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Abstract:
The role of social support in the lives of the 16.8 million caregivers for children with special needs in the U.S. is not adequately understood. Many studies have explored seeking health information online, but failed to consider information exchanged through social networks (i.e., family, friends, colleagues, neighbors, etc.). Caregivers of children with special needs spend on average 30 hours per week providing such care. The burden of caregiving can negatively affect caregivers physically, mentally and emotionally, socially, and financially. Social support is one potential mediator for the effects of caregiver burden. The objective of this study was to explore the flow of four dimensions of social support within the social networks of maternal caregivers for children diagnosed with an autism spectrum disorder (ASD). A convenience sample was gathered via electronic distribution lists for Indiana parents of children with special needs. Participants could elect to complete a face-to-face interview or an anonymous online survey. The typical participant was Caucasian, married, college-educated, and located in Central Indiana. Respondent social networks are composed of multiplex relations, indicating strong ties. Significant correlations were found for participant age, child age, and the age of diagnosis, and network members for various networks. Specifically, a later age of child diagnosis is associated with fewer network members for the caregiver. Correlational analyses between dimensions of social support and network characteristics suggest options for further study. Overall, the results of this exploratory study are inconclusive, but can provide direction for future research.


IRB Summary Safeguard Statement
Study description

This study is an exploratory project designed to describe the information behaviors of mothers of individuals with autism spectrum disorders. This question will be explored using a face-to-face semi-structured interview and a brief health literacy assessment survey or an online survey. The interview/survey questions will be based on: 1) a sociology method of measuring relationships between people; and, 2) well-established theories of information behavior in library and information science. These questions will attempt to describe the information behaviors as related to caring for a child with an autism spectrum disorder. More specifically, questions will be asked about the information needs, the people and resources used to address these needs, and the emotional and cognitive processes experienced while these mothers seek and receive information.

The term information behavior is broad in scope and encompasses activities a person may engage in when identifying their own needs for information or searching for that information (Wilson, 1999). For the purposes of this study, the range of information behaviors will be restricted to the needs relevant to the care and related decisions for a child with an autism spectrum disorder. The information needs may include issues in healthcare, educational interventions, community services, public benefit programs, and other therapies or interventions. Families caring for individuals with chronic disabilities, such as autism, experience a burden of care and many additional obstacles to positive health outcomes beyond the average American. 

Autism is a developmental disorder on the autism spectrum characterized by qualitative impairments in social interaction, communication, and restricted or repetitive behaviors or interests (American Psychiatric Association, 2000). The medical diagnosis is made based on the individual’s development and functioning between birth and three years of age. This can present significant challenges to the parent if the concerns are not addressed until after the age of 3 years. In both the medical and educational systems, diagnosis (medical) or classification (educational) is required for an individual to receive treatment and intervention. Beyond the challenges in obtaining appropriate screening and diagnosis, informal report from parents, educational professionals, and pediatricians suggest that there are too few providers available in the state of Indiana trained to provide treatment for individuals with autism spectrum disorders (ASDs). ASDs are a cluster of similar disorders that includes autism (i.e., autistic disorder in the DSM-IV), Asperger’s disorder, and Pervasive Developmental Disorder (PDD).

Research Questions
	What are the information needs of mothers of a child with an ASD?

What are the contextual elements regarding technology, health literacy, and personal social networks, that affect the information seeking behavior of mothers of a child with an ASD? Under what sets of circumstances do these elements play a significant role? 
What features of their social networks facilitate and impede information sharing related to ASDs?
What situations encourage mothers of a child with an ASD to seek information from members of their social networks?
What situations encourage mothers of a child with an ASD to seek information from electronic or print resources?
What other types of support besides information are shared (i.e., given and received) by mothers of a child with an ASD with their social networks?
What is the process that mothers of a child with an ASD experience when they encounter an information need and seek to address it?
What is the health literacy of mothers of a child with an ASD?

Exploring these practices may help information and health professionals more clearly understand the information needs, resources, and challenges faced by this population. Ultimately, this would lead to the development of resources and tools to support these mothers in seeking, accessing, and sharing crucial health information that can facilitate better health outcomes for their children.

IRB Protocol
Research Plan

Sample Selection
There are approximately 138,000 students in the state of Indiana identified in the Autism Spectrum Disorders needs category (Binder & Parker, 2008). The needs of these children influence more than 100,000 families, 20,000 educators and school staff, 10,000 healthcare providers, and innumerable community members. However, the feasibility of collecting social network data on even 1% of this population is limited. As the goal of the data collection is to document egocentric networks, participants from across the state of Indiana will be recruited. Given the limited time and resources of one graduate student, this study will focus specifically upon mothers. No more than 30 participants will be interviewed due to time and resource constraints of the investigator.   
The investigator is currently employed at the Christian Sarkine Autism Treatment Center as a Behavioral Research Coordinator, thus affording ready access and an established rapport with the population base. Furthermore, the research project proposed here is viewed by faculty at the Center as a valuable source of information regarding the population.

Data collection
The research questions above will be addressed via a mixed-methods approach. This approach will rely on an interview process designed to describe an egocentric network. The data collected will include quantitative network data (on relationships) and qualitative data describing the content and context of participants’ relationships with other group members and non-members. Participants will also complete a brief word-recognition test as a measure of health literacy. The combination of methods will enable to researcher to describe the rich context and complexity of information sharing patterns in this population.  

Semi-structured Interview 
Data will be collected on individual actors via self-report using a name generator similar to that described in Carrasco, Hogan, Wellman, and Miller (2006) to describe their network(s) and associated patterns of information sharing. These methods are based on those common to the field of social network analysis, including those developed by Killworth and Bernard (1976), Brewer (1997), and Freeman and Romney (1987). The interview includes two special features. The first is the use of name generators in regards to respondent perception of ‘closeness,’ which minimizes the burden on respondents. The second is the use of tools that enable the construction of a sociogram during the interview, which will facilitate capture of more representative and richer network data while also reducing the respondent and investigator burden. The overall interview process to be used is described below, based largely on that used by Carrasco et al. (2006).

Rapid Estimate of Adult Literacy in Medicine (REALM; Davis, et al., 1993)
The REALM is a medical-word recognition and pronunciation test comprising 66 medical terms, arranged in order of complexity by the number of syllables and pronunciation difficulty, starting with simple one-syllable words (eg, pill, eye) and ending with multisyllable words (eg, antibiotics, potassium). Patients read down the list, pronouncing aloud as many words as they can while the examiner scores the number of words pronounced correctly using standard dictionary pronunciation as the scoring standard. Scores on the REALM vary from 0 (no words pronounced correctly) to 66 (all words pronounced correctly.) The score assigns health literacy skills into 4 categories of grade-equivalent reading level: 0–18 (≤
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3rd grade), 19–44 (4th to 6th grade), 45–60 (7th to 8th grade) and 61–66 (≥
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9th grade). It can be administered and scored in under 2 minutes by personnel with minimal training, making it easy to use in clinical settings.

Participants

Up to 30 participants will be invited to participate in this study. Information about the study will be disseminated via email, website, and flyers to parents across the state of Indiana. Those who are interested and willing to participate will contact the investigator for more information.

Inclusion criteria
Mother (biological or adopted) of a child diagnosed with an ASD
Resident of Indiana

Exclusion criteria
Not providing primary care for the child with an ASD
Living outside the state of Indiana

Study Procedures

The face-to-face participants involved in this study will complete a brief health literacy measure and a semi-structured interview covering a variety of topic areas. The interview questions will include demographic information, access and use of technology, use of electronic information resources, and use of information resources in the form of people in their social networks. The health literacy measure to be used is the REALM (Rapid Estimate of Adult Literacy Measure), which is a widely used word recognition test. The estimated total time for the face-to-face interview and survey is 90 minutes, not including breaks.

The online participants will complete 24 questions, which will take 20-25 minutes to complete. They will be asked to provide some demographic information, but it will not be sufficient to personally identify them. The survey questions will include demographic information, access and use of technology, use of information resources in the form of people in their social networks.

Data & Analysis

Social network analysis methodology
Traditional social network analysis techniques will be used, such as sorting data into case-by-case and affiliation-by-affiliation matrices (Scott, 2000) to focus on relational aspects of the data. These matrices quantify the relationships between alters and are the basis for producing a salient visual representation of the network. The matrices will be analyzed using the UCINET package (Borgatti, Everett, & Freeman, 2002) to produce such visualizations. Non-parametric statistical analyses as described in Carrington, Scott, and Wasserman (2005), will be performed to describe the network more fully as the variables used in social network analysis are not independent.

Content analysis of in-depth interviews
The transcribed content of the interviews will be used both qualitatively and quantitatively to enrich the interpretation of the social network structures. All responses will be analyzed using standard content analysis techniques described by Krippendorf (2003). The investigator will pay particular attention during the interview to perceptions of information available, the ease with which information is located and accessed, the relational contexts for information sharing, and the state-wide community as a whole. The transcripts will first be parsed for broad categories. Next, they will be analyzed using word frequencies, space measurements using words and phrases identified in the previous step. The results will then be aggregated to further clarify common themes and prevalence of such themes. There are eight types of codes suggested by Bogdan and Biklen (1992): 1) setting and context codes; 2) perspectives held by subjects; 3) subjects’ ways of thinking about people and objects; 4) process codes; 5) activity codes; 6) strategy codes; 7) relationship and social structure codes; and, 8) pre-assigned coding schemes. 

Limitations
This project will describe and measure the information needs, information sharing patterns, and perceived barriers and facilitators to health information related to autism spectrum disorders and associated concerns shared by parents/caregivers. As all information will be obtained via self-report, the data will only demonstrate participants’ perceptions of their experiences. Additionally, investigator bias is a serious consideration for content analysis. When considering the limited resources of the investigator, involving additional raters for the content analysis is not feasible. In light of this concern, sections of the transcribed interviews will be submitted to participants for review and verification. Thus, the content analysis data when combined with social network data will provide rich information with minimized, although possibly significant, bias. Further limitations include a small n, non-randomized sampling, and potential self-selection bias associated with differences between those who have the time, resources, and abilities (i.e., childcare, transportation) to participate and those who do not.

Ethical considerations
Considering the demands placed upon the individual, family/caregivers, educational system, and greater community, a diagnosis of autism spectrum disorders can be challenging and even devastating. Due to social stigma associated with the disorder, retaining confidentiality is imperative. However, many individuals and families in the autism community recognize the importance of participating in research that will lead to improved diagnosis, intervention, and education; thus, this community is highly motivated to participate in research despite societal stigma. The investigator will make all possible precautions against breaches of confidentiality in accordance with IUPUI/Clarian IRB regulations and international, federal, and institutional ethical guidelines. Once the specified period for retention of data according to the IUPUI/Clarian IRB regulations expires, the data will be destroyed. In accordance with international and federal guidelines and IUPUI Standard Operating Procedures for Human Subjects Research, the protocol and materials to be used in this project will be submitted to the IUPUI Institutional Review Board for review and approval. When approved, the study will be conducted in full compliance with these procedures to ensure the confidentiality, safety, and best interests of the research participants. 

Expected outcomes
Based on the procedures described above, the investigator expects results to: 1) describe the social structure that has emerged from the sharing of information associated with caring for an individual with an ASD between alters; 2) identify central points of access for information for parents/caregivers of individuals with ASD; 3) identify positions that may have structural equivalence with key positions in other networks of parent/caregiver for individuals with chronic illnesses; 4) reveal complex patterns of information sharing (in both directions); and, 5) identify possible facilitators and obstacles present in the context of care-giving with regards to access to information. Should this data prove valid and reliable, it will be used to improve and/or establish services and resources within the state to meet the needs of these caregivers.




