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Abstract
Parents of children with intellectual and developmental disabilities who have complex communication needs experience unique stressors, particularly due to the COVID-19 pandemic with changes to children’s educational and therapeutic services. In the broader literature, research suggests that both formal and informal social supports reduce parent stress and are critical predictors of parent involvement at home and in the school. This study used egocentric social network analysis to examine (a) the nature of the size and composition of parents' social networks related to their child's learning and (b) how informational, tangible, emotional, and esteem-related supports are exchanged in these networks.
To study those questions, 37 parents of kindergarten through 4th grade children with significant disabilities were interviewed at three different time points during the 2020-2021 school year as part of the larger parent study. Egocentric social network data collected and analyzed.
The data from this study showed that parents had small social networks related to their child’s learning and well-being during the COVID-19 pandemic, but the actual number of members varied fairly widely across parents. Second, the data showed that formal, school-based network members were more commonly reported than informal network members. Third, the data shows that tangible supports were exchanged the most frequently, but the quantity of supports exchanged varied widely by participant.


The Social Networks of Parents with Children with Complex Communication Needs During the COVID-19 Pandemic
Communication empowers people to connect with others, influence their environment, and participate fully in society. Although most people think of communication and language as the spoken word, people communicate in many ways: one may gesture at an item in response to a question, scrunch up their face after watching a harrowing performance, or write a letter using pen and paper. Ways of communicating that supplement or replace spoken language are referred to as forms of augmentative and alternative communication (AAC). Augmentative means ‘in addition to’. Children use augmentative forms of communication to supplement speech, such as when intelligibility is difficult or when children are minimally verbal. Alternative means ‘instead of’. Children use these forms of communication to replace spoken language, such as when children are entirely nonspeaking. Children with many different types of developmental disabilities may have complex communication needs and use or benefit from AAC– such as children with autism, cerebral palsy, or genetic syndromes such as Down syndrome or Angelman syndrome (Beukelman & Light, 2020; Biggs et al., 2018). 
There are many different types of AAC and learning to use any of it requires being supported and taught. There are two categories of AAC: unaided AAC and aided AAC (Beukelman & Light, 2020). Unaided systems do not require the use of any tool aside from one's own body and include body movements and gestures, facial expressions, and nonword vocalizations, and manual signs. Aided systems require a tool or device and can be arranged on a continuum from low tech to high tech. Low-tech AAC does not involve technology in the way we think about the word most regularly. Examples of this type include pointing to pictures of a communication board or giving a picture symbol to a communication partner. Mid-tech AAC includes everything from single buttons or switches with speech output, to small speech-generating devices with a restricted number of cells (e.g., anywhere from 4-50 symbols), and high-tech speech generating devices, which are often called "dynamic display" devices, have digital pages of vocabulary that the user navigates and uses to generate speech output.
Parents have an integral role in supporting communication and the use of AAC for children with complex communication needs. However, doing this can be difficult, even under the best of circumstances. Research suggests that parents of children with complex communication needs do not always know what to expect for their children’s learning in areas such as communication, language, and literacy, and therefore have lower expectations and take a more passive role in storybook reading time, a time where parents typically support their child’s receptive and expressive language through responsiveness, language modeling, and discussion of meaning (Van der Schuit et al., 2009). Other research has shown that parents often feel a lack of knowledge and support as they work to integrate AAC into routines at home. This perceived lack of support can lead to parents feeling frustrated, overwhelmed, and ultimately abandoning or underutilizing AAC systems (Granlund et al, 2008; Moorcroft et al., 2020; 2021). A study by Johnson et al. (2006) found that only 39% of AAC systems introduced by Speech Language Pathologists were used by clients for more than one year. Though Speech Language Pathologists and other service providers recommend and support a child’s use of AAC systems, parents are the key communication partners for their children and if they stop using AAC, the child will not have consistency across communication partners and settings or practice with AAC during the hours they are at home.
Challenges for parents supporting the learning and development of children with complex communication needs have been exacerbated in recent years due to the COVID-19 pandemic, which has led to drastic changes in the way schools function and serve all children, including children with disabilities who have complex communication needs (Hurwitz et al., 2021; Kuhfeld et al., 2020; Sonnenschein et al., 2022). The pandemic has led to a lack of communication and profound loss of services as schools hurriedly transitioned to an online learning format in the Spring of 2020 and then shifted through various in-person, online, and hybrid education models during the 2020-2021 school year as COVID cases rose and fell (Hurwitz et al., 2021; Jeste et al., 2020; Sonnenschein et al., 2022). The uncertainty surrounding the format of learning was an added stressor for working parents who struggled to find childcare. Many parents had to be at home with their child all day and became responsible for leading their child through the school day, while juggling many other demands (Averett 2021; Kuhfeld et al. 2020; Sonnenschein et al. 2022; Tomasik et al. 2020).
Disruptions to regular educational services were challenging for all families with school-age children, but they have especially widened educational disparities for the most vulnerable populations, including students with significant disabilities (König & Frey 2022; Sonnenschein et al. 2022; Tomasik et al., 2020). This is because educators were not prepared to provide appropriate instruction and accommodations to students with significant disabilities in a virtual format, and these students would be unlikely to be able to access remote education without substantial support and involvement from their parents or other family members (Hurwitz et al., 2021). Even when schools did provide services, it was hard for educators to monitor IEP goals, service time was reduced, and professionals struggled to address student needs in the areas of academic development, social development, and behavior development (Hurwitz et al., 2021). In a study by Jeste (2020), researchers found that almost three quarters of families surveyed lost access to at least one therapy or educational service and thirty percent of participants located in the United States lost access to all therapy and educational services, furthering the educational burden placed on the child’s parents.
When parents do not receive the support they need, it can lead to adverse outcomes for themselves and their families. Parents of children with disabilities have greater stress levels compared to parents of children without disabilities (Burke & Hodapp, 2014). Stress increases the risk factors for poor health, including the overproduction of inflammatory markers (Gouin et al., 2016). Even having just one additional member in the social network can decrease stress (Gouin et al., 2016; Moorcroft et al., 2020; Sheldon 2002). This finding suggests that social networks are crucial in coming alongside parents and supporting both their wellbeing and the wellbeing of their family, including the child with the disability (Serafini et al., 2020; Sheldon 2002).
Given these challenges, it is important to understand the nature of social support that parents of children with significant disabilities received for their child’s learning and well-being during the COVID-19 pandemic. Social support can include formal supports—such as those provided by teachers, service providers, other professionals, organizations, or agencies—and informal supports, such as from friends, family members, and parents of other children with disabilities (McIntyre & Brown, 2018). Further, social support can vary in its nature. Types of social supports include informational, tangible, emotional, and esteem supports. In the broader literature outside the context of the pandemic, parent’s social networks and satisfaction with the supports provided by the people in those networks have been found to be important indicators of positive outcomes, including outcomes such as increasing parental involvement and empowerment, and decreasing parental stress (Gouin et al., 2016; Moorcroft et al., 2020; Sheldon, 2002).
	Positive relationships with school and community service providers (i.e. formal support) leads to significantly reduced stress and better quality of life (Burke et al., 2012). Gouin et al., (2016) found that the number of formal service providers in a child’s life is positively correlated with self-rated health of the parent and negatively correlated with somatic symptoms as well as inflammatory markers in the body. 
Early research suggests that the isolating nature of the pandemic not only led to a loss in formal services and supports for children with disabilities (e.g., in-person education and therapeutic services such as speech-language or occupational therapy services; Jeste et al., 2020), but also informal supports for children with disabilities and their parents (Fong et al., 2020). Fong et al. (2020) found that informal support networks are correlated with a heightened propensity towards resilience and combat the social isolation common among families of children with disabilities, thereby preventing depression. Additionally, informal supports lead to greater involvement at school and at home. The more parents of same age peers that parents talk to from their child’s school, the more likely they are to be involved at school. The same holds true for the number of people that parents talk to outside school and their level of involvement at home (Sheldon 2002). Thus, ensuring that parents have appropriate networks is essential in supporting parents in their role as primary communication partner for their child at home.
Given that research points to the importance of parents’ social networks, research needs to be done to understand the nature of social networks and social support that parents of children with complex communication needs have, especially in the context of the COVID-19 pandemic. To address this need, this study addressed two research questions: 1) What is the size and composition of parents' social networks related to their child’s learning and well-being during the COVID-19 pandemic? 2) What is the nature of tangible, informational, emotional, and esteem-related supports parents receive through these social networks?
Method
Design
This descriptive social network study utilized egocentric social network analysis to examine the social networks of parents of children with complex communication needs related to their child’s learning and well-being during the COVID-19 pandemic. Egocentric network analysis is a practical approach to measuring relationships between individuals or groups that operates from the theoretical assumption that individual’s actions and beliefs are influenced by their relationships (Carolan, 2013). In particular, egocentric network analysis examines social networks from an individual’s point of view (i.e., the “ego” and each of their connections; Perry et al., 2018). Data for the study came from a larger longitudinal mixed method study that involved the collection of quantitative and qualitative data at three time points during the 2020-2021 school year (i.e., Fall, Winter, Spring). However, the present study involved only a subset of this data, particularly related to parents’ social networks. 
Participants and Recruitment
Participants were 37 parents of kindergarten through 4th grade children with significant disabilities. Participants were recruited for the larger longitudinal mixed method project via flyers and emails distributed through school districts, service providers, and community disability associations. Parents were directed to a study website that included information about the study and an interest form. Participants who completed the interest form were contacted by a member of the research team to be screened for eligibility through a telephone interview. To be included, families needed to live in Tennessee and have a child with an intellectual or developmental disability and complex communication needs who was enrolled in a public school in kindergarten through 4th grade and received special education services. For the study, students with complex communication needs were defined as those who relied primarily on prelinguistic or early linguistic communication (e.g., single words and/or some short phrases), measured through parent report using the Communication Matrix (Rowland & Fried-Oken, 2010).
Table 1 reports descriptive information about participants. A majority of participants were White and non-Hispanic or Latino (89.2%). Most were biological mothers (83.8%); five were biological fathers (13.5%), and one was an adoptive mother (2.7%). Most participants reported that there was a second parent in the household (83.8%). Over half of participating parents were employed full or part time (70.2%). Approximately two-thirds of participants held either a Bachelor’s degree or graduate degree (67.5%). More than half of families resided in suburban settings (56.8%), almost a third resided in rural settings (29.7%), and the remaining families lived in urban settings (13.5%).
Roughly half of children were male (51.4%). A majority of children had diagnoses of Down Syndrome (48.6%) or autism (37.8%). Parents reported their children’s communication skills ranged from primarily pre-linguistic communication (e.g. gestures, nonword vocalizations) to 2-3 word phrases, including use of speech and/or aided AAC. Based on parent reporting through the Supports Intensity Scale- Children’s Version (SIS-C) (Thompson et al., 2016), nearly half of children had intensive behavioral support needs (48.6%) and roughly a third had intensive medical support needs (32.9%). The SIS-C is a standardized scale to assess support needs of children with significant disabilities, consisting of two sections: a) exceptional medical and behavioral needs and b) support needs scale. Based on the SIS-C, overall supports needs for children averaged a standardized percentile of 37.7 (SD = 24.7), which indicates that, on average, children had more intensive support needs than 37.7% of a normative sample of same-age children with IDD, but with a fairly wide distribution of the intensity of support needs across the sample.
Data Collection
This study used online questionnaires, housed on REDCap,  a secure data management platform (Harris et al., 2009). Although the questionnaires contained multiple scales of questions for the larger study, two types of data were utilized for the present study: child and family characteristics and parent social networks. Data were collected at the time points during the 2020-20201 school year: Time 1 (late September 2020), Time 2 (late January 2021), and Time 3 (late April, 2022).
Child and Family Characteristics
To measure child and family characteristics, parents answered simple questions about family at Time 1. This included child and parent’s ethnic background, school district, child’s grade, child’s educational placement, languages spoken at home, parent’s age, parent’s marital status, parent’s highest level of education, parent’s employment status, parent’s annual income. Questions were also asked to determine the ages and genders of any siblings and information about the second parent, if applicable. Parents also completed an interview at Time 1 where they provided ratings to complete the Supports Intensity Scale- Children’s Version (Thompson et al., 2016).
Parent Social Networks
Quantitative data on parent social networks was collected at all time points using a computer-aided self-interview (CASI) modeled after the Arizona Social Support Schedule (Barrera et al., 1981). CASI is a useful way to collect social network data because it reduces respondent burden (Gerich & Lehner, 2006). In this project, the tool REDCap was used as the CASI tool, both to collect and house the data. A name generator approach was used to collect network data from parents. A name generator is an established means of collecting social network data that involves asking respondents to list all relationships that come to mind in response to a particular question (Perry et al., 2018). Because we were interested in parents’ social networks related directly to their child’s learning and well-being, we asked participants to respond to the following question: In the last four weeks, have you interacted with anyone about your child’s learning and/or well-being? Four weeks (i.e., roughly a month) was chosen as a means of providing a wide enough snapshot to capture regular interactions and less-frequent interactions.
Parents listed a name, pseudonym, or initials for each person who came to mind in response to the question. Through piping logic on the REDCap questionnaire, follow-up questions were then asked about each of the named network members. The first follow-up questions asked parents to identify and specify, if applicable, each named network member’s role or their relationship to that person (e.g. spouse or partner, another family member, teacher or service provider, another parent from their child’s class or school, another parent of a child with a disability, a close friend, other). This data was used to determine the percentage of participants that received support from each role at the three time points and across the year, as well as the percentage of participants who received support from each subnetwork (i.e. school, community, family, and other). The next four questions asked parents to indicate if they received any tangible supports, informational supports, social or emotional supports, or general encouragements that highlighted their or their child’s strengths. Next to each type of support, parents were asked to look at a fixed list of examples and select all that they received from the named network member in the past four weeks. Tangible supports included concrete, direct ways that the named network member assisted the parent, such as looking after their child, loaning an item for their child, helping them with a task related to their child, and taking on additional responsibilities on the parent’s behalf so the parent could spend time with their child. Informational supports included advice, guidance, or other information that is helpful to the parent, such as giving feedback on something the parent was doing related to their child, offering assistance while the parent set a goal related to their child, and checking back in with the parent after giving advice related to their child. Social or emotional support included responses marked by care, encouragement, and empathy, such as expressing interest and concern about the parent and child’s well-being, comforting the parent or relieving worries they have related to their child, and listening to the parent’s feelings related to their child. General encouragements that highlighted the parent or the child’s strengths also include the named network member showing confidence in the parent and helping the parent believe more in themselves or their child. Examples that a parent can select under this type of support include: sharing strengths about the child, pointing out things the parent was doing well related to their child, validating that the parent’s choice related to their child was the correct one, and demonstrating belief in the parent. The parent then repeated the aforementioned steps for each named network member.
 Data collection involved asking parents about their utilized social network (i.e., the people they interacted with in the last four weeks related to their child’s learning and/or well-being) and their available network. Thus, after parents completed the follow-up questions about each person in their utilized network, they responded to one other question: Beyond the people you have interacted with in the past four weeks, is there anyone else you can count on to support you related to your child’s learning and well-being? Parents were asked to list a name, initials, or pseudonym for each person and indicate their role or relationship (e.g., spouse, parent, sibling, child’s teacher).
Data Analysis
I analyzed data using IBM SPSS Statistics, version 28. To address the first research question, I recorded the percentage of participants that reported receiving support from each role at the three time points (Table 3). Participants who denoted receiving support from someone in a given role at any point in the year (i.e. at any of the three time points) were counted in the “year” column. I also used network diagramming (Figure 1) to illustrate features of parent social networks. Each diagram shows (a) the percentage of participants who reported collaborating with each role and (b) if the network member was in the school, community, family, or other subnetwork.
To address my second research question about the nature of informational, tangible, emotional, and esteem-related supports that parents received, I looked descriptively at the frequency of tangible, informational, emotional, and esteem-related supports to examine the types of support parents receive through their social network using the egocentric data collected from the CASI. I looked at the results categorically (i.e. tangible support, informational support, social support, and esteem support) (Table 4) and also holistically to gather statistics on the overall number of supports received by participants.
Results
Size and Nature of Parents’ Social Networks
Side-by-side social network diagrams for parents during each of the three time points are shown in Figure 1. As shown in Table 2, parents reported small social networks related to their child’s learning and well-being, but this ranged fairly widely across parents. The average utilized social network size was 2.49 (SD = 1.76), 2.08 (SD = 2.45), and 2.00 (SD = 1.82) at each of the three time points, respectively. However, this ranged fairly widely across parents, with a range in network size from 0-10 people who they had interacted with within the 4-week window. On average, parents reported having a greater number of social network members who were formal sources of social support (i.e., professionals, not friends or family), particularly school-based professionals. As shown in Table 3, parents reported an average of 1.32 (SD = 1.16) network members who were school-based professionals at Time 1, 1.03 (SD = 0.99) at Time 2, and 1.03 (SD = 1.09) at Time 3. Following school-based professionals, informal sources of social support from family members was the next most common. 
As shown in Table 3, the most commonly reported people that parents reported interacting with about their child’s learning and well-being were with their child’s teacher(s) (89.2% of parents reported interacting with their child’s teacher about their child’s learning and well-being during at least one of the three time points). This was followed by spouses (45.9% of parents during at least one of the three time points), and other family members (32.4% of parents during at least one of the three time points). Outside of teachers, speech-language pathologists were the most commonly named service provider, but this was fairly infrequently; 21.6% of parents reported interacting with their child’s school-based speech-language pathologist during at least one of the three time points. Parents did not report having many other school-based service providers in their social network across the year, such as paraprofessionals (10.8% of parents), applied behavior analysis practitioners (10.8%), occupational therapists (8.1%), and physical therapists (5.4%). Even fewer parents reported interacting with community-based or private practice professionals in these roles (see Table 3). Small numbers of parents also reported having other informal relationships that they could talk about their child’s learning and well-being, including close friends (18.9% of parents) or other parent of a child with a disability (8.1%). The percentage of parents who reported interacting with their close friends about their child’s learning and well-being declined from 10.8% of parents at Time 1 to 2.7% at Time 2 and 5.4% at Time 3, reflecting an overall trend of decreasing social network size across the year.
Supports Received
Just like the size and nature of the social network, the supports received by parents via those social network members varied greatly. Tangible supports were exchanged the most frequently, but the quantity of supports exchanged varied widely by participant (range of 0-212). The mean number of supports received in total across the year was 49.84 (SD 40.36). This range is interesting because it shows just how varied parents are in their experiences with their social networks.
Discussion
The COVID-19 pandemic led to drastic changes in the way that schools functioned. Emerging research has suggested that school closures and loss of educational and related services has widened educational disparities for the most vulnerable populations and students, including students with significant disabilities (König & Frey 2022; Sonnenschein et al. 2022; Tomasik et al., 2020). During the COVID-19 pandemic, children were spending more time at home with their parents, their primary communication partner, but the external stressors related to the child’s disability in light of the pandemic limited the parent's capacity to support their child’s learning. Prior research suggests that parents’ social networks are critical predictors to parent involvement at home and in school, as well as to important outcomes such as parent well-being, resilience, and lower stress (CITES). Therefore, it was important to examine the nature of social networks for parents of children with significant disabilities during the COVID-19 pandemic. This research expands prior knowledge and provides important implications for understanding how to support parents of children with disabilities who have complex communication needs, during this global crisis and beyond.
First the data showed that parents reported small social networks related to their child’s learning and well-being, but that this varied fairly widely across parents. This finding was contrary to the original hypothesis that parents would have approximately 4 social network members (i.e. one formal—school- based member, one formal—community-based member, one family member, and one additional member), showing the little support that many families had during the COVID-19 pandemic. Second, the data showed that formal, school-based network members were more commonly reported than informal network members. This insight is promising given that data shows the importance of family-school partnerships, both for successful use of AAC and on overall parent mental health. Third, the data shows that tangible supports were exchanged the most frequently, but the quantity of supports exchanged varied widely by participant.
Limitations and Directions for Future Research
	Conclusions drawn about this research should take into account several limitations. First, most participants were White, non-Latinx (89.2%), and also lived in a two-parent households (83.8%). Therefore, it is important that other research explores the experiences of families from diverse racial, ethnic, and linguistic backgrounds, as well as with diverse family structures. Related, most parents (62.1%) reported annual family incomes of more than $70,000 and were college educated (67.5%). Finally, this study was conducted with a modest sample size with participants from one state, which limits generalizability, especially given the variability in laws and restrictions regarding the COVID-19 pandemic by state.



Table 1. Characteristics of parents and their children with complex communication needs
	
	n (%)
	M (SD)

	Parent respondent characteristics

	Age
	
	39.49 (SD = 7.4)

	Racial/ethnic background
	
	

	White, non-Hispanic or Latino
	33 (89.2%)
	

	Black or African American
	2 (5.4%)
	

	Hispanic or Latino (any race)
	1 (2.7%)
	

	Multiple races/ethnicities
	1 (2.7%)
	

	Highest education level
	
	

	Some high school
	1 (2.7%)
	

	High school diploma or GED
	1 (2.7%)
	

	Some college
	7 (18.9%)
	

	Trade/technical/vocational training
	3 (8.1%)
	

	Bachelor’s degree
	15 (40.5%)
	

	Graduate degree
	10 (27.0%)
	

	Employment and student status
	
	

	Employed full or part time
	21 (56.7%)
	

	Unemployed or stay-at-home
	9 (24.3%)
	

	Student, not working
	2 (5.4%)
	

	Student and employed
	5 (13.5%)
	

	Household/family characteristics
	
	

	Second parent in the household
	31 (83.8%)a
	

	Other children/siblings
	35 (94.6%)
	

	Family income
	
	

	< $30,000
	5 (13.5%)
	

	$30,000-69,999
	8 (21.6%)
	

	$70,000-110,000
	12 (32.4%)
	

	> $110,000
	11 (29.7%)
	

	Prefer not to report
	1 (2.7%)
	

	Child characteristics
	
	

	Age
	
	7.31 (SD = 1.52)

	Male
	19 (51.4%)
	

	Grade
	
	

	Kindergarten
	14 (37.8%)
	

	1st-2nd  
	13 (35.1%)
	

	3rd-4th 
	10 (27.0%)
	

	Racial/ethnic background
	
	

	White, non-Hispanic or Latino
	29 (78.4%)
	

	Hispanic or Latino (any race)
	2 (5.4%)
	

	Black or African American
	2 (5.4%)
	

	Asian or Asian American
	1 (2.7%)
	

	Multiple races/ethnicities
	3 (8.1%)
	

	Primary disability diagnosis
	
	

	Down syndrome
	18 (48.6%)
	

	Autismb
	14 (37.8%)
	

	Other genetic developmental disabilities
	3 (8.1%)
	

	Other developmental delay
	1 (2.7%)
	

	SIS-C
	
	

	Standardized percentile
	
	37.72 (SD = 24.77)

	Intensive behavioral support needs
	17 (48.6%)
	

	Intensive medical support needs
	11 (32.9%)
	

	SIS-C = Supports Intensity Scale, Children’s Version
a Data were missing for two participants. 
b One child had a dual diagnosis of cerebral palsy and autism



	Table 2. Statistics regarding the number of utilized and available network and subnetwork members at the three time points in the study. 

	
	Time 1
	Time 2
	Time 3

	
	M (SD)
	Range
	M (SD)
	Range
	M (SD)
	Range

	Utilized Network
	
	
	
	
	
	

	Full Utilized Network
	2.49 (1.76)
	0-8
	2.08 (2.45)
	0-15
	2.00 (1.82)
	0-10

	Formal-- School
	1.32 (1.16)
	0-5
	1.03 (0.99)
	0-4
	1.03 (1.08)
	0-5

	Formal-- Community
	0.14 (0.54)
	0-3
	0.19 (1.00)
	0-6
	0.11 (0.67)
	0-4

	Informal-- Family
	0.84 (0.83)
	0-3
	0.68 (0.67)
	0-2
	0.75 (0.77)
	0-3

	Informal-- Other
	0.16 (0.37)
	0-1
	0.19 (0.57)
	0-3
	0.11 (0.40)
	0-2

	Available Network
	
	
	
	
	
	

	Full Available Network
	2.27 (3.19)
	0-10
	1.68 (2.52)
	0-10
	1.00 (1.77)
	0-7

	Formal-- School
	0.54 (1.28)
	0-5
	0.30 (0.88)
	0-4
	0.39 (0.93)
	0-4

	Formal-- Community
	0.14 (0.42)
	0-2
	0.14 (0.35)
	0-1
	0.14 (0.35)
	0-1

	Informal-- Family
	0.97 (1.50)
	0-6
	0.78 (1.32)
	0-6
	0.64 (1.17)
	0-4

	Informal-- Other
	0.62 (1.28)
	0-5
	0.41 (0.86)
	0-3
	0.44 (1.11)
	0-5





	
Table 3. Percentage of participants with utilized and available network members at three time points and across the year.

	
	Utilized network
(% of parents)
	
	Available network
(% of parents)

	
	Time 1
	Time 2
	Time 3
	Year
	
	Time 1
	Time 2
	Time 3
	Year

	Formal- School-based professional 

	Teacher
	81.1
	59.5
	61.1
	89.2
	
	10.8
	5.4
	13.9
	24.3

	Speech-language pathologist
	10.8
	18.9
	5.4
	21.6
	
	10.8
	2.7
	8.1
	18.9

	Paraprofessional
	2.7
	5.4
	10.8
	10.8
	
	5.4
	2.7
	0
	8.1

	Applied behavior analysis practitioner
	10.8
	5.4
	10.8
	10.8
	
	0
	0
	0
	0

	Occupational therapist
	8.1
	2.7
	2.7
	8.1
	
	5.4
	5.4
	5.4
	13.5

	Physical therapist
	2.7
	5.4
	5.4
	5.4
	
	0
	0
	0
	0

	Former teacher or early interventionist
	2.7
	2.7
	0
	5.4
	
	2.7
	2.7
	2.7
	8.1

	School nurse
	2.7
	0
	0
	2.7
	
	0
	0
	0
	0

	Afterschool care
	0
	0
	2.7
	2.7
	
	0
	0
	0
	0

	Other service provider
	0
	0
	0
	0
	
	2.7
	0
	2.7
	5.4

	Principal
	0
	0
	0
	0
	
	2.7
	0
	0
	2.7

	Assistive technology professional
	0
	0
	0
	0
	
	2.7
	0
	0
	2.7

	Formal- Community-based professional

	Doctor
	2.7
	0
	0
	2.7
	
	2.7
	2.7
	0
	5.4

	Speech-language Pathologist
	2.7
	2.7
	2.7
	2.7
	
	0
	2.7
	2.7
	5.4

	Applied behavior analysis practitioner
	2.7
	0
	0
	2.7
	
	0
	0
	0
	0

	Feeding therapist
	2.7
	2.7
	2.7
	2.7
	
	0
	0
	0
	0

	Physical therapist
	5.4
	2.7
	2.7
	5.4
	
	0
	0
	0
	0

	Disability-based community resource
	0
	2.7
	0
	2.7
	
	0
	0
	0
	0

	Occupational therapist
	2.7
	2.7
	0
	2.7
	
	5.4
	2.7
	8.1
	13.5

	Faith-based community resource
	0
	0
	0
	0
	
	0
	0
	0
	13.5

	Former care provider
	0
	0
	0
	0
	
	5.4
	2.7
	2.7
	8.1

	Family support services
	0
	2.7
	0
	2.7
	
	0
	0
	0
	0

	Therapist
	0
	2.7
	0
	2.7
	
	0
	0
	0
	0

	Informal- Family
	
	
	
	
	
	
	
	
	

	Spouse
	45.9
	45.9
	52.8
	67.6
	
	2.7
	2.7
	2.7
	8.1

	Family member
	32.4
	21.6
	19.4
	40.5
	
	40.5
	37.8
	25
	56.8

	Informal- Other
	
	
	
	
	
	
	
	
	

	Close friend
	10.8
	2.7
	5.4
	18.9
	
	29.7
	21.6
	13.9
	43.2

	Other parent of a child with disability
	5.4
	8.1
	5.4
	8.1
	
	0
	2.7
	5.4
	5.4

	Babysitter
	0
	2.7
	0
	2.7
	
	0
	0
	2.7
	2.7

	Note. Year denotes participants who received support at any of the time points.






	Table 4. Frequency (out of 37 participants) and percentage of participants who received any support from a member in the given role and support category across the year.

	
	No Support Received
	Support Received

	
	Frequency
	Percent
	Frequency
	Percent

	Formal—School-based Professionals

	Teacher tangible
	13
	35.1
	24
	64.9

	Teacher informational
	5
	13.5
	32
	86.5

	Teacher emotional
	6
	16.2
	31
	83.8

	Teacher strengths
	6
	16.2
	31
	83.8

	Paraprofessional tangible
	33
	89.2
	4
	10.8

	Paraprofessional informational
	32
	86.5
	5
	13.5

	Paraprofessional emotional
	32
	86.5
	5
	13.5

	Paraprofessional strengths
	32
	86.5
	5
	13.5

	Applied behavior analysis practitioner tangible
	33
	89.2
	4
	10.8

	Applied behavior analysis practitioner informational
	33
	89.2
	4
	10.8

	Applied behavior analysis practitioner emotional
	33
	89.2
	4
	10.8

	Applied behavior analysis practitioner strength
	33
	89.2
	4
	10.8

	Speech-language pathologist tangible
	37
	100
	0
	0

	Speech-language pathologist informational
	30
	81.1
	7
	18.9

	Speech-language pathologist emotional
	31
	83.8
	6
	16.2

	Speech-language pathologist strengths
	30
	81.1
	7
	18.9

	Occupational therapist tangible
	34
	91.9
	3
	8.1

	Occupational therapist informational
	34
	91.9
	3
	8.1

	Occupational therapist emotional
	35
	94.6
	2
	5.4

	Occupational therapist strengths
	34
	91.9
	3
	8.1

	Physical therapist tangible
	36
	97.3
	1
	2.7

	Physical therapist informational
	35
	94.6
	2
	5.4

	Physical therapist emotional
	35
	94.6
	2
	5.4

	Physical therapist strengths
	35
	94.6
	2
	5.4

	Feeding therapist tangible
	36
	97.3
	1
	2.7

	Feeding therapist informational
	36
	97.3
	1
	2.7

	Feeding therapist emotional
	36
	97.3
	1
	2.7

	Feeding therapist strengths
	36
	97.3
	1
	2.7

	Former teacher tangible
	36
	97.3
	1
	2.7

	Former teacher informational
	36
	97.3
	1
	2.7

	Former teacher emotional
	35
	94.6
	2
	5.4

	Former teacher strengths
	35
	94.6
	2
	5.4

	Aftercare tangible
	36
	97.3
	1
	2.7

	Aftercare informational
	36
	97.3
	1
	2.7

	Aftercare emotional
	36
	97.3
	1
	2.7

	Aftercare strengths
	36
	97.3
	1
	2.7

	School Nurse tangible
	37
	100
	0
	0

	School Nurse informational
	36
	97.3
	1
	2.7

	School Nurse emotional
	36
	97.3
	1
	2.7

	School Nurse strengths
	37
	100
	0
	0

	Formal—Community-based Professionals

	Private Practice Applied behavior analysis practitioner tangible
	36
	97.3
	1
	2.7

	Private Practice Applied behavior analysis practitioner informational
	36
	97.3
	1
	2.7

	Private Practice Applied behavior analysis practitioner emotional
	36
	97.3
	1
	2.7

	Private Practice Applied behavior analysis practitioner strength
	36
	97.3
	1
	2.7

	Private Practice Speech-language pathologist tangible
	36
	97.3
	1
	2.7

	Private Practice Speech-language pathologist informational
	36
	97.3
	1
	2.7

	Private Practice Speech-language pathologist emotional
	36
	97.3
	1
	2.7

	Private Practice Speech-language pathologist strengths
	36
	97.3
	1
	2.7

	Private Practice Occupational therapist tangible
	36
	97.3
	1
	2.7

	Private Practice Occupational therapist informational
	36
	97.3
	1
	2.7

	Private Practice Occupational therapist emotional
	36
	97.3
	1
	2.7

	Private Practice Occupational therapist strengths
	36
	97.3
	1
	2.7

	Private Practice Physical Therapist
	37
	100
	0
	0

	Private Practice Physical Therapist
	36
	97.3
	1
	2.7

	Private Practice Physical Therapist
	36
	97.3
	1
	2.7

	Private Practice Physical Therapist
	36
	97.3
	1
	2.7

	Doctor tangible
	36
	97.3
	1
	2.7

	Doctor informational
	36
	97.3
	1
	2.7

	Doctor emotional
	36
	97.3
	1
	2.7

	Doctor strengths
	36
	97.3
	1
	2.7

	Therapist tangible
	37
	100
	0
	0

	Therapist informational
	36
	97.3
	1
	2.7

	Therapist emotional
	36
	97.3
	1
	2.7

	Therapist strengths
	36
	97.3
	1
	2.7

	Informal-- Family

	Spouse tangible
	11
	29.7
	26
	70.3

	Spouse informational
	11
	29.7
	26
	70.3

	Spouse emotional
	10
	27.0
	27
	73.0

	Spouse strengths
	10
	27.0
	27
	73.0

	Family member tangible
	22
	59.5
	15
	40.5

	Family member informational
	14
	37.8
	23
	62.2

	Family member emotional
	12
	32.4
	25
	67.6

	Family member strengths
	12
	32.4
	25
	67.8

	Informal-- Other

	Friend tangible
	32
	86.5
	5
	13.5

	Friend informational
	33
	89.2
	4
	10.8

	Friend emotional
	30
	81.1
	7
	18.9

	Friend strengths
	30
	81.1
	7
	18.9

	Other parent of a child with a disability tangible
	35
	94.6
	2
	5.4

	Other parent of a child with a disability informational
	34
	91.9
	3
	8.1

	Other parent of a child with a disability emotional
	34
	91.9
	3
	8.1

	Other parent of a child with a disability strengths
	34
	91.9
	3
	8.1

	Babysitter tangible
	36
	97.3
	1
	2.7

	Babysitter informational
	37
	100
	0
	0

	Babysitter emotional
	36
	97.3
	1
	2.7

	Babysitter strengths
	36
	97.3
	1
	2.7
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Figure 1. Graphic depictions of the social networks of parents at three time points.
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