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Disclaimer

For some, much of what you read in this book may resonate deeply with you, and for others it may not. But my wish is that it does help many to know that they are not on this journey alone. Also, to help others who know people experiencing similar journeys to us, to gain a greater understanding. But what you are about to read in this book is my family’s personal experiences, along with my own personal opinions. I’m not qualified in any way, and advice for medical or factual information should be sought from people who are qualified.

There are some stories within this book some readers may find upsetting, so please bear this in mind when reading through. I just wish to share the knowledge and insight we have gained, not only as a father but as a family.

Thank you for taking the time to read it, and I hope you enjoy it.

James


	
 

 

 

 

 

 

Emily, Mia, George, and Finley



I am so grateful for you all



xxx
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Introduction

I have reached a point in my life where I have recognised the need for change – not just for my own well-being, but to better support those around me, particularly my wonderful wife, Emily, and our three incredible children – Mia, George, and Finley. This realisation comes after years of self-analysing, wrestling with life’s challenges, and adapting to a parenting journey that has turned out to be quite different from what we had initially pictured. 

While I have always been known for my talkative nature, I have rarely discussed my deepest emotions and concerns with others. Why would I? I am a 40-year-old father with a loving family and run my own business. I am supposed to be the pillar of strength, not one to show vulnerability. Especially not to my children. I am meant to be their role model. 

However, I have come to realise, through first-hand experience, that my children benefit immensely from witnessing my struggles with anxiety and depression. Opening up about my own battles helps create a deeper sense of trust with them. It demonstrates that emotions are real and valid, and that discussing them is entirely acceptable. 

It’s surprising that I find myself writing this now, as it’s something I would usually shy away from. I have never been particularly engaged in writing or expression like this, even during my school days. But there are immense reasons compelling me to do so now. And one of them is the hope that putting our family’s experiences into words will help my mind process the constant whirlwind of thoughts and emotions that often prevent me from thinking logically. 

The main difference now is passion. We have transformed into passionate parents and advocates for our children, driven by the unique challenges they have faced, and us as a family. Along this journey, I have come to wish that not just our voices but the voices of the entire neurodiverse community, including our children, could be heard by various groups: 

• Those who have not experienced this journey but seek a better understanding. 

• Individuals who hold opinions about our parenting style. 

• People who think they understand but do not – and that is perfectly okay. It took us 13 years to reach this point, and we still feel there is much we do not know. 

• Other parents and caregivers, extended family members, regardless of the roles they play. 

• People working within the education sector. 

As we set off on this remarkable yet challenging journey, I found myself reading books and social media posts for guidance and comfort. It struck me that there were limited accounts from a father’s perspective, talking through the unfiltered reality of how this process affects the entire family. While medical and professional insights are invaluable, personal stories from others provided the most comfort, reminding us that we are not alone. 

Through my own anxieties and insecurities on this journey, I hope my story can resonate with others who have faced similar challenges while trying to support their families. If sharing our journey can make just one person say: 

• ‘Someone hears me’. 

• ‘I’m not alone’. 

• ‘It isn’t just us living through this’. 

… then this project will have been worth every second. 

We do enjoy many moments of joy and laughter. But as a father, I have also had many feelings of isolation, failure, weakness, sadness, exhaustion, anger, guilt – and all have become very real. Now the challenge is to understand why we have reached this point. It is essential to remind ourselves that our children are not to blame. Rather it is due to a lack of understanding, societal expectations, long health waiting lists, and an education system that doesn’t cater to all. 

As I mentioned earlier, real stories from people living similar lives are invaluable. Until recently, we did not personally know anyone in a similar position, and it felt like we were navigating this journey alone. Reading books and engaging with support groups, along with listening to podcasts, simplified things for me, and I did not have to force myself into conversations or worry about what to say next. I could fully immerse myself in these resources, helping me gain a better understanding and validation for every feeling we have experienced over the past 13 years. 

Before delving further into our ongoing journey as parents and our children’s unique experiences, I want to emphasise that none of what I say diminishes the incredible resilience and strength displayed by our children every day. They are the true heroes, and their endless determination fills us with immense pride. 

It is essential to acknowledge that our journey is a deeply personal one, and every experience is unique. We were once told – ‘to meet one autistic person is to meet one autistic person’, highlighting the diversity of experiences within the neurodiverse community. Some readers may approach this with different perspectives and opinions, which is entirely expected. I have no intention of causing distress to anyone navigating a different path with their own set of challenges. 

In sharing our personal account, I want to assure anyone mentioned in this journey that my words are not fuelled by a personal grudge, but rather aimed at raising awareness about how situations could be managed with greater respect and compassion. 

We’ve engaged in many conversations with our children about their emotions and feelings during the process of writing this book. Mia even proofread it with me, often pointing out the parts I didn’t have quite right. But another side to this is she is unable to clearly recall parts from when she was experiencing the most stressful times and whilst in burnout. 

While it’s crucial to tell our story with the integrity and truth it deserves, we’ve decided to leave out certain very personal experiences, such as angry words spoken in the heat of the moment, to protect our children should they read this in the future. For their sake and ours, it’s essential to leave these experiences behind and focus on the positive journey ahead. 

This personal account serves to raise awareness and promote respectful and compassionate responses to situations we have encountered. We have learned the value of two words that have profoundly impacted our family: Understanding and Empathy. These qualities, often taken for granted, are something we crave daily.


	
		
1

Early Years

We had reached 2014. Several years into starting our wonderful family, life was heading in the right direction – the one we had chosen. Emily was a dedicated teacher at a local primary school, which Mia and George would later attend, and I was now a self-employed plumber. We were where we had hoped to be when we started our journey as parents.

Mia was now four years old, and her little brother, George, was born around the same time I started my plumbing business. We were fulfilling life’s expectations – both working, starting a family, socialising with friends and family. As these were things both Emily and I had become accustomed to growing up, we often found ourselves reminding each other of the fortunate position we were in.

However, parenthood, especially with our first child Mia, proved to be a challenging and eye-opening experience. As a baby, she seemed to require an extraordinary amount of attention and struggled to be apart from us, particularly Emily. As first-time parents, we often wondered if our concerns were purely the result of inexperience, particularly when more experienced individuals assured us that this was just the typical nature of parenting.

I had always imagined my role as a dad to be the fun-loving, goofy parent, always tickling and playing pranks. And I felt I was beginning to fulfil this role early on. However, we noticed that after playing with Mia – tickling and running around – her energy would become overwhelming, taking a long time for her to return to a calm state. This often resulted in her running around uncontrollably or screaming and fleeing. Emily would sometimes remind me halfway through playtime not to take it too far, but I often couldn’t see it until it was too late.

One aspect was what we named ‘the loud dad yawn’. I used to yawn loudly, sometimes resembling the sound of Chewbacca from Star Wars, and Mia’s reaction was always the same: ‘Dad, shut up! You are so loud!’ Regrettably, I thought it was brilliant to provoke such a reaction, in the way that fathers often enjoy teasing their children. Little did we know that her comments were related to auditory sensitivities stemming from sensory needs. I had not realised the impact of my actions hurting the ears of my children, and I wasn’t proud of my oversight.

One significant challenge we faced with Mia related to toileting. She seemed unable to interpret the bodily signals indicating the need to use the toilet, leading to intense panic. She would run around, seeking to escape these sensations, hiding behind doors, curtains, or anything she could find. Mia also preferred to be alone when using the toilet, and we had a few trips to the hospital for constipation issues, as her anxiety led to avoidance, resulting in extended periods without going.

As Mia entered nursery school, separation anxiety was visible right from the start. There were tears, screams, and a general reluctance to get ready to go. At home, we observed her playing with her dolls, using phrases that seemed unusually mature for her age. One phrase, ‘we don’t do that here, do we?’ struck a chord with us, especially when we heard her key worker at a parents’/carers’ evening using the exact same phrase and spoken in the same tone. We would later find out this was an autistic behaviour to imitate people as a learned way to communicate.

It became evident that Mia possessed a tendency to carefully observe and assess social situations before actively participating. Surprisingly, she often found herself drawn towards interactions with adults or younger children, rather than her peers. Her preferred games with younger children, which usually consisted of George and their younger cousins, typically involved an element of control where she assumed the role of the teacher or the mum, while the others played the roles of children.

It was remarkable to witness Mia’s transformation as she dressed up in smart clothing when taking on the teacher role, gathering everyone in a row, with pencils in hand. She would then deliver a lesson that seemed as though she had already been taught it earlier that day or week, and she even made them line up as if they were heading to an assembly. Watching her in action was not only amusing but also extremely convincing, almost like being transported back to a real school setting due to her strong performance of the role. In hindsight, these behaviours were again initially dismissed as typical childhood play.

While Mia played with toys typical for her age, the way she played with them was different. Similar to how she engaged with her younger family members, she engaged in elaborate role-playing, reenacting days at nursery and events from her life, meticulously setting up scenes with her dolls. The dolls’ names were not fictional; they were the people she had interacted with that day or week. This became the only way we could learn about her day, as we realised that asking her about it often triggered strong emotions. However, once the setup was complete, the game stopped flowing unless an adult played along, strictly following Mia’s rules and ideas.

As Mia transitioned from nursery to primary school, these behaviours became increasingly noticeable. Initially, they appeared to us as minor quirks that she would eventually outgrow. However, it soon became evident that these quirks were persisting and even intensifying as time passed. The stitching in her socks, food touching other foods, difficulties with turn-taking, and a strong dislike of being around people who were crying or ill were just a few of her challenges.

In particular, we found these reactions to us being ill different to what we had expected. It was like she could not bear the sight of us, even if it was only a bad cold, let alone being physically sick. It was if she resented us for being ill and would often stay as far away from us as she could. Even a cough now results in her shooting a glare across the room. She has also reached a point where she cannot come out of her room if someone is ill in the house, and she will not use a bathroom that has been ‘cross-contaminated’.

We constantly wondered if everyone’s children faced similar issues, and talking to other parents only left us feeling like we were often overthinking the issue.

More concerning was Mia’s intense desire for control, primarily directed at her younger brother, George, who lacked the ability to assert himself. Observing her coercive and physically aggressive behaviour towards him was truly heart-wrenching. Her struggles with friendships at school further compounded the issue, as she frequently attempted to dictate the terms of play, often being misinterpreted as the bully who always insisted on telling others what to do.

Only upon reflection did we realise that Mia’s behaviour stemmed from a lack of support during unstructured social times, leading to a significant misunderstanding among many – especially school staff. They saw Mia as coercive and controlling, rather than recognising her own unmet needs. This misperception had far-reaching consequences, even prompting the reshuffling of pupils in the Year Three classes, which resulted in Mia’s separation from the friends she had grown up with. At the time, we were informed that this decision was in the best interest of all parties involved. However, it left us with a nagging sense of unease.

Mia was unjustly labelled as a bully, and the school staff appeared uninterested in addressing the concerns we raised. They seemed to have made up their minds early on, leaving Mia isolated from the familiar faces she had relied on for support.

Birthdays and Christmas became triggers for her emotions and behaviour. Over the years, we’ve had to adjust how we celebrate these events in ways we never could have imagined. I’ll elaborate on these later in more detail.

Mia’s heightened sensitivity to noises – both at home and in public – added to the complexity of her challenges. Loud noises such as drills, the vacuum cleaner, fire alarms, school bells, loud TV or music, hairdryers, hand dryers, coughing, shouting, or raised voices, all triggered reactions in her. It seemed that any unexpected noise led to a reaction of distress.

During a trip to London with two girls from Mia’s class and their mums, several significant moments highlighted Mia’s heightened sensory and anxiety levels. Initially, we had anticipated she would love the treat of a day filled with activities, including a train journey and special treats. I went with Emily to assist with Mia, and we observed her increasing anxiety throughout the day. From her jumpy reaction to the train’s engine starting, to her struggles with the bright sun and heat on the train, it became evident that something was affecting her ability to cope. But at the time we knew nothing about sensory issues.

Getting off the train at the busy train station exposed Mia to a surge of people, noise, and various smells, all intensifying her struggles. Despite us assuming exposure would help her cope with anxiety, as the day unfolded Mia’s ability to regulate diminished, leading to two instances of her entering ‘flight’ mode – running away in Covent Garden and at Kings Cross railway station. These incidents sparked a concerning realisation for us that Mia’s anxiety was more deeply rooted than we had initially perceived. Even at the theatre, Emily missed most of the performance due to Mia’s barrage of questions throughout the entire show.

Dealing with her limited food preferences presented yet another challenge. We found ourselves preparing separate meals, having to stick to the specific brands she was used to eating. Her highly sensitive taste buds could detect even the slightest variation, leaving no room for any off-brand items to go unnoticed, as she would promptly point them out. 

Memory, however, soon shone through as one of her strengths. She often recalled holidays we had been on or days out, telling us the name of the receptionist or the room number we had stayed in while we struggled to remember what we did the day before, let alone that far back. But with this came the fact that we could not say anything without it coming back and biting us. We soon learnt to never make a promise unless we knew we could 100% follow through with it. We also quickly learnt to never discuss other people in her presence, because we could guarantee our conversation would soon get back to them.

While we attempted to offer Mia a variety of activities, something as simple as a movie night or a trip to the cinema were often met with resistance. We discovered that she found watching films exceptionally challenging due to her intense emotional reactions to the content. She seemed to absorb and experience the emotions portrayed in movies in an intense way, which goes against what many were telling us – that autistic people are unable to show emotion. This became even more challenging when she experienced a fire alarm going off during a screening of Frozen 2 at the cinema with her aunt. However, she did find comfort in watching a select few ‘safe’ films on repeat, until everyone knew them off by heart.

Leaving Mia to spend time with family or attending sleepovers or playdates became problematic, often resulting in extended meltdowns upon her return. We jokingly likened her behaviour to the Tasmanian Devil tearing through the house. Sometimes, these meltdowns lasted three to four hours, during which she would attack us, George, or the house.
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