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Abstract
This large-scale research project examined the role of information and parent education in helping parents of children with autistic spectrum disorders (ASDs) gain a greater sense of family empowerment. Information and education is necessary for understanding the impact of the diagnosis on child and family outcomes; planning for the child’s future; participating in joint decision-making and enhancing parents’ overall sense of empowerment. A primary goal of this project was to understand and describe the experiences and consequential information and education needs of parents.  These experiences and needs were examined in view of current information and education provision.  Insight into both parents’ and professionals’ perspectives is invaluable and significant considering the increasing prevalence of ASDs and the current lack of effective services for individuals with ASDs and their families in Ireland. 
The first study investigated the range of parent education events provided to parents by organisations (N = 13) working in the area of developmental disabilities or ASDs.  A further aim was to determine the extent to which participants’ attitudes towards parent education might reflect the availability of information and education for parents.  Key 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, several system barriers confine parent education to parents whose children are linked with and not without services. 

The second study presents a comprehensive exploration of the experiences and information and education needs of parents (N = 38) before, during and after the diagnosis using focus group interviews.  Parents reported facing similar challenges from the time of the diagnosis and were generally dissatisfied with information and education provision.  Nine core information needs categories were identified by parents.  A further key finding indicated that other parents of children with ASDs were frequently cited as being the greatest source of information and emotional support.  
In the final study, an Information Needs Assessment Questionnaire (INAQ) was developed from the information categories identified in the previous study.  This instrument was used to examine parents’ (N = 136) information needs and preferences for delivery methods as well as to explore potential associations between information, family empowerment and other key child and parent variables.  As anticipated, scores on the INAQ were significantly influenced by the time since the diagnosis, the severity of child symptomatology, parents’ access to formal support as well as parental stress.  Parents also indicated a preference for accessing information from a range of sources.  Similarly, most of the variance concerning family empowerment was explained by the time since the diagnosis, parental stress and access to formal support.  Furthermore, parents’ level of satisfaction with information provision was significantly associated with empowerment scores. It is evident from this research project that parents search for information as a way of effectively coping with their child’s ASD and in light of this, organizations need to join together to provide appropriate information and education to parents so that they may gain a greater sense of empowerment.  

Executive Summary

Study One
· The majority of parent education programs are restricted to parents whose children are already linked in with services and consequently, there is limited provision of information and parent education for families who were waiting for or without services. This is primarily due to resources and services being seriously lacking or over-stretched. Considering the benefits of parent education including the potential acquisition of information relevant to the family’s needs, the development and gaining of effective parenting strategies and the additional emotional support that parents may receive from other members of the group, it is disappointing that so many families remain ‘wanting’ for information and educational support. 
· According to clinicians who participated in this study, the actual parent education group may be an additional source of information, instrumental and emotional support that may not be available to parents from family or friends. 

· The following factors need to be considered when planning a parent education event: (a) prior planning is essential in order to ensure that the aims and objectives of the parent education event match parents’ information needs and their desired learning goals.  Parents want information on a variety of topics and not just on management strategies. (b) Service providers and professionals need to ensure that parents are provided with more enabling opportunities so that they can have a greater say in the planning and design of parent education programs and in doing so, may gain a greater sense of empowerment. (c) Parent educators should use a variety of delivery formats to cater for the potential range of learning styles in any parent education group and finally, (d) information and learning should be appropriately timed for the family especially in terms of where parents are at in the adjustment process; the child’s developmental stage and also in terms of the child’s level of disability.  
· Several concerns were raised by clinicians in this study in relation to the qualifications of those who facilitate parent education events. There were two main concerns: firstly, that some parent educators have little clinical experience in dealing with children and families with ASDs and secondly, that the majority of educators have no formal training in adult learning.  Ideally, services should observe or evaluate the specific knowledge and skills of 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. 
· In terms of collaboration, several clinicians from the smaller services stated that they would like to collaborate with larger service providers in providing families with parent education and informational support.  This may enable service providers and professionals to provide more widespread and effective parent education and information services to parents of 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.  
Study Two
· The following nine core information themes emerged from the focus group interviews: (1) the diagnosis, (2) services, (3) interventions and practical strategies, (4) concerns about bullying and sexual development, (5) educational issues, (6) financial and legal issues, (7) resources, (8) informing the child and others and finally, (9) future concerns.

· Parents of younger children appear to be following the same footsteps as parents of older children. The difficulties that parents in this study experienced at the time of the diagnosis appeared to be compounded by the way in which the diagnostic process was handled by the professional(s). Moreover, 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 in terms of having their child’s future needs met.  
· Should parents have little access to adequate information, they are likely to remain unaware of services and services’ roles in meeting their child’s and family’s needs 
· Many parents stated that it would have been helpful if the diagnosing professional(s) had informed them about the positive as well as the negative aspects of the ASD and how it might impact not only on the child’s development but on the family’s way of life.  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 felt that the lack of collaboration among service providers and professionals was somewhat responsible for parents in general having to discover themselves which needs were met by the different services. 
· Parents’ experiences around the time of the diagnosis may predict future family adaptation to the ASD, parental stress, parents’ information and learning needs as well as the quality of the parent-professional relationship.  In light of this, the diagnostic process appears to have an all-encompassing influence on parents’ perceptions, experiences and sense of empowerment in the immediate and long-term future.  The manner and sensitivity demonstrated by clinicians during this time has the potential to influence not only the immediate feelings and perceptions of parents but also has an immense influence on future experiences and encounters with service providers and professionals.  
· Despite the family’s GP or the public health nurse being the first point of contact for many families, neither of these clinicians was perceived by parents to be helpful in terms of being able to answer specific questions or provide them with practical information on ASDs.  
· The majority of parents stated that meeting other parents of children with ASDs who had or were experiencing similar difficulties was down to good fortune or ‘potluck’. 
Study Three
· A confirmatory factor analysis as well as validity and reliability findings indicate that the Information Needs Assessment Questionnaire shows promise as a measure for use in research on parents’ information and education needs and related preferences. 
· There was a strong positive relationship between what parents perceived to be important and what they reported as needing in terms of information. 
· Parents’ highest priority needs were for information concerning their child’s safety, services, and future issues as well as for information on financial and legal issues.    Information in relation to the diagnosis, educational issues including parent education programs, 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.  
· Information needs appeared to be associated with the time since the diagnosis, parental stress, the helpfulness of formal support, the type of school the child was attending, the severity of child symptomatology and to a lesser extent, family empowerment.
· The time since the diagnosis was a strong predictor of parents’ rating of the importance of information. For example, 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 significantly associated with parental satisfaction with information.  
· Parents of children with moderate-severe symptomatology were more satisfied with information provision than were parents of children with less severe symptomatology.  Given the evidence that the severity of the child symptomatology was associated with parents’ information needs, this indicates that service providers and professionals need to provide parents of children with less severe behavioural or emotional problems with additional information and education support so that they may work towards improving their child’s and family’s lives especially if their child is between or without services. This may be particularly important for parents of children with Asperger’s syndrome or higher functioning autism given that these children are more likely to have less severe problems compared to children with classic autism.

· It is evident from the present study that service providers and professionals have not given sufficient attention to other key areas of interest for parents. 
· 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 of the child’s and family’s lives.  Similarly, there may be times when information is not a high priority need for parents especially if their child needs immediate intervention.  
· Family empowerment is dependent on several factors including the length of time since the diagnosis, the family’s access to social support and the severity of the child symptomatology.
· Parents with an older diagnosis had a greater sense of empowerment in terms of the service system and the community compared to parents with a relatively recent diagnosis.  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 of these parents become increasingly more competent as they interact with professionals and service providers and gradually gain a greater sense of empowerment.  
· Parents who were satisfied with information provision had a greater sense of empowerment 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 services 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.  
· While no significant relationship was found between information needs and family empowerment, the number of needs increased as parents’ sense of empowerment increased.
· The empowerment status of parents within a family or service system context appeared to taper off as the perceived helpfulness of formal support increased.  In contrast, empowerment at a community level continued to increase as the helpfulness of formal support increased.  This suggests that support from service providers and professionals is necessary for a greater sense of empowerment at a community level while increased formal support at the family and service system level may overpower rather than facilitate families. In other words, too much help from service providers and professionals may underestimate parents’ capabilities and may encourage them to become more dependent on services.  
· In terms of preferred sources for information, the majority of parents indicated a preference for one-to-one consultations, parent training courses, parent support groups, and seminars delivered by parents and professionals.  Books, handouts and the Internet were also highly rated compared to sourcing information from videos or DVDs.  
Recommendations for policy and practice
Some recommendations that could be helpful are:

1. Allow for the development and implementation of models of 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 of local and national information services or centres where parents can ‘drop-in’ and access accurate and current information from varying perspectives and for different functions.  Moreover, the opportunity to discuss this information on an individual basis with a key worker. 

4. Ensure that parents’ information and education needs are monitored with sensitivity and accuracy.  A comprehensive assessment of 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 of a parent education program to the specific needs or context of each family.

6. Continuously evaluate the effectiveness of present and future parent education programs in being sufficient to meet the needs and preferences of parents in terms of information, education, sources for information and learning styles. Furthermore, group sessions should be small with plentiful opportunity for individual attention from key workers. 

7. There should be a continuum of services to prevent families of 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 of 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 of empowerment. Moreover, training in support should be offered to parents of older children so that they may help parents of younger children and who may be new to the service system. 

11. Continuous professional development (CPD) training and retention of staff is also essential for the development of information and education services. 

Concluding comments

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 future 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 of information or education that professionals and service providers offer to parents and what parents actually need. Fourthly, being aware of one’s needs may be part of the empowerment process as evidenced by the present research.  Fifthly, parent education which is planned carefully is an effective method of intervention particularly if parents are involved in the design and development of training programs from the onset.  Finally, by employing more family-centered practices, service providers and professionals may enhance parents’ overall sense of family empowerment.  
A thorough assessment of 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 of information provided to parents of children with ASDs is inadequate and inappropriately timed. Moreover, there is a noticeable lack of parent education provision and this is especially so for parents whose children are between services or waiting for services. The exact role of service providers and clinicians in terms of information and education provision needs to be become clearer. Furthermore, there is no definitive model of effective information provision that will meet individualised needs as stated in previous research. However, one way of alleviating the information and education void that parents appear to experience particularly immediately after the diagnosis may be to provide them with support from more experienced parents.  
For further information, please contact Dr. Tara Murphy, Research & Evaluation Officer, Tallaght West Childhood Development Initiative, St. Mark’s House, Cookstown Lane, Fettercairn, Tallaght, Dublin 24. You can also contact me at tara@twcdi.ie or on 087-4119278.
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