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Upon making the decision to have children, the parent-to-be begins to dream about their potential new role in life. You imagine taking your child to sports practices, watching them learn an instrument over the years, and proudly celebrating academic accomplishments in school. For some parents, however, when your eagerly awaited child arrives with special needs, you find yourself in a different place, mourning the loss of the quintessential parenting experience you dreamt of. 

Many parents need a period to process and slowly work through the stages of grief. They will likely experience intense feelings of denial, anger, negotiation, and depression. Finally, they ideally arrive at a phase where they accept the child and learn to love them.

Unfortunately, some parents remain in denial for an extended period. This is highly counterproductive. A parent in denial does not advocate for the child—they act as though the child has the capability of their peers and may continue in this vein for years. Some families refuse to obtain a professional assessment for the child because of the perceived stigma of a diagnosis. Ultimately, the one who suffers the most is the child who misses out on the immense benefits of early intervention. The family suddenly realizes that the dynamics must change and makes the necessary adjustments. Some parents experience intense anger; this may lead to relationships falling apart. When parents have mostly settled into a state of acceptance, despite the emotions related to the grief process occasionally resurfacing, they start to dream again. They accept the child and are ready to advocate and fight for what they believe is best for the child. They lavish love on their child and can now appreciate the talents and abilities to which they had previously been blind. 

As a parent of a special child, you unwittingly receive a new title: advocate. You learn quickly what it entails as you navigate life with or without your child in tow. The process makes you stronger, but this strength certainly does not nullify worry or self-doubt. The diagnosis of a learning disability does not necessarily signify the end of your world as you know it, but one must now proceed with an exceptionally high learning curve. No two children present the same challenging behaviors or learning difficulties—this is a good reminder that every person is an individual, unique in their own way. You will receive advice and support from many along the way, some helpful and some not, but it will be your job to figure out what is best for your child. 

This book, written by a parent for fellow parents and guardians, provides practical advice to help you prepare for and tackle issues you will likely face while parenting a child with special needs. The material will always come back to asking yourself what is best for your child. You will be invited to use the 6-step approach to figure out the best way to help your child to develop confidence and thrive. In addition, it acts as a source of encouragement and support as you persevere through obstacles and hurdles on your journey. You will face many challenges and interact with professionals across multiple disciplines, but if you have the right mindset and a can-do attitude, no stretch of this journey will remain insurmountable. The earlier you address your child’s needs and take action to intervene, the better the outcome will be. While you may harbor conflicting emotions regarding your child’s special needs, children of all abilities must know that they are accepted and loved as they are. By wholly accepting your child, special needs included, you put yourself in the best position to help them progress and achieve the abundant life they deserve.
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It was half past six in the afternoon, and I was just about to pull out of the parking lot of our local botanical gardens. For the past three years, at the same time every Friday, my daughter and I have maintained a rhythm of visiting the parks. This was our quality time. We would drive up in our car, have a snack while enjoying music on our favorite station, walk two miles around the park and watch the birds gathered by the lake. 

“How is she?” I heard a stranger ask. My eyes met hers as she smiled and waved to my daughter beside me. She’d already assumed that my child was non-verbal or lacked understanding, so she addressed her query to me, speaking about my daughter in her presence. Nevertheless, I responded, and she grinned and said, “I take care of two of them at work, and they are so lovely!” Various aspects of this encounter were inappropriate, but I had learned to pick my battles, so I engaged with her for a few minutes before driving away.

My story

This book has blossomed out of my personal story. My daughter has Down Syndrome and Autism Spectrum Disorder (ASD). She requires additional care and attention, including frequent visits to care professionals, a tailored curriculum, and help with her self-care. Her learning is slow, but her understanding is sharp, and she is a clever, witty child. I realized early on that my life would change drastically as I became her caregiver and advocate. I’ve battled every step of the way to access resources, various therapy interventions, and care support. I’ve challenged government and school officials when necessary. We’ve spent many nights researching her diagnosis and looking into new developments in the field. Although never-ending, it is a fulfilling job—especially when our labor yields fruit and our child takes another step in her growing independence. 

When I realized that my daughter was not progressing in her traditional educational institution, a conversation with her teacher helped me to understand that the teacher would not be able to give her the support she needed. I successfully lobbied for her to change schools. My efforts to support her learning did not stop with this, however. I also developed an educational resource that offered the flexibility she needed to progress academically. I call it the Pocket Learner​[1] because it entails placing cards into pockets. The Pocket Learner was so helpful that I decided to market it so that other families could reap its benefits. This multi-award-winning educational development system has become very popular. Its development, inspired entirely by my journey with my daughter, is the antecedent of the 6-step Toolkit, which I will discuss later. 

Parenting special children

I have gathered vast experience in special needs parenting, and my understanding has grown in leaps and bounds. While I refuse to call myself an expert, I feel that my experience is helpful to parents who are on a similar journey and who, like me, sometimes find themselves groping in the dark. One can find many experts with theoretical knowledge, but only a parent truly knows how it feels when everyone else is asleep, but your mind and heart are racing because you are up late, yet again, with care duties or researching and preparing for the next doctor’s visit. Parenting through challenges that no one else can see, let alone understand, is incredibly lonely. Parents and caregivers of children with special needs often tread unfamiliar waters requiring extreme courage and perseverance. It does not help that our struggles often plague us in a lonely, uncelebrated realm from the public’s view. I hope this book will offer some solace and a sense of togetherness. You are not alone. 

When a child has special needs, every facet of parenting is magnified. Play dates become complicated projects that need diplomacy, support, patience, and time. Frequent, expensive, challenging trips to the doctor are the norm. Regular shopping trips are often sprinkled with potential pitfalls and disasters. You are almost always fraught with worry. There is so much to worry about, plan for, and anticipate. You quickly learn the uniqueness of your child’s ‘special’ needs. Many parents agree that parenting a child with special needs is isolating, even with the presence and support of extended family. 

These children and you, their parents, like every family, have deep needs: love, support, encouragement, and a loving community. That is precisely what I’m extending to you in the pages of this book. You must know that you are not alone in this—people have done this before and excelled. Their children have thrived, and your family can do the same. I am a mother of a child with special needs. I have navigated this journey and discovered some keys to maintaining a balanced, happy, and wholesome family despite the concerns and uncertainties of having a family member with special needs. 

I have been involved in the education sector for over 20 years, supporting and empowering families of children with special needs. Upon becoming the parent of a special child, I was able to experience the phenomenon from a different perspective, which has provided fodder for this book. I have prepared this resource to help families navigate the ambiguous path of raising a child with special needs. Only you will understand the deep heartache, fear, and uncertainty of parenting your child. However, once you can recognize and accept the situation, you are well on your way to finding fulfillment in becoming and being the rock upon which your child can lean as they navigate their way in the world. 

Throughout this book, for ease of flow, I will use the term “special child” to refer to a child with special needs. I prefer this over the term “special needs child.” I do not wish to undermine the fact that every child is special; I aim to emphasize that a child with a disability is first, and foremost, a child–not a disability. 

This book introduces the Special Education Advancement Toolkit, a six-step process that inspires, educates, and encourages parents to take necessary steps to show up empowered for their kids, enabling them to run their own race and live their best lives. It is an educational model and guide for parents of children struggling in their early years or who have been diagnosed with special educational needs. The toolkit was inspired by my experience as a mother and the principal caregiver of a child diagnosed with Down Syndrome and Autism Spectrum Disorder (ASD). The Pocket Learner, mentioned above, is the central resource in the Toolkit. The Toolkit covers the roles, responsibilities, and activities that families and other relevant parties must implement to achieve success. The framework revolves around the child, the star in the center, endowed with innate abilities and gifts to share with the world. 

The Toolkit advocates early, consistent intervention, collaboration, and access to services. This multifaceted strategy yields optimum results for your special child. As a parent, you must find the courage to get started. This is something you may need to do repeatedly when you lose momentum. Sometimes all you need is to connect with other parents of special children. When my daughter was young, I was fortunate enough to have access to a local parents’ group that guided me through some of the available government support. They provided a lifeline when I didn’t know where to turn. I also embarked on a learning campaign to ascertain all that I could regarding my child’s diagnosis. It’s been 15 years, and my daughter has blossomed into a confident young woman. 

I am pleased to present this Toolkit to you. I hope that you will find the material helpful and that the framework will prompt you to find sources of support. I acknowledge every child's individuality and uniqueness, but I trust you as the parent to adapt the material to your child’s situation. Perhaps your child doesn't have a diagnosis, but they find making or maintaining friendships challenging. Maybe they punch walls when they are angry. Maybe they pull their hair out when upset or throw up when nervous. Only you will know which parts of the Toolkit you can adapt to your child. 

We know your most challenging parenting moments aren't those you post on social media. The hardest moments are the days you find yourself alone and exhausted, broken-hearted from an insensitive comment, or staring failure in the face despite gargantuan efforts. These are the moments I want you to hold in the front of your mind as you read this book. All parents have moments of hopelessness and uncertainty. I know how deeply painful yours, as a parent of a special child, have been. I have been there. 

[image: image]

The 6-Step Toolkit

This book presents a proven systematic method consisting of strategies to help you on your journey. Treat the material as a checklist covering the various factors to consider as you raise your special child. As you progress through the material, you will discover the light at the end of the tunnel for your entire family. 

The book introduces six Ps—Perception, Preparation, Participation, Progress, Patience, and Potential—as well as a chapter on the Pocket Learner educational development system. I aim to empower you, as the parent, caregiver, or teacher of a child with special needs and disabilities, by providing valuable information and guidance that will enable you to support your child’s learning and development. I hope this book will encourage and guide you as you fulfill your role as a primary or supporting caregiver, or a teacher, of a special child.
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Chapter 1 - PERCEPTION: 
The Journey into HOPE Roadmap
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Plan your journey, even if you don't have a ride

—Andrea Campbell

The Journey into HOPE Technique covers early assessments and mindset. The goal of the technique is to attain a position of acceptance, resolve, and hope. The roadmap comprises sections titled Heart, Optimism, Planning and Enlightenment.
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Heart 

Being a parent of a special child often entails a lifelong commitment to supporting your child. Once you’ve grieved the loss of the “normal” child you expected and lovingly embraced the special child you have, you begin a journey of mixed emotions that, while scary at times, often change your life for the better. Love is the glue that holds families together. Statistics show that families caring for a child with special needs are more likely to fall apart.​[2] Great parents don't place conditions on love for their children. They lead with love, irrespective of their children's differences or challenges. When a family welcomes a child with special needs, they accept that their physical and emotional support will demand additional time and resources. 

It would be amiss of me to say that every parent is immediately accepting and full of love for their disabled child. I have read many accounts of people unwilling or unable to care for their disabled children. I cannot judge those parents for only they have walked in their shoes. It is a profoundly emotional and demanding journey, and undoubtedly a complicated process, to parent children who are profoundly disabled. Parents in this situation have the right to choose without judgment from people who have no experience in the matter. On the other hand, many who, like me, unreservedly love their children and those families might find this toolkit easier to digest. 

The responsibility for supporting a child with learning difficulties, physical disability, or sensory impairment is a challenging burden. These challenges become even trickier when balancing the needs of other children with those of your special child. 

Empowering your special child begins with empowering yourself. You must want to change and be committed to doing all you can for your child and, by extension, your family. A healthy mind is a great place to start. When you work on your mindsets and perceptions, you are better positioned to embark on a journey that benefits your child. You will aim for win-win strategies that foster healthy relationships and genuine partnerships between yourself and professionals. As a caring parent of a special child, you will constantly search for information and services. It is not abnormal to experience feelings of isolation and despair. Sometimes it feels like no one could possibly understand your situation, but this is simply not true. 

Unconditional love 

Parents of children with special needs continue to free themselves from preconceptions and expectations and learn to love their kids unconditionally. A loving atmosphere is essential for the development of all healthy children; children with special needs are no exception. Children with special needs are more vulnerable and often need help and support their entire lives. Loving your child wholly and deliberately means you embrace them with their disabilities, quirks, and differences. Your love empowers them to overcome challenges, limitations, and obstacles. This increases their confidence and leads to greater cooperation. 

Implementing comprehensive therapies and interventions after a child's diagnosis will not suffice if you cannot maintain an atmosphere in which the child feels absolute confidence that they are loved. Focusing on treatment turns the home environment into an unnatural, performative environment. Even if your child is non-verbal, they have strong feelings and may harbor the unspoken belief that something about them needs "fixing," leading to unhappiness and low self-worth. Unfortunately, parents mistakenly believe children with learning difficulties and disabilities do not pick up on as much. Children are aware of when they are treated differently from their peers. They know they “should” be able to do something their peers can and desperately want to perform and be treated like their peers. This situation results in very negative feelings and can damage self-confidence significantly.

The child eventually believes that they are unlovable as they are. As a result, they may internalize the message that they need to act differently to be acceptable, likable, and loved. Indeed, some of these children do not know that they are disabled; they have no perception of it, so they may not pick up on some of what you are saying. However, a child will sense it if they're unloved and find it difficult to achieve happiness. They have a right to be loved and appreciated by their parents for their identities and individuality. Loving, respecting, and accepting your child for who they are, appreciating and valuing each unique aspect of their identity, will give them a feeling of intactness. Your child should feel loved and likable for who they are, unchanged and authentic. This feeling is essential for developing healthy self-esteem and positive self-regard. Moreover, children need to feel that parents appreciate their challenges as a genuine aspect of the child. Parents must communicate respect and appreciation for their child’s uniqueness and different ways of learning and doing things. 

Love your child wholly and completely. Accept your child as worthy of love, unqualified, and unconditional. Appreciate and acknowledge their value to the world. Don’t let them think they need to change somehow to be worthy of love. Love them unconditionally. 

The nature of love 

It is impossible to love without giving, irrespective of who you are. Love, in essence, is the ability to give without expectation. You need to invest in your relationship with your child. This means spending quality time with them, providing basic material things to satisfy their needs, and, most importantly, providing an atmosphere where the child feels loved and valued. Try to approach parenting from the child's perspective. It does not mean that there will be no rules or that the child runs the show; instead, it means that the child is empowered to be who they are within a safe structure of mutual respect. 

Never doubt the child’s capacity to understand and follow the rules. Start teaching them early on. My daughter will flaunt the rules whenever she can. Recently, she dropped a napkin on the floor. She knows this behavior is unacceptable, and I didn’t have to ask her twice to pick it up. She promptly picked it up and took it straight to the garbage. Of course, the goal is to work toward correcting the child's actions independently without prompting. I would be wrong to pick up the item when she can do it herself. Even if your child is in a wheelchair, you must still teach them not to litter. If your child is non-verbal, you must still use appropriate communication to teach them. The best way is to model good behavior; when that fails, find a quiet time and space to discuss the matter using methods of communication appropriate for your child. 

Give them the kind of love you expect them to give you. Teach them to love and remind them that they deserve to be treated lovingly by those around them. Listen and try to understand what is valuable to them. Look for opportunities to learn from other children and adults with special needs respecting them as valued, whole, worthy of love, and deserving of inclusion.

Embrace your child’s uniqueness. Make your actions match your words. Don’t just tell them; show them that you love them. Love and embrace your child as they are, not for who you'd like them to be. 

Think about these questions. Write down detailed answers to them when you are ready:


1) Do you love your special child unconditionally? What would or does this look like?

2) Are you at peace with your child’s diagnosis?

3) Do you enjoy the child’s company?

4) How do you feel about the sacrifice you make to care for your child? What can you do to come to terms with them? Are there any that you could reconsider at this point in your child’s development?



Optimism

Cultivating optimism is essential in parenting children with special needs. Without optimism, it is easy to feel hopeless and helpless about your child’s future. Though you might not get everything right all the time, and you feel like you have to put in a ridiculous amount of work to get the slightest improvement, and you might feel like no one in your support community understands how much work you are putting in, your efforts are not futile. Maintaining optimism despite challenges is easier for some parents than for others. This is something that can and must be learned, though. A parent’s ability to bounce back from failed attempts and stay optimistic, even if they need a brief period of mourning the failure or changing their approach, will give their child the best chance to aspire and achieve. 
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