lack o f  friendships?

22. W hat is EarlyB ird? W ho offers this training course?

23. W hat is A pplied B ehaviour A nalysis (A B A )? W ho offers 
this tra in ing  course?

24. W hat is P icture Exchange C om m unication System 
(PE C S)? W ho offers this train ing course?

25. W hat is TEA A CH  (The T reatm ent & Education o f  
A utistic and C om m unication H andicapped C hildren)? 
W ho offers th is training course?

26. W hat is M arte M eo? W ho offers this?

27. W hat is the Hanen program ? W ho offers this training 
course?

28. W hat is a social skills training course? W ho offers this 
training course?

29. How  do you teach social skills to som eone w ho is not 
in terested in learning social skills?

30. W hat are the reasons for m y ch ild ’s learning problem ?

31. W hat are m y ch ild ’s entitlem ents in tem is o f  education, 
e.g. hom e tu ition, exem ption from Irish?

32. W hat are the different types o f  teaching approaches that 
m ight suit m y child  w ith an A SD ?

33. W hat does an Individual Education Plan (lEP) m ean for 
m y child?

34. W here w ill 1 send m y child  to preschool or prim ary 
school?

35. Should I send m y child  to  a m ainstream  school, a special 
class in a m ainstream  school o r to a special school?

36. W ill a p lace be available for m y child in the appropriate 
school setting?
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37. Should I send m y child  to a fee-paying school o r a non
fee paying school?

38. Should 1 send m y child  to an all b oys’ school o r an all 
g ir ls ’ school?

39. How  can 1 help m y child  m ake the transition  into 
secondary  school?

40. W hat can professionals do to  support m y ch ild  m anaging 
h im /herse lf in secondary school?

41. W hat are the secondary school options available to  m y 
child  in Ireland?

42. W hat are m y ch ild ’s options in term s o f  T hird Level 
education  (i.e. college, university)?

43. W hat are our entitlem ents to  state funding, e.g.
dom iciliary  care allow ance, tax allow ance, transport 
allow ance. July grant?

44. How will 1 plan financially  for m y child?

45. W hat factors should 1 consider w hen m aking a will for 
m y child  w ith an A SD?

46. How do 1 know  w hen m y child  w ith  an ASD is being 
bullied?

47. How  do I approach the subject o f  puberty  and sexual 
m atters w ith m y child?

48. W hat resources are available for the care o f  a person with 
an A SD  w hen their parents are too old?

49. W hat are the options for m y child  in term s o f  
independent living?

50. W hat are m y ch ild ’s job prospects?

51. H ow do 1 go about telling fam ily and friends that m y 
child  has an A SD ? Should I tell everybody?

52. H ow do 1 go about telling  siblings that he/she has an 
ASD ?

53. H ow  do 1 go about telling  the ch ild  that he/she has an 
A SD ?

54. How  do 1 com plete all those form s?

55. W hat are the good books and w ebsites?
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PartC:
How much information do you want on each o f  

the following?
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1. How  are autistic spectrum  d isorders (A SD s) defined?

2. W hat does a d iagnosis o f  an A SD  m ean for m y child  in 
term s o f  future developm ent?

3. W here are the d iagnostic centres located?

4. W hat does early intervention m ean?

5. W hat pathw ay do I need to take once I receive a 
diagnosis?

6. W hat train ing  course(s) do I need to do in order to help 
m y child?

7. Is m y ch ild ’s A SD  going to get better o r w orse?

8. How  have o ther parents o f  children w ith A SD s coped 
im m ediately  after the diagnosis?

9. W hat are the positive outcom es for the child w ith an 
A SD?

10. W hat services are available to  m y child  in term s o f  
treatm ents and therapies, e.g. diet in tervention, 
m edication?

11. W here should I go to access health services? W hat do I 
need to do in o rder to  access these services?

12. W here should I go to  access educational services? W hat 
do 1 need to do in order to  access these services?

13. W here should I go to  access respite services? W hat do 1 
need to  do in o rder to  access these services?

14. W hat services are available for the well being o f  parents?

15. Am 1 going dow n the right route in term s o f  services or 
options available to m y child  w ith an ASD?

16. H ow  are the d ifferent areas o f  expertise defined e.g. 
neurology, occupational therapy, behaviour analyst?

17. Is there a contact list available for o ther parents o f  
children  w ith A SD s located in m y area?

18. W hat are the practical things that I can do to help my 
child  w ith an A SD ?
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19. H ow to teach m y child  daily  liv ing skills such as dressing 
or to ileting?

20. H ow  to handle m y c h ild ’s p rob lem  behaviours?

21. H ow  to help m y ch ild  cope w ith specific issues e.g.
difficulties w ith em otional expression , depression , anger 
m anagem ent o r lack  o f  friendships?

22. W hat is E arlyB ird? W ho offers th is tra in ing  course?

23. W hat is A pplied  B ehaviour A nalysis (A B A )? W ho offers 
th is tra in ing  course?

24. W hat is P icture Exchange C om m unication  System  
(PE C S)? W ho offers this tra in ing  course?

25. W hat is TEA A C H  (The T reatm ent & E ducation o f  
A utistic and C om m unication  H andicapped  C hildren)? 
W ho offers this tra in ing  course?

26. W hat is M arte M eo? W ho offers this?

27. W hat is the H anen program ? W ho offers this training 
course?

28. W hat is a social sk ills training course? W ho offers this 
training course?

29. How do you teach  social sk ills to  som eone w ho is not 
interested in learning social skills?

30. W hat are the reasons for m y c h ild ’s learning problem ?

31. W hat are m y c h ild ’s entitlem ents in term s o f  education, 
e.g. hom e tu ition , exem ption  from  Irish?

32. W hat are the d ifferen t types o f  teach ing  approaches that 
m ight suit m y ch ild  w ith an A SD ?

33. W hat does an Individual E ducation Plan (lE P ) m ean for 
m y child?

34. W here will I send  m y child  to  p reschool o r p rim ary 
school?

35. Should I send m y  ch ild  to a m ainstream  school, a special 
class in a m ainstream  school o r to  a special school?

36. W ill a place be available for m y ch ild  in the appropriate 
school setting?

37. Should 1 send m y  ch ild  to a fee-pay ing  school o r a non
fee paying school?
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38. Should  I send m y child  to an all b oys’ school o r an all 
g ir ls ’ school?

39. H ow  can I help m y child  m ake the transition into 
secondary  school?

40. W hat can professionals do to support m y child  m anaging 
h im /h erse lf in secondary school?

41. W hat are the secondary  school options available to  m y 
child  in Ireland?

42. W hat are m y ch ild ’s options in term s o f  Third Level 
education  (i.e. college, university)?

43. W hat are our entitlem ents to  state funding, e.g.
dom iciliary  care allow ance, tax allow ance, transport 
a llow ance. July grant?

44. How  will 1 plan financially  for m y child?

45. W hat factors should 1 consider w hen m aking a will for 
m y ch ild  w ith an A SD ?

46. How  do 1 know  w hen m y child w ith an ASD is being 
bullied?

47. How  do 1 approach the subject o f  puberty  and sexual 
m atters w ith m y child?

48. W hat resources are available for the care o f  a person w ith 
an ASD w hen their parents are too o ld?

49. W hat are the options for m y child  in term s o f  
independent living?

50. W hat are m y c h ild ’s job prospects?

51. H ow do I go about telling  fam ily and friends that m y 
child  has an A SD ? Should 1 tell everybody?

52. H ow do I go about telling  siblings that he/she has an 
A SD?

53. H ow  do I go about telling  the child  that he/she has an 
A SD?

54. How do 1 com plete all those form s?

55. W hat are the good books and w ebsites?
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Part D: Preferred sources for information

Please rank the following sources o f  
inform ation according to how you would  

like inform ation to be delivered

1= most preferred to 11= least preferred)

One-on-one consolation

Video/ DVD

Training course

Support group

Internet

Books

Handouts

Seminars/ talks by ASD experts

Audiotape

CD-Rom

Seminars / talks by other parents o f children with 
ASDs

Other:

Other:
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Appendix 13: Demographic questionnaire

Parent Demographic Questionnaire

(Please tick the boxes where appropriate)

Parent details:

1. Your age (on last birthday):______________

2. Gender: Male □  Female □

3. Location within Ireland (i.e. count}’) : _______________________

4. Marital status:

Married, and living with spouse □
Living with partner □
Separated/ divorced/ single parent □
Other;

5. Educational Level:

Junior Certificate or GCSE □
Leaving Certificate or GCE A Levels □
HND or other Diploma □
Polytechnic/ University Ordinary or Honours degree □
Masters or Doctoral degree □
Other:

6. What is the combined income level of your household?

£10,000-30,000 □  £31,000-50,000 □  £51,000-70,000 □  £71,000 and over □

Child details:

(If you have more than one child with an ASD, please complete this section in terms o f  the

child who received the most recent diagnosis o f  an ASD)

7. Child’s age (on last birthday):________________________________________________

8. Gender: Male □  Female □

9. Please identify the ASD {if possible):

Autistic Disorder (classic autism) □
Aspergers Syndrome □
Pervasive Developmental Disorder (PDD) □
Pervasive Developmental Disorder (Not otherwise specified) □

Other (please specify):___________________________________________________________
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10. How long ago was your child diagnosed with an ASD?

Less than six months □  
Less than one year □  
Less than three years □  
Less than five years □  
Less than ten years □

Other (please specify): _

11. W hich type o f school does your child attend ( if  applicable)!

Mainstream school □
Special class in mainstream school □
Autism-specific class in mainstream school □
Special school □
Autism-specific class in special school □

Other (please specify):______________________________________

12. Please identify your child’s level o f learning disability ( if  possible):

Mild □  Moderate □  Severe □

13. Do you have other children with an ASD?

Yes □  No □

If so, please provide the ages and gender and type o f ASD ( if  possible) o f your other children

Age (in years) G ender (M / F) Type o f ASD
Sibling 1 :___________________ ______________  _________________________

Sibling 2 :___________________ ______________  _________________________

s ib l ings :___________________ ______________  _________________________

Additional com m ents (optional)'.__________________________________________________
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Appendix 14: Information sheet

Parents of Children with Autistic Spectrum Disorders (ASbs): Inforn:\ation 
Needs, Information-seeking Behaviour &. Empowerment (Tara Murphy, School

of Psychology, Trinity College Dublin)

2006

Background to the current research
This study is broken down into two parts. The f irs t  part explored parents' 
experiences immediately following the diagnosis of their child with an A5D, their 
current experiences and their information needs. Six focus group interviews 
were carried out with a total of 38 parents of children with ASDs aged between 
4-14 years living within the Health Service Executive (HSE) Eastern Region 
(Dublin, Kildare & Wicklow). F ifty-five information items were identified by 
parents under seven broad headings and have been developed into the 
Information Needs Assessment Questionnaire (INAQ).

For example:

How important is it  fo r you to have in fo rm at ion  on where you need to go in o rd e r  

to access primary or secondary schools fo r your child with an ASD?

Are you satisf ied with the amount of information that you have received so far

or would you l ike more in fo rmat ion?

bo you have a preference fo r  how you want to receive th is information 
(e.g. one-to-one consultation, as a handout o r as a video)?
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What next?

The final part of this project will use the Information Needs Assessment 
Questionnaire (IN AQ ) to assess whether other parents of children with ASDs 
across Ireland need similar information at different stages of their child's life.

The primary aims of this study are to:

1. Identify the type of information that parents of children with ASDs need 
and want. Do parents look for similar pieces of information at various
stages of their child's life?

2 Explore the predictors of these information needs. Are Information needs 
influenced by parents' positive or negative perceptions of their child or 
where they turn to for support?

3. Examine the factors that might lead parents to feeling empowered. Do 
parents feel empowered if they receive a voluminous amount of 
information or the bare minimum? What do parents prefer?

Overall goal:

By identifying the type of information that you need or have searched for 
previously, you will help parents who have yet to reach your child's stage. In  
addition, parents whose children are older than your child will also help you in 
terms of the type of information that they currently need and the factors that 
might influence those needs. The results from the overall study will help local 
and national service providers and voluntary organisations to develop and offer 
parents of children with ASDs a more effective information service in Ireland. 
Providing parents with the right information at the right time may be a small 
step, but it is a step in the right direction.

I  believe that results from this study will significantly improve the information
services available to parents not only in Ireland but also internationally. A copy 
of the findings will be made available through various service providers, 
voluntary organisations and parent groups located throughout Ireland.
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Request
At least 250 parents of children aged between 4-14 years with ASDs need to 
complete the survey in order for this study to be valid, reliable and successful in 
terms of identifying parents' information needs. Therefore, I  am hoping that you 
might help me by completing the survey. I  realise that you are extremely busy 
especially when children are on their school holidays but I  would be so grateful if 
you would consider participating in this part of the study. All surveys are to be 
completed anonymously and should take no longer than 40 minutes. The closing 
date for receipt of surveys is ....................................................  2006.

Please do not hesitate to contact me if you and/ or other parents are interested 
in participating In this study or if you have any further questions, at 
tmurphv3@tcd.ie or on 0 0 3 5 3 -(0 ) l-6083912 (w )/ 00353- (0 )87-4119278  
(m). This study is being conducted as par? „ PhD under the supervision of 
Dr. Kevin Tierney In the School of Psychology TCb.

Thank you so mi chi
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Appendix 15: Confirmatory factor analysis

Dimensions, items and factor loadings for importance of information subscale

1 2  3 4 5 6 7 8 9

1. How are autistic spectrum  disorders (ASDs) defined? 0.66

2.

3.

W hat does a diagnosis o f an ASD mean for my ciiild in terms of 
future developm ent?

W here are the diagnostic centres located?

0.47

0.74

4. W hat does early intervention mean? 0.52

5. W hat pathway do I need to take once 1 receive a diagnosis? 0.69

6. W hat training course(s) do I need to do in order to help my 
child? 0.40

7. Is my child’s A Sl) going to gel heller or worse? 0.61

8. How have other parents o f children witii ASDs coped 
im m ediately after the diagnosis? 0.93

9. W hat are the positive outcom es for the child with an ASD? 0..S0

10.

11.

W hat .services are available to my child in terms o f treatments 
and therapies, e.g. diet intervention, m edication?

W here should 1 go to access health services? W hat do I need to 
do in order to access these services?

0.52

0.69

12. W here should 1 go to access educational services? W hat do 1 
need to do in order to access these services? 0.21

13. W here should I go to access respite services? W hat do 1 need to 
do in order to access these services? 0.45

14. W hat services are available for the well being of parents? 0.72
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15. A m  1 going dow n the right route in terms o f  services or options 
available  to my child  with an AvSD?

16. H ow  are the different a reas  o f  expertise  defined e.g. neurology, 
occupational therapy, behaviour  analyst?

17. Is there a  contac t list available  for o ther parents o f  children with 
A S D s located in my area?

18. W hat are the practical th ings that 1 can do  to help my child with 
an A S D ?

19. H ow  to teach m y child  daily  living skills such as dressing or 
to ileting?

20 . H o w  to handle  my ch ild ’s p rob lem  behaviours?

21 . H ow  to help my child  cope with specific issues e.g. dirficuities 
with em otional expression , depression , anger m anagem ent or 
lack o f  fr iendships?

22 . W hat is HarlyBird? W h o  offers this training course?

23 . W hat is Applied  Behaviour A nalysis (A B A )?  W ho  offers this 
training course?

2 4 .  W ha t  is Picture  Hxchange C om m unica t ion  System (PECS)? 
W h o  offers this training course?

25 . W hat is T t iA A C H  ( The i 'reatment & Hducation o f  Autistic and 
C om m u nica t ion  H and icapped  Children)?  W h o  offers this 
training course?

26 . W h a t  is M arte  M eo?  W h o  offers this?

27 . W h a t  is the H anen program ? W h o  offers this training course?

28 . W h a t  is a  social skills training course?  W ho  offers this training 
course?

2 3 4 5 6 7 8 9

0.80

0.73

0.74

0.37

0.55

0.31

0.27

0.93

0.76

0.82

0.77
0.61

0.78

0.64
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29. How do you icacli social skills to som eone who is not interested 
in learning social skills?

30. W hat are the reasons for my ch ild ’s learning problem?

31. W hat are my ch ild ’s entitlem ents in terms o f education, e.g. 
home tuition, exem ption from Irish?

32. W hat are the different types o f leaching approaches that might 
suit my child with an ASD?

33. W hat does an Individual Education Plan (IHF)?

34. W here will I send my child to preschool or primary school?

35. Should I send my child to a mainstream school, a special class 
in a m ainstream school or to a special school?

36. Will a place be available for my child in the appropriate school 
setting?

37. Should I send my child to a fee-paying school or a non-fee 
paying school?

38. Should I send my child to an all boys’ school or an all girls’ 
school?

39. How can 1 help my child make the transition into secondary 
school?

40. W hat can professionals do to support my child managing 
him /herself in secondary school?

4 1. W hat are the secondary school options available to my child in 
Ireland?

42. W hat are my child’s options in terms of Third Level education 
(i.e. college, university)?_____________________________________

2 3 4 5 6 7 8 9

0.75

0.76

0.59

0.46

0.53

0.59

0.45

0.61

0.71

0.89

1 . 2 1

1.16

1.13

1.07
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2 3 4 5 6 7 8 9

43. W hat are  ou r en titlem en ts  to state funding, e.g. dom iciliary  care 
a llow ance, tax a llow ance, transport a llow ance, Ju ly  grant? 0.82

44. H ow  w ill 1 p lan financially  for my ch ild? 0.91

45. W hat factors should  1 co n sid er w hen m aking a w ill for my child  
w ith an A S D ? 0.77

46. H ow  do  I know  w hen m y ch ild  w ith an A SD  is being bullied? 0.65

47. H ow  do  I app roach  the sub jec t o f  puberty  and sexual m atters 
w ith m y ch ild? 0 .70

48. W hat resou rces are  availab le  for the care  o f  a person w ith an 
A SD  w hen their paren ts are loo old? 0.81

49. W hat are  the op tions for m y ch ild  in term s o f  independent 
living? 0.78

50. W hat are  m y c h ild ’s jo b  p rospects? 0.88

51. H ow  do  1 go  abou t te lling  fam ily and  friends that my child  has 
an A SD ? S hou ld  I tell everybody? 1.16

52. H ow  d o  1 go about te lling  sib lings that he/she has an A SD ? 1.03

53. H ow  d o  I go about te lling  the child  that he/she has an A SD ? 0 .89

54. H ow  d o  I com p lete  ail those form s? 0.71

55. W hat are  the good  books and w ebsites? 0.65

N ote. F acto rs 1 = d iagnosis; 2 = serv ices; 3 =  in terven tions and practical strategies; 4 = educational issues; 5 =  concerns; 6 = financial and legal issues; 7 = 

fu ture issues; 8 =  in form ing  the ch ild  and o thers; 9 = resources.
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Dimensions, items and factor loadings for satisfaction with information subscale

1 2  3 4 5 6 7 8 9

1. How are autistic spcclruni disorders (ASDs) defined? 0.69

2. Wiiat does a diagnosis o f an ASD mean for my child in terms of
future developm ent? 0.79

3. W here are the diagnostic centres located? 0.71

4. W hat does early intervention mean? 0.82

5. W hat pathway do I need to take once 1 receivc a diagnosis? 0.91

6. W hat training course(s) do I need to do in order to help my
child? 0.81

7. Is my ch ild ’s A S l) going to get better or worse? 0.88

8. How have other parents o f children with ASDs coped
imm ediately after the diagnosis? 0.82

9. W hat are the positive outcom es for the child with an ASD? 0.83

10. W hat services are available to my child in terms o f treatments
and therapies, e.g. diet intervention, m edication? 0.89

I I . W here should 1 go to access health services? W hat do I need to
do in order to access these services? 0.95

12. W here should I go to access educational services? W hat do I
need to do in order to access these services? 0.90

13. W here should I go to access respite services? W hat do 1 need to
do in order to acce.ss these services? 0.86

14. W hat services are available for the well being of parents? 0.60

15. Am 1 going down the right route in terms of services or options
available to niy cliild with an ASD?______________________________________0.90_______
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16. How arc the dilTcrenl areas o f expertise defined e.g. neurology, 
occupational therapy, behaviour analyst?

17. Is there a contact list available fo r other parents o f children w ith 
ASDs located in niy area?

18. What are the practical things that 1 can do to help my child with?

19. How to teach niy ch ild  da ily liv ing  skills such as dressing or 
toileting?

20. How to handle my ch ild ’ s problem behaviours?

21. How to help my ch ild  cope w ith specific issues e.g. d ifficu lties 
w ith  emotional expression, depression, anger managenient or 
lack o f friendships?

22. What is HarlyBird? W ho offers this training course?

23. What is Applied Behaviour Analysis (A B A)? Who offers this 
training course?

2 4 . What is Picture lixchange Communication System (,1’ liCS)? Who 
offers this training course?

25. What is TH A A C H  (The Treatment &  Education o f Autistic and 
Communication Handicapped Children)? Who offers this 
training course?

26. What is Marte Meo? W ho offers this?

27. What is the Hanen program? Who offers this training course?

28. What is a social skills training course? Who offers this training 
course?

29. How do you teach social sk ills  to someone who is not interested 
in learning social skills?_____________________________________

2 3 4 5 6 7 8 9

0.85

0.70

1.05

1.00 

1 . 0 1

0.88

0.54

0.88

0.81

0.78

0.64

0.65

0.82

0.83
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30. W ha t  are the rea.son.s for my ch i ld ’s learning problem?

3 1. W hat are my ch i ld ’s en ti tlem ents  in terms o f  education, e.g. 
hom e tuition, exem ption  from Irish?

32. W ha t  are the different types o f  teaching approaches that might 
suit my child with an AvSD?

33 . W hat does  an Individual Education Flan (IHF) mean?

34. W here  will 1 send my child  to preschool or primary school?

35. Shou ld  1 send my child  to a  mainstream  school, a special class in 
a m ains tream  school o r  to a  special school?

36. Will a  p lace be available  for my child  in the appropriate  school 
setting?

37. Should  1 send my child  to a  fee-paying school or a non-fee 
paying school?

38. Shou ld  I send my child  to an all bo ys’ school or an all g ir ls’ 
school?

39. H ow  can I help my child  m ake the transition into secondary 
school?

40. W hat can professionals  do  to support niy child managing 
h im /herse lf  in secondary  school?

41. W h a t  are the secondary  school options available to my child in 
Ireland?

42. W hat are my ch ild ’s op tions in terms o f  Third Level education 
(i.e. college, university)?

43. W ha t  are our enti t lem ents  to state funding, e.g. domicil iary care 
a llowance , tax allowance , transport a llowance, July grant?______

2 3 4 5 6 7 8 9

0.62

0.89

0.86

0.77

0.82

0 .90

0.83

0.73

0.81

0.82

0.90

0.94

0.81

0.83
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2 3 4 5  6 7 8 9

44. Ho w will 1 plan financially for my child? 1.00

45. W ha t  factors should 1 consider  when making a will for my child 
with an AvSD? 0.93

46. H ow  do  1 know  w hen my child  with an A SD  is being bullied? 0.76

47. H ow  do  1 approach  the subject o f  puberty  and sexual matters 
with my child? 0.84

48. W ha t  resources are available  for the care  o f  a person with an 
A S D  w hen their parents are too old? 0.84

49. W hat are the op tions for niy child in terms o f  independent 
living? 0.91

50. W hat are my c h i ld ’s jo b  prospects? 0.91

51. H ow  do  1 go  about telling family and friends that my child has an 
A S D ?  Should  1 tell everybody? 1.14

52. H ow  do  1 go  about telling siblings that he/she has an A SD? 1.14

53. H ow  do  1 go  about telling the child  that he/she has an A SD ? 1.09

54. H ow  do  I com ple te  all those forms? 0.86

55. W hat are the good  books  and websites? 0.87

Note. Factors I =  d iagnosis ; 2 = services; 3 = in terventions and practical strategics; 4 = educational issues; 5 = concerns ; 6 =  financial and legal issues; 7 -  

future issues; 8 = inform ing the child and others; 9 = resources.
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Dimensions, items and factor loadings for information needs subscale

1 2  3 4 5 6 7 8 9

1. How are autistic spectrum  disorders (AvSDs) denned? 0.91

2. W hat does a diagnosis o f an A Sl) mean for my child in terms of
future developm ent? 0.70

3. W here are the diagnostic ccntres located? 1.08

4. W hat does early intervention mean? 0.85

5. W hat pathway do I need to take once I receive a diagnosis? 0.93

6. W hat training course(s) do 1 need to do in order to help niy
child? 0 .8 1

7. Is my ch ild ’s ASD going to get better or worse? 0.64

8. How have other parents o f children with ASDs coped
im m ediately after the diagnosis? 1.02

9. W hat are the positive outcom es for the child with an ASD? 0.69

10. W hat services are available to my child in terms o f treatments
and therapies, e.g. diet intervention, medication? 0.90

11. W here should I go to access health services? W hat do 1 need to
do in order to access these services? 0.93

12. W here should 1 go to access educational services? W hat do 1
need to do in order to access these services? 0.92

13. W here should 1 go to access respite services? W hat do 1 need to
do in order to access these services? 0.77

14. W hat services are available for the well being of parents? 0.88

15. Am 1 going down the right route in terms o f services or options
available to my child with an ASD?______________________________________ 0.70_______
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16. H ow  are tlie dilTerent arca.s o f  expertise  defined e.g. neurology, 
occupational therapy, behaviour  analyst?

17. Is there a contact list available  for o ther parents o f  children with 
A S D s located in my area?

18. W ha t  are the practical th ings that 1 can do  to help my child with 
an A S D ?

19. H ow  to leach m y child  daily  living skills such as dressing or 
toileting?

20. H ow  to handle  my c h i ld ’s p rob lem  behaviours?
21. H o w  to help my child  cope with specific issues e.g. difficulties 

with  em otional expre.ssion, depression, anger m anagem ent or 
lack o f  fr iendships?

22. W hat is HarlyBird? W h o  offers this training course?

23. W hat is A pplied  Behaviour A nalysis  (A B A )?  W h o  offers this 
training course?

24 . W hat is Picture E xchange  C om m unica t ion  System (FECS)? 
W h o  offers this training course?

25. W hat is T E A A C H  (The T reatm ent & Education o f  Autistic and 
C om m u nica t io n  H and icapped  Children)?  W ho  offers this 
training course?

26. W hat is M arte  M eo?  W h o  offers this?

27. W ha t  is the H anen  program ? W h o  offers this training course?

28. W ha t  is a  social skills training course?  W ho  offers this training 
course?

29. H ow  do  you teach social skills to som eone  w ho is not interested 
in learning social skills?________________________________________

2 3 4 5 6 7 8 9

0.87

0.97

0.74

0.77

0.78

0.67

0.93

1.07

1.05

1.04

0.96

0.99

0.83

0.89
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30. Wliat arc the rca.sons for my ch ild ’s learning problem?

31. W ha t  are my ch i ld ’s enti tlem ents  in terms o f  education, e.g. 
hom e tuition, exem ption  from Irish?

32. W ha t  are the different types o f  teaching approaches  that might 
suit my child with an A SD ?

33 . W hat does  an Individual Education  Plan (IHF) m ean?

34. W here  will I send my child  to preschool or primary school?

35. Should  I send my child  to a mainstream  school, a special class 
in a m ains tream  school o r  to a special school?

36. Will a  p lace be available  for my child in the appropriate  school 
setting?

37. Should  1 send my child  to a fee-paying school or a non-fee 
paying school?

38. Should  I send my child  to an all b o y s ’ school or an all g ir ls’ 
school?

39. H o w  can I help my child  m ake  the transition into secondary 
school?

40. W h a t  can  professionals  do  to support my child m anaging 
h im /herse lf  in secondary  school?

4 1. W ha t  are the secondary  school options available  to my child in 
Ireland?

42. W hat are my ch ild ’s op tions in terms o f  Third  Level education 
(i.e. college, university)?

43. W h a t  are our enti t lem ents  to state funding, e.g. domicil iary care 
a llowance, tax a llowance, transport allowance, July grant?_____

2 3 4 5 6 7 8  9

0.80

0.95

0.88 

1.01 

1.06

1.13

1.18

0.99

1.06

1.12

1.09

1.07

1.08

0.88
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1 2  3 4 5 6 7 8 9

44. H ow  will 1 plan financially for niy child? 1.05

45. W hat factors should  1 consider  w hen making  a will for my child 
with an A S D ?

46. H ow  do  1 know  w hen my child with an A S D  is being bullied?

47. H ow  do  I approach  the subject o f  puberty  and sexual matters 
with  my child?

48. W hat resources are available  for the care  o f  a person with an 
A S D  w hen their parents are too old?

49. W ha t  are the op tions for my child in terms o f  independent 
living?

50. W hat are my c h i ld ’s jo b  prospects?

51. H ow  do  I go about telling family and  friends that nty child has 
an A S D ? Should  I tell everybody?

52. H ow  do  I go  about telling siblings that he/she has an A SD ?

53. H ow  do  I go  about telling the child  that lie/she has an A SD ?

54. H ow  do  I com ple te  all those forms?

55. W hat are the good  books  and websites?

0 .99

0.87

0.93

1.02

0.90

1.02

1.25

1.34

1 . 1 0

1.08

1.08

Note. Factors I =  d iagnosis ;  2 = services; 3 = in terventions and practical strategies; 4 =  educational issues; 5 -  concerns ; 6  = financial and legal issues; 7 : 

future issues; 8 = informing the child and others; 9 = resources.
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