PARENT CARERS TOGETHER

Bournemouth Christchurch Poole

the voice of parent carers of young people with

pecial educational needs and disabilities

Partnerships for Inclusion of Neurodiversity in Schools (PINS) is a national needs-led project being
run across 102 Parent Carer Forums (including ours) within 40 NHS Integrated Care Boards and
applies to those who are currently diagnosed and not diagnosed.

The programme brings together health and education specialists and expert parent carers through
the Parent Carer Forum.

Partnerships for Inclusion of Neurodiversity in Schools (PINS) will bring health and education
specialists and expert parent carers into mainstream primary settings to:

= help shape whole school SEND provision

= provide early interventions at a school level

= upskill school staff

= support strengthening of partnerships between schools and parent carers

The PINS project is testing a new model for supporting good outcomes in mainstream schools for
Neurodivergent students and strength parent carer and school partnerships. The project will focus on
strengthening knowledge, skills and improving environments to better meet the needs of
neurodivergent children. Through a focus on supportive learning environments and well-equipped
schools we can improve the outcomes for this group of children.

Each school in the programme will complete the nationally agreed self-assessment tool for schools to
identify priority areas for support. Schools will collate the findings and use them to assess

themselves against a number of high-level domains (including Leadership, Culture and Values;
Mental Health; Readiness to Learn; Teaching and Learning; Environment and Communication).

The forums’ role is to introduce the principles of co-production with families. We shall:

= Facilitate parent carer participation group meetings with the identified schools. These will be
open to all parent carers with children, in the school community.

= Facilitate the collection and sharing of parent carers’ views and experiences of the services
delivered by the schools identified.

= Signpost information to parent carers to the providers in their local area, to inform their
decision making and understanding of what support is available.
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= Work with the school to identify and respond to feedback from parent carers in a solution
focused way.

The PINS 1 programme started locally in September 2024 and is drawing to a close. The PINS 2
programme will commence from May 2025.

Below are the 21 primary schools which took part in PINS 1.

e Ad Astra Infant School

e Avonwood Primary School

e Bayside Academy

e Bearwood Primary School

e Canford Heath Infant School

e Canford Heath Junior School

e Christ The King Catholic Primary School
e Hamworthy Park Junior School

e Haymoor Junior School

e Heathlands Primary Academy

e Kinson Academy

e Livingstone Academy

e Manorside Academy

e Queens Park Academy

e Pokesdown Community Primary School
e Somerford Primary School

e St Luke’s C of E Primary School

e Talbot Primary School

e Twin Sails Infant School

e Twynham Primary School

Throughout the course of the Partnerships for Inclusion of Neurodiversity in Schools project, we
gathered valuable feedback from parents and carers of neurodivergent children. This feedback has
highlighted several key themes that reflect both the challenges faced by these families and areas
where schools can improve in their inclusivity and support for neurodivergent students.

A consistent concern raised by parents and carers was the lack of communication from schools
regarding their child’s progress, wellbeing, and day-to-day experiences. Many reported feeling
disconnected from the school’s ongoing understanding of their child, with limited feedback on how
their child is coping or progressing in the school environment. In many cases, parents expressed
frustration at not knowing what was happening during the school day, particularly when it came to
the emotional and social aspects of their child’s experience.
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While schools were generally able to share academic progress, the emotional and behavioural
development of neurodivergent students remained largely unaddressed, leading to feelings of being
left out of important discussions regarding their child’s overall development.

Another key theme identified was the limited availability of SENDCos (Special Educational Needs
Coordinators), particularly in schools where SENDCos worked on a part-time basis. This often meant
that parents and carers were unable to have regular, meaningful conversations with SENDCos,
resulting in a sense of being undervalued and unheard. Many parent/carers reported feeling
frustrated that their concerns were not being given enough priority and that they were left without
adequate support or answers to their questions.

This lack of access to SENDCos made it difficult for parents to gain clarity on their child’s needs, or to
initiate timely referrals and assessments, further contributing to the sense of isolation and
helplessness.

It is clear that, to be an effective SENDCo, a high level of compassion and empathy is needed that
extends beyond the professional qualifications and experience.

A particularly distressing theme that emerged was the difficulty in identifying and supporting
children who mask their neurodivergent traits while at school. Many parents of high-masking
children shared that their child’s school environment failed to recognize the signs of distress or
discomfort that were being experienced at home. In these cases, schools often reported that they
did not observe any challenging behaviours or signs of anxiety in the classroom, leading them to feel
unable to provide support or even acknowledge the difficulties these children were facing.

This led to a breakdown in communication between parents and schools, with many parent/carers
feeling disbelieved or dismissed. The gap between what was happening at home and what was
perceived at school left families feeling unsupported and isolated. Moreover, this disconnect
contributed to a delay in securing necessary referrals or assessments for their children, as schools did
not acknowledge or validate the experiences shared by parents.

Feedback from parent/carers also highlighted concerns regarding the level of training provided to
staff working with neurodivergent children. With the increasing recognition of Special Educational
Needs and Disabilities (SEND), many parents felt that the training and support offered to teachers
and staff did not align with the current needs of neurodivergent students. While there has been
progress in awareness, the approaches and interventions used by staff in many schools were
perceived as outdated, and parents expressed concerns that they were not adequately addressing
the diverse needs of neurodivergent children in the classroom.

Parents and carers reported that, despite the increasing number of neurodivergent students, the
quality and relevance of staff training had not kept pace with the growing demand for effective, up-
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to-date strategies in SEND provision. This gap in training and support contributed to a feeling of
frustration and concern about the long-term educational experience of neurodivergent children.

One of the challenges we encountered throughout the project was the fluctuating engagement from
parent/carers. While the feedback gathered from those who attended the meetings was invaluable
and provided rich, qualitative insights, the level of attendance was not consistent across all schools.
This limited our ability to gather a broader spectrum of experiences from a wider pool of
parent/carers.

Reflecting on our approach, we have identified areas in which we can improve for future
engagement. This includes rethinking how meetings are set up, ensuring they are more accessible
and relevant to a larger group of parent/carers. For PINS 2, we plan to implement strategies aimed at
improving attendance, such as offering more flexible meeting times, ensuring clear communication
about the purpose of the meetings, and making sure they are as welcoming and inclusive as possible.

It’s important to note that all the schools we met with shared a wider trend in which engagement
from parent/carers has been gradually declining over the years. Schools consistently reported
difficulties in encouraging full attendance at events such as parent evenings and coffee mornings.
This decline in engagement is not unique to our project but reflects a broader challenge in fostering
sustained involvement from all families in the school community.

While we are pleased with the feedback from the parent/carers who did participate, we recognise
that greater attendance would allow us to gain a fuller understanding of the experiences and needs
of neurodivergent families in the area.

Parent carers identified some teaching staff that had used innovative ways of meeting the child’s
needs. One example is a teacher could see the child needed support to keep their stationary
organised on their desk so used some tape to create a square template to keep them in. This was a
small adjustment that made a big difference. Some schools use sensory circuits to help the children
transition from home to school. Parent carers said that this was a helpful intervention but there
needs to be careful consideration as to when interventions like these are changed or stopped. School
must seek guidance from the parent carer and child before implementing these changes as far as
reasonably possible. PINS project workers will continue to share good examples of inclusive practice
across the 20-pilot phase 1 schools and also the 15 schools that are due to join PINS 2.

An outstanding outcome of this project was the successful initiative led by our project lead to rebuild
professional relationships between one of the participating schools and an important local agency
that provides services for SEND children and families. Through a restorative meeting, both parties
were able to engage in constructive dialogue about the service provided, and the importance of
working collaboratively to better support families and children with SEND.
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This meeting was invaluable, not only for strengthening the relationship between the school and the
agency, but also for enhancing the school's understanding of the service and the positive impact it
has on local families. The agency was able to provide insights into their quality of work, and the
school gained a better understanding of how these services can benefit their SEND students. This
meeting set the foundation for improved future collaboration, ensuring that families and children
will have access to even better support moving forward.

The successful outcome of this initiative is a testament to the collaborative and proactive nature of
the project, and it highlights how fostering better communication and partnerships within the local
community can directly benefit SEND families. This outcome is an example of how our efforts in
engaging with schools have led to real, tangible benefits for both professionals and families alike.

Reflective practice is a continuous process for us as project workers, ensuring that we consistently
learn from each phase and refine our approach to better meet the needs of parent/carers, schools,
and local agencies. As we near the end of this pilot phase, we’ve gained valuable insights into areas
for improvement, which will inform the planning and delivery of PINS 2, set to launch shortly after
the conclusion of this project.

As a pilot initiative, this project has provided us with opportunities to learn and grow, especially in
how we engage with and support local parent/carers, schools, and agencies. Moving forward, we are
committed to applying what we’ve learned to strengthen these relationships and improve the
effectiveness of our participation in ongoing projects that benefit neurodivergent children and their
families.

Key areas we plan to focus on in future projects include:

e Clarifying the aims of our meetings to ensure they are more aligned with the needs and
expectations of parent/carers.

e Enhancing the way we deliver information to parent/carers, making it more engaging and
accessible, with the goal of attracting greater participation and involvement.

e Developing in-house surveys to better understand the experiences and feedback of
parent/carers, allowing us to continuously improve our approach and ensure we're meeting
their needs.

e Maintaining open communication with local schools, ensuring they are actively involved in
the planning stages of future meetings and that we gather their input on how to

improve the partnerships/attendance based on their personal relationships with the parent/carers
within their schools.

Through these improvements, we aim to build a more effective and responsive framework for
engaging with families and schools, ensuring that our work remains relevant, inclusive, and impactful
for the neurodivergent community.
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As a direct result of the meetings, we have seen a positive shift in the way schools are approaching
the communication and support for parent/carers of neurodivergent children. Many schools have
agreed to continue fostering open communication and creating opportunities to build community
within their school environments. Recognising that the journey for neurodivergent children and their
families can often feel isolating and challenging, schools are keen to provide a supportive space
where parent/carers can connect with each other, share experiences, and feel less alone.

In response to the feedback received, several schools have expressed their commitment to ensuring
that parent/carers have designated time and space within the school to form stronger community
ties. This initiative aims to create a supportive network where parent/carers can freely discuss their
experiences, gain insights from others in similar situations, and feel more empowered in their
advocacy for their children.

Schools are also open to actively engaging in these sessions, with plans for staff members to drop in
during the later part of the meetings. This will provide an opportunity for open discussions and
ensure that the school is aligned with the needs of parent/carers. To ensure the success and ongoing
effectiveness of these sessions, we have advised that agreements be drawn up, which will outline
how the partnership can be solution-focused and foster mutual respect. This will allow parent/carers
to voice their experiences openly, while ensuring that the conversations remain constructive and
focused on creating lasting improvements in the support for neurodivergent children.

While the Partnerships for Inclusion of Neurodiversity in Schools project has seen positive outcomes
across many of the participating schools, it is important to acknowledge that not all experiences
were as constructive. Upon meeting with some leadership teams, The language, viewpoint, and
approach towards parent/carers and neurodivergent children were non-neuro-affirming, judgmental,
and outdated. The school’s stance on neurodivergence and parent/carer involvement was not
aligned with current best practices or an inclusive ethos, which caused concern for the PINS Project
team. Furthermore, there was a clear lack of up-to-date training on neurodiversity, further
contributing to the challenges.

This meeting and the feedback we received were shared confidentially with key individuals within
the local council, as this approach posed a significant barrier to the success of the project. Following
the meeting, we faced a lack of further communication from the school, as all attempts to arrange
follow-up meetings or telephone calls were ignored. Unfortunately, this lack of engagement meant
that the parent/carers of this school were unable to fully participate in the project or benefit from
the insights and support we were offering.

The school’s reluctance to equip parents with the necessary tools and resources to support
themselves was seen by them as a threat, rather than an opportunity for collaboration and
empowerment. This reluctance ultimately led to parent/carers being excluded from the important
conversations and support mechanisms designed to improve their child’s experience within the
school environment.
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However, despite this setback, we remain hopeful that future workshops for the parent/carers of the
22 schools involved in PINS 1 and the 15 schools in PINS 2 will provide a platform for those
parent/carers to share their experiences, be part of a wider, supportive community, and have their
voices heard. We are committed to creating spaces where all parents can feel validated, supported,
and empowered in advocating for their children’s needs.

The Partnerships for Inclusion of Neurodiversity in Schools project has provided valuable insights into
the challenges and opportunities that exist within the schools in our local area, particularly regarding
the support and engagement of parent/carers of neurodivergent children. Despite time constraints
and fluctuating parent/carer attendance, the project has made significant strides in facilitating
important conversations, building professional relationships, and identifying key areas for
improvement.

Through our meetings with schools, we’ve highlighted the critical need for clear communication,
supportive partnerships, and flexible approaches that cater to the unique needs of neurodivergent
children and their families. Parent/carers have voiced concerns about the lack of consistent
communication regarding their child's progress, challenges related to high masking in school, and the
limited availability of trained staff to provide effective support. These concerns are not only valid but
indicative of the need for a more integrated, responsive, and empathetic approach to SEND support
within schools.

Despite these challenges, we’ve seen positive outcomes, including the creation of community spaces
for parent/carers within schools, aimed at fostering support, connection, and a sense of belonging.
Schools have also expressed a commitment to improving their engagement with parent/carers by
creating opportunities for open, solution-focused discussions. These efforts mark an essential first
step towards strengthening the partnerships between schools, parent/carers, and local agencies,
ultimately leading to better outcomes for neurodivergent children.

Looking forward, reflective practice remains a cornerstone of our approach as we prepare for PINS 2.

We are committed to improving our methods, refining the way we engage parent/carers, and
ensuring that future projects are even more responsive to the needs of neurodivergent families. By
enhancing communication strategies, involving schools in the planning stages, and continuing to
build on the relationships established, we aim to create a lasting impact that ensures all children,
regardless of their neurodivergence, receive the support they need to thrive.

This project has been a pivotal learning experience, not just for us as facilitators but for the schools,
parent/carers, and agencies involved. The feedback gathered will serve as the foundation for future
collaborations, ensuring that the needs of neurodivergent children and their families are met with
compassion, respect, and a commitment to inclusion.

7 18.04.2025



