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INCLUSION AND DISABILITY 
THE EXPERIENCES OF FAMILIES OF CHILDREN LIVING WITH DISABILITY IN NEW ZEALAND PLAYCENTRES
Gretchen Good
This article shares research which explores the experiences and needs of families of children with impairments/disability through interviews with families and Playcentre leadership team members. In particular, this article explores how these needs can be met for infants and toddlers in the Playcentre environment as well as in other Early Childhood Education [ECE] environments.
Issues of inclusion in NZ ECE
There are very few specialist schools within NZ that provide ECE services.  These are programmes specifically for children with significant hearing or vision impairment. Regardless of the impairment of the child, families generally wish their child to be included in mainstream, neighbourhood ECE centres. Families with disabled infants and toddlers are challenged to find appropriate environments for preschool education and environments that will be open to providing for their children’s needs.  
The inclusion and exclusion  of disabled children and their families in relation to ECE programmes has been explored within NZ literature.  As explained by Purdue, Ballard and MacArthur (2001), despite human rights and education legislation explaining that education organisations, including early childhood centres, should not refuse a disabled student, many parents discover that centres do refuse to admit disabled children, citing  lack of resources.
Purdue (2006) goes on to later explain that it is the language of special education that can create ableist barriers resulting in poorly resourced centres, leading parents and educators to believe there are two systems of ECE: one for those with “special needs” and another for those without. Parents encounter cultures of exclusivity when making decisions about early childhood education for their children and find themselves not welcome into some centres.  Purdue, Gordon-Burns, Gunn, Madden, and Surtees (2009) found “many children, families, and in some cases teachers too, experience discrimination and exclusion from ECE services in New Zealand” (p. 806). 
A social model of disability
A social model of disability is described as a model viewing disability as socially created by society through attitudes, policies and environments (Haegele & Hodge, 2016).  Social models focus on equity and participation through elimination of barriers to equal access. A social model of disability focus should be at the heart of teacher and parent education programmes.  Purdue and colleagues (2001, 2006, 2009) explored ECE, disability, inclusion and exclusion in relation to teacher education over the years.  They encouraged teacher educators to assist student teachers to view difference and diversity not as deficits or problems but instead to promote social justice and positive views of diversity within education with a goal of contributing to a culture of inclusion where all children and families can feel they belong.
Playcentre as a unique provider of ECE in NZ
The Ministry of Education [MOE] lists five types of service for pre-schoolers: Education and Care, Kindergarten, Kohanga Reo, Home-based and Playcentre. Playcentres are internationally recognised early childhood organisations that are unique to New Zealand (NZ), where parents are affirmed as the first educators for their children.  Playcentre originated in the 1940s war time by mothers of young children to garner support for themselves and companionship for their children when fathers were away on active duty (May, 1997).  Some of the appeal of Playcentre for families of disabled children is that Playcentre is described as a “parent led service”. Playcentre services have been likened to family cooperatives (Densem, 1980), with parents responsible for the running of centres.   Parent education is therefore an important aspect of the centres, which may or may not employ qualified supervisors. Another unique aspect of Playcentre is that both parent and child are officially enrolled in the centre and are formally included within the learning community.  Playcentre has developed its philosophies to be about fostering parent/child relationships, child-led learning, uninterrupted free play, parent education, families as community and shared responsibilities and decision-making (Densem, 1980). Playcentres subscribe to mixed age sessions, with infants and toddlers playing with children of all ages. Parents remain intensely  involved in their child’s play and education, and if a child has significant special needs, this offers opportunity for close supervision of the child by the parent, while allowing the child to socialise with other children and adults. Parents may want to be able to closely supervise their children for disability-related safety reasons or fear that the children’s impairments and social needs may not be accommodated in some environments. Parents may also wish to advocate for their child in the ECE environment. Fourie (2010) discussed the difficulties parents may have in adapting to and in disclosing a child’s impairments/disabilities. However, Fourie also argued that parents who can become informed advocates can  help make inclusion work for everyone.
The adult to child ratio in Playcentre is much lower than in some other ECE services, for example, the adult-child ratio is about 1:5 at Playcentre and about 1:15 at kindergartens.  Playcentre’s mixed age sessions also allow for children who may be developing and achieving milestones at different times to interact with children at all levels of development.   It is these unique aspects of Playcentre that may appeal to parents of disabled children.  
Playcentre has a culture of inclusion, and, Playcentre’s Whakamatau/Philosophy “honours Te Tiriti o Waitangi and celebrates people’s uniqueness” (Playcentre, 2019).   As in many ECE provision types, there has been much focus on a commitment to The Treaty of Waitangi (Te Tiriti) (Manning, 2014, 2018). However, Maori and Pakeha have a history of struggling to find a constructive approach to inclusion that would enable Maori appropriate representation and autonomy within the Playcentre organisation. It appears that it has been difficult for  underrepresented groups to make change within Playcentre.  Manning (2014) identified that the democracy and consensus decision making models within Playcentre can result in the needs of minority groups being overlooked and ignored, and that it took two decades of work to find a way to incorporate Te Tiriti within Playcentre.  
Lessons learned from the lengthy battle for inclusion of Maori culture into Playcentre could benefit those struggling to ensure inclusion of disabled children and their families into ECE centres . Manning (2014) suggested that factors that helped improve acceptance of Maori into Playcentre included adult education and allowing sub groups control over some decisions.  The challenge may still lay ahead for disabled children and their families to find their place within Playcentre and other ECE environments. However, some aspects of Playcentre culture suggest that Playcentre might be particularly receptive to addressing social issues such as inclusion: “Playcentre was vocal on social issues and its members were advocates for social change, particularly concerning the family.”  (Manning, 2014, p. 32).
The Playcentre journal offers a parental perspective on inclusion. A number of articles were written by Playcentre parents of disabled children and as such, provide valuable perspectives.  For example, one mother, Syder (1999),  wrote about how Playcentre helped her whole family as they learned to manage her children’s  early education through newly diagnosed disabilities, serious health issues, hospital stays and surgeries.  Other parents wrote about their children’s specific diagnoses including Down syndrome and  Fragile X syndrome (Nicholls & Spier, 2010: Teague, 1998; Wickens, 2000). Here one mother explained a common view that Playcentre was important for their families as they learned to live with disability.
“Playcentre became part of our whole family.  Life is full of challenges and we need to learn to change and transform ourselves in order to meet them (Syder, 1999).  
In summary, the literature reviewed explores the struggles families and ECE services have faced in working toward including disabled children into programmes.  My study set out to explore the current situation of Playcentres and the recent experiences of a group of families of disabled children. 
My study
My research was motivated by my experience at Playcentre, with my  two children who live with Down syndrome and other complex needs.  A secondary aim of the research project was to explore the benefits to Playcentre, children and families, of including disabled children  in Playcentres. A third aim was to make recommendations regarding best practices for inclusion in ECE environments.  The recent restructuring of Playcentre into a national structure is also an opportunity to look at the needs of families of disabled children and how these needs can be met in both  Playcentre and other ECE environments.  
Parents within one region of NZ  were invited to participate in the study by an email that came to them through the Playcentre District Association President.  Playcentre staff (facilitators, presidents and members of the individual support team) were invited to take part via an email from me via a member of the individual support team (who has no supervisory role to any potential participants).
Participants included four parents and one grandparent from five families of disabled children who are currently attending Playcentre, or who have attended Playcentre in the past two years, and five members of the leadership team (paid staff) from three Playcentres within one region of NZ. Children in these families had developmental impairments such as Down syndrome or Autism, or physical impairments and language delay.  One parent participant was male, and all other participants were female.   Participants were interviewed and then had the opportunity to edit the transcriptions of their interview. Interpretive, inductive thematic analysis was utilized. 
Analysis of interviews, transcripts, and discussion with groups after a presentation of the research enabled me to identify themes from the family perspective and themes from the leadership teams’ perspective. These were used to develop a set of recommendations for Playcentres and other ECE providers to consider ways to enhance inclusive practices and to improve the early childhood education experiences for all, including disabled children and their families. 

Families’ positive experiences
Although there were some reported experiences of being or feeling excluded, families reported overwhelmingly positive experiences at Playcentre.  Positive statements from parents included: “Playcentre does not seem to be afraid of disability” and “Playcentre encourages respectful parenting”.
Parents reported positive benefits to themselves as well as to their children, for example, developing friendships and support from attending Playcentre. They expressed comments such as, “Playcentre helped me understand the education system”, and “I really know my children”.
Parents also valued being affirmed as their child’s first educators, the invitations extended to their disabled children to try different types of play, and the willingness of staff and other families to change environments to meet a child’s individual needs. Families valued effective face to face and online communication with other families and with Playcentre staff.  For example, Facebook communication was viewed as “instant, inclusive and responsive.  A great way to express specific concerns”. Playcentre was valued by parents and staff for supporting attachment as well as helping introduce separation for the child from their parent or whānau, without pushing children beyond their comfort level, and at the same time supporting parents who may struggle with separation. This is especially important for parents of disabled infants and toddlers who have often spent their child’s entire lifetime within arm’s reach in order to protect and assist the child.  
 Families noted the importance of the daily welcome from staff and other families: 
They encourage her to participate in all activities. They speak to her and greet her, just the same way as they would do to other children.  And when she behaves inappropriately parents don’t get upset. They try to work with me to improve the situation, it is just amazing, I didn’t expect that positive support.
The many positive Playcentre experiences reported by participants in this research mirror what has been found in the literature, particularly in the stories within the Playcentre Journal over the years.  Below is an excerpt from two mothers whose children live with Fragile X syndrome:
Our time at Playcentre was a wonderful time.  It was a place filled with people who saw the positive in our children.  They were included in everything.  There was always a friendly supportive adult on hand to help our kids when they needed it.  Playcentre trips were an opportunity to do things with our kids that by ourselves, without support, we would not have attempted.  Being included and accepted, our children being invited to other kids’ birthday parties was what both the children and we needed.  It helped us get over the trauma of the diagnosis and see what our children could do rather than what they could not. (Nicholls & Spier, 2010, p. 29). 
 Family fragility 
Despite the many positive experiences reported by parents in this study, parents also  noted that families with young disabled children can be “fragile” for many reasons, including adjusting to a new diagnosis of a child’s disability, encountering the challenges of dealing with health, disability and education systems, financial challenges brought on by disability, and so on.  Families felt this is not recognized by other families or by some staff at Playcentre.  
For example, one parent spoke of being asked by another parent to do a job and did not get the understanding she needed:

I just physically cannot do it and she still insisted that I do the tidy up and I just felt very excluded that time. Because everyone else can do this.  They’re capable of doing it because they don’t have a child with special needs. But she didn’t understand my situation and [my child’s] disabilities.
In another study, Wickens (2000), the mother of a child with Down syndrome corroborated the idea that Playcentre can be a magnificent place for children, yet the challenges of parenting a disabled child can still leave a family under strain.
Similarly, Brunn (2016) writes about the needs of the family of a disabled child, saying that it is the parent who needs nurturing, consideration and care. Understanding that parenting a disabled child involves many therapies, appointments, a steep learning curve and can be overwhelming and tiring, can go a long way to supporting the family.    
The importance of leadership  
The role of the Playcentre supervisor was noted to be important to how inclusion was practiced within individual Playcentres.  Personality, patience, leadership skills, interest in alternative forms of communication all vary and have an impact on families of disabled children and on the Playcentre as a whole.  Parents cited “the amazing advocacy provided by Playcentre leaders” This was especially important when it came to the disabled child preparing to transition to school at age five.  Some leaders had assisted families to find needed resources involving medical care, social support, benefits, etc.   Playcentre may become an important support network for families; because parents spend so much time with each other and with the leadership teams, everyone gets to know and understand each other and each family’s unique needs and to share ideas and resources. 
Just as parents in the current study reported that Playcentre leadership is crucial to inclusive practices, Purdue et al. (2001) described incidences of Playcentre leaders observing situations where disabled children were at risk of being avoided and excluded by other children and families who did not understand disability.  These Playcentre supervisors were able to build on opportunities for the adults and children at the Playcentre to get to know the disabled child and learn how to include them. 
The importance of Educational Support Workers (ESW) 
According to Crotty (1999) “An ESW can become a vital link for the child with special needs and the rest of the members of a Playcentre.  An ESW can provide the child with the opportunities, support and motivation to challenge their world” (p. 26).  In this current research, not all families had access to ESWs for their child, but some had MOE support for an ESW and Playcentre funded some ESW hours when some families were attending Playcentre.  These individuals sometimes became a friend to the family and an advocate for the child and a positive support for all Playcentre families at the centre.  ESWs can help support a child in their play and encourage inclusive play experiences.  The support of an ESW becomes even more important when parents of disabled infants and toddlers have more than one child at Playcentre.  Parents in this study emphasized the importance of ESWs with the following statements: “We could not be a Playcentre family without ESW support”. And “Yes, without an ESW we cannot attend. And it’s not just for us - to make our time easier. but also, other children’s safety.”

[bookmark: _Hlk72145361]Playcentre parents interviewed for this research, who had disabled infants and toddlers, were overwhelmingly positive about their experiences.  They appreciated the Playcentre values, a welcoming, inclusive atmosphere, quality supportive leadership and the support of ESWs.  They also noted that when families were parenting a disabled child, they needed more kindness and acknowledgment that their family may be fragile at this time. Leadership team members reiterated what family members said about what was important to inclusion at Playcentre but added topics related to the role of other families and mixed age groups. 
The important role of families
Members of the leadership teams referred to the importance of the role of all families in the success of inclusion at Playcentre.  They highlighted the importance of parent education and how this can improve inclusive practices, with, for example, sign language instruction for parents, or an explanation of autism at an adult education session. Leaders emphasised the challenge of creating positive parent attitudes towards inclusion.  Participants recognised that some parents’ attitudes can create barriers to inclusion.  “Playcentre needs more parent education to keep people up to date.  [A] high turnover of families means children’s needs can go misunderstood”.  This staff member was referring to the fact that new families are always joining Playcentre communities so regular adult education sessions related to disability and inclusion can help  all families at Playcentre gain a basic understanding of disability.  This  can help families  to overcome fears and get to know disabled children as individuals.  Leaders reported that Playcentre families could offer much needed support to parents and their disabled children.  Parents of disabled infants and toddlers  might be encouraged to let other parents occasionally step in, help and take some responsibility for the disabled child.  These parents may not always get this type of opportunity, especially in the preschool years. As stated by one study participant, a leader, “Playcentre is the village that is lacking in the world.”
The advantages of a mixed age group model
Playcentre leaders all spoke of the value of mixed age groups at Playcentre and how this “enables inclusion, nurturing and role modelling”. They believed that a child who may have some delay in development may benefit from playing with younger children who may enjoy the same activities and level of challenge that they can manage.  Children can also benefit from being around older children who can model the activities and behaviours the child may be working toward. 
Leadership perspectives
The leadership team members who participated in this research reiterated many of the ideas raised by the parents in this research, including the importance of ESWs, the profound influence staff have on the culture of inclusion in a centre,  and the need for more  resources to create effective inclusion practices.  As one participant said, “With all the good attitudes in the world, we cannot make everything work without money.” An often-mentioned barrier to inclusion was related to resources and personnel availability.  There was mention of lack of funding for ESWs and for some equipment and resources that would enable better inclusion, such as ramps, music therapy and sign language instruction.  
This finding aligns with Fourie (2010), who described obstacles to inclusion as including:. 
• a lack of funding to provide the necessary equitable hours of care and educational support needed for the child to be with their peers; • physical or emotional difficulties that cause tiredness or lack of concentration; • lack of suitable classrooms, resources, chairs, beds or toileting facilities; • adults’ attitudes; for example, over protectiveness or lack of interest in the child (p. 16).  

Conclusion:  Playcentre and inclusion
This research contributes to existing literature about the experiences and perceptions of parents with disabled children when they enrol their child in an ECE service.  Team members of Playcentres also contributed their thoughts on how inclusion can be practiced at Playcentre or other ECE environments. Inclusion is “not only about ensuring all children are able to participate in the program and the strategies educators implement to support diversity, but also relates to what children are educated to do to value and support other children.” (Munchan & Agbenyega, 2020 p. 6). In light of this research with Playcentre participants, we could extend this description of inclusion to also include how teachers, parents and families of disabled and nondisabled infants and toddlers are educated to value and support others.  
Just as Playcentre helped Pakeha families develop a  social conscience in the 1960s and 1970s through nurturing an awareness of Maori culture (Manning & Stover, 2014), perhaps Playcentre, and other ECE services, could instil in all families, the social obligation to include disabled children and families into early childhood settings and into society in general. This would involve highlighting and reinforcing the value and benefits of embracing  diversity for all families.  
The participants in this research clearly articulated a social model concept of disability and inclusion is what they valued, and, for the most part, found at Playcentre.  Participants rarely mentioned childhood disability in terms of impairment,  deficits or what “special needs” had to be accommodated.  There was an acknowledgment that environments needed to be adjusted, adults could learn NZ Sign language and other alternative forms of communication, and families of both disabled and nondisabled children could be encouraged, invited and educated together if inclusion was to be practiced at Playcentre.  

A social model of disability has been described in other research related to disabled pre-schoolers and experiences of inclusion: “Effective partnerships amongst parents, preschools,  schools and professionals requires an enabling model of disability - one backed by a discourse of social justice and supported by a sound body of research” (Rietveld, 2003 p. 12).  Rietveld suggests that a social model is needed for understanding disability and explains that sincere intentions, friendliness and reports of satisfying outcomes for a disabled child do not necessarily benefit the child, especially if inclusion practices are based on an outdated deficit or medical model of disability.  

Both parents and professionals in this research spoke more about attitudes as creating inclusion rather than specific practices.  This finding resonates with findings from another study (Leatherman & Niemeyer, 2005 ):
Teachers form attitudes toward children with disabilities, and ultimately toward inclusion, based on a child's characteristics, the factors in the classroom, and their previous experiences. Consequently, the teacher’s attitudes are reflected in their behaviour in the classroom and in their interactions with the children (p. 24).
Leatherman and Niemeyer (2005) identified several factors crucial to best practice in inclusive education in ECEs.  These include:
1.  Children with and without disabilities being involved in all classroom activities.
2. Previous positive experience in inclusive classrooms influencing positive attitudes toward inclusion.
3. Teachers addressing children’s individual needs in classroom activities.
4. Teachers facilitating family involvement.
5.  Resources and personnel being available in the classroom.
These important factors were all identified within the current Playcentre research. The strengths of Playcentre were found particularly within the areas of disabled and nondisabled children participating in all activities together,  addressing individual children’s needs (parent involvement on sessions clearly ensures this), and family involvement.  
My study expands the above list to include the following recommendations from the parent and leader participants who were interviewed:  
1) Funding for better trained ESWs from the Ministry of Education  
2) The introduction of inclusion/disability workshops in parent education early and often to ensure an understanding that inclusion benefits all
3) Funding for specialised equipment 
4) Encouragement for children with communication delays to communicate and interact with peers 
5) Encouragement for all families to support struggling families and to help individualise responsibilities, duties, etc.
6) Helping families to identify and negotiate to meet the child’s needs for support from outside agencies  
7)  Assisting families and children when nondisabled children express fear of disabled children 

Parents and leadership team members were overwhelmingly positive about the inclusive nature of Playcentre, although there certainly are ongoing problems that could improve the lives of disabled infants and toddlers and their families if remedied. There were lessons learned from this study that are relevant across all ECE environments.  Improvements could include an increase in resources, particularly to train and employ ESWs from the Ministry of Health, and further resources to fund workshops for parent education.  It is also important for all services to note that families of disabled children may feel vulnerable or fragile at this stage in their lives and so understanding and practical support is needed from leadership teams and from other families.  Playcentre seems to have achieved a high level of inclusion and some of the aspects of the Playcentre model could benefit or even mirror other ECE providers, such as the high degree of parental involvement, mixed aged sessions and parents and children and teachers all learning about disability together.  The children and families at Playcentres and all ECE centres can benefit from an increased understanding of disability and an increase in how we value diversity. 




References
Brunn, P. (2016). Inclusion. Playcentre Journal, 153, Summer, 28-31. 
Crotty, R. (1999). Early childhood, Early intervention:  The role of the education support worker.  Playcentre Journal. 106, Spring, 26. 
Densem, A. (1980). The Playcentre way. New Zealand Playcentre Federation. 
[bookmark: _Hlk71903152]Fourie, A. (2010). Who will look after my child? Early Education.  48, 14-17. 
Haegele, J. A., & Hodge, S. (2016). Disability discourse: Overview and critiques of the medical and social models. Quest, 68, 193-206.
 Leatherman, J. M. & Niemeyer, J. A. (2005). Teachers’ attitudes toward inclusion: Factors influencing classroom practice. Journal of Early Childhood Teacher Education, 26(1), 23-36. https://doi.org.10.1080/10901020590918979
Manning, S. (2014). Democracy meets rangatiratanga: Playcentre’s bicultural journey 1989-2011. History of Education Review, 43(1), 31-45. https://doi.org.10.1108/HER-10-2012-0033.
Manning, S. (2018).  Struggling to maintain diversity: The marginalisation of Playcentre in government early childhood education and care policy.  New Zealand Annual Review of Education 23, 96-110.    
Manning, S. & Stover, S. 2014. Playcentre: Whānau tupu ngātahi – Families growing together. Dictionary of educational history in Australia and New Zealand (DEHANZ). http://dehanz.net.au
May, H. (1997). The discovery of early childhood (2nd ed.). NZCER Press.  
Munchan, L., & Agbenyega, J. (2020). Exploring early childhood educators’ experiences of teaching young children with disability. Australasian Journal of Early Childhood. https://doi.org/10.1177/1836939120944635
Nicholls, A., & Spier, J. (2010). Fragile X syndrome:  Attending Playcentre with a special needs child – a parent’s perspective. Playcentre Journal. 138, Winter, 29.
Playcentre (2019). Playcentre, Aotearoa New Zealand.  Whakamatau/Philosophy. https://www.playcentre.org.nz/about/philosophy/
Purdue, K., Ballard, K., & MacArthur, J. (2001). Exclusion and inclusion in New Zealand early childhood education: Disability, discourses and contexts. International Journal of Early Years Education, 9(1), 37–49. https://doi.org/10.1080/09669760123904
Purdue, K. (2006).  Children and disability in early childhood education: “Special” or inclusive education? Early Childhood Folio, 10. 12-15. 
Purdue, K., Gordon-Burns, D., Gunn, A., Madden, B., & Surtees, N. (2009). Supporting inclusion in early childhood settings: Some possibilities and problems for teacher education. International Journal of Inclusive Education, 13(8), 805–815.
Rietveld, C. (2003). Parents, preschools/schools and professionals: Impact of relationships on children’s inclusion. Paper presented in the Child and Family Policy Conference, Joined up Services: Linking Together for Children and Families. University of Otago.  
Syder, M. (1999). Playcentre – The right place for Lara. Playcentre Journal, 106,  Spring, 27. 
Teague, P. (1998). ‘Up’ (not down) syndrome. Playcentre Journal, 103, November, 13. 
Wickens, M. (2000). A “normal” place for Daniel- Playcentre. Playcentre Journal, 107, Autumn, 3. 
[image: ]
Gretchen Good is Senior Lecturer at the School of Health Sciences at Massey University.  Gretchen identifies as a disabled academic and activist.  Her research includes disability across the lifespan, disability and disaster, disability and adoption, and mothering and disability. She is the proud mother to two children who live with Down syndrome.
G.A.Good@massey.ac.nz
image1.png




