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Introduction: Internationally, there has been a drive toward developing an inclusive and equitable educational system which promotes lifelong learning for all. This is reflected in the United Nations Sustainable Development Goal 4 and its associated targets. The current study focuses on some of the challenges and tensions associated with inclusive practice in non-formal education settings for children and young people with a disability, specifically sensory loss, from the perspective of parents/carers and professionals/volunteers.

Methods: A commissioned project, conducted in one local authority in Scotland in 2022, investigated the experiences of children and young people with sensory loss (deaf and/or visual impairment) of participating in activities, in school and in the community, with children with and without sensory loss; the opportunities and challenges associated with engaging in these activities; and the perceived benefits. As part of a larger study which gathered the views of children and young people with sensory loss, a virtual focus group was conducted with two parents/carers who are British Sign Language (BSL) users and a semi-structured interview with a parent who is not a BSL user. Furthermore, a virtual focus group was undertaken with three professionals/volunteers working with children and young people with sensory loss (deaf and/or visual impairment).

Results: Findings from the study highlight some of the tensions associated with inclusion in non-formal education settings.

Discussion: There are implications for practice, such as awareness raising for peers and adults; offering more opportunities for children and young people to mix socially with their peers in accessible and well-resourced environments outside school; the importance of seeking children's views about the non-formal activities they like to participate in; and the importance of raising awareness of the benefits for children and young people with sensory loss of being with others with sensory loss. Although the research was conducted in one locality in Scotland, the insights are relevant to an international audience.
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Introduction

Internationally, there appears to be limited research that has focused on the inclusion of children and young people (CYP) with a sensory loss in out of school activities, offering both non-formal and informal learning opportunities. Hannah (2023) identified five studies over the period 2013–2023 which covered a range of types of sensory loss including visual impairment (De Schipper et al., 2017; Ghanbari et al., 2016; Perkins et al., 2013), visual impairment and hearing impairment (Engel-Yeger and Hamed-Daher, 2013), and deafblindness (Štěrbová and Kudláček, 2014). Since 2023, the author identified three studies investigating the participation of students with sensory loss in non-formal education including deaf or hard of hearing (Ferreira et al., 2023; García-Terceño et al., 2023) and partially or totally blind (Papadopoulou and Vasilaki, 2024). This highlights the need to undertake further research in this field.

For the purposes of this study, the term “sensory loss” was used as an umbrella term to cover a range of sensory impairments, including visual impairment, deafness, and deafblindness. Sensory loss (or sensory impairment) is a term used by third sector organizations (e.g., Health and Social Care Alliance Scotland), and local authorities (e.g., South Lanarkshire Council, Lancashire County Council). Typically, this term encapsulates deafness and hearing impairment, blindness and visual impairment, and the dual impairment of deafblindness. In scholarly literature, when referring to sensory loss, Crowe and Dammeyer (2021) acknowledge the wide range of subgroups of children with vision and/or hearing loss and distinguish between congential and acquired hearing loss in the context of language development, communication and social interaction. They also highlight the importance of the severity of sensory loss; whether it is total or profound or whether there is residual hearing and/or vision. Finally, they highlight the significance of the sensory loss being associated with other disabilities. Similarly, McKittrick (2022), in a study involving adult participants from the US and Canada which investigated the benefits of teaching self-determination skills to students with sensory loss, used the term sensory loss to encapsulate students who are deaf or hard of hearing or who have a visual impairment.

CYP with sensory loss face a range of challenges which can impact on their ability to participate in activities with peers. These include language development and communication (Crowe and Dammeyer, 2021; Manford et al., 2024) although different types of sensory loss impact on language development in different ways (Crowe and Dammeyer, 2021). Other aspects include the accessibility of environments (Hannah, 2023); accessing information due to visual and/or hearing loss, and difficulties in social interaction with adults and peers (Cheng et al., 2025). Given the identified benefits for children with disabilities of participating in leisure activities, including their physical and mental wellbeing, and overall development (Mogo et al., 2020; Powrie et al., 2020; Vänskä et al., 2020), it is important that there is a better understanding of available opportunities and of perceived barriers and facilitators to taking part in out of school activities.

This paper reports on a study which aimed to investigate the perceived challenges and tensions associated with inclusive practice in non-formal education settings for CYP with sensory loss from the perspective of parents/carers and professionals/volunteers working with CYP with sensory loss (deaf and/or visual impairment). Although conducted in one locality in Scotland it is anticipated that the findings, conclusions and recommendations will be of interest and relevance to a wider audience.



Literature review


International policy context

Several international treaties have reinforced the rights of children to education. The United Nations Convention on the Rights of the Child (UNCRC) (UNICEF, 1989) incorporated 54 articles including Article 28 (1) which stipulates that “States Parties recognize the right of the child to education, and with a view to achieving this right progressively and on the basis of equal opportunity” (p. 11) and Article 23 (1) which specifies that “States Parties recognize that a mentally or physically disabled child should enjoy a full and decent life, in conditions which ensure dignity, promote self-reliance and facilitate the child's active participation in the community” (p. 9). In line with the UNCRC, the Salamanca Framework for Action on Special Needs Education (UNESCO, 1994) provided a commitment to include all children with additional needs in mainstream schools and to adapt the educational provision to meet their needs. Furthermore, the right to education and the promotion of inclusion is a cornerstone of The United Nations Convention on the Rights of Persons with Disabilities (UNCRPD) (United Nations, 2006) with Article 24 advocating “the right of persons with disabilities to education ….” and that “States Parties shall ensure an inclusive education system at all levels and lifelong learning” (section 1). More recently, Sustainable Development Goal 4 (SDG 4), one of 17 goals of the United Nations 2030 agenda for sustainable development (United Nations, 2015) aims to “ensure inclusive and equitable quality education and promote lifelong learning opportunities for all” (p. 14).



Changing perspectives on inclusion

Inclusion is about creating an environment where all individuals, whatever their background (race, culture etc.), and individual characteristics (gender, age, abilities etc.) are valued and respected (Lekh, n.d.). In the context of education, definitions of inclusion have developed in recent years. In relation to children with disabilities, there has been a shift from an expectation that students will attend educational provision without substantial changes to the environment and/or approaches to teaching and learning, an approach referred to as integration (Hausstätter and Jahnukainen, 2014). In contrast, inclusion is viewed as a way of adapting the educational environment to meet the diverse needs of students in a way that respects them as individuals (Hausstätter and Jahnukainen, 2014). A more recent development has been a shift from viewing educational inclusion as pertaining to students with disabilities to one which is viewed as pertaining to all students (Ainscow, 2016).

In the Scottish context, where the current study took place, this shift in conceptualization is reflected in national legislation, such as the Additional Support for Learning (ASL) Act 2004 (amended in 2007 and 2016). This Act acknowledged that all children may have additional support needs at some stage in their education, which could be temporary or long-term in nature. A strong position on inclusion for children and young people (CYP) is also reflected in Scottish policy documentation such as the National Improvement Framework (Scottish Government, 2023). Recently, as part of a national discussion on the future of Scottish education, the vision statement included a statement which reflects the national position of viewing educational inclusion as pertaining to all students “All learners are supported in inclusive learning environments which are safe, welcoming, caring, and proactively address any barriers to learning and inequities that exist or arise. Education in Scotland nurtures the unique talents of all learners ensuring their achievement, progress, and wellbeing” (Campbell and Harris, 2023, p. 15).



Types of learning

It is interesting that cited international treaties do not stipulate the type of education being referred to. In the context of this paper, it is helpful to consider how the terms “formal”, “non-formal” and “informal” are defined in extant literature. In a literature review, Johnson and Majewska (2022) set out to define “formal,” “non-formal” and “informal” learning as well as the perceived advantages and disadvantages of these different forms of learning. In relation to definition of terms, they concluded that formal learning is distinguished by the learning taking place in an institution (e.g., school, university); there are individuals (e.g., teachers, lecturers) planning and running the activities; there are structured learning goals organized in a linear fashion as part of a formal curriculum; and there is a system of grading which may result in certification. In contrast, non-formal learning takes place outside of compulsory educational provision and in any setting. This type of learning is viewed as having a greater focus on learners' needs and interests; there tends to be more choice on the part of learners; more self-directed learning; less reliance on formal qualifications; more focus on practical knowledge and skills rather than cognition; and a greater emphasis on experiential learning. Johnson and Majewska (2022) highlight several examples of non-formal learning identified in research literature such as learning in youth centers, music learning in community groups, and activities taking place out of school, which may be associated with the formal educational curriculum, such as visits to museums and after school sports clubs. Johnson and Majewska (2022) highlight difficulties in defining informal learning e.g., some people use the terms non-formal and informal interchangeably. Despite these acknowledged difficulties, the authors highlight several features of informal learning, including the lack of structure; the range of settings where informal learning can occur; the lack of recognition through qualifications; the role of intrinsic motivation; and the absence of a formal curriculum. Other researchers concur with Johnson and Majewska (2022) that formal learning tends to take place in an institution such as a school (e.g., Benkova et al., 2020) whereas non-formal learning takes place outside a formal educational context (e.g., Juan-Morera et al., 2022). Formal learning, in contrast with non-formal learning is evaluated and certified (e.g., Benkova et al., 2020), and non-formal learning is voluntary in nature (e.g., Juan-Morera et al., 2022). In relation to informal learning, researchers agree that the activities can take place in a range of settings in everyday life (e.g., Juan-Morera et al., 2022).

The position adopted by the author in this study is that formal education takes place in school and that non-formal and informal education take place in the community and/or at home with friends and/or family members. As the research focus was the participation of CYP with sensory loss in out of school activities, potentially this could encapsulate both non-formal and informal learning opportunities. However, for the purpose of this study, the author was interested in non-formal activities, such as Brownies (for girls aged 7–10 years and part of the Girlguiding movement in the UK), youth camps, gymnastics and dancing clubs, rather than informal activities with friends and/or family members, such as going out on dog walks or visits to the local park.



Literature on non-formal education

There is a substantial and growing body of research into inclusion in formal education settings such as schools, colleges and universities (e.g., Filippou et al., 2025; Nesterova, 2023). In comparison, there has been less emphasis on non-formal learning, although it is acknowledged that there has been important research in this area highlighting and advancing a human rights agenda (e.g., Sandell, 2016).

In relation to non-formal educational settings, several studies were identified which focussed on issues of inclusion for students with disabilities and other vulnerable groups e.g., poorer communities. The studies adopted a range of methodologies, including qualitative (Brestovanský et al., 2018; Zakaria, 2023), quantitative (Ullah et al., 2021), and mixed methods (Benkova et al., 2020). A fifth study took the form of a systematic literature review (Juan-Morera et al., 2022). A range of foci, i.e. types of non-formal learning, were found in the four empirical studies, including museums (Zakaria, 2023), non formal basic education schools (Ullah et al., 2021), and youth centers and youth organizations (Benkova et al., 2020; Brestovanský et al., 2018). Findings indicate a positive impact of museums on students' learning and social interaction although several barriers to inclusivity were identified, including accessibility, adequate services and staff training (Zakaria, 2023); highlight the flexibility offered by non formal basic education schools and the inclusivity of approaches to learning to meet the needs of children, including those with disabilities (Ullah et al., 2021); and that youth centers utilizing inclusive practices are effective in achieving social inclusion for the targeted vulnerable groups (Benkova et al., 2020). Adopting a different focus, Brestovanský et al. (2018) set out to examine the conceptual understanding of youth workers and youth (aged 15–25 years) in relation to inclusion, diversity, and equality (IDE), as well as their lived experiences of inclusive approaches. Findings indicate that youth workers and youth differed in their understanding of IDE principles. The implementation of IDE approaches appeared to happen in a spontaneous fashion rather than being embedded in formal policies and training, practices which appeared to be accepted by the youth workers. In contrast, young people appeared to have an implicit understanding of IDE in a holistic sense i.e., not separating out the terms.

In their systematic literature review, with no time restriction, Juan-Morera et al. (2022) investigated the role of inclusive musical practices in promoting equality and social justice. The researchers concluded that over the last 5 years there was evidence of increasing interest in inclusive musical practices. Furthermore, they found that the most studied population groups were individuals with disabilities and those at risk of exclusion and the most studied age ranges were young people followed by children.

There were several strengths and limitations identified in the aforementioned empirical studies. A strength of Zakaria's (2023), study was providing a space for five students with disabilities to air their views, in addition to garnering the views of museum professionals. This approach aligns with Article 12 of UNCRC (UNICEF, 1989). Limitations in the studies include a potential lack of representativeness of study participants (Brestovanský et al., 2018; Zakaria, 2023); the study being limited to one department in Punjab (Ullah et al., 2021); the representativeness of the selected museums (Zakaria, 2023); and the potential bias of museum professionals (Zakaria, 2023).

From this review of extant literature, there is a clear need for further research focusing on issues of inclusion for CYP with disabilities and other vulnerable groups in relation to non-formal education. A specific focus on CYP with sensory loss is considered in the next section.



Participation of students with sensory loss in non-formal or informal education

There appears to be limited literature focusing on the participation of students with sensory loss in non-formal or informal education. Hannah (2023) found only five studies, over the period 2013-2023, which investigated the participation of children and young people with sensory loss (visual impairment and/or deaf) in leisure activities. It is argued that most leisure activities could be defined as either non-formal or informal education with the former referring to structured activities such as sports clubs, gymnastics clubs and dancing classes, and the latter referring to less structured activities undertaken with friends and/or family, such as going on walks with the family dog. Since 2023, the author identified three studies in the category of non-formal education (Ferreira et al., 2023; García-Terceño et al., 2023; Papadopoulou and Vasilaki, 2024) one of which used a mixed methods approach (Ferreira et al., 2023) and the other qualitative methodology (García-Terceño et al., 2023). Interestingly, two studies had a science focus with one investigating approaches to teaching and learning to support the participation of children, aged 6–16 years, who are deaf or hard of hearing in a scientific activity outside the school context (García-Terceño et al., 2023) and the other investigating the deployment of an accessibility strategy, specifically videos guides in Brazilian Sign Language, to support deaf people visiting traveling science centers in Brazil (Ferreira et al., 2023). The third study by Papadopoulou and Vasilaki (2024) investigated the design of a museum educational programme, described as a type of informal learning linked to the teaching of history and geography in formal education settings, for a group of students including those who are partially or totally blind. Unfortunately, the paper does not evaluate the implementation of the programme, so it is not possible to comment on its effectiveness. Both the empirical studies offered interesting insights into how to provide inclusive learning spaces for children of school age who are deaf or hard of hearing. Nevertheless, there are identified limitations, including the wide age range of the study sample (Ferreira et al., 2023; García-Terceño et al., 2023); the absence of questions which would have provided more information on the participants (Ferreira et al., 2023); and inability to measure the prior knowledge of participants (Ferreira et al., 2023). Through gathering the views of parents/carers of children and young people (CYP) with sensory loss and professionals/volunteers working with this group about opportunities and experiences of participating in non-formal learning activities, this study aims to contribute to the limited body of knowledge in this area.



Sensory loss: definition, global and local context

In terms of definition, although sensory loss could affect one or more of the senses (sight, hearing, touch, taste, smell, etc.) and could range from a mild impairment to a complete loss of a sense, the term “sensory loss” as adopted in this study refers to children with a loss to sight and/or hearing. In their report, which provides a strategic framework for meeting the needs of people with a sensory impairment in Scotland, the Scottish Government (2013) use the term “sensory impairment” to capture a range of impairments including “people with varying degrees of hearing loss, sight loss and also with loss of both senses” (p. 2).

Globally, the levels of sensory loss are significant. The World Health Organisation (2021) reported that more than 1.5 billion people experience some degree of hearing loss. In the context of this study, it is interesting that they report that the highest incidence of hearing loss is in children under the age of 5 years, with ear infections being a common cause of hearing loss in childhood. In relation to visual impairment, the World Health Organisation (2019) report that globally there are at least 2.2 billion people with a vision impairment. The report states that “Vision impairment occurs when an eye condition affects the visual system and one or more of its vision functions” (p. 10). It is worth noting that the 2.2 billion figure is thought to include at least 1 billion people with a vision impairment that could have been prevented. Furthermore, the figure is thought to be an underestimate as information on the prevalence and causes of vision impairment in children is limited.

In Scotland, where this study took place, 34,492 (0.75%) people (all age groups) are registered blind or partially sighted (Scottish Government, 2010). However, it is important to note that these figures are likely to be an underestimate due to the voluntary nature of registration. In relation to children of school age with a visual impairment, in Scotland there were 4,930 (percentage not reported) according to the Scottish Government's Pupil Census 2021 (Scottish Government, 2021). Unlike visual impairment, there is no central register of deafness in Scotland. Action on Hearing Loss estimates that there are 850,000 (16.7%) people with hearing loss in Scotland (NHS Education for Scotland, n.d.). In relation to deafblindness, it is estimated that there are 5,000 (0.09%) deafblind people in Scotland, which includes children and adults, with a large proportion being over the age of 65 years (NHS Education for Scotland, n.d.). The Consortium for Research in Deaf Education (CRIDE) reported in their 2024 survey findings that there were 3,558 (percentage not reported) deaf children in Scotland (Consortium for Research in Deaf Education, 2024).




Methodology


Focus, aim and objectives of study

Given the paucity of research investigating the participation of students with sensory loss in non-formal or informal education, the current study aims to explore the challenges and tensions associated with inclusive practice in non-formal education settings for CYP with sensory loss. The study was commissioned by a third sector organization in February 2022 with the overall aim of scoping out and identifying the feasibility of developing a young people's sensory service in one locality in Scotland. The aim of the sensory service would be to help the CYP people grow and develop as individuals (including their confidence, self-esteem, and interpersonal skills).

The specific objectives of the research were to:

• Explore opportunities to engage in out of school activities with other children/young people.

• Explore opportunities to engage in out of school activities with other children/young people who have sensory loss.

• Explore perspectives on being with other children/young people who have sensory loss.

• Explore perspectives on taking part in activities with other children/young people who have sensory loss.

The data which forms the basis for this paper was gathered as part of a wider study which adopted a mixed methods research paradigm (Chatterji, 2004) underpinned by critical realism (Scott, 2005).

Three participant groups were involved in the wider study (children/young people, parents/carers, professionals/volunteers). Findings from the CYP data were reported in a previous paper (Hannah, 2023). This paper focuses on the views of parents/carers of CYP with sensory loss and professionals/volunteers working with CYP with sensory loss from a specific geographical location in Scotland.

Although the data was collected in June/July 2022, participants were able to comment on provision prior to the COVID-19 pandemic, during the period of restrictions, and in the period of recovery following the pandemic.



Establishment of reference group

A Reference Group was established to ensure that stakeholders with relevant experience, either personally or as professionals/volunteers, were involved from the outset to advise the researcher and shape the direction of the project. This approach aligned with the researcher's adoption of a co-production methodology (Arribas Lozano, 2018). Members of the Reference group included young people with sensory loss; parents/carers of CYP with sensory loss; individuals working for statutory services and third sector organizations for CYP with sensory loss; individuals working for the third sector organization which had commissioned the research; and individuals involved in the Young People's Sensory Service (YPSS) in another geographical area in Scotland. Thus, stakeholders with experiential knowledge participated at different phases of the project.

The Reference Group was involved at different stages of the planning and implementation process. In the early stages of the project, members provided feedback on draft versions of questionnaires, focus group/interview questions, participant information sheets and consent forms, prior to the researcher applying to her institution for ethical approval. This participation ensured that issues such as language and terminology, assent/consent of participants, and accessibility were discussed at an early stage. During the implementation phase, members of the Reference Group were able to support the recruitment process and were kept informed of progress. In the final stage of the project, members were able to give feedback on the draft research report, including interpretation of the findings and recommendations. Although the researcher had some professional experience of working with CYP with sensory loss in educational settings, the support of members of the Reference Group proved invaluable.



Ethical considerations

Ethical approval was obtained from University of Dundee in May 2022. Throughout the study, participants were assured of their rights, including the voluntary nature of their involvement and anonymity in reporting of findings.



Participants

As part of the wider study, virtual focus groups were used with three groups of individuals:

1. Children and young people with sensory loss

2. Parents/carers of children and young people with sensory loss

3. Professionals and volunteers working with children and young people with sensory loss

This paper focuses on groups 2 and 3. A purposive sampling strategy was employed to ensure that the participants' selection was based on specific characteristics or criteria relevant to the research objectives (Cohen et al., 2018). It was not intended to generalize the findings but to gain insights into the phenomenon of interest which may be transferable to other populations or settings (Polit and Beck, 2010). In this study, the phenomenon of interest was the participation of CYP with sensory loss in non-formal learning activities. The inclusion criteria were that parents/carers should have a child of nursery or school age with sensory loss who is educated and lives in the target locality for the research. Recruitment to the parents/carers and professionals/volunteers focus groups was facilitated by members of the Reference Group who had established contacts and relationships.



Focus groups and interview

The two focus groups and the interview were conducted in June/July 2022. One focus group was conducted remotely using Microsoft Teams with two parents/carers who were British Sign Language (BSL) users (see Table 1). The researcher was the main facilitator although two other adults were present, including a BSL interpreter. Both parents/carers were female. One parent had two male children, one of whom was deaf. That child was of pre-school age and attended a childminder. He had been taught to use sign language but could also use oral language. The other parent had three children (two girls and one boy) who were all deaf. They were aged 16, 10 and 3 years. The eldest child was at secondary school; the middle child was at a mainstream primary school and the youngest child was at nursery. All three children were able to use sign language. One of the parents was in the same room as the BSL interpreter and the other adult. The other parent joined remotely from abroad as she was on holiday. Children were present during the session, but they did not contribute to the conversation. The focus group was 43 min duration.

TABLE 1 Focus group and interview participants.


	Type
	Participants
	Number of participants





	Focus group
	Parents/carers [British Sign Language (BSL) users]
	2



	Interview
	Parent/carer (not a BSL user)
	1



	Focus group
	Professionals and volunteers
	3





A virtual focus group method was chosen for pragmatic reasons due to cost and time savings. Another reason was that individuals had become more familiar and confident with conducting remote meetings during the COVID-19 pandemic (Lobe et al., 2020). The researcher checked in advance that the participants had suitable technology (internet access, hardware and software). At the beginning of the session, the researcher checked that everything was working effectively (audio, video and transcription software). Limitations in the use of online focus groups are acknowledged such as difficulties identifying non-verbal and visual cues (Lobe et al., 2022). To mitigate this, Lobe et al. (2022) suggest reducing the size of the focus group to 3–5 participants, a recommendation adopted in this study.

For pragmatic reasons, namely availability, a third parent was interviewed on her own using Microsoft Teams (see Table 1). This parent was not a BSL user. She had one child (female, aged 9 years) who was deaf, had hearing aids, and had other additional needs and health issues. She attended a mainstream primary school. There were no other adults present. The interview was 22 min duration.

There was one focus group, comprising three participants, for professionals and volunteers (see Table 1). Two of the participants worked for third sector organizations supporting children/young people with sensory loss and the third person worked for a statutory organization. The focus group was 41 min duration.

The focus group and interview questions were linked to the objectives of the study (see Tables 2, 3). As such, they were designed to explore the participants' views of different aspects of CYP's experiences of being with other CYP with sensory loss. The questions were shared in advance with members of the Reference group so feedback was provided prior to implementation.

TABLE 2 Focus group questions for parent/carers of CYP with sensory loss.


	Question no
	Question





	1
	What opportunities does your child have to meet up with other children/young people with sensory loss?



	2
	What does your child like about being with other children/young people with sensory loss?



	3
	Is there anything your child does not like about being with other children/young people with sensory loss?



	4
	What activities does your child take part in with other children/young people with sensory loss?



	5
	What does your child like about the activities they take part in with other children/young people with sensory loss?



	6
	Is there anything your child does not like about the activities they take part in with other children/young people with sensory loss?



	7
	In what ways does your child find it different from being with other children/young people who do not have sensory loss?



	8
	How does being with other children/young people who have sensory loss help your child develop?



	9
	Does your child talk to you and other family members about the activities they take part in with other children/young people with sensory loss?



	10
	Does your child talk to their friends about the activities they take part in with other children/young people with sensory loss?



	11
	What further developments would you like to see in X area to give children and young people with sensory loss the opportunities to meet up with each other?





TABLE 3 Focus group questions for professionals and volunteers working with CYP with sensory loss.


	Question no
	Question





	1
	What opportunities are there for children and young people with sensory loss to meet up with other children/young people with sensory loss?



	2
	What activities are provided?



	3
	What do the children/young people like about being with other children/young people with sensory loss?



	3
	Is there anything the children/young people do not like about being with other children/young people with sensory loss?



	5
	What do the children/young people like about the activities they take part in with other children/young people with sensory loss?



	6
	Is there anything the children/young people do not like about the activities they take part in with other children/young people with sensory loss?



	7
	In what ways is it different from being with other children/young people who do not have sensory loss?



	8
	How does taking part in activities with other children/young people with sensory loss help children/young people develop?



	9
	Do the children/young people talk to their families, friends and teachers about the activities they take part in with other children/young people with sensory loss?



	10
	What further developments would you like to see in X area to give children and young people with sensory loss the opportunities to meet up with each other?





Both focus groups and interview were conducted remotely and recorded using Microsoft Teams. Transcriptions of the recordings were checked for accuracy and anonymised by the researcher by cross-reference to the recordings. This process also enabled the researcher to become immersed in the data.



Data analysis

The researcher utilized a form of qualitative content analysis (Graneheim and Lundman, 2004) to analyse the qualitative focus group and semi-structured interview data. The unit of analysis was the focus group or interview text for a particular category of participants (parents/carers; professionals/volunteers). There were three stages to the process. Stage 1 involved the abstraction of condensed meaning units; defined by Graneheim and Lundman (2004) as “words, sentences or paragraphs containing aspects related to each other through their content and context” (p. 106). Stage 2 involved the collation of the condensed meaning units, viewed as a whole, and identification of sub-themes using an inductive approach given the paucity of research in this area. During this process there was ongoing cross-reference to the original text. Stage 3 involved the development of themes from the sub-themes, with ongoing reference to the original text. An acknowledged limitation is that data analysis was conducted by a sole researcher as this may result in increased bias and subjectivity (Cohen et al., 2018). The researcher considered member checking of transcripts but decided against it for pragmatic reasons, namely the time lag between data collection (June/early July) and completion of the transcriptions/data analysis and the timing (school holidays in Scotland in July/August) and the additional time and resources from the researcher and participants (Motulsky, 2021) which were not possible given the timeline for the commissioned project. Furthermore, the researcher was cognizant of the debate around member checking improving the quality of qualitative research (e.g., Thomas, 2017).




Results


Views of parents/carers of children and young people with sensory loss

Thirty-six sub-themes were generated, and these were grouped into 14 themes as illustrated in Table 4.

TABLE 4 Parents/carers themes and sub-themes.


	Theme
	Sub-theme
	Definition of sub-theme and verbatim example from raw data





	Provision for deaf CYP
	Activities
	Describes activities that the children participated in e.g., “She loves gymnastics. Absolutely loves domestics, loves swimming.”


 
	Provision for deaf CYP
	Describes provision available for deaf children in the locality and outside e.g., “In XX at the deaf hub, they sometimes have things for the older children, but not for the young children.”



	Opportunities to meet other deaf CYP in community
	Meeting other deaf CYP
	Describes opportunities to meet up with other deaf CYP in community e.g., “There are children, we meet up with. It depends whether we're meeting with family or friends, so if we do that, yeah, there are other deaf children there.”


 
	Meeting other children in community
	Describes opportunities to meet other children in the community e.g., “And regarding meeting other children, it is just clubs and things that are out with school”



	Opportunities to meet other deaf CYP in school and nursery
	Deaf children in childminder/nursery/school
	Describes opportunities to meet other deaf CYP in school or nursery e.g., “There's just one there's just one child who is 2 years above her, and she only has the one hearing aid.”



	Provision for VI CYP
	Opportunities for VI CYP
	Describes opportunities for VI CYP e.g., “I've got friends who live up in XX. Somebody with a (unclear). They have not lost their sight, but I know that they have. Here there's very, very little I've not really seen anybody here.”



	Groups for families
	Groups for parents and young children
	Opportunities to attend groups for parents and pre-school children e.g., “So when she was diagnosed deaf at 2 years old and at that time there was a group for for toddlers that were deaf, that was run by xxx and we attended that.”


 
	Groups for deaf children and hearing siblings
	Opportunities to attend groups for deaf children and hearing siblings e.g., “You know, at the deaf hub at the moment, hearing children, deaf children, brothers, sisters and it depends again if their parents are maybe deaf and the children are hearing they all join in, they can communicate and that's great.”


 
	Opportunities for parents
	Describes opportunities for parents to meet up with other parents e.g., “And then the parents can have a chance to talk.”


 
	Opportunities to meet other families and parents
	Describes opportunities to meet with other families and parents e.g., “Again I know there's lots of children out there, but again, sometimes you don't ever meet some of the families or parents or whatever.”


 
	Hearing siblings
	Refers to the importance of including the siblings of deaf children e.g., “Yeah, absolutely. Yeah, yeah, definitely. I think that's really important. You know, you can't just exclude the brothers or sisters because they're hearing they definitely have to be part of that.”


 
	Groups for hearing and deaf parents
	This sub-theme refers to various aspects of having groups for hearing and deaf parents e.g., “Always difficult as well. I think just having that confidence sometimes you see when hearing people meet deaf people on the go, that can't sign and you could see that it's difficult as well.”



	Lack of or desired provision
	Social group for deaf children and parents
	This refers to a social group for deaf children and parents which used to exist e.g., “I think it was the social group that they had here before in XX. Lots of deaf children, lots of parents together and I think that's kind of missing.”


 
	Availability of activities
	Describes availability of activities e.g., “In Scotland. I feel it's very divided depending on where you live, yeah. Kind of further north, it's less opportunities, yeah.”


 
	Lack of provision for deaf CYP
	Describes the lack of provision for deaf CYP e.g., “just saying her daughter has very little opportunities. And her youngest as well, there's very little opportunities for him either.”


 
	Lack of provision for parents
	Describes the lack of provision for parents e.g., “XX have things for for parents, but again there's nothing here.”


 
	Would like more activities
	Refers to desire for more activities e.g., “Yeah I definitely want things like football. Dancing. You know, things that the children would enjoy.”


 
	Activities that suit needs
	Describes importance of having activities that suit the needs of the child e.g., “so I do feel like it's very, very limited in what she can access or what would suit her needs and Yeah.”


 
	Impact of COVID
	Reference to impact of the pandemic e.g., “She used to do Taekwondo a while back, and again that stopped because of COVID.”


 
	Information on opportunities
	Describes need for more information on available opportunities e.g., “Again, I think if there was more information again sometimes you miss out one thing because you don't know what's happening so.”



	Adult support
	Adult support
	This refers to the importance of adult support in activities e.g., “Yeah, I think as well my daughter at the moment, you know, after school activities, it's been really difficult. You know, when she's finished, it's it depends who's gonna support that again.”


 
	Need adult support to communicate
	Reference to availability of adult support to facilitate communication e.g., “You have to find a teacher who she can understand, or who can translate to her.”



	Benefits of being with others with sensory loss
	Benefits for CYP of being with others with sensory loss
	Describes a range of benefits for CYP of being with others with sensory loss e.g., “But the children got to see other children with hearing aids. Just something that they can identify with.”



	Role model and identity
	Identity as deaf person
	References to identity as a deaf person e.g., “And I'm teaching my children how to sign and that part of my identity.”


 
	Noticing hearing aids
	References to the child noticing hearing aids e.g., “She would have been at the age where she would have thought it was normal. It was normal for a child to have hearing aids. She wouldn't have picked up on that.”


 
	Having a role model
	References to the child having a deaf role model e.g., “Build-a-bear has got the deaf toy, you know, the deaf accessories, hearing aids needs to put on the deaf bears.”



	Deaf community and culture
	Deaf culture
	References to deaf culture and its significance e.g., “And I don't know again if it's more hearing parents as well. You know the different direction they're going and they don't really understand about that deaf culture, deaf identity and how important it is to meet other deaf people to build up their own confidence like that.”


 
	Deaf community
	References to a deaf community e.g., “And other parents, the hearing parents can see that there's a community there that the the children can have access to both languages, which is important.”



	Information about being deaf
	Information for hearing parents
	References to the information provided to hearing parents of deaf children e.g., “Yeah. I think sometimes hearing parents just don't get that enough information to begin with about the community, about the culture, about identity, about the language, about BSL, you know, so they can make an informed choice.”


 
	Deaf awareness
	References to deaf awareness in the community e.g., “I just think we need to get that back to something, not just a group for children come to. But then I'm just thinking like little things or deaf awareness in these clubs. There isn't any.”



	Impact of being deaf
	Communication skills
	Highlights the impact of being deaf on communication e.g., “Communication is a big, big thing.”


 
	Coming to terms with own disability
	Reference to the child coming to terms with their disability e.g., “I think she knows like she's different or she knows that she's got special ears”


 
	Feelings of frustration or isolation
	Descriptions of child feeling a sense of frustration or isolation e.g., “No she's not actually mentioned it, but I think she does get a bit. I don't know if it's frustrated or a bit isolated or a bit lonely.”



	Changing demographics
	Cochlear implants
	References to child or parent/carer with e.g., “He'll be implanted. He'll have his speech.”


 
	Prevalence of deaf children
	Reference to prevalence of deaf children e.g., “And who knows what's gonna happen in the future whether there will be more deaf or more hearing children. I don't know.”



	Educational provision for deaf CYP
	Educational provision for deaf CYP
	References to the type of educational provision for deaf CYP e.g., “Yeah. And then I moved to Scotland and I came to a mainstream and it was a hearing school that I went to and they weren't used to having deaf children.”





The theme “Provision for deaf CYP” comprised two sub-themes “Activities” and “Provision for deaf CYP.” The parent in the semi-structured interview mentioned activities that her daughter enjoys, namely gymnastics and swimming. In the focus group with two parents, there was reference to provision for deaf children and young people in other areas of Scotland. In XX area, it was noted that the Deaf Hub has activities for older children but not young children.

The theme “Opportunities to meet other deaf CYP in community” encapsulated the sub-themes “Meeting other deaf CYP” and “Meeting other children in community.” It was apparent that the children had opportunities to meet other children in the community through the parents' networks. There was the sense that parents would welcome more opportunities as their children were not meeting up with other deaf children in these settings.

Captured by the theme “Provision for VI CYP,” there was a brief reference to opportunities for children and young people with a visual impairment to meet up. Participants were not aware of provision in the local area but referred to activities for people who are visually impaired in another area in Scotland.

The theme “Groups for families” encapsulated six sub-themes which shared the need to consider the wider family context. Sub-themes were “groups for parents and young children”; “opportunities to meet other families and parents”; “groups for deaf children and hearing siblings”; activities for “hearing siblings”; “opportunities for parents”; and “groups for hearing and deaf parents.”

Parents thought it was important to include the hearing siblings of deaf children in activities.

A strong theme which emerged was the “Lack of or desired provision.” This theme encapsulated eight sub-themes. There was a perceived need for more provision for deaf children and young people in the geographical area. Sometimes, there were activities, but they were too far away from the locality. As one parent commented “…like that my daughter loves dancing. In primary school they had the dancing club and then when she moved to high school there was like. That was it. There was no dancing. There was no opportunities or there was, but it was too far.” The sub-theme “Information on opportunities” reflected comments on the need for better communication about available opportunities.

The theme “adult support” reflected the perceived need to offer support to help children and young people access activities. This was particularly pertinent in out of school activities. The importance of having an adult interpreter in activities was highlighted.

The theme “Benefits of being with others with sensory loss” captured the perceived benefits for children of being with other children with sensory loss. Parents in the semi-structured interview and focus group commented on different benefits. This included deaf children being understanding; being able to identify with other children with hearing aids; feeling more comfortable being with other deaf children; improving confidence; and developing friendships. An illustrative quote: “Personally, when I see him with deaf children, I see he's more. You know, he's definitely more comfortable and more confident when he's mixing with his deaf peers.”

A related theme was “Role model and identity” which comprised three sub-themes: “Identity as deaf person” “Noticing hearing aids” and “Having a role model.” Parents in the focus group and semi-structured interview referred to the importance of having a role model and identity as a deaf person. One parent talked about the impact for her child of having role models in the form of toys, characters in books and TV programmes.

Her child's response to seeing the bear in Build-a-bear store: “That's like me. Or she's like me” …. “Or that bear is me. She kind of puts herself in the shoes of that character or that toy.” Learning sign language was seen as an important element of deaf identity.

A related theme was “Deaf community and culture” which comprised the two sub-themes of “deaf culture” and “deaf community.” This theme emerged from comments made by deaf parents. This appeared to relate to a sense of belonging and being part of a deaf community with its own culture.

In the theme “Information about being deaf” parents in both the semi-structured interview and focus group were of the view that it was important to raise “deaf awareness” and/or provide “information for hearing parents.” The former sub-theme emerged from one parent's comments about raising deaf awareness with the public. The latter sub-theme emerged from comments about the need to provide more information to parents when their child is diagnosed about the deaf community, deaf culture, identity and BSL. One parent commented: “Yeah, I think hearing parents should maybe more information on BSL and identity and the whole culture and community. I don't think it's just enough.”

A theme which emerged was the “Impact of being deaf” which comprised three sub-themes “Communication skills,” “Coming to terms with own disability” and “Feelings of frustration or isolation.” Captured by this theme were parents' comments about their child feeling different; feelings of frustration; feeling isolated; and problems of communication with hearing peers and the resultant impact on social interaction.

In terms of context, the theme “Changing demographics” captured the impact of medical developments such as “Cochlear implants.” Parents in the BSL focus group thought this could result in less signing as individuals will be able to develop oral communication skills.

The final theme “Educational provision for deaf CYP” reflected comments made by parents in the BSL focus groups. This captured changes in educational provision in various parts of Scotland and comparison with other parts of the UK. There appeared to be a negative view about the move towards deaf children being in mainstream schools.



Views of professionals/volunteers working with children or young people with sensory loss

Thirty-four sub-themes were generated, and these were grouped into 12 themes as illustrated in Table 5.

TABLE 5 Professionals/volunteers themes and sub-themes.


	Theme
	Sub-theme
	Definition of sub-theme and verbatim example from raw data





	Provision for parents/carers, children and young people
	Groups for parents and young children
	References to different groups for parents and young children e.g., “We've had various ones. We had one that was just a play one and that was about once a month. And then there's one that was fortnightly, which was speech and language therapy and education together.”


 
	Provision for deaf children and young people
	References to opportunities for deaf CYP to meet outwith school e.g., “in terms of our young deaf learners, we did pre COVID have a monthly get together at the XX. Well it started off at the XX in the middle of town and then it did go to the deaf hub for a wee while and it was open to any pupil primary seven to S six who had any level of deafness.”


 
	Location of provision
	References to location of provision e.g., “you know, I think it's good to replicate that in an area closer to home where there is more chance of them meeting up physically again.”


 
	Limitations of provision
	References to limitation of having mother and toddler groups during the day e.g., “I suppose as well the thing about being during the day is that that does limit some of the parents being involved as well. If they are working.”


 
	Cost of provision
	References to the cost of providing adequate resources e.g., “Formal support, and that's expensive.”


 
	Develop provision
	Highlights ways in which provision could be enhanced e.g., “obviously my colleagues who work primarily with visually impaired pupils would like to see something similar happening as well.”



	Benefit for parents
	Benefit for parents
	References to range of ways in which parents' groups benefit parents e.g., “it's great for the parents to get together, particularly those hearing parents of deaf babies and toddlers and who don't have any experience of deafness.”



	Facilitators and barriers to provision
	BSL support
	References to importance of BSL support e.g., “For me, I think the thing that that always is the the barrier is the BSL interpreting BSL support unfortunately. I think I've mentioned to you before that you know we as a as a staff we will support the children in schools at lunchtime and just after school when there are activities on but then sometimes activities happen after tea time or whatever and or they're far away from the school and that is a real problem as to who takes responsibility then for providing communication support.”


 
	Adult support in activities
	References which highlight importance of adult support e.g., “For example, the XX Activity Center does something like four or five different sports weekends for like sports weeks, but to have a blind child to have a a kid or a couple a few children without sensory impairment, there need to be additional support put in A to make it safe B to make it enjoyable for everybody. And C, just to give them a playing field.”



	Impact of COVID and recovery on provision
	Impact of COVID
	References to impact of COVID on activities e.g., “Yeah, that that's actually something. I'm glad you mentioned that xx, because xx pre COVID offered various weekends, didn't they, xx on all of them. You know activities going away from home for the first time art and craft things, technology things, film filming, making films and photography and stuff like that. And those are starting to happen again. But that's that's something that young people don't have the access to just at the moment.”


 
	Provision in abeyance
	References to provision that is in abeyance e.g., “I suppose we haven't for a long, long, long time had a similar one for visually impaired children to be honest with you”


 
	Restart provision
	References to restarting different types of provision e.g., “Some of those young people are now moving away to college and uni, so we would have to kind of start again from scratch really.”



	Activities to meet needs of children and young people
	Type of activities
	Description of a range of activities e.g., “as a social worker, working with people, I would say that I would like to see a youth group or a social gathering to do normal, and when I say normal activities, what do I mean by that? I don't mean activities that some of those kids interact with, but some of them might want to go to.”


 
	Having choice about activities
	References to providing children with a choice e.g., “That's that's the point I was making is you've still got to provide options. Give it a go. See what you think.”


 
	Children and young people taking ownership
	References to CYP taking ownership of activities e.g., “And the young people very quickly got into the habit of maybe going to (unclear) or going for a pizza afterwards. So they kind of extended it themselves, which was really nice.”


 
	Taster sessions
	Suggestions about offering taster sessions e.g., “I would say some taster sessions where you maybe had a small you know, a short amount of time trying out a variety of different activities.”


 
	Consulting with children and young people
	References to consultation with CYP e.g., “But I think in certainly consulting with the kids rather than providing activities asking specifically what they want and what they would like to have, because I think the danger in the past is that activities are being provided in the hope that people will just turn up.”


 
	Children and young people role in choice of activities
	References to providing CYP with some choice in activities e.g., “it was self- selecting very much self-selecting the opportunity was there for everybody and they could come or they didn't have to come whatever they wanted.”



	Response to activities and benefits for children and young people with sensory loss
	Response to being with other children and young people with sensory loss
	References to range of responses to being with other CYP with sensory loss e.g., “So he he was excited to, you know, to meet other people who had a VI who had a visual impairment or who were deaf.”



	Children and young people opting to attend groups
	References to CYP opting to attend groups e.g., “I think what was interesting to me as well was, as I say, some of those who were quite significantly deaf selected not to come, and some of those who came most regularly were those with a relatively mild deafness.”


 
	Transition to adulthood
	Commentary on the transition to adulthood e.g., “But I think the transition to adulthood should be in a gentle way.”


 
	Benefits for children and young people of being with others with sensory loss
	References to range of benefits for CYP being with others with sensory loss e.g., “You know, just just knowing that there are others out there. It's that feeling of less isolation.”



	Coming to terms with own disability
	Coming to terms with own disability
	References to different aspects associated with their own disability e.g., “until they can accept it themselves, how could they promote their self to others? They can't.”



	Peer relationships
	Peer understanding
	References to peer understanding e.g., “when they get to primary six primary seven the friends that have spent that tried so hard to communicate, whether they're blind or deaf. I'd say both sections of it, they get to primary 7 other people don't want to be different. They don't want the the effort is not quite as keen as what it once was in primary 1 to six, the back off a bit and it's a time when communication is key to a young person's life, you're noticing you've got new secondary schools, you're noticing boys, you've got puberty hitting in and you've got exciting things and all of a sudden you like to go places on your own.”


 
	Communication with peer group
	References to importance of peer group communication e.g., “I think for both groups whether they're deafness or blindness communication is key and and that's that's a huge thing. Giving people giving young people the skills to communicate effectively with their peer group.”


 
	Difficulties for children and young people being in group with no hearing or sight loss
	References to difficulties being in a group with CYP with no sensory loss e.g., “Most of them can't even verbalize how that feels always to be the last one in the conversation, always to be checking out who's speaking first. They put a lot of work and effort into and then that's not recognized in a in a mixed group of people with with, with no hearing loss or no sight loss.”



	Family background
	Support from parents
	References to reliance on support from parents e.g., “Some of the children don't have places to go unless their parents take them.”


 
	Family lifestyle
	References to potential impact of family lifestyle e.g., “But having quite a chaotic lifestyle of being unable to maintain that, so the child is different through sensory loss. She doesn't have the support of money coming in on and the regular activities. She does not have that experience of social learning because some mums will have some kids will have a lot of social experiences.”



	Parents understanding and responses
	Parents' understanding child's disability
	References to different aspects of parents' understanding their child's disability e.g., “But the thing for that is most parents, it takes a long time to accept your child's disability. Some people never accept it and some will accept it in a a drip, drip, drip kind of fashion. And I think that's bad.”


 
	Parents' understanding of sensory loss
	References to parents' understanding of their child's sensory loss e.g., “I feel that's really important, especially with some of the kids that we have worked with at primary school level and mix of oral groups, mums and dads putting a lot of work with them, some moms and dads putting in a huge amount of work to try to make try to make the quality with others but without maybe fully accepting the difficulties of the sensory loss for the child always traveling to try that so much bit harder and that's got stress.”


 
	Guilt of parents
	References to guilt of parents e.g., “And I I see that quite a lot at the moment. So then you've got the guilt of the mum who use drugs and who is aware that that's part of the reason the child has sensory loss. You've got that ongoing guilt and the ongoing rush to make up.”



	Early developmental difficulties
	Problems before coming to school
	References to problems experienced by CYP before coming to school e.g., “some of them have problems before they even come to school.”



	Support for children and young people with sensory loss
	Support in school
	References to support that CYP get in school e.g., “but they most children, the children have worked with. Most of them have a very solid primary school, most of them with a lot of support from teachers and staff, and a lot of support from parents. They will manage quite well out at primary.”


 
	Support from statutory services
	References to support from statutory services e.g., “But the ones we deal with, social work, they don't deal with every blind child, deaf kids.”





Subsumed within the theme “Provision for parents/carers, children and young people” were six sub-themes where participants highlighted a range of provision for children and young people with sensory loss and their parents/carers. Some of these activities had been previously provided and others were currently available. Provision included groups for parents and young children (babies and toddlers) run by education services and speech and language services in X locality.

The theme “Benefit for parents” incorporated participants' comments on the perceived benefits to parents of being involved in parents' groups. Other activities mentioned included monthly get togethers after school for secondary aged pupils; the annual X day event; and a deaf football club for pupils in P4 up to S6 and above established by XX Social Club. It was acknowledged that there were some limitations in having groups for parents/carers and young children during the day as the parents/carers may be working.

The theme “Provision for parents/carers, children and young people” encapsulated the sub-theme “cost of provision” highlighting the costs associated with providing support for children and young people with sensory loss to participate in activities. The support referred to various aspects associated with the organization of activities/events, undertaking risk assessments, and provision of resources (people and equipment). On a positive note, one of the participants offered a recent example of an organization who had provided their services for free. The “location of provision” was another sub-theme. Some organizations, such as the National Deaf Children's Society, offered activities but these did not necessarily take place in X locality. Participants commented on positive aspects of these activities e.g., children and young people can link up with others. However, they also noted that it may be difficult to maintain relationships even with the support of technology. So, on balance, it was felt that it would be important to have activities nearer to the home locality.

The theme “Facilitators and barriers to provision” incorporated of the sub-themes “BSL support” and “Adult support in activities.” BSL support was a significant factor for deaf children participating in activities in the community at evenings or weekends. For example, there is a cost associated with having a BSL interpreter which is not always factored into community activities. There was a view that this leads to inequity in terms of the individual's experience. The sub-theme “Adult support in activities” captured the perceived need to provide additional support for activities so that they are safe, enjoyable and provide a level playing field with children who do not have sensory loss.

The theme “Impact of COVID and Recovery on Provision” captured that some provision was in abeyance due to the pandemic and there was a desire to restart some of these activities. One example was a mother and toddler group for children with visual impairment. One participant stated “I'm not sure whether there would be an opportunity for our VI parents or parents of children with a visual impairment to have a similar experience, but it is quite limited.” Indeed, there were examples of a wish to extend activities e.g., plans to extend the deaf football club to provide an opportunity for parents to get together.

The theme “Activities to meet needs of children and young people” incorporated of six sub-themes. The importance of seeking children's views in relation to the range of activities was noted. In addition, the provision of taster sessions was considered important as it gives children the chance to try out activities they may not have considered.

The theme “Response to activities and benefits for children and young people with sensory loss” comprised four sub-themes. Two of the sub-themes related to how the children responded to being with other children and young people with sensory loss. There were examples of children responding positively e.g., children enjoying the deaf football club. However, there were examples of mixed responses e.g., being in the secondary group for deaf young people. So, it appears to be an individual response and this can change with age as reflected in one participant's comment: “But I always think that people that say no. no, no at 12 and 13 want it later on in life. They want to come back at 17 and 18 when they want to talk about it, so it's all about time and what they are, where they are at that time.” One of the sub-themes focused on the “Benefits for children and young people of being with others with sensory loss.” Where a child is in mainstream educational provision then they may be the only child with sensory loss in the school and may be unaware that there are other children like them who have a visual impairment or who are deaf. As one participant stated “And actually one of the focus groups we had, I think it was the primary one to three focus group that we had, there was a young lad who was picked up first by one of my colleagues and taken in a car to another school to pick up somebody else. And he was, you know, she was explaining to him again what was going to be happening at the focus group. And he was actually amazed that there were other children with a visual impairment elsewhere in XX, he had no concept of that whatsoever.” Knowing that there are other children like them leads to a reduction in feelings of isolation. Activities provide them with an opportunity to be with peers going through similar experiences. Being with other children who are deaf or have a visual impairment helps develop a stronger sense of identity. As one participant stated:

“I think it gives them a stronger sense of identity in terms of to being able to accept that they're not the only one that's got hearing loss and not the only one that's got a visual impairment.”

Another theme which emerged was around “Coming to terms with own disability.” This was seen as an important factor in children's personal development and that by accepting their disability children would be able to grow and develop as individuals. One participant commented “There's got to be some kind of acceptance of the disability they have because it's part of them. They can't change it.”

“Peer relationships” was another theme. It was acknowledged that there were difficulties for children and young people being in a group of peers with no hearing or sight loss. One participant highlighted the difficulty for a child to verbalize the effort required being part of group with no hearing or sight loss. It was deemed important to give young people, whether blind or deaf, the skills to communicate effectively with their peer group. However, it was also important to develop peer understanding.

The role of parents/carers and the family was captured in the two themes of “Family background” and “Parents' understanding and responses.” In relation to the former theme, parents could offer support through taking their children to activities outwith school. However, it was acknowledged that not all children have the same opportunities due to sociodemographic factors and family lifestyle. In relation to the latter theme, the importance of parents'/carers' understanding of sensory loss and their child's disability was highlighted. It was noted that some parents/carers have difficulty accepting their child's disability and the implications for their development. One of the participants commented on the guilt of mothers who use drugs and are aware that has caused the sensory loss.

One of the participants commented that some deaf and blind children have problems even before they come to school. This was captured within the theme “Early developmental difficulties.”

There were a few comments captured within the overarching theme “Support for children and young people with sensory loss.” These referred to the support offered in school and the support offered by social work services.




Discussion

This discussion compares data from parents/carers with that from professionals/volunteers.


Opportunities and challenges in participating in non-formal learning with other CYP

Findings pertaining to the first two objectives have been combined to explore the opportunities that CYP experience to participate in out of school activities, considered to be non-formal learning, with other CYP (with and without sensory loss). Parents/carers described a range of activities including gymnastics and swimming, arts and crafts, dancing, the Deaf Hub in the local area, albeit with age restrictions, and a dancing club located in a local primary school. Professionals/volunteers reported a wide range of opportunities including groups for parents and young children (babies and toddlers) run by local education services and speech and language services; monthly get togethers after school for secondary aged pupils; the annual X day event; a deaf football club for pupils in primary 4 up to secondary 6 and above, established by XX Social Club; and sports weekends and sports weeks. Extant research has identified a range of non-formal learning for students with disabilities and other vulnerable groups, including museums (Zakaria, 2023), non formal basic education schools (Ullah et al., 2021), and youth centers and youth organizations (Benkova et al., 2020; Brestovanský et al., 2018). For CYP with sensory loss, studies have focused on a scientific activity outside the school context (García-Terceño et al., 2023), traveling science centers in Brazil (Ferreira et al., 2023) and a museum educational programme (Papadopoulou and Vasilaki, 2024). This highlights the limited range of non-formal learning settings captured in previous research. An original contribution of the present study is that it has extended the range of non-formal education settings experienced by CYP with sensory loss. Furthermore, given the timing of the study (2022), the findings have captured information on the impact of the COVID-19 pandemic on provision for CYP with sensory loss, specifically in the Scottish context.

Both sets of participants highlighted challenges accessing non-formal learning activities. Parents/carers emphasized the importance of adult support, including BSL adult interpreters, to help CYP access such provision; and highlighted the paucity of provision in the local area. In a similar vein, professionals/volunteers commented that some organizations, such as the National Deaf Children's Society, offered activities but these did not necessarily take place in the local area. They highlighted the difficulties CYP with sensory loss experience being with a group of peers with no sensory loss illuminating the need to develop peer understanding. Furthermore, they noted that children do not have equal opportunities to take part in activities outside of school due to sociodemographic factors and family lifestyle. In addition, participants acknowledged limitations in having groups for parents/carers and young children during the day as parents/carers may be working. Professionals/volunteers highlighted a range of challenges including the costs associated with providing appropriate support to facilitate children and young people with sensory loss participating in activities. This support included risk assessments; provision of equipment resources; adult support so that children are safe, have an enjoyable experience and there is a level playing field with children who do not have sensory loss; and BSL support for deaf children participating in activities in the community at evenings or weekends.

The findings from this study confirm previous research. For example, this study highlighted the need for adult support resources and BSL interpreters, to facilitate the accessibility of provision. This aligns with Zakaria (2023) who noted several barriers to inclusivity including accessibility, and the provision of adequate services, and Ullah et al. (2021) who identified a lack of resources as a barrier to educational access in Pakistan. Furthermore, Brestovanský et al. (2018) identified economic obstacles in their study due to the cost of some provision. In the current study, sociodemographic factors impacted on equality of access for some children, and participants highlighted the costs associated with providing appropriate support.

The current study offers additional insights into perceived barriers to inclusion in non-formal education settings. Specifically, it highlighted challenges such as the paucity of provision in the local area; provision by third sector organizations which was geographical unsuitable; the need to educate peers without a sensory loss; and accommodating the availability of working parents/carers. However, it is acknowledged that findings reflect the unique location in Scotland where this study took place. For example, third sector organizations, such as the National Deaf Children's Society, did not offer activities in the area and this provision was difficult for families to access.



Experiences of CYP with sensory loss participating in non-formal learning with other CYP

Findings pertaining to the last two objectives have been combined to explore the experiences of CYP with sensory loss taking part in activities with other CYP (with and without sensory loss). Parents/carers commented on a range of benefits arising from being with other children with sensory loss, such as deaf children being understanding; being able to identify with other children with hearing aids; feeling more comfortable being with other deaf children; the importance of having a role model and identity as a deaf person; opportunities to develop friendships; and a positive impact on their confidence. In contrast, professionals/volunteers offered a more mixed picture. They highlighted perceived benefits of being with other children with sensory loss, e.g., knowing that there are other children like them leads to a reduction in feelings of isolation and helps develop a stronger sense of identity. In addition to providing specific examples of positive experiences, they offered examples of mixed responses e.g., being in the secondary group for deaf young people. It appeared to be an individual response, which can change with age. The professionals/volunteers made some helpful suggestions for future practice such as consulting with CYP about their preferred activities; and the provision of taster sessions to give CYP the chance to try out activities they may not have considered.

The benefits of participation of CYP with sensory loss in non-formal learning activities on social interaction has been identified in previous research. Identified benefits in extant research include providing life structure, better physical health and fitness, and improved wellbeing (Štěrbová and Kudláček, 2014); developing a health lifestyle and improved confidence levels (Perkins et al., 2013); and improved physical self-concept (De Schipper et al., 2017). This study has offered additional insights into the experiences of CYP with sensory loss in a specific locality in Scotland and the benefits of interacting with other children with sensory loss. Original insights include identification with other children with a sensory loss; social benefits such as developing friendships; and reduced feelings of isolation. The importance of role models and the impact on identity formation is particularly illuminative given its importance to an individual's development (Forber-Pratt et al., 2017).



Limitations

This study has contributed to the limited research base which has investigated the participation of CYP with sensory loss in non-formal education settings. It has provided additional insights into perceived barriers to inclusion in non-formal education settings; the benefits of interacting with other children with sensory loss; and has extended the range of non-formal education settings. Additional originality is offered given the unique setting of the study in one locality in Scotland with its distinctive provision; and the timing of the study (2022) capturing information on the impact of the COVID-19 pandemic on provision for CYP with sensory loss.

Nevertheless, it is acknowledged that there are several limitations. The first limitation is the small sample size. There were six participants, three parents/carers and three professionals/volunteers. It could be argued that this limits the generalisability of the findings although there was no intention to generalize the findings to a wider population. It is worth highlighting that a small sample size is not atypical in empirical studies involving CYP with sensory loss (e.g., six children with a visual impairment in De Schipper et al., 2017; 15 children who were deaf and hard of hearing in García-Terceño et al., 2023; five mothers of children with deafblindness in Štěrbová and Kudláček, 2014). The second limitation was that all the parents/carers were parents of deaf children, and it could be argued that this could have resulted in a bias toward the views of parents/carers of deaf children. This is reflected in the findings where parents/carers mainly focus on non-formal education for deaf children. To mitigate this, the professionals/volunteers worked with children/young people with a range of sensory loss (deaf and/or visually impaired). The findings from that data reflect provision for children who are deaf and/or visually impaired. The third limitation is the virtual nature of the focus groups and semi-structured interview which could have impacted on the researcher's ability to pick up on non-verbal cues. Finally, the study took place in one geographical area so the findings may not be representative of other areas.




Conclusion

There appears to be a paucity of research investigating the involvement of CYP with sensory loss in non-formal education settings. To contribute to the limited body of knowledge in this area, and to inform future research and practice, the current study explored some of the challenges and tensions associated with inclusive practice in these settings for CYP with sensory loss. This paper focuses on a subset of data from a commissioned study undertaken in 2022, namely the perspectives of parents/carers of CYP with sensory loss and of professionals/volunteers working with this group about opportunities and experiences of participating in non-formal learning activities.

The research findings have highlighted the limited opportunities for CYP with sensory loss of taking part in activities in non-formal education settings and the perceived challenges associated with this participation. A number of benefits for CYP with sensory loss of interacting with other CYP with sensory loss were indicated by both groups of participants. However, some examples of mixed responses were also offered.

There are several implications for practice from an inclusion perspective including awareness raising for adults and CYP without sensory loss; providing more opportunities for CYP with sensory loss to mix with their peers (with and without sensory loss) in accessible and well-resourced environments outside school; consulting with CYP with sensory loss about their preferred activities; and offering taster sessions to CYP.

In terms of future research, it is recommended that research exploring the inclusion of CYP with sensory loss in non-formal education settings should incorporate larger samples, and should be expanded to other areas in Scotland and other countries.

Whilst acknowledging limitations with the current study, including that it was conducted in one locality in Scotland, it is argued that the findings further our understanding of the benefits for CYP with sensory loss of participating in non-formal education. It has provided evidence of a clear and pressing need to provide more opportunities of this nature in community settings and to ensure that any provision is well-resourced and inclusive in nature. The findings should be used to inform policy and practice both in Scotland and internationally.
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