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Introduction: Compared to other countries, Sweden did not introduce sudden lockdowns and school closures during the COVID-19 pandemic. Instead, the country chose a less restrictive approach to managing the pandemic, such as staying at home with any symptoms of cold or COVID-19, washing hands, and maintaining social distancing. Preschools and compulsory schools remained open. In this context, limited evidence exists about how Swedish families of students with special educational needs and disabilities (SEND) experienced collaboration with school professionals to support their children during the COVID-19, and how the pandemic affected parents’ perceptions of quality of their family life. The present study investigated parental perceptions of satisfaction with family-school collaboration and with family quality of life during the COVID-19 pandemic.

Methods: Twenty-six parents of students with SEND who attended general lower secondary schools (grades 7-9) completed a survey using three measures: the demographic questionnaire, the Beach Center Family Quality of Life scale (FQOL), and the Family-School Collaboration scale – the adapted version of the original Beach Center Family-Professional Partnership Scale. Descriptive statistics, Pearson correlations were used to analyse data.

Results: Parents felt less satisfied with family-school collaboration related to child-oriented aspects; they were least satisfied with their emotional well-being aspect of family quality of life. Strong, significant and positive associations were found between family-school collaboration and disability-related support aspect of FQOL.

Discussion: The findings point to the importance of family-school partnerships in promoting students’ positive school achievements, and in enhancing FQOL. The findings have practical implications for professional development of pre- and in-service teachers within the existing curricula of teacher preparation programs. Implications for further research are discussed given the study’s small sample size and challenges in recruitment of participants.
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1 Introduction

The emergence of the COVID-19 pandemic made many countries worldwide adopt various mitigation strategies such as lockdowns, school closures, and social distancing, which led to rapid changes in modes of teaching and learning forcing schools to move quickly to distance education and homeschooling (Page et al., 2021). These measures have unprecedentedly affected lives and well-being of children with special educational needs and disabilities (SEND) and their families due to disruption of educational support, individualized behavioral interventions, childcare support, or other services and programs (Ziauddeen et al., 2020; Lee et al., 2021). Research has shown that due to the pandemic, parents of children with SEND experienced tremendous challenges trying to balance the demands of meeting educational and socioemotional needs of their children and other family responsibilities, which resulted in increased parenting stress, depression, anxiety and unsatisfactory family quality of life (Asbury et al., 2021; Couper-Kenney and Riddell, 2021; Chen et al., 2022; Sideropoulos et al., 2022; Xu et al., 2023).

There is limited evidence about how families of students with SEND in Sweden perceived their children’s schooling during the COVID-19 pandemic. We could identify only two studies that investigated families’ perspectives of their children’s education during the initial phase of the pandemic. Thorell et al. (2022) quantitively examined experiences of homeschooling among parents to children (aged 5–19 years) with neurodevelopmental and/or mental health conditions in seven European countries, including Sweden. The majority of the Swedish parents (including parents to children aged 13–16 years) reported that provision of special educational support by schools during homeschooling was insufficient. Fridell et al. (2022) qualitatively explored the lived experiences of parents of children with autism and found that during homeschooling, putting extra efforts to deal with new routines and added pedagogical responsibilities were stressful for parents and affected them negatively. Although informative, these studies do not provide detailed information about parents’ perceptions of family quality of life (FQOL) and patterns of collaboration between parents and teachers during this critical period of children’s education. The present study contributes to the literature and reports findings on perceptions of parents to students with SEND attending general lower secondary schools on family-school collaboration and satisfaction with different aspects of FQOL during the COVID-19 pandemic in Sweden.


1.1 Family-school collaboration and family quality of life

Family-school collaboration in general and special education has been defined as an agreement between family members and school professionals “to build on each other’s expertise and resources, as appropriate, for the purpose of making and implementing decisions that will directly benefit students and indirectly benefit other family members and professionals” (Turnbull et al., 2015, p. 161; Francis et al., 2022). A characteristic feature of effective family-school collaboration is two-way communication (Francis et al., 2022) that contributes to student academic achievements and inclusive school culture (Haines et al., 2015), helps decrease teacher stress and burnout (Haines et al., 2022), and enhances FQOL in families of children with SEND (Hsiao et al., 2017). For example, research conducted before the emergence of the COVID-19 pandemic showed that parents’ satisfaction with special educational support services provided to their preschool- and school-aged children as well as high quality partnerships between parents and professionals had a positive impact on FQOL (Summers et al., 2007; Kyzar et al., 2016; Hsiao et al., 2017; Balcells-Balcells et al., 2019). However, we could locate only two studies that specifically explored relationships between family-school partnership and FQOL domains and subdomains using the Beach Center Family-Professional Partnership Scale (Summers et al., 2005a,b) and the Beach Center FQOL Scale (Hoffman et al., 2006). In their study with parents of children with autism, Eskow et al. (2018) found that parent satisfaction with child-focused partnerships was related to increased FQOL, while satisfaction with family-focused partnership was not. Kyzar et al. (2020) applied the re-examined versions of the original Family-Professional Partnership and FQOL scales with families of children with deaf-blindness and found that parents’ higher satisfaction with two partnership subdomains – connection- focused and capacity-focused – was associated with higher parent satisfaction with family interaction/parenting well-being aspects of FQOL.



1.2 Research on family quality of life during COVID-19 pandemic

In disability and special education research, the multidimensional concept of FQOL is based on recognition that disability affects the whole family system and that a child with special needs or a disability is best supported in the family context by service providers who work collaboratively with families to address the child’s needs (Summers et al., 2005a,b). FQOL extends the concept of quality of life (QoL) (Zuna et al., 2009) – a multifaceted social construct that is centered on self-determination, community participation, and well-being of an individual with a disability (Schalock et al., 2008; Samuel et al., 2012), and focuses on the individual’s physical, psychological, emotional, and social functioning (Ali et al., 2021). Thus, the concept of FQOL represents a shift from supporting and addressing needs of the individual with disability to improve his or her quality of life conditions to a more holistic view of support provision, targeting the entire family to improve the quality of various aspects of family life (Summers et al., 2005a,b; Samuel et al., 2012).

Studies that investigated an impact of the COVID-19 pandemic on FQOL among parents of children with SEND documented deteriorated emotional well-being and dissatisfaction with provision of disability-related support to their children (Chan and Fung, 2022; Romaniuk et al., 2022). On the other hand, Bolbocean et al. (2022) found no statistically significant differences in FQOL in families of children with autism and intellectual disability between the time periods before and during the first year of the pandemic, indicating family resilience due to other factors, such as positive parent–child relationships. Research on FQOL during the COVID-19 from perspective of parents of children with SEND is currently lacking in Sweden.



1.3 The Swedish school situation for children with SEND during COVID-19 pandemic

Compared to other countries, Sweden did not introduce sudden lockdowns; instead, the Swedish government chose a less restrictive approach to managing the pandemic based on the recommendations of the Public Health Agency of Sweden (PHA), such as staying at home if one had symptoms of an infection, washing hands, and maintaining social distancing. Also, Sweden was one of the few countries that during the first wave of the COVID-19 pandemic implemented a partial school closure when upper secondary schools were closed but preschools and compulsory schools (primary, middle, and lower secondary levels) remained opened (National Agency for Education, 2021a; National Agency for Education, 2021b). During the second wave of the pandemic, with the continuing spread of the COVID-19 nationally and high infection rates reaching peaks in December 2020 and January–February 2021 (Public Health Agency of Sweden, 2021), the lower secondary schools around Sweden started providing remote/distant education entirely or partially with the reliance on digital technology while the students with SEND were asked to come to schools for face-to-face, in-classroom education (National Agency for Education, 2021a). However, the majority of the schools reported provision of remote/distant education for only 2 weeks at the beginning of the spring term that started in January 2021 (National Agency for Education, 2021a). By the end of April 2021, the number of municipalities providing remote/distant education at lower secondary schools fully or partially decreased to one-third (National Agency for Education, 2021b). Yet, both the students and the school staff were to follow the PHA’s recommendations to stay at home with any slightest symptom of cold or COVID-19 infection.

In this context, there is a need to understand to what extent the general lower secondary schools could meet the needs of students who required educational accommodations and special educational support. The Swedish Education Act (2010: 800) ensures provision of support to all learners in general compulsory schools in form of (a) additional instructional or environmental accommodations provided by general teachers (e.g., substituting written assignments with oral presentations, giving students more time to complete assignments, arranging a special workplace in the classroom), and (b) special support as documented in the students’ individual educational plans (IEP) and provided by general and special teachers either individually, in small groups, or remotely. Furthermore, both general and special education policies emphasize home-school collaboration as one of the important aspects in supporting children’s learning [Education Act (2010: 800)]. Internationally, family-school collaboration has been listed as one of the key principles of successful inclusive practices in schools (Booth and Ainscow, 2016; Haines et al., 2017; Bradford et al., 2023). Nevertheless, available evidence suggests that during the pandemic, many students with SEND attending general lower secondary schools (grades 7–9) did not receive special educational support largely due to the absence of special teachers who were on sick leave (Swedish Schools Inspectorate, 2020; Public Health Agency of Sweden, 2021). This is despite the fact that 6.8% of all students enrolled in grades 7–9 during the academic year 2021–2022 (n = 361,952) had IEPs (National Agency for Education, 2022a,b) and, therefore, were entitled to receiving special educational support. Of them, the highest number of students with IEPs (n = 10,700; 8.9%) attended grade 9 (National Agency for Education, 2022a,b). Moreover, as Fridell et al. (2022) described, parents of these children in Sweden reported challenges in communication with school staff which became one of the stress factors affecting parents’ wellbeing.

To our knowledge, no studies to date have investigated parents’ perceptions of FQOL and patterns of collaboration and partnership between parents and teachers during the pandemic in Sweden using valid and reliable measures. Understanding parents’ views could help school professionals and policy makers increase awareness about these families’ life situation during that unprecedented time, and therefore, facilitate the design and use of individualized and responsive support practices provided to children with SEND and their families based on strong parent-professional partnerships during post-pandemic times or if similar crisis should occur in the future.



1.4 Aim and research questions

The present study aimed to investigate perceptions of parents to students with SEND attending general lower secondary schools on family-school collaboration and satisfaction with different aspects of FQOL during the COVID-19 pandemic.

The study addressed the following research questions:

To what extent were parents of children with SEND satisfied with family-school collaboration during the COVID-19 pandemic?

What were parents’ perceptions of their satisfaction with different aspects of family quality of life during the COVID-19 pandemic?

Were there relationships between parents’ perceptions of family-school collaboration and FQOL?



1.5 Conceptual framework

The conceptual framework of the study was the family-centered approach to provision of special educational services to children with SEND defined as practices that are respectful to families, individualized, and responsive, information sharing and family choice, parent-professional collaboration, and provision of support to produce optimal child and family outcomes (Dunst, 2002). In this approach, family empowerment is a central construct. The study also draws on seven principles of positive family-school collaboration described by Blue-Banning et al. (2004), and conceptualized by Turnbull et al. (2015) as trusting family-professional partnership: (1) communication (professionals being open, honest, tactful, listening without judgment, communicating frequently and avoiding jargon, providing information); (2) respect (treating families with dignity, valuing the child and the child’s and family’s strengths); (3) equality (feeling equally powerful in educational decision making for the child and family); (4) professional competence (having high expectations for the child’s progress; meeting the child’s individual needs, willingness to learn); (5) advocacy (advocating for the child or family with other professionals); (6) commitment (sharing a sense of assurance about devotion and loyalty to the child and family, and a belief in the importance of the goals being pursued on behalf of the child and family), and (7) trust (being reliable, discreet). To our knowledge, the present study is the first in Sweden that applied the conceptual framework of trusting family-professional partnership to investigate the parents’ perceptions of family-school collaboration and relationships with perception of FQOL during the COVID-19 pandemic.




2 Materials and methods

This study is part of the larger research project that aims to investigate an impact of the COVID-19 pandemic on well-being of families of students with SEND in general lower secondary schools. The study used a cross-sectional, survey-based research design. Ethical approval was obtained from the Swedish Ethical Review Authority (Dnr 2021–06167-01).


2.1 Recruitment and procedure

The parents were asked to participate in the study if their children (1) were enrolled in grades 8 and 9 during the academic years 2021–2022 (data collection began during the spring term 2021 and finished in December 2022); (2) received additional educational accommodations and/or special educational support due to difficulties in achieving academic goals in school subjects, and had an IEP; (3) had a disability or a chronic medical condition and received additional educational accommodations and/or special educational support. Parents were not included in the study if their children started attending grade 7 at lower secondary schools during the autumn term 2021 as these children attended middle secondary schools (grade 6) during the spring term 2021.

As Sweden does not ask schools to register students’ disabilities, recruitment could only be made using a general outreach to a wide range of gatekeepers. Parents were recruited using purposive sampling strategies by contacting school professionals responsible for provision of special educational support services (principals, deputy principals, special educators/special teachers) of both public and independent schools located in all 290 municipalities in Sweden. An additional strategy of recruiting parents was via social media platform (Facebook groups), created by interest organizations where parents were members. Besides, the researchers’ asked parents about participation in the study through their personal social network. At the beginning of the recruitment process, the first author contacted school professionals and chair persons of national and local interest organizations by email. The email message contained information about the study’s aims, procedure, and a request for assistance to identify parents according to the eligibility criteria. The message enclosed a copy of an information letter to parents with the link to a web-based self-administrated surveys. The information letter described the study’s aims, the procedure for data collection and analyses; it informed about parents’ right to withdraw at any time without explanation, and about confidentiality and protection of obtained data. Totally, 1,360 schools were contacted by email between February and September in 2022; among them 1,076 were municipal schools and 284 were independent schools. A reminder was sent to all schools in October 2022. Of all contacted schools, the school principals of 560 (41%) schools replied; of those who replied 181 (32.2%) sent an auto-message informing about their unavailability (e.g., being on a sick leave, on vacation, a conference), 110 (19.6%) replied that they either retired, stopped working as school principals, or changed their position in the municipality (e.g., started working as school principals at elementary schools); in other instances, deputy school principals answered that they would forward information about the study further to those colleagues who were responsible for provision of special support at their schools. Further, 191 (34.1%) schools did not agree to send information letters to parents, while 78 (13.9%) agreed to help to contact the parents. However, of those who agreed to assist with the study, only a handful of schools (n = 16) reported the exact number of parents (n = 70) they directly contacted and sent the information letters with the link to the online survey. Other schools did not want to inform the research team about the number of eligible parents and agreed to distribute the information letter to parents of all students via their password protected school platforms where all parents had access to. For this reason, it is not possible to report the precise number of eligible parents who were informed about the study and its aims via schools. Similarly, it is not possible to report the exact number of parents who received information about the study via interest organizations’ social media platforms. The reasons for declining participation in disseminating information about the study can be manifold, we turn to this more in the discussion.

The study’s web-based surveys were provided in Swedish and were accessible between 18 February and 24 December 2022. The surveys were designed and data was collected using Survey&Report, version 4.3. Participants read the information letter and completed an online informed consent before accessing the anonymous survey. Thirty-seven parents accessed the survey, of them 25 completed and submitted their responses. One parent who consented to participation requested a paper-based version of the survey; the survey was posted to the parent who filled in and returned it to the researchers by post. Overall, 26 parents (n = 26) were recruited to the study. Of them, 21 parents were recruited via schools, 2 – via interest organizations, and 3 – via the researchers’ social network.



2.2 Participants

Participants were 26 parents to children attending general lower secondary schools (grades 7–9) identified as having SEND, and were eligible for obtaining educational support at schools in form of additional accommodations and/or special support. Of the 26 parents (age range 34–58 years, M = 45.96, SD = 6.14), 23 (88.5%) were mothers and 3 (11.5%) were fathers. The majority of parents were Swedish-speaking (n = 21, 84%) and had a university degree (n = 17, 65.4%). All parents reported living without extended family members (e.g., grandparents) in the same household during the pandemic; of them 80.8% reported they owned their residence (houses or apartments) and had a middle or high income. Parents and their children represented various geographical areas in Sweden (see also Table 1 for additional socio-demographic characteristics of the study participants).



TABLE 1 Socio-demographic characteristics of parents (n = 26).
[image: Table1]

Of the 26 students with SEND (age range 14–16 years, M = 15.16, SD = 0.62), 8 (30.8%) were girls and 18 (69.2%) were boys. Seventeen parents (65.4%) reported that their child had at least one diagnosed disability or a chronic medical condition, while nine parents (34.6%) reported no disability or chronic medical condition for their children. According to the parents, children who had a disability or a chronic medical condition had also two or more co-occurring conditions (Table 2).



TABLE 2 Demographic characteristics of children as reported by parents (n = 26).
[image: Table2]



2.3 Measures

A Demographic Survey was developed specifically for the purposes of this study; the survey collected information on parents’ socio-demographic characteristics, such as age, gender, educational background, employment, first language and country of origin as proxies for ethnicity, monthly income after taxes deducted, housing, and number of family members living together, and which municipality child’s school was located. The survey also collected information on child’s characteristics, such as age, grade; whether child had disability or chronic condition. Information about type of schools (municipal or independent) and schools’ geographic location were also collected.

Family—School Collaboration Scale (FSC) – an adapted version of the Beach Center Family – Professional Partnership Scale (FPP; Summers et al., 2005a,b, 2007) – was used to investigate parents’ perceptions of family-school collaboration. The scale consists of 18 items and two subscales: Child-Focused Relationships and Family-Focused Relationships. The Child-Focused subscale contains 9 items that assess parental perceptions of the quality of the professional’s relationships with their child, and the Family-Focused subscale contains 9 items that assess parental perceptions of the quality of the professional’s relationships with the whole family. Responses are rated with each item on a five-point scale (from 1 – “very dissatisfied” to 5 – “very satisfied”). The reported internal consistency (Cronbach’s α) for the original scale is 0.93; for the Child-Focused Relationship subscale is 0.90, and for the Family-Focused Relationship subscale is 0.88. In this study, Cronbach’s α for the whole scale was 0.94; for the Child-Focused Relationship subscale α = 0.93; for the Family-Focused Relationship subscale α = 0.85, indicating very good internal consistency reliability for the scale and the subscales with our sample.

Beach Center Family Quality of Life (FQOL) Scale – 2005 version (Hoffman et al., 2006). The Beach Center FQOL Scale assesses family perceptions of satisfaction with different domains of family quality of life (Summers et al., 2005a,b). The scale contains 25 items and five subscales (domains) with very good psychometric characteristics: Family Interaction (six items, α = 0.92), Parenting (six items, α = 0.88), Emotional Well-being (four items, α = 0.80), Physical/Material Well-being (five items, α = 0.88), and Disability-related Support (four items, α = 0.92). Responses are rated from 1 – “very dissatisfied” to 5 – “very satisfied.” In the current study, Cronbach’s α for the whole scale was 0.90, and for its five subscales Cronbach’s α was 0.73, 0.69, 0.81, 0.76, and 0.65, respectively.

For the purposes of the present study, the items of the two above original scales were adapted (where appropriate) and translated from English into Swedish. The procedure for translation and adaptation was in part informed by the guidelines for cross-cultural adaptation of health-related quality of life measures proposed by Guillemin et al. (1993). The first author who is proficient in Swedish and English translated the items of the original scales from English into Swedish. Modifications and adaptations were made to the items comprising the disability-related support subscale of the FQOL to fit the rules of the Swedish school system. For example, the phrase “my family member with a disability” was changed into “my family member who is in need of special support or who has a disability/a chronic medical condition.”

In the original Beach Center Parent-Professional Partnership Scale, we made the following adaptations and modifications: (1) the title of the measure was changed into “Family-School Collaboration” (Swedish translation “Familj-skolan samverkan”) (FSC), (2) the wording of item 16 was slightly changed from “Is a person you can depend on and trust” to “Have a person you can trust.” In addition, adaptations were made in the introduction and instructions to the surveys: the parents were asked to think about their perceptions of satisfaction with collaboration with school professionals and satisfaction with FQOL during the pandemic. Translations of the adapted versions were then reviewed by a parent to an adolescent with SEND who had Swedish as mother tongue. Next, back translation from Swedish into English was performed by a professional translator who did not have prior knowledge of the scales’ content. There were only a few items that had discrepancies in back-translated versions. To resolve these discrepancies, the first author consulted a senior colleague – a professor-level researcher in the field of special education who is a native English speaker and proficient in Swedish. The final Swedish translations of the scales were then used to create an online survey in the Survey&Report web application. The online survey consisted of three parts: participants’ demographics information, the FSC, and the FQOL.



2.4 Data analysis

The data were analyzed using SPSS (version 29). Given our sample size (n = 26), we followed the recommendations for conducting studies with small sample sizes (Lancaster et al., 2004; Hertzog, 2008; Spurlock, 2018). Thus, we did not use methods for statistical hypothesis testing; instead we focused on the description of strategies, procedures, and processes used in the study. We analyzed data using preliminary descriptive statistics; Cronbach’s alpha was used as a measure of homogeneity to examine internal consistency reliability. For further analyses, means and total scores of the FSC scale, the FQOL scale, and their subscales were calculated. To examine relationships between parents’ responses to the FSC scale and the FQOL scale, we conducted bivariate Pearson correlation analyses and its non-parametric alternative – Spearman Rank Order correlation (rho). In addition, a set of bivariate correlation analyses was performed between the FSC’s subscales and the five subscales of the FQOL scale. Furthermore, using the SPSS software, we computed 95% confidence intervals (CI) to estimate population parameter from our sample data (Cohen et al., 2013). To interpret and report the strength of the relationships between variables, we used the guidelines suggested by Cohen (1988), such as 0.10 < r < 0.30, small; 0.30 < r < 0.50, moderate; r > 0.50, large. Due to our sample size, we did not conduct regression analyses; for the same reason, we did not perform test–retest reliability and factor analyses for both scales.




3 Results


3.1 Parents’ satisfaction with their collaboration with school professionals

Parents’ ratings of the FSC revealed an average satisfaction with the family-school collaboration (M = 3.43, SD = 0.70 for overall scale) with satisfaction ratings ranged from 2.62 to 4.23. The mean score for the child-focused relationships subscale was 3.07 (SD = 0.94) and for the family-focused relationships subscale was 3.78 (SD = 0.56). At the level of individual items, the item with the highest satisfaction score was item 12 ([School professionals] use words and expressions that you understand), followed by item 18 (Are friendly). The item with the lowest satisfaction was item 2 (Have the skills to help your child succeed). Other items that yielded lower (below the mean) satisfaction scores were item 1 (Help you gain skills or gain information to get what your child needs), item 3 (Provide support and services that meet the individual needs of your child), item 9 (Value your opinion about your child’s needs), and item 8 (Build on your child’s strengths). All these items comprise the child-focused relationships subscale (Table 3).



TABLE 3 Parents’ ratings on the Family – School Collaboration scale by items and subscales.
[image: Table3]



3.2 Parents’ satisfaction with different aspects of FQOL

The mean scores for each item of the FQOL scale (Table 4) demonstrate that parents’ ratings ranged from 2.76 (SD = 1.09) to 4.72 (SD = 0.46) with the lowest level of parent satisfaction for item 3 (My family has the support we need to relieve stress) and the highest satisfaction for item 20 (My family gets dental care when needed). The mean score of the overall FQOL scale was 3.90 (SD = 0.50). Figure 1 shows the results of analyses for five subscales comprising the Beach Center FQOL scale. The subscale Physical/Material Well-being had the highest parent satisfaction rating (M = 4.25, SD = 0.66), followed by Family Interaction (M = 4.18, SD = 0.55), Parenting (M = 4.06, SD = 0.55), Disability-Related Support (M = 3.39, SD = 0.65). The subscale Emotional Well-being showed the lowest parent satisfaction (M = 3.27, SD = 0.90).



TABLE 4 Means and standard deviations for the FQOL items.
[image: Table4]
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FIGURE 1
 Mean FQOL subscales scores (IBM SPSS Statistics for Windows, Version 29.0. Armonk, NY: IBM Corp).




3.3 Relationships between parents’ perceptions of family-school collaboration and FQOL

The results of bivariate correlation analyses are presented in Table 5. The correlation analyses between perceived family-school collaboration and perceived FQOL revealed no significant relationships between these variables (r = 0.37, n = 22, p = 0.90, 95% CI = [−0.06, 0.68]). However, the results showed a strong, positive correlation between the total FSC scale score and one of the domains of the FQOL scale – Disability-Related Support (r = 0.71, n = 23, p < 0.001, 95% CI = [0.41, 0.86]), indicating that high levels of parents’ satisfaction with family-school collaboration were associated with parental satisfaction with provision of special educational support to their children during the pandemic. The analyses between the subscales of both measures showed that there was a significant moderate, positive correlation between the Child-Focused Relationships subscale of the FSC scale and the Emotional Well-being domain of the FQOL’s scale (r = 0.45, n = 24, p = 0.03, 95% CI = [0.060, 0.72]) with high levels of parent satisfaction with child-oriented collaboration associated with higher levels of satisfaction with parents’ emotional well-being. Furthermore, there were significant strong, positive correlations between Child-Focused Relationships and Disability-Related Support (r = 0.73, n = 23, p < 0.001, 95% CI = [0.45, 0.87]), and between Family-Focused Relationships and Disability-Related Support (r = 0.58, n = 24, p < 0.001, 95% CI = [0.23, 0.79]), suggesting that high levels of parent satisfaction with child- and family-oriented collaboration were associated with higher levels of parent satisfaction with provision of support to the child during the COVID-19 pandemic. The wide confidence intervals for r obtained as a result of the correlation analyses could indicate that our study sample is not an optimal representation of the population of all Swedish parents of adolescents with SEND who attended lower secondary schools during the pandemic. This points to a need to replicate the current study with large samples in future research.



TABLE 5 Pearson product moment correlations between measures of perceived Family-School Collaboration and FQOL.
[image: Table5]




4 Discussion

The present study explored perceptions of family-school collaboration and of family quality of life during the COVID-19 pandemic among Swedish parents of adolescents with SEND. Before discussing the study’s findings, it is important to emphasize that these findings should be viewed as preliminary due to its small sample, and, therefore, be approached with caution.

In our study, parents’ ratings on individual items comprising the child-oriented domain of the FSC scale (research question 1) showed the lowest levels of parental satisfaction with family-school collaboration related to school professionals such as knowledge of child’s needs or skills to help the child succeed or to meet the child’s individual needs. Previous research that examined families’ collaboration and partnership with schools during the COVID-19 revealed that families whose children with disabilities received school-based services had lower satisfaction with their partnership with professionals as they did not feel that teachers met their children’s needs, effectively tracked their children’s services, or advocated for their children (Francis et al., 2021; Murphy et al., 2023).

Our results may also point to inequity in education for students with SEND during the pandemic in Sweden (Åstrand, 2020) and indicate a school-centric thinking in collaboration with families of students with SEND when the needs of teachers and schools outweighed the needs of the students and their families. As Francis et al. (2022) noted, “In school-centric models, educators are viewed as experts, and families’ views, needs, and preferences are seldom addressed or even recognized as valid” (p. 44). However, establishing and maintaining strong home-school partnerships to meet educational needs of students with SEND in general classroom settings is paramount, and has been highlighted as one of the clear lessons learned due to the COVID-19 pandemic worldwide (Bradford et al., 2023).

The study’s second research question addressed parental satisfaction with FQOL in different life domains. The results of parents’ ratings showed the lowest level of satisfaction with emotional well-being, followed by disability-related support that yielded the mean satisfaction score slightly above the average. Hoffman et al. (2006) conceptualized these two domains as resources – social support from family and friends, and support from service providers. Our findings may suggest that parents had limited resources in a form of social support provided by friends or extended family members during the pandemic. For instance, it is possible that parents in our study could not receive needed instrumental and emotional support from their elderly relatives – the children’s grandparents – who had to follow the PHA’s recommendations to keep social distancing, which may have adversely affected parents’ emotional well-being and contributed to elevated stress. A recent Swedish study by Eldén et al. (2022) provides empirical support to this explanation, showing that grandparents had to interrupt their contacts with and provide care after their grandchildren who experienced school difficulties or had chronic illnesses. Furthermore, these results also concur with previous studies of family life and accommodations of parents of children with disabilities in Sweden, which showed low satisfaction of emotional support in their lives (Wilder and Granlund, 2015).

The finding of a lower parental satisfaction with disability-related support domain could be related to the absence of qualified teachers during the pandemic. Öckert (2021) reported that in Sweden during the period of March–December 2020, absenteeism among school staff and teachers in preschools and compulsory schools increased by nearly 70 percent which was significantly higher than in 2019. This led to the additional workload for teachers of the absent colleagues and the use of substitute teachers, which presented inevitable consequences for quality of education in compulsory schools (Öckert, 2021), and thus, for provision of additional accommodations and special educational support to children with SEND as indicated in our study.

Interestingly, the correlation analyses (research question 3) revealed positive relationships between the child-focused relationships domain of the FSC scale with the FQOL’s emotional well-being domain. Furthermore, overall family-school collaboration was positively related to disability-related support, which could indicate that the more satisfied parents were with family-school collaboration around their child and family as a whole, the more satisfied they were with the quality of support provided to their children. Prior research with parents of school-aged children demonstrated that family-professional partnerships interacted with FQOL, support adequacy, and reduced stress (Burke and Hodapp, 2014; Kyzar et al., 2016; Hsiao et al., 2017). However, our findings should be approached with considerable caution as correlational statistical analyses used in the study do not allow to establish causal relationships. Future research should investigate interrelations between family-school collaboration, FQOL, parental stress, and provision of support, using other statistical methods with larger samples.


4.1 Limitations

This study has several limitations. First, although the study’s participants seem to align closer with national statistics regarding cultural/ethnic background of the whole population in Sweden in 2022 that had 73.1 and 26.9% individuals with Swedish and immigrant backgrounds, respectively (Statistics Sweden, 2022), our sample, nevertheless, tends to overrepresent parents with Swedish background. Also, parents in our sample are not representative in terms of population’s socioeconomic, educational background and gender in Sweden: for example, in 2022, 41.5% women and 27% men aged 35–54 had higher educational background (Statistics Sweden, 2023), whereas the majority of the participants in our study had higher education and were predominantly women. In disability and special educational research, it is common that mothers are overrepresented (Braunstein et al., 2013) as in many cases they are primary caregivers of children with special needs or disabilities (Bourke-Taylor et al., 2010). Second limitation is the study’s small sample size, which implies that the results of statistical analyses cannot be generalized to a wider population. The study faced methodological constraints related to the recruitment of study participants both via schools and interest organizations. Nevertheless, our study could provide important information about feasibility and practicality of the chosen sampling and recruitment procedures that can be helpful for future research to address similar research questions (Hertzog, 2008). Therefore, the detailed reporting of the methodological decisions and procedures made due to the study’s small sample size can be seen as the study’s strength. Lessons to be learnt from our study design is that it is very difficult to reach parents of children with SEND through schools as gatekeepers. The reasons for declining participation in disseminating information about the study to parents can be manifold. Although considering the study’s first aim (i.e., to what extent were parents of children with SEND satisfied with family-school collaboration during the COVID-19 pandemic), one reason for principals and teachers to decline could have been that they did not want their work to be scrutinized in the difficult work time during the pandemic. In the future, established collaboration with schools and representatives of interest organizations is needed for effective recruitment of research participants for large-scale studies.



4.2 Implications for research and practice

To the researchers’ knowledge, the present study was the first in Sweden that used the translated and adapted versions of the original the Beach Center FQOL and the FPP scales in the context of the Swedish educational support system, and therefore, the study can be seen as the pilot exploration of the use of these measures in general, and during the COVID-19 pandemic, in particular. These sound and well-known measures have been widely used in research within the field of special and inclusive education in several countries before and during the pandemic. The study’s preliminary analyses demonstrated good psychometric properties (Cronbach’s alpha) of the measures with our sample size (n = 26). In fact, studies that empirically examined reliability estimates of measures with small samples found that these estimates were robust in samples n ≥ 20 (e.g., Hobart et al., 2012). However, future research should investigate further reliability and validity of the translated measures with larger representative samples of parents of children with SEND in Sweden. These studies should focus further on the core aspects of parent-professional partnerships and their impact on educational outcomes for children with SEND and on parent outcomes during ordinary conditions and extraordinary circumstances similar to the COVID-19 crisis.

The study’s findings have implications for professional development. Existing curricula in pre-service and in-service teacher preparation programs should incorporate training modules focusing on the key principles of trusting family-school partnerships (Turnbull et al., 2015) aimed to facilitate development of positive and effective collaboration between parents of students with SEND and teachers to achieve optimal student and family outcomes.




5 Conclusion

The study’s findings suggest that in order to address the unique needs of students with SEND and to support families, it is vital that schools ensure that educational support is provided by qualified teachers, and that all school professionals strive to develop trustful partnerships with families by showing respect, trust, honesty, and by regularly communicating with them. This is especially important during times of crisis like the COVID-19 pandemic.
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Relation to child

Mother 2 885
Father 3 115
First language
Swedish 21 84
Aral 2 8
Finnish 1 4
Russian 1 1
Missing (n=1)
Education background
Upper secondary school 9 346
University or university college 17 654
Current employment
Full-time work, 17 654
Part-time work 4 154
Hourly work 1 38
Owns a company 2 77
Unemployed (retired) 2 77
Family monthly income (after taxes deducted)
Less than 14,000 SEK (= 1,330 USD) 2 77
Less than 35,000 SEK (~ 3,326 USD) 6 21
Less than 45,000 SEK (~ 4,276 USD) 5 192
More or equal to 45,000 SEK 13 50
Place of residence
Countryside/small town (<10,000 residents) 8 308
Medium-size town (10000-60,000 residents) 6 21
City (560,000 residents) 12 162
Type of residence
House 14 538
Semi-detached house 1 154
Apartment 8 308

M. mean: SD, standard deviation: SEK, Swedish krona: USD, United States dollars.
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