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True Partnerships in SEND

Drawing from first-hand discussions and interviews, this essential guide offers an in-depth, realistic overview of bringing up a child with complex and specific needs to enhance current practice and collaborative work with parents.

This book supports the development of effective child-centred planning and family-centred approaches, by using the expert voices and lived experiences of parents to inform critical discussion and build the skills of professionals. Chapters provide strategies, guidance and suggestions to strengthen effective partnership work with parents, children and young people. Scenarios, key takeaways and questions for discussion are also woven throughout, offering a greater understanding of the barriers faced by parents of children with SEND and encouraging the reader to consider how they can more effectively co-produce with families.

True Partnerships in SEND uses the voice of the parent and their lived experiences as the basis for narrative, research and discussion and includes wider concepts that can inform positive parent-professional interactions globally. It will be essential reading for SENCOs, teachers and other education professionals working with children with SEND and their families.

Heather Green spent 20 years as a Primary Teacher and set up a specialist resourced provision for pupils with difficulties in accessing a mainstream curriculum. She was also SENCO, Assistant Headteacher and a Specialist Leader in Education (SLE) in SEND. Heather is now sharing her experiences of working in partnerships with families and professionals as a Senior Lecturer at the University of Chichester, UK.

Becky Edwards is a Senior Lecturer in Childhood Studies at the University of Chichester, UK. She is an award-winning children’s Author and Co-founder of the Parent and Carers Support Organisation (PACSO). As a Primary School Teacher, Becky has taught autistic children, been an early years SENCO and used her understanding of partnership working to run a children’s centre.
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nasen supports its members through policy documents, peer-reviewed academic journals, its membership magazine nasen Connect, publications, professional development courses, regional networks and newsletters. Its website contains more current information such as responses to government consultations.
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This book reflects current perspectives of parents of children with SEND. Based on discussions with, and case studies from, parents, it offers an in-depth, realistic overview of bringing up a child with complex and specific needs. It enhances current practice, exploring key themes, linked to SEND and supporting the development of effective child/person-centred planning and family-centred approaches. It uses the information from parents to support critical academic and professional discussion and to enhance the skills of professionals. It provides strategies, guidance and suggestions which strengthen effective partnership working with parents, children and young people. It is hoped that this book helps professionals and students to develop greater empathy and understanding in their current and future roles.

Parental narratives and experiences have been collected through case studies and discussions. These narratives are underpinned by theoretical concepts and academic perspectives ensuring clear links between theory, concepts, lived experience and practice. Key messages are highlighted, with suggestions as to how to develop more effective collaborative working and foster positive relationships.

It is only if professionals understand the journey parents travel that true partnerships can be formed. So there is no better place to begin this book than with the voice of a parent telling her story:


Bringing Up a Child with SEND: Considering the Whole Family

It’s often said about parenting, that the days are long, but the years are short. I’m sure that’s true for some.

It’s 22 years now since Tom drew his first breath 17 weeks before his fragile lungs had expected to be put to work. He had a 5% chance of survival, and when over the next seven months in intensive care something could go wrong, it did. We said goodbye to Tom more than once.

Now fast forward from that room of tears, alarms and pain, from the ventilated 675g wisp desperately clinging to life and you’ll find Tom, composed but rightfully pleased with himself and life in general. There’s a newly earned Level 3 distinction under his belt and a secure place at university.

To those of you who know us, you may be forgiven for thinking: how the years have flown.

They haven’t.

I want to say that it’s been easy, that Tom was always supported and never let down by the system. That’s what I want to say, and so does he, because when things have been good, they have been exceedingly so. But as we sit down and talk through all the wonderful people and places that helped give Tom the wings he needed to fly (sometimes flap a little) to where he is now, we are forced to remember those other things that weren’t good at all. Those incidents, those brick walls and those institutions and systems and people that hurt, patronised, held back and damaged.

Yes. When we dare to look back, we can see the road stretching straight out behind us, unsurfaced and bleak in places. Sometimes there are wildflowers on either side, sometimes only dry veld, sharp stones and potholes waiting along the way.

It’s just easier to forget the long fight to be able to breathe, eat, to finally leave hospital after almost a year, to roll over, sit up, stand, walk…

It’s easier to forget that when the desperate battle to live was finally won, the real war began.

I don’t want to think about that incredibly fragile four-year-old (who was actually only three) being forced to start school against all professionals’ advice. Or to remember Tom’s needle scarred little hands shaking each day as he pushed open yet another school door…and hoped for a better day. Easier not to remember that three primary schools promised to deliver and then failed him hopelessly.

For me, there’s an image I wish I could shake forever from my mind: That glimpse through the classroom window, of Tom (whose hands didn’t work properly when it came to holding a pen) waving a picture printed from an ordinary colouring book at the ceiling, alone in the corner, while the rest of the class had a literacy lesson on the carpet.

This was his individualised support in motion.

I don’t want to remember the all-consuming protracted stressful & expensive battle with the local authority to get a Statement of Special Educational Needs (forerunner to the Education and Health Care Plan -EHCP), the constant bullying at school, the never to be issued birthday invitations, the teacher who refused to use a simple picture calendar each day, that had been provided by another professional, because ‘all the other children would want one and that’s not fair’. (This incident was not an isolated one, I use it as an example of many simple changes that could have been made and weren’t. Small tweaks that would have made it so much easier for Tom.) With pain, I remember all this, thinking that this is his life, the only childhood he’ll have.

And I can’t forget that brave little boy, long day after long week after long year, getting up every morning, steeling himself and going to school.

Fight, fight, fight. All consuming, exhausting, heart breaking expensive and damaging.

It’s quite easy to hurt someone, to leave them broken, but incredibly difficult to restore the soul. Recovery is another matter entirely.

And it didn’t have to be that way.

We know, because after those excruciating years, we defied the local authority and moved Tom to a specialist school. The fight continued literally to the week of Tribunal when the local authority agreed to fund him there. We happily provided the transport.

And this is when Tom’s life really began.

He had about seven years there and emerged a healed, whole person, ready to enter mainstream college, where with determination and good support, he set about getting his English & Maths GCSEs. He embraced every opportunity offered to him, attended every ALL session, overlearning and extra tutorial and had a 100% attendance. He worked flat out, often late into the night and early hours, and now, five years later, he stands at this cusp, and we draw in a deep breath and hold it with him.

Has the road finally been resurfaced, we wonder, is the grass green on either side, can we stop checking for stones, animals in the road, reckless drivers?

An end and a new beginning?

We don’t know but are hopeful. This time, it seems, support is coming to him. All through Tom’s life, no matter how stony the road, how frightening the path ahead, he has held fast to any hand extended out to him. More than that, he has embraced support and fully engaged.

And in addition, there have been many heroes along the way. It’s hard to unravel the years to find those nuggets that kept him going. Mostly, I know, that it’s Tom who has held it all together, held firmly to the wheel through foul and stormy weather. As a family we’ve watched him with an exhausting level of vigilance, which I’m not convinced can be toned down quite yet. There’s this delicate balance one cultivates between letting go and keeping hold; stepping in and stepping back; speaking up and keeping quiet. I suppose it’s all about choosing one’s battles.

And then there’s those people, those many bright lights along the road, who did what they said they would and more, who cared and made the difference. You probably don’t know who you are, but if you do read this, please know that your wisdom, your willingness to do the right thing even though time was short and resources scarce, sometimes just your simple kindness and compassion, was enough. You are part of this journey and instrumental in bringing Tom to this point where he stands poised for the next phase of his remarkable life.

Thank you. Thank you from the very bottom of our hearts.

Claudia Cavanagh
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Why Focus on Parental Engagement?

The importance of parents’ engagement in the education of their children has been a constant theme in SEND policy since Baroness Warnock’s seminal report concluded that “the successful education of children with special educational needs is dependent upon the full involvement of their parents: indeed, unless the parents are seen as equal partners in the educational process the purpose of our report will be frustrated” (Warnock, 1978, par 9.1). The report recommended that parents should be included in assessments “from the earliest stages” (Warnock, 1978, 4.29) and that “The relationship between parents and the school which their child is attending has a crucial bearing upon the child’s educational progress” (Warnock, 1978, par 9.19).

There have been at least three distinct strands in the drive for greater parental engagement and co-production with parent and children and young people (CYP) with SEND in recent education legislation and practice:


	Parents as joint partners with professionals in working towards improved outcomes for children. This has been part of a conscious move away from paternalistic models of parental involvement to parental engagement (Green & Edwards, 2021; Hellawell, 2017; Hodge & Runswick-Cole, 2018; Goodall, 2017).

	Service efficiency and effectiveness. Focusing on personalisation and co-production will lead to more appropriate and effective provision of education and other services and will ensure better outcomes (Together for Disabled Children, 2011; DfE, 2015).

	Values and rights. There is also a specifically moral or values dimension which can be summed up as “parents have a moral right, not a mandatory duty, to know and choose” (Fox, 2015, p.368). There has also been a more general movement to support parents and children’s rights to a voice through rights-based legislation such as the Equality Act 2010 and the UN Convention on the Rights of the Child 1990 (Cullen et al., 2020).



These three drivers have all influenced the recent SEND legislation (DfE, 2014) but the aspirations for greater engagement have not always matched reality (Lamb, 2009).



The Impact of Parental Engagement

As Goodall (2018) has noted “It is not clear why the findings of more than 20 years of research about the value of parental engagement (for) … children’s learning has for the most part been ignored in school processes and policies”. The evidence for the impact of parental engagement on learning outcomes is significant and longstanding. Desforges and Abouchaar (2003) found that, “parental involvement in the form of ‘at-home good parenting’ has a significant positive effect on children’s achievement and adjustment even after all other factors shaping attainment have been taken out of the equation” (Desforges & Abouchaar, 2003, p.4). While a review of the learning outcomes of vulnerable CYP found that ensuring “better learning opportunities at home and at school … reduced typical gaps in achievement between these students and those without such problems” (Voorhis et al., 2013, p.76).

Research has often found it difficult to identify and isolate which specific factors in the relationship between parents, the school and children contribute to enhancing attainment (Voorhis et al., 2013, p.79). While we know about the physics of parental involvement, we have lacked “the ‘engineering’ science that helps us put our knowledge into practice” (Desforges & Abouchaar, 2003, p.90). Conceptual confusion over different definitions of parental involvement and engagement in the literature has also hampered the evaluation of specific approaches (Goodall & Montgomery, 2014; Harris & Robinson, 2016). Having noted these challenges there is an extensive evidence base on the impact of parental engagement on children’s development, educational attainment and wider outcomes including systematic reviews and meta-analysis. These are helpful in identifying some of the key features of parental engagement which influence better attainment and wider outcomes which could be integrated into school’s practice.



Evidence for Parental Impact on Attainment and Outcomes


Attainment and Parental Engagement

Parental engagement has been found to be one of the key factors in ensuring higher achievement and sustained school performance (Goodall, 2018). Harris and Goodall (2007) found that effective engagement to place where there was learning in the home, as opposed to general engagement activities. This is supported in a review which specifically examined the attitudes, aspirations and behaviours of young people and their parents in influencing educational attainment and participation it concluded that there is “a reasonable case that parental involvement is a causal influence on their child’s school readiness and subsequent attainment” (Gorard et al., 2012, p.7). Of all the intervention strategies they studied enhancing parental involvement was found to be the only intervention with evidence of a full causal model leading to improved attainment (See & Gorard, 2013, pp.7–8). A meta-analysis of 51 studies found that “Parental involvement programs, as a whole, were associated with higher academic achievement” (Jeynes, 2012, p.706). While a recent review of 97 studies by the Education Endowment Fund found that “The average impact of the Parental engagement approaches is about an additional four months’ progress over the course of a year. There are also higher impacts for pupils with low prior attainment” (EEF, 2021).



The Importance of High Expectations and Parental Support

A number of systematic reviews concluded that one of the key factors in securing higher attainment is where parental expectations or aspirations are high. Wilder (2014) synthesised the results of nine meta-analyses that examined parental impact and identified key strategies that worked across these studies. The results “indicated that the relationship between parental involvement and academic achievement was positive, regardless of a definition of parental involvement or measure of achievement” (Wilder, 2014, p.377). The relationship was strongest where there were high parental expectations for academic achievement of their children. This was found to be consistent across different grade levels and ethnic groups.

A systematic review (Boonk et al., 2018) also found that parental engagement in children’s learning was associated with improved academic outcomes at all ages. The types of engagement which showed a correlation with academic achievement included high expectations or aspirations, communication between parents and school, parental encouragement for learning and reading at home. The strongest association was when parent engagement was focused on parents’ expectations for their children’s academic achievement (Axford et al., 2019, p.161). A number of studies have also found that enhanced learning opportunities, coupled with high expectations and continual parental support are positively associated with academic performance (Goodall & Ghent, 2014; Harris & Goodall, 2007). The focus on aspiration and achievement is especially important when we consider that for children with SEND it has often been the case that aspirations have been lowered in terms of what teachers and professionals have expected and communicated to parents (Ofsted, 2010, 2021; Blandford & Knowles, 2013).


we all know what our children can do… encourage us to also dream

(Robert)





How Schools and Settings Can Improve Parental Engagement

Higgins and Katsipataki (2015) reviewed 13 meta-analyses on how school-home partnerships can improve parental involvement and impact on school-aged children’s cognitive and academic outcomes concluding that “PI [parental involvement], where school, family and community partnerships are developed to support and improve children’s learning in school, offers a realistic and practical approach that has consistent evidence of beneficial impact on children and young people’s attainment” (p287–288).

Assessing the approaches that schools and early years settings can take to improve children’s learning through parental engagement a review by Axford et al. (2019, p.174) identified the following promising approaches:


	“supporting parents to help their children read via home and family literacy interventions;

	classroom and home-based summer reading interventions;

	good school-home communication, including via text message; and

	structured, targeted interventions for parents aimed at improving children’s social, emotional and behavioural outcomes, which could support learning”.



There is also evidence of programmes improving children’s social, emotional and behavioural outcomes which may in turn lead to improved learning outcomes (Durlak et al., 2011). A review of approaches on behaviour in the early years (Beckett et al., 2012) concluded that there was robust evidence of the effectiveness of a specific behaviour and relationships intervention in improving child literacy. Another review concluded that “There is extensive evidence that parental involvement and engagement with children’s learning linked to partnerships between the home and school, has immediate and long-term effects, regarding children’s behaviour, social and emotional development, academic achievement and enjoyment of school” (O’Toole et al., 2019, p.71). Engagement with parents also secures benefits in terms of wider outcomes such as general motivation and recognition of non-academic achievements which increase confidence, improved engagement with school and stronger academic self-efficacy (Blandford & Knowles, 2013). Furthermore, research found that supporting parental engagement offered good value for money (Cummings et al., 2012).

The scope of these reviews is wider than children and families with SEND nevertheless, studies of children from disadvantaged backgrounds also suggest that enhanced parental engagement in their child’s learning and good parent-school alignment improves achievement. It can be assumed, therefore, that this holds as true for children with SEND as it does for other groups of disadvantaged children (Gorard et al., 2012). It is important to recognise that the principles “for educating pupils with SEND are the same as for educating any other pupil” (Cullen et al., 2020, p.15).



The Importance of Parental Voice

The recognition of parent’s central role and what they bring to the relationship with professionals and the school is crucial in securing the benefits of parental engagement. Parents bring their own expertise and knowledge around SEN and disability which can be invaluable to teachers in informing their approach (Schultz et al., 2016).


I had prepared visual time tables, you know, I taught all of the staff about autism and so actually I knew all the staff individually and worked very closely with his key worker

(Susan)



Engaging parents also allows for individual advocacy, therefore ensuring appropriate provision for SEND even where this is sometimes challenging (Hartas, 2008; Schultz et al., 2016). Schools which provide “bespoke forms of support” are more likely to engage parents in learning (Harris & Goodall, 2007). Transparency and joint working can also improve parental confidence and the working relationships between parents and schools, and parents and the Local Authority (Penfold et al., 2009; Boonk et al., 2018). This is supported by a rapid review of evidence on the best ways of supporting attainment for low-income families which found that engagement is most effective when “it is collaborative, builds strong relationships and focuses on learning; Schools meet parents on their own terms by tapping into their needs and interests, creating environments that feel comfortable to them and involving other members of their community” (Menzies, 2013, p.3).

It is the act of engagement which helps in ensuring greater levels of parental confidence, irrespective of the specific interventions. Research also suggests that parents often value the capacity of professionals to listen and respond flexibly over more formal aspects of the assessment and engagement process (Hodge & Runswick-Cole, 2018; Smith, 2022).


I can see this from the teacher side, the children that I’m able to help the most are the ones where we can have a good open communication with parents

(Hope)



For parents of children with autism, it was being listened to and taken seriously that was powerful in terms of gaining trust (Whitaker, 2007). Another study concluded that “it was not just what the school did but the spirit in which it was done that led to successful engagement” (Mutch & Collins, 2012, p.177).


I think you come across a lot of people who are being a professional but they’ve almost been doing their job for too long, they’ve forgotten that for you this is very personal, this is very human and you’re just another case

(Tessa)



While research conducted as part of the Lamb Inquiry (2009) found that it was the act of engagement per se, not the specific intervention which may have followed, which gained parental trust (Peacey et al., 2011).




Barriers to Parental Engagement

Implementing good parental engagement also has to address the barriers that many parents of children with SEND face in working with schools and settings.


Schools and Settings

Strategies for encouraging engagement need to take into account parental capacity to work with the school. Parents who may appear to be disengaged may have “a high level of commitment to their child’s education, which is not matched by the capacity to provide effective support or by the ability of schools to work effectively with parents” (Carter-Wall & Whitfield, 2012, p.4). Some parents do not realise that they have a role in their children’s learning while others would like to get involved but do not know how to (Peters et al., 2007). Studies of parental engagement suggest that it is the school that is “hard to reach” not the parents and that parents need to know they matter (Harris & Goodall, 2007, 2008; Day, 2013; Crozier & Davies, 2007). An important predictor of parent involvement in the school is parents’ perceptions of their child’s school and the schools’ approachability (Epstein, 2009, 2011; Epstein & Sheldon, 2016). Schools that made the most difference to improving outcomes are able to align learning goals and language used to engage parents better (Blandford & Knowles, 2013).


We were included and we went along all the points, and they always asked for feedback beforehand which was good.

(Dan)



There are many reasons why parents might be reluctant to engage with the school (Hornby & Lafaele, 2011) but there are also some specific considerations related to SEND. Parents who experienced learning or behavioural difficulties as children are likely to have less confidence in dealing with their children’s schools and teachers. This can be exacerbated if the reasons for engagement are related to behaviour issues linked to the SEND need (Hornby & Lafaele, 2011). Variation in engagement will also depend on the nature and level of SEND need with parents whose children have higher levels of need, such as those with EHCPs, having higher levels of engagement with the school (Barlow & Humphrey, 2012). Some parents are unwilling to have their children labelled and therefore resist their child being designated as SEND even when SENCos and teachers wanted to engage (Wearmouth & Butler, 2019). Conversely, parent’s reactions to a dyslexia diagnosis showed how they used the designation to frame a positive narrative that gave them agency and more capacity to engage with professionals and secure positive outcomes (Ross, 2020).

Professional interaction with parents of children with SEND can also be a contested arena. Professionals who are accountable for the deployment of resources will often have a more powerful position in the process and in setting the parameters of what can be co-produced than the parents (Boddison & Soan, 2021).


It felt very much that they were you know, overworked, probably underpaid, I don’t know and … but also, would never write anything in their report that they knew that the local authority couldn’t provide already

(Nigel)



Co-production has also been associated with a risk of accepting poorer public services than otherwise might have been achievable (Bovaird, 2007). Where educational professionals want parents to be involved, they were nevertheless concerned about parents who gave too much input (Bezdek et al., 2010). Mann and Gilmore (2021) found that teachers were sometimes ambivalent or even hostile to greater parental engagement, citing unrealistic parental expectations on the time and support that they could commit. Teachers appeared to focus on managing the process related to the school rather than wanting more engagement. Teachers who want to support parental engagement also felt that many families are “hard to reach” or unwilling to engage with the school or setting. These factors were more pronounced at secondary level than primary.

A number of studies reviewing children with ADHD and autism have also been less positive about the impact of parental engagement. For example, a systematic review of parent–teacher relationships for children with ADHD (Gwernan-Jones et al., 2015) found that the relationship was conflictual with a feeling that “Mothers were silenced” with sub-themes resolving around parents having dashed expectations, parent–teacher conflict as the norm and escalating resistance on the part of parents to teachers’ responses. While a review of studies of parents of children with autism found that parents and carers and schools can have quite different perceptions of the effectiveness of working together; while parents and carers believed they received little help or information, schools reported that they did communicate effectively (Roberts & Simpson, 2016). Professional resistance or concerns around parental engagement need addressing in any successful strategy. This suggests that a focus on parental engagement in schools has to be a whole-school approach with the support of the school leadership if it is to succeed (Goodall & Vorhaus, 2011; Blandford & Knowles, 2013; Hornby & Blackwell, 2018).


The Head couldn’t always come but the Deputy Head was always at reviews and she actually went on to become the Head. She was really good, really encouraging, just felt like a good experience.

(Dana)





Gender and Engagement

Historically parental engagement has been predominantly mothers’ engagement (Hornby and Lafaele, 2011). While there is evidence that gender roles are changing in parenting responsibilities and that mothers and fathers have similar levels of aspirations for their children’s achievement, mothers’ level of engagement remains higher than fathers (Kim & Hill, 2015). A systematic review of also concluded that encouraging fathers’ positive involvement in their children’s early learning was important in ensuring better outcomes (McWayne et al., 2013). Fathers of children with autism felt that they brought value as experts on their own children but had to “battle” to secure services and support from statutory agencies. (Burrell et al., 2017).


I don’t even know how to help my son. You lie awake at night just thinking, you know what, would I call myself a good dad.

(Robert)



Fathers of children with multi-sensory impairment were found to be committed to engaging with formal mechanisms but were less engaged in informal ones (Pancsofar et al., 2021). There remain barriers for fathers’ engagement (Hart, 2011) which means that strategies around parental engagement need to recognise the gendered nature of parental response and develop specific strategies to address this difference (Hart, 2011; Kim & Hill, 2015; Burrell et al., 2017). There may also be specific issues in relation to fathers’ experiences and reaction in respect of being the parent of a child with SEND which need to be addressed as part of any strategy of parental engagement (Pancsofar et al., 2021; Burrell et al., 2017).



Social and Economic Issues

Middle-class families have a number of advantages in respect of dealing with other professional groups including being able to use the vocabulary of teachers, feeling able to treat teachers as equals and having access to resources which support parental engagement in schooling (Ross, 2020; Harris & Goodall, 2008).


it’s just a classic example of you know inequality in societies being perpetuated.

(Nigel)



One of the challenges in developing effective parental engagement is to ensure that parental engagement is possible for wider groups of parents as the benefits of parental engagement are seen across groups not just among the middle classes (Harris & Goodall, 2008; Goodall, 2018). It is also important not to make assumptions simply based on socio-economic
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