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Introduction



One sunny day in 2014, I was riding the New York City subway back from the Children’s Hospital at Montefiore, where I was working as an attending in the pediatric complex-care group. Our group of pediatricians, nurses, social workers, and care coordinators supported children with severe medical conditions. Only children facing a severe, life-limiting condition such as an organ transplant, congenital heart disease, or chronic respiratory failure requiring long-term use of a breathing tube or ventilator could qualify for the program. We also accepted children who had two less-severe medical conditions—we wouldn’t take a child with just inflammatory bowel disease or just cerebral palsy, but if your child had both, it was likely that they would need our support. For the family’s convenience and continuity of care, we also took care of these children’s siblings.


This day had been a tough day in a tough week, and a hospitalized patient was not improving. Her underlying genetic disorder and associated medical comorbidities had led to malnourishment. Her poor nutrition had led her to have difficulty with the healing of the skin surrounding her feeding tube, her feeding tube troubles were worsening her malnutrition, and she had just gotten a cold, limiting our ability to do much of anything until her fever subsided and her need for supplemental oxygen decreased. At an hour-long meeting, in which I worked with her family to help coordinate her care, there had been raised voices and tears as they grappled to understand why this was happening, why now, and how to make the best plan with conflicting input from the surgeons, nutritionists, gastroenterologists, and others involved in the case.



A New Field


The field of complex-care pediatrics is relatively small and growing. Its objective is to bring families the support they need through a variety of models. In our model of care at the Children’s Hospital, we took on the full primary care role for these chronically ill children and their healthy siblings. We had pediatricians who offered longer visits, and we also provided more nursing, social work, and nutrition assistance in advocating for these families. These resources allowed us to provide continuity of care when our patients were in the hospital or emergency room, which happened often; to support finding appropriate school environments; to ensure their homes were well-equipped and accessible; and to provide routine primary care in the clinic. Other models of complex care may work differently; in more rural areas, complex-care pediatricians often help in a consultative role supporting pediatricians in developing an annual care plan. Some states offer care coordination programs with nursing or social work resources through insurance or Medicaid plans.


Working in complex care many days has the same feel as being a regular pediatrician—I work to support children and families. Sometimes the stakes are higher and more intense and the conditions more complex, but despite carrying more diagnoses or having more health-care needs, at the end of the day it’s still about helping children and their families. One bright side of the increased frequency of visits is that as the pediatrician, I have the opportunity to get to know the family better. On average, the children in my practice came to my office around four to eight times a year and I saw them through one to two hospital stays in addition. Because of the time we spent together and the privilege of getting to really know the patients in my care, these families taught me much of what I know as a pediatrician about what it’s like to face a challenge.


On particularly difficult days I appreciated having time to decompress and process the day on the way home from work. This day I sat on the subway, scrolling through social media and rethinking my work with this family and how I could do more to help them, when a friend from my neighborhood called. At just age two, her son had been diagnosed with asthma after several colds involving extreme wheezing. She was struggling to understand why this was happening, why now, and how to make the best plan with input from her husband, mother-in-law, pediatrician, and new pulmonologist. My first thought was that mild asthma is easy compared to what I do day to day with really sick kids. Still, as I talked through things with her, I could not ignore the similarities in these families’ struggles.


These children were in wildly different places—one was hospitalized and threatened with admission to the ICU, and the other was at the playground; each experienced entirely unrelated problems, one with a genetic diagnosis and one more likely triggered by environmental factors—and yet the parents were coping with similar stress. How could they process their situation, make sense of it, and move forward? I knew I could help them both. I could help them understand and research what they faced, find resources that they needed to make decisions with confidence, and put together a team approach to be proactive and preventive in the future with their child’s health.


But at the same time, I thought, this work does not fit within a fifteen-minute visit or a message sent through a health-care portal. I wondered why the systems weren’t set up to better support these families. Parenting is hard. Because we care so deeply for our children, as parents we want things to be perfect. As a parent, you want things to go as planned. You want to be prepared for every developmental change and anticipate your child’s needs to properly support them. But parenting is even harder when things do not follow a typical trajectory.


When your child deviates from the typical developmental pathway or when they are struggling with their physical or mental health, everyday challenges become much more intense. The fear and the uncertainty can be overwhelming. For parents raising children with these additional needs, there seem to be, oddly, fewer resources. While parents are drowning in parenting content and consuming it at an all-time high, most parenting advice is geared toward average children facing typical challenges, from getting a baby to sleep to helping a teen with their nascent independence.


Why is it that we leave so many parents adrift for what is, for many, the hardest part of their lives? Historically, families with children with health challenges have faced stigma. Though we are thankful to live in a more inclusive society, and though we know that nearly one-third of children experience chronic medical conditions, the available resources haven’t caught up. There is a growing awareness that some parents need access to additional caregiving skills—advanced parenting skills that can help them support their children through a challenge.


The Challenge vs. The Problem


I use the term “challenge” in an intentionally inclusive way. If your child has a broken leg, you will have a hopefully short-term challenge, but in that time, you will still need to establish a pain-control plan; reorganize your household; communicate with school, childcare, and sports; and navigate the medical complex to receive treatment that promotes healing. You’ll have to support your child’s coping and recovery after the cast comes off. Although health-care providers see injuries like this every day and may consider them small potatoes, when it happens to your child, it can feel overwhelming considering that you now have to devote time and energy you likely don’t have and didn’t expect to spend on an emergency. But that time and energy has to come from somewhere.


Perhaps, though, you are helping your child who has a physical disability like cerebral palsy—their muscle coordination is impaired due to abnormal brain development early in life. This is a long-term challenge, which also requires you to develop a pain-control plan; reorganize your household; communicate with school, childcare, and sports; and navigate the medical complex to get treatment to promote healing. You’ll have to support your child’s coping and recovery. Is it the same as a child who has “just” broken their leg? No, absolutely not. But the skills you need to navigate these very different issues are similar.


When I began considering writing this book nearly ten years ago, I thought about helping a family with a problem. Some challenges families face feel like problems—chronic allergies and asthma, a heart defect that needs a repair, a behavioral disturbance that needs to be controlled to prevent injury, or a hemangioma (strawberry birthmark) that needs intervention. If you were drawn to this book, you likely identify what you’re facing as a problem—a negative disturbance that needs a remedy. That’s a completely valid and important reason to have sought this book out, and you will find help within its pages.


There’s another group of parents and caregivers who will find this book useful. Your child may struggle with anxiety, hyperactivity, autism, learning disabilities, or a genetic diagnosis. I need to make plain that viewing these conditions as “problems” needing “fixing” propagates stigma. Our society, including people like me, has a deeply ingrained ableism that assumes people with disabilities are somehow “less than.” Just as racism or sexism leads to harmful stereotypes and systems of exclusion, so does ableism. Some differences are part of who we are, and some of our differences should be welcomed and embraced rather than fixed. We may still need a plan or support to navigate our own path forward when it deviates from the default standard plan, but we are seeking to live and thrive with the diagnosis rather than fix it.


While no word is perfect, my hope is that “challenge” has a more positive connotation. The goal is to not just fix or remedy a problem, but to more comprehensively support the entire family, the children and the parents, to find peace and joy in their lives despite any challenges they face. A challenge represents an opportunity for growth; our difficulties can differentiate us and make us who we are; our diagnoses are part of us in a way that can enrich and enhance the way we experience life. Perhaps I see this so vividly because I’ve faced a few health-related challenges myself.



An Early Diagnosis


One night, right before Mother’s Day when I was four years old, I fell out of bed. The minor fall led to massive pain, and urgent surgery for suspected appendicitis. The surgeons didn’t find an infected appendix, but they did find internal bleeding that could not be explained by an innocent fall. They accused my parents of child abuse and pressured my parents for consent to remove my bleeding kidney. My parents were uneasy with this plan. The rural hospital had no imaging capacity at that time, and none of this made sense. So, they snuck me out a stairwell and took me to Duke Children’s Hospital in Durham, North Carolina, where they knew they’d have access to proper resources to support my care. Now, as a pediatrician and a parent myself, I can more clearly understand what my parents went through. Not only did they cope with a child who went from being healthy to sick very quickly, but amidst uncertainty and coercion from medical professionals, they also had the confidence to advocate for another plan.


At Duke, specialists were able to diagnose me with a rare kidney cancer known as Wilms’ tumor and made a plan for me to receive world-class treatment. But my family’s life turned upside down, as this was hours from our small town, which lacked the medical care I needed. So, my family split up, leaving my dad to stay behind and work to keep our family afloat, while my mom quit her job and moved with me into the Ronald McDonald House at Duke to support me through hospital admissions, chemotherapy, radiation, and surgeries.


Because of my parents’ massive efforts, the doctors at Duke Children’s Hospital, and the Ronald McDonald House, we made it through. By age six, I was lucky to go into complete remission and was ultimately cured of cancer, and I now lead a more or less healthy life as an adult. But what stuck with me through the experience was the understanding that my cancer journey was so much harder on my mother than it was on me. Yes, I faced needles and surgeries. I started kindergarten bald and with an implanted port to allow for IV chemotherapy. But my mom thought many times she might lose her child. She faced an intense chronic stress that never fully went away. Though I was healthy and in my late thirties, and she was in her early sixties, when the COVID-19 pandemic began, she would call me worried about my well-being. She still saw me as needing extra caregiving attention, even decades after my recovery.


One Size Fits Most


It’s precisely because I’ve seen families facing challenges from so many perspectives—as a pediatrician to thousands of children over the years, as a friend and family member supporting a loved one facing challenges, and as a child and adult with my own challenges—that I have written this book to tackle all aspects of helping your child face a challenge. In part I, we’ll discuss understanding what you bring to the challenge and what your priorities are. In part II, we’ll discuss how to research and understand the system you’re working in and craft a plan with your bigger picture and team in mind. In part III, we’ll cover strategies to promote your family’s wellness and find joy on your journey. In part IV, we’ll focus on ensuring your plan is comprehensive and considering the how to maintain your motivation over the long-term.


While I can’t know what challenge led you to pick up this book, the goal is for this guidance to help you to gain confidence and make the right decisions for your family, rather than learn the hard way. Whether your challenge is “small” or “big” or whether you’ll only need to make a few changes to your routine or need a real overhaul of your plan informed by new perspectives, hopefully the anecdotes and information in this book will assist you. Maybe your challenge is brand-new and I will introduce you to the world of parents who have faced similar stresses before you, and through them you’ll learn the language required to navigate systems to advance your child’s care. Maybe your challenge has been going on for years and you have already dealt with many of the topics discussed. Even in that case, I hope this book will prompt you to process what you’ve been through and consider how it has impacted you and your family. It could be you’ll find some ways to improve aspects of your plan, something you could tweak to promote your child’s well-being or your well-being as a caregiver. Depending on what you are facing and where you are along your journey, you may find different ways to make the most of this book. It may be most helpful to read straight through the book, which roughly parallels the path of encountering a challenge from beginning to end. Or you may jump around, guided by the table of contents, to find the topics most salient to your family today.


Maybe you haven’t encountered a real challenge for your child yet, but you’re curious about what you should know when one comes up, or about ways you can be a more empathetic presence in your community supporting families facing challenges. This book tries as much as possible to be inclusive and cover the broad variety of challenges families face, but it’s difficult to anticipate the specific diversity of unique situations and experiences. My intentions here are pure—to help in any way I can.


The reason I’ve designed this book to try to have something for everyone is twofold. First, I recognize that a lot of children face something relatively rare—a genetic diagnosis, a congenital abnormality, a developmental disability, or maybe a kidney cancer like mine, which is diagnosed in around fifty children annually in the US. Many of the main supports accessible to parents are diagnosis driven, so children facing more common diagnoses like asthma, diabetes, or inflammatory bowel disease may find a bigger, more robust support community, unintentionally leaving out those more unique families. Second, parents facing challenges have more in common than they realize. When we focus on these human commonalities, we see what connects us and unites us. Breaking free of the silos of diagnoses—being a “heart kid” facing a congenital heart defect, a parent of a premature infant or parent of a “tubie” (a child fed by feeding tube)—allows us to see that we are all advocating for our children in our local hospitals, schools, and communities and can broaden our support networks. Building these bridges helps us learn from each other and over time can make our communities more supportive and understanding places for everyone.


Regardless of where you are, it’s important you understand that you are not alone. Facing a challenge is inherently isolating, especially when your family is dealing with a rare condition or lives in a smaller town. It could be the local doctors and the nearby school have no experience with a child like yours, and you may not know anyone who has ever had to do the things you now do. But as I share these stories, perhaps you’ll see that many if not most parents face a challenge that requires these additional advanced parenting skills. It may be that you are facing growth hormone deficiency, and another child has developmental delay and plagiocephaly (a flat head) requiring a helmet, but you both have to do research to process the ever-changing body of knowledge on the condition. You both have to help support your child in coping and gaining skills and independence in their own care. You have to figure out how to work with the school, sports, and babysitters, and continue to support your other children if you have them. While on the surface these children may seem to be fighting very different battles, at a deeper level we are all facing similar dynamics.


Your challenge may seem common, perhaps something like asthma, but the way you are experiencing the challenge may not feel common. Maybe your child is struggling to cope with the trauma of a scary episode, or you struggle to fit in the unpredictability of the condition with the rest of your life. Your experience of this common condition is unique to your family, and often, the standard advice or the fifteen-minute visits with your doctor don’t get to the place where you need the most help, leaving you feeling inadequately supported in making the best plan for your child. This book is intended to fill the gaps.


It’s in Your Hands


In our current framework, when a parent invests time and energy to support their child through an experience like being born preterm with a long NICU stay, with subsequent multidisciplinary care needs like physical therapy and nutrition, we view it through the lens of victimhood. Something bad has happened, and a parent is expected to cope with a problem as best they can on their own. This parent just deals and steamrolls through a difficult time, helpless to change the landscape and reduce the hurdles facing their family.


But when we change the dialogue to talk about the agency parents have in the process, we can empower them. For the parent, we can talk about this work as an achievement and see that, despite the challenges, you gain skills that have value in supporting yourself and your child in real and important ways. Instead of passively letting things happen to us and our family, we can attempt to take some control for how we cope and the choices we make along the way—using our voices to advocate for change. We can decide to focus on more than not only getting through difficult times, but also on thriving despite difficult times.


When parents learn these advanced parenting skills and start to advocate for what their families need to thrive, it can make a big impact on public health. Parents can drive change in their communities, their schools, their clinics, and their hospital systems to get the resources they need to support their families. With this positive, constructive vision, let’s dive in.















PART I
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BUILD A SOLID BASE















CHAPTER 1



Understanding Your Reaction to a Problem


My daughter was a quiet baby. Although she was very interactive and social, she wasn’t one to babble or coo much. She was born a little premature, and, as a pediatrician, I thought, I’ll just be patient. But, as a parent, I felt she wasn’t developing as I expected, especially compared to her brother. She was not as responsive to speech and environmental noise, and my intuition told me something was wrong. I requested a hearing test at our nine-month visit and the doctor talked me out of it. “She’s fine. No ear infections. Normal ear exam. Let’s give her a bit more time.” My excellent pediatrician felt that her development was within an acceptable range and an additional hearing test wasn’t necessary. He wasn’t a gatekeeper, and I could have pushed him for a referral, but his opinion was that waiting to see if she started babbling was the less invasive and more appropriate route.


But still, his advice didn’t sit right with me. So, a few weeks before her first-year visit, I made my own appointment for a hearing test. In the audiology test room, stuffed monkeys clanged loud cymbals, but my daughter did not respond. It was clear that not only did she have a hearing problem, but it wasn’t mild. She had moderately severe hearing loss due to chronic fluid in the middle ear. If I had done as my pediatrician recommended and waited, my daughter would not have had a routine hearing test until entering kindergarten, years later, or until she had failed to reach developmental milestones.


As a pediatrician myself, I completely understand why my pediatrician recommended to wait and see. He made a judgment call about what might have been an unnecessary referral, and he may have also thought that if she did have a hearing problem, the benefit of addressing it then as opposed to three months later was limited. Pediatricians make hundreds of calls like this every day and do their best. But for me, as a parent, this decision about the way in which my daughter interacted with the world seemed much more important. I would rather have wasted my time with an unnecessary referral than to have delayed my daughter’s ability to hear and to communicate with her family. After a minor surgery to help the fluid clear, within a week she was babbling, and within a month she had fifty words.


The takeaway here, of course, is that I had all the information. As a pediatrician I knew about hearing tests and speech development. As her mom, I knew her and could compare her development with that of her brother. But still, I almost didn’t get her the care she needed because my pediatrician and I both questioned my intuition. At nine months, it’s hard to really describe what you see in terms of speech development—how often a baby babbles, how loudly and with what variety of sounds, and how they respond to the sounds in their environment. I presented my doctor with a vague comment—something seemed off and she was quiet. I was concerned. Why did we both dismiss this so quickly?


A parent’s intuition can be a very powerful force. As Gavin de Becker describes in The Gift of Fear, “We think conscious thought is somehow better, when in fact, intuition is soaring flight compared to the plodding of logic.” A parent knows more data about their child than a doctor will ever know—the sound of a tired laugh, the change in color that indicates a coming cold, and how a child will respond in a novel or unfamiliar circumstance. Often, when a parent is worried, there is usually a good reason, even if it’s not immediately apparent what it is.


The few months’ delay in my daughter’s hearing test didn’t really matter much, but the story serves to remind you of a simple fact: Your intuition is one of the most important resources you bring to supporting your child facing a challenge. Information, resources, and credentials have value, but nothing supplants just how well you know your child.


That all said, parenting in the twenty-first century can be anxiety inducing. Your gut reaction and your intuition can be very helpful, but parents should be mindful. Your first instinct, taken out of context, can also lead you astray. Our temperaments and prior experiences will influence not only whether we listen to our gut, but also whether, after listening, we take the right steps forward. Our supports—family, educators, physicians, and others in our community—can help us harness the power of our intuition while grounding our instincts in facts and reality.


When you are confronting a challenge, you want to have the right plan. But oftentimes, there are many possible paths forward, and there may be more than one that’s right for your situation. Before you decide the best way forward, it can be helpful to think about what you bring to the challenge as a parent that will guide your reaction.


What Do You Bring to the Challenge?


Consider as a scenario: You’re packing for vacation. Some people pack light—they’re flexible; they figure they can pick up what they need at the destination—maybe they forgot something, or perhaps it rains unexpectedly, and they need to purchase an umbrella. Others are inclined to bring everything they could ever possibly need so they can be prepared for any situation. There is nothing intrinsically wrong with either approach. Everyone can have fun and have what they need. But what you show up with will alter your plan. If you show up without what you need, you’ll have to go get it. If you show up with a lot of heavy bags, you may not be able to carry them yourself.


Part of the difference in approach depends on differences in who you are. Are you a planner or are you someone who likes to be more spontaneous? Your packing strategy may also reflect your specific situation. Are you a single twenty-something or a family of five? Maybe your loved one surprised you with this vacation and you didn’t get the notice needed to pack. Your decisions about packing may also reflect your state of mind before the trip—if it was the busiest time of your life, you may not have had time to pack. But if you have been thinking about this trip for two years, you may have had a color-coded packing list.


Similarly, when our families approach a challenge, what we bring will vary. You will not be immune to setbacks just because of your carefree disposition, for example, and you will not be “doomed” if you don’t have the “right” starting place. Still, the reality of what you bring to the situation will affect your plan.


If you are a family who packs light:




• You may prefer to keep things spontaneous and learn as you go.


• You may have the ability to be nimble as you adapt to the challenge you face.


• You may have been surprised by this challenge.


• You may not know a lot about the particular challenge you face.


• You may not have had prior experiences with children with medical or educational challenges.


• You may be facing a challenge that is less serious or that seems likely to improve quickly.




If you are a family who carries a lot of baggage:




• You may prefer to approach things with abundant planning and research.


• You may have more going on, more kids, more aging loved ones, more work, or more financial stress that requires your attention and makes you less flexible and adaptable.


• You may have had a prior experience with this type of challenge or issues that are similarly serious.


• You may be facing a challenge that is more serious or that is expected to require several interventions or a longer period of attention.





I would argue both families can succeed in facing their challenges, whether they have packed light or packed heavily. If you can have some perspective into what you’re showing up with—including the things you perceive as both strengths and weaknesses—you can use that insight to help make the best plan for your family.


It’s worth noting that if you experienced the same challenge as your child, you may feel better equipped as a parent. For example, you and your child may have the same learning disability or food allergy. As a parent, you are bringing a lot of valuable firsthand experience and knowledge that can help your family. But you also may be bringing some outdated ideas (things have changed!) and some preconceived notions that may not apply to your child. Maybe your teacher wasn’t helpful with your learning disability or you never had a severe allergic reaction. But just because you had those experiences doesn’t mean your child will. Sometimes these experiences give you valuable background, vocabulary, and context, but for other families bringing along these experiences is like carrying flip-flops on your ski vacation; they may have been useful for childhood beach trips, but they will be of little use to you on the slopes.


More importantly, you may have unprocessed emotional trauma to unpack. Maybe you were shamed or bullied for the learning issues you faced, or maybe you ended up in the ICU after a severe reaction and almost died. You may find your child’s issues trigger painful memories. So, as you try to “enjoy your trip,” you’ll want to use the learnings that are most useful and find ways to process and heal from the rest. You can draw from what you’ve experienced to support your child, but you should not allow your past to bar you from understanding what’s changed and what’s different about your child’s situation.


If you are packing light for vacation, you may need to shop when you get there and seek out more resources. If you had never before heard the words “cerebral palsy” or known a child with a developmental disability, and now your child may be diagnosed with one, you may feel like the airline lost your luggage completely. You may not have many preconceived notions or much background in the sort of challenges you face, and that may feel overwhelming. But you can parent effectively even if you may need to do some research and seek out more support to meet the demands of your situation.


As a pediatrician, I often don’t know the full family baggage. When I first meet a child with chronic severe headaches, for example, I may not know that their mom has had headaches for years and suffered greatly. It may be difficult for the mother to imagine her child reliving such a negative experience. Or maybe the dad’s nephew just bounced between specialists for four months trying dozens of treatments before being diagnosed with a brain tumor, so the family is terrified that their child’s headache means a similar fate. Or maybe the parent never really had headache issues and doesn’t even keep over-the-counter pain medications in the house. As your family’s doctor, I won’t really know what kind of support you need as a parent without knowing this context. What I need to know is, where are you coming from?


But I’ve seen families hold back on this information. Some families think that the pediatrician is only there to support the child—a huge misconception. Pediatricians are advocates for children, positioned to support their growth, development, and health; but in order to accomplish this work, pediatricians are expected to evaluate and support the well-being of the family. The Bright Futures preventive health guidelines by the American Academy of Pediatrics recommend pediatricians make room at every visit to ask open-ended questions about family stressors and gain expertise in utilizing family strengths and community supports to optimize family functioning. It’s easiest to see this necessity in the extremes—when a mother has postpartum depression, her mental health is a direct concern for her child. If there is domestic violence or substance abuse in the home, we know the child’s health and well-being will be affected. But even in more everyday examples, a pediatrician is responsible for supporting both the parent and the child because caring for the family directly impacts the child’s well-being.


Still, some families shy away from opening up about where they are coming from; maybe they are focused on using our limited time on the issue at hand or they do not see how it’s relevant. Maybe parents seek to avoid judgment from the medical provider. But speaking with your doctor about the context of your family can be a game changer, particularly when things feel overwhelming or aren’t going well.


As fully formed adults, we also bring our attitudes and personalities to parenting, which can be strengths. Maybe you’re an extrovert and have a big network of friends to help you. Or maybe you have a voracious appetite for reading books to help you prepare. Maybe you are very intuitive and observe your child intensely. The characteristics that make you the parent that you are can also help you support your family in your own unique way.


Your personality traits can also be weaknesses. Maybe you struggle with organization or you do not have a lot of experience with breaking down big, complex projects. Maybe you’re a procrastinator or prone to sweeping hard things under the rug. Maybe you’re more of an introvert and don’t have a big community of friends to support you.


We all have our blind spots and biases, even in the medical field. Pediatricians have seen rare and terrible illnesses—not because these things are common, but because we see thousands of patients over our careers. For example, I’ve seen a thousand kids with a stomachache, and only once was it related to a new diagnosis of cancer. For some, this experience leads them to worry excessively about their children’s health. Others, like me, cope with this fear by denying or minimizing the possibility that my children could be seriously ill. But, by being aware of our tendency, a paranoid parent can seek extra reassurance, and since I have a bias to dismiss potential problems, I can make a plan to ensure my kids get good care. At the end of my visit with the doctor, I can ask, “Should I be worried about this?” And I can welcome my husband’s perspective to round out my own.


In the end, the most important thing you bring to a challenge is the love you have for your child. You care about them more than anyone else in the world. You know them better than anyone else. And so, you’re in the best position to help them. Taking an honest look at your strengths and weaknesses, perspectives and biases will prepare you to handle this challenge the best way you can. Self-awareness will help you find the balance you need to become the best advocate for your child. And whatever your background, all parents can find ways to help their children.


Before you go on, take a moment to think about the following:




• What’s the biggest strength you bring to helping your child face their challenge?


• What’s an area where you feel you could grow or get help?


• How will the background of your day-to-day life affect the unique way you approach things?





Worrying the “Just Right” Amount


So much of the stress I hear about from parents relates to the uncertainty of whether they are on the right track. How do you know if you are too worried, or not worried enough? Say a child’s weight hovers right around the edge of where you begin to be concerned about malnutrition. Or a child’s development is just a touch slower than what you might expect. Or a baby is just a little fussier than other babies, or a teenager seems more emotional than you’d expect.


We do not want to pathologize our children. We shouldn’t think of every little thing as a problem or an emergency. This kind of over-worrying can do more harm than good. At the same time, we do not want to miss an opportunity to find our child the support they need to live their best life. I think of trying to achieve the “just right” amount of concern as like shooting a basketball into a hoop. You want to estimate the proper amount of force you’ll need to get the ball the correct distance, and you want to aim for the net.


If you underestimate the challenge and bring too little force, you may not have enough oomph to get to the net. You may not devote energy to discussing the challenge with babysitters, teachers, and doctors who could help. During the delay, your child’s condition may worsen.


But on the other hand, if you overestimate the challenge and bring too much force, you may tire yourself out or bang the ball against the backboard and still miss the net. When you devote excessive resources to a challenge, you steal resources from other important areas of your life, which can cause unnecessary anxiety. You may miss some of the joys of parenting. Or children may hear the message that there is something wrong when there isn’t.


If you think back to how you’ve responded to other issues that you’ve handled in your life, consider if you might have a default response to difficult situations. In high school, for example, when you knew you were heading toward a bad grade, did you avoid the issue and forget about it? Or did you worry a lot, changing your behavior and studying? Have you ever had a situation where you looked back and thought, “Maybe I overreacted?” Our default response to challenges can be part of our temperament. We often trend toward familiar behaviors when it comes to worrying too much or too little.


Now, considering what we’ve discussed so far, you may want to think about where you fall on the scale between someone who is avoidant and someone who catastrophizes. Some things to consider:




A Parent in Denial


• Others around you seem more concerned about your child’s challenge than you are.


• You may find yourself minimizing your child’s challenge often.


• You may be seeing the trees instead of the forest.







A Parent Who Panics


• It seems every minor thing is terribly wrong.


• Small problems seem overwhelming.


• Worries seem to crowd your thoughts and your mind is often racing through the worst scenarios.





As you consider your reaction to your child’s challenge, take time to investigate whether your reaction is in correct proportion to the scale of the challenge.


It’s also important to pause to consider what message you’d like to send to your child and what attitude you’d like your children to have toward their challenge. Your reaction or overreaction will affect how your child understands their challenge. Your response will also affect how your child believes in your ability and their own ability to face this challenge. Between your reaction and your response, there is a space for your best intention. But before you can make use of that space, you have to be honest about what your reaction is and where it’s coming from.


Ultimately, please understand that it is possible, even common, that sometimes you will tend toward denying problems and sometimes you will jump toward catastrophic thinking. Both extremes are rooted in love, but at the extremes, either can harm your child. Minimizing the situation can lead to missing opportunities for positive intervention. And panicking can frighten your child and create excessive stress.


Happily, there are specific ways to address each of these tendencies. Finding balance can help you chart a constructive path forward for your family.


Denial


Let me walk you through a relatively common scenario for many pediatricians: Let’s say I’m about to see a six-year-old for a sick visit for breathing concerns. He has missed twenty-four days of school in the last year. He has been seen in urgent care twice and has been hospitalized with a severe case of influenza. When I see that he has a diagnosis of asthma and several medications on file, this all makes sense. Asthma is one of the most common chronic medical conditions kids face, and it can be quite difficult to control.


As I enter the room, I would be wondering what factors we may have missed that may have led to our struggles to get his asthma under control. Perhaps he has severe allergies, or perhaps the controller medication wasn’t the right choice. The first thing I ask is how his asthma has been recently. His father then furrows his brow and says his son doesn’t have asthma.


Now I am confused. Did I look at the wrong chart? I reviewed the facts as I saw them in the chart: prescriptions, ER visits, a hospital stay… this is the correct medical history. Had it been one or two encounters for asthma, I would think maybe communication difficulties and poor explanations led Dad to misunderstand. But over a dozen encounters mentioned asthma, and asthma inhalers had been prescribed. The child had a past diagnosis of asthma in each visit, but the dad did not agree. If the breathing problems weren’t due to asthma, what were they about? “I don’t know,” Dad says, “he just gets a bad cough sometimes.”


Because this is not my first rodeo, I recognize the parental issue pretty quickly—denial. I have seen the reactions families can have when they face a challenge, and they can have considerable range. When you watch your child day to day, you gain so much information—more than anyone else could possibly have. You see how much they sleep, how they eat, their activity level, and their mood. You see what frustrates them and what brings them joy. You see how they interact with friends in familiar and unfamiliar settings. You have all the data.


This valuable knowledge sets you up to have all the information you need to make a diagnosis, but it doesn’t always happen. As parents, we also have a deep need for our children to be all right. We love our children immensely and hate to imagine that things are wrong or that they need additional help. Sometimes we are too close to the situation to see a growing problem or a trend. Sometimes it’s much easier to bury our heads in the sand and deny that there is a problem. Denial feels safe and thus is an easy trap to fall into. Over time, I’ve learned that this denial often stems from fear.


Even as a professional, I’m guilty of this. My child wakes up in a grumpy mood, refuses breakfast, and has a bit of a runny nose. I think about our busy day and I hurry my child along the usual routine. More than once, my husband has had to stop and say, “Hello; our child isn’t just grumpy, he’s sick.” I am too close to the situation and often heavily biased toward wanting everyone to be well for logistic reasons (I don’t want to cancel work or school) and for emotional reasons (I just don’t want to face the possibility that my babies aren’t well).


When I dug further into the aforementioned asthma case, a review of all the common symptoms made it clear he had all the classic signs of asthma. He checked all the boxes, including chronic nighttime cough and shortness of breath when exercising. But the father vehemently denied the diagnosis of asthma. You can imagine how this denial would be a major obstacle in getting the child the help he needed. Before I could help the parent to properly treat the child, I needed him to accept and understand the problem. By not acknowledging the scale of the challenge they faced, the father was having difficulty getting the son the support he needed.


Rather than confronting the dad, I chose to approach the situation with curiosity: “It sounds like you know a lot about asthma. When I hear your son’s symptoms, the diagnosis of asthma seems clear to me, but can you tell me what I am missing?” And that’s when more of the story came out. The father had childhood asthma that worsened in his teenage years. He had been in intensive care and even on a ventilator for his asthma. “I know asthma is bad,” he said, “and what he has is not that bad.”


This opened up the conversation. As we talked through his experience in contrast to his son’s, I could see him visibly relax. Now we could start from common ground. And once I understood where he was coming from, I could provide targeted education about how variable symptoms and severity can be in asthma. I then was able to guide him to see how accepting the diagnosis would help keep his son well.


When he was denying that his son had a problem, the father had been underestimating the need for resources to improve his son’s health. Once he accepted the diagnosis of asthma, he could provide the care his child needed to thrive. He could learn that treating asthma did not always mean ventilators, and that asthma does not always mean worsening symptoms over time. He could see that the goal of treatment was not just about avoiding hospital stays. He could see that by treating his son’s cough, we could improve his sleep quality and potentially his behavior and school performance. By controlling the asthma, we could improve his son’s endurance and even increase his interest in sports and other physical activity.


When I understood the gap between what I saw and what the father saw, I could help so much more. The medication would help to avoid emergency hospital stays and control his son’s breathing problems, and also improve the family’s quality of life.


Denial can come in many shapes and sizes, but it is the tendency to minimize, ignore, or circumnavigate a challenge that needs to be addressed. Very loving and engaged parents can exhibit tendencies toward denial for valid reasons. We want our child to be well, so sometimes we sweep small signs of trouble under the rug and are the last to identify something as a problem. We see our child change in very gradual ways over a long period of time and sometimes lose the perspective that our child’s experience is unusual or abnormal. We are so used to our child and the way our child has always been that we don’t always compare our children to what is normative at their age (sometimes for good reason!). The associated reluctance to ask for help and obtain care can do harm. No parent intentionally obstructs their child’s care, and often the denial is unconscious.


If you tend toward denial, self-awareness can help you manage your tendencies and provide direct benefits to your child. You could remind yourself to take a closer look or a regular step back to consider issues you tend to avoid. Or you can invite others in your life to remind you and support you when needed. Babysitters, teachers, friends, or family should feel welcome to speak up if they think your child needs more attention or resources.


In our family, I am prone to denial, and my husband is the one who frequently has to nudge me toward taking action. His input is welcome and helpful, even if sometimes I still don’t act on it right away. But awareness and improvement—even partial improvement—can still make a positive impact in our child’s care.


It’s Not Always the End of the World


While denying a problem can delay care and negatively impact the child, it’s also true that overreacting to a problem can do harm. Imagine a parent who sees blood in their child’s diaper. Without knowledge to interpret this symptom, a parent primed to catastrophize may worry about cancer or a surgical emergency like appendicitis. If the parent is interpreting the situation as a catastrophe, the parent may suffer stress and lose sleep, choosing to seek out a gastroenterologist. They may then have to wait for an appointment, spending money and time to lean on a specialist’s expertise to rule out cancer. These steps may not have been necessary and may result in a longer lag time before their child gets appropriate counsel. Similarly, if a parent is concerned about blood in the stool being a sign of a surgical emergency like appendicitis, the parent may run their child to the emergency room. While evaluation at the emergency room might yield a diagnosis, so would a call or visit to the pediatrician with less cost and exposure to viruses and bacteria. Responding this way once in a while might be an expected part of parenting—surely sometimes we overreact—but when overreacting becomes a pattern, it can lead to unnecessary stress, diminished sleep, impaired decision-making, and other consequences.


A parent without the tendency to catastrophize or with a more trusting relationship with their pediatrician may be able to find better care faster and with less cost (and less stress). The pediatrician can help a family determine what blood in the diaper might represent in the context of this child’s family and medical history. Most likely, the pediatrician could provide immediate reassurance about cancer and surgical emergencies being unlikely and underlying constipation or milk protein allergy being the most likely possible diagnoses. By partnering with their pediatrician, parents will have individualized support in addressing their concerns and connecting with any needed specialists for interventions.


Imagine another scenario, a child who has limitations in expressive language. This child may be on a different timeline than other children in accomplishing their milestones. A parent who is prone to catastrophizing—imagining only the worst possibilities—may be prone to “give up” on their child and think they may never gain these skills. This attitude may translate into less patience with practicing recommended skills or less motivation to schedule therapy sessions. It’s important to understand that this often comes from a good place; a parent may be accepting the child for who they are today. But sometimes fear or trauma leads us to imagine our children’s future as more limited than it may be.


The attitudes parents carry about a diagnosis are passed on to their children. When you view your child as having more challenges than they actually do—thinking they are more fragile, more sick, more troubled, more disadvantaged—your child can begin to internalize these messages. Some studies have shown that the extent of these impacts can be wide ranging. Intuitively we understand that catastrophizing is a maladaptive coping pattern, and research has confirmed that adults or children who catastrophize tend to have worse outcomes.


With chronic pain, catastrophizing attitudes are associated with worse perceived pain, depression, and coping. Researchers at Cincinnati Children’s Hospital took this a step further and investigated whether the tendency of parents to catastrophize influenced a child’s coping and subsequent pain and functional limitations.1 In their study, more than 70 percent of parent-child pairs coped similarly—parents who scored high on catastrophizing tended to have children high on catastrophizing. Even when controlling for parent pain history and severity of the child’s pain in the past, parents who scored high on questionnaires about catastrophizing were likely to have children who reported similar attitudes. Additionally, children and parents who scored high in catastrophizing experienced more pain, more depression, and had lower levels of functioning.2 The authors hypothesize that some of this may be genetic—an anxious parent may be prone to catastrophizing and anxiety is heritable.


However, another perspective is that parents with maladaptive coping skills can reinforce these on their children. Imagine a child who has had chronic pain has a day with moderate pain—if a parent tends to catastrophize, they may cancel the outing to the park to promote rest and begin medications, unintentionally teaching and reinforcing to the child that the pain is a limitation in their life. A parent with less catastrophic thinking may acknowledge the pain and work with the child to continue their planned activities while using whatever tools necessary for the child to be comfortable and cope with their pain. While it’s frightening to parents to think that they have the potential to make a child’s perceived pain and functioning worse by maladaptive coping, it’s inspiring to think that if a parent learns healthier coping skills and models them for their child, they may be able to influence their child’s well-being. This small study focused on pain management, but even if your child isn’t coping with chronic pain, this evidence shows that it’s possible for our attitudes to impact our children’s health.


For this reason, one of the most helpful advanced parenting skills is bringing a positive, constructive mindset to your child’s challenge. As parents, we have an opportunity to set the tone for our children and model the approach we would like them to take. While staying even-keeled amidst stress as a parent isn’t easy, we’ll discuss some strategies to help promote healthy coping.


“Growth mindset” is a term popularized by Carol Dweck, who describes it as follows in her bestselling book Mindset: “This growth mindset is based on the belief that your basic qualities are things you can cultivate through your efforts, your strategies, and help from others.” The benefit of a growth mindset for typical children facing typical challenges is clear. It helps when you coach your child, saying, “You haven’t mastered an academic skill yet, but by working hard you can accomplish your goals.” Your child’s state isn’t static, and the growth mindset is founded in a belief in what’s possible.


This approach can also help children who are not on a typical track: “You may have a big challenge dealing with your diagnosis, but I know with hard work and support from your doctors and teachers, you can learn to thrive with this.” A growth mindset implies that the cards you are dealt are just a starting place and don’t define your value. Your choices and actions have power.


For parents, similarly, when you face an unfamiliar or difficult task related to your child’s challenge, a fixed mindset will have you feeling hopeless and thinking, “I can’t do this.” If you can work to adopt a growth mindset, the same challenge might spark you to say, “This is hard, but how can I learn to deal with this?” or, “Where can I get the help I need?” While difficult life experiences may train us to assume the worst and think catastrophically, we can learn and practice new productive responses that encourage a constructive growth mindset.


This is not to suggest that as a parent and caregiver you must possess limitless optimism and positivity. You will have your own reactions to this challenge, just as your child does. Parents who are anxious or who have a history of trauma may be particularly prone to imagining the worst. Additionally, we should give parents permission to experience big feelings in response to big stressors. It’s okay to feel overwhelmed or down when facing something hard, but even in the hardest moments, remembering, “I can’t do this yet,” or “I haven’t got a handle on how to deal with this yet,” allows a parent to see that things can and likely will improve with time.


When you confront challenges as a parent, consider if the size of your feelings is in proportion to what’s happening. Sometimes, a catastrophic feeling is there for good reason—perhaps there is an urgent concern that needs addressing. But other times, big feelings are there because your love for your child is so vast.


Why We Catastrophize—and How to Stop


As a parent, you are ultimately responsible when something goes wrong and the person most invested in your child’s future. Many times, parent attention and vigilance makes a positive difference in a child’s course. Parents have facilitated earlier diagnoses, recognized subtle signs, and even saved their children’s lives. But, taken to the extreme, the benefit of increased vigilance and increased stress diminishes while the cost of excessive worries continues to accumulate. In an ideal scenario, we’d find a balance—a parent who is conscientious and responsive, but able to respond with intention and perspective rather than fear and anxiety.


If you tend toward catastrophic thinking, you can develop habits to break unwanted thought patterns and help you maintain perspective. These are some helpful steps that you can consider taking.


Triage


The Pareto principle is popularly referred to as the eighty-twenty rule. It estimates that 80 percent of the positive impact comes from 20 percent of the work. If there were a linear relationship between parenting work and child benefit, more effort would always result in better outcomes. But the eighty-twenty rule implies that 20 percent of our parenting work is responsible for 80 percent of the outcome. For parents facing challenges, some decisions are high stakes. Choosing the right surgery plan or the right doctors or the best school to support your child will have a profound impact and fall into the 20 percent category. Other decisions, like whether to ask for physical therapy once a week or twice a week, or whether to seek care on day one of a new illness or day three, will have a much less significant impact on your child’s outcome. If you are someone who tends toward catastrophic thinking, it’s likely that you will feel most decisions and situations are high in importance. But even though every decision that impacts your child may feel important, not everything is paramount in its effect. Pausing when you encounter a new symptom or a new problem to consider whether it’s truly one of the important “game-changing” moments will help you to triage more effectively. Additional efforts and attention to the smaller decisions, while necessary and helpful, likely show fewer and fewer tangible benefits.


Compartmentalize


You can schedule a designated time for worrying each day, so that when troubling thoughts enter your mind you can remind yourself to set them aside to worry about later. This habit can allow you to practice letting thoughts “float by,” rather than diving down a worry rabbit hole. It can free up emotional and mental bandwidth if you gently acknowledge the worry, and then remind yourself that you have dedicated time and space to process it later.


Reach Out to Friends and Family


We will talk in chapter 9 about maximizing your coping skills with positive self-talk, guided imagery, and humor, but spending time connecting with people you trust can be an invaluable way to gain support. Though it can be hard to find the right person—be it a friend, teacher, doctor, nurse, faith leader, or family member—they can provide essential support to help you understand your worries and to keep them in perspective. When you have someone to listen, venting about your stress can help, but be sure to be clear about your intention. Some parents seek support and reassurance, but their well-intended friends imagine they are looking for answers or logistic help. If you are seeking to vent worries but get ideas and solutions instead of the listening you want, you can end up feeling more overwhelmed. But if you ask for what you want up front—“I have a solid plan and still feel worried, would you just listen to what I’m dealing with?”—you may be more likely to get the support you need.


Find Professional Support


It’s absolutely appropriate to mention feelings of anxiety to your child’s care team. Sometimes pediatricians can change the care plan to enable more support. For example, when a pediatrician learns that a new mother is suffering from postpartum depression, our advice about feeding choices and mother’s sleep may adjust to promote her coping. Similarly, if a family is struggling in coping with a challenge, we may be able to focus our advice more productively and more constructively. If a parent is struggling, it’s not a good time to recommend a labor-intensive treatment. Not only would such a treatment add more stress, but it would also be less likely to be successful given the family dynamics. Sometimes we can connect families to others in similar circumstances or with support groups. Your care team can also help you decide if you need a therapist or psychiatrist for additional support of your mental health. For some parents, catastrophic thinking may be part of a larger underlying anxiety or a response to prior traumatic experiences, and sometimes addressing these bigger issues with professional help is the best course.


I worked with a parent whose son had survived lymphoma; as a result, she struggled with anxiety. Every time he had a sore throat or a sniffle, she would feel a swollen lymph node and imagine the cancer returning. When these worries were at their worst, she couldn’t sleep or handle her daily activities like work and feeding her family. Even when he was well, she often had difficulty sleeping due to intrusive worries about his well-being. Her child’s oncologist and I worked together to provide education and reassurance but encouraged her to seek additional mental health support to cope with her anxiety and catastrophic-thinking habits. She found a psychiatrist and took medication while she participated in cognitive behavioral therapy to learn and practice skills to cope with these intrusive and negative thoughts. While improvement did not come quickly or easily, this work helped her to take care of herself and her child.


Watching his mother engage in this work also showed the child, a tween at the time, that these resources could be of benefit. He ended up requesting to work with a therapist of his own to gain coping skills. While they still worried about his health, the subsequent spirals of worry tended to be hours instead of days or weeks, and the visits to see me became less frequent and the bags under the mother’s eyes less dark.




Mind Your Own Health


In addition to affecting the tone of family life, catastrophic thinking can worsen the health of the parent. Remaining hypervigilant and chronically stressed will wear down your physical and emotional well-being. High stress reduces sleep quality and leads to a detrimental cycle of decreased coping capacity and worsening symptoms.


The stress response has an immediate and short-term effect on your body: to prepare for a crisis, your heart beats faster and harder, your breathing changes, and your hormones and glucose physiology adjust to increase your blood sugar. But long-term elevated stress also has significant consequences for your health, including increased rates of heart disease, cancer, diabetes, asthma, and depression.


It’s no surprise that studies have shown that stress among caregivers can lead to their deteriorating health. An analysis of 547 studies of families with children affected by a variety of chronic physical conditions, such as asthma, cancer, cystic fibrosis, diabetes, epilepsy, juvenile rheumatoid arthritis, or sickle cell found that caregivers had significantly higher levels of stress than parents of children without health challenges.3 The studies also showed that greater stress was associated with poorer mental resilience in caregivers and in children with chronic illness. The well-being of the parent is vital to the health of the children and the functioning of the family. Fortunately, there are steps that parents can take to reduce their stress and improve their well-being.





Where Are You Putting Your Energy?


I’ve had more than one parent threaten my life. This is not an unusual experience for my profession—many of my colleagues have reported receiving irrational threats. This happens so frequently that hospitals have protocols in place to protect doctors and nurses when necessary.


While I can’t share much about how a specific situation escalates to this level, I can explain why. Sometimes a family is overwhelmed at their baseline—perhaps financially, socially, or due to other existing issues within the family—and now they face another crisis. A parent’s emotions boil over and some feel the need to release those unbearable feelings. So, parents scream at the doctor, or they throw something at the nurse, or they curse at the receptionist and hang up.


These parents are not bad people. If you’ve done this before, you are not a bad person. Each time a parent has lashed out at me, it was because they were angry at the injustice of their child’s situation and they were scared of losing their child. All those feelings erupted, and I was there. Even if you aren’t the type to threaten a pediatrician, maybe there have been times when you lashed out at whoever happened to be there.


Other people respond to extreme stress in the opposite way—one-word answers, avoiding eye contact, not returning phone calls, and generally withdrawing. I once had a mother wear her sunglasses indoors for the duration of a visit. As I got to know her better, I saw this was her default; when she felt overwhelmed, uncertain, or untrusting, she would put up walls and plan to handle things on her own.


When you face a challenge, you have to put the energy of your reaction somewhere. Witnessing a family member’s struggle is extraordinarily stressful. As you cope with that stress, where does it go? Parents often have a tendency toward either externalizing by taking the stress out on others or internalizing by taking the stress out on themselves. By understanding your tendencies, you can then choose to react more intentionally. Let’s break down the two most common ways parents react in these difficult circumstances.


Externalizing—Taking Your Stress Out on Others


Parents who externalize may lash out angrily toward others. These individuals may get irritable and argumentative with team members. They may blame others when things don’t go well. Externalizing has obvious costs, as alienating your doctor can reduce the quality of your care. In a less dramatic example, I know that if I walk in and the parent’s arms are crossed and their answers are curt, then we won’t have the open communication needed for good care.


Similarly, taking out your stress on teachers, therapists, or babysitters will carry a cost. Most of these people care for your child and won’t retaliate, but if you damage the relationship, they will not have the smooth communication they need to provide your child with the best care. When the communication is open, your child’s care team can learn about your goals, experiences, and home life, and this context can help them address your child’s challenges more effectively.


While externalizing can be frustrating for your care team, most experienced providers can see that the families who are the angriest are often the ones that are suffering the most. If you catch yourself getting very angry, explain why. When your care team knows, they will be more equipped to offer the support you need.



Internalizing—Taking Your Stress Out on Yourself


If you internalize, you may blame yourself when things don’t go well. You may feel hopeless or ashamed when you experience a setback. Parents who tend to internalize often experience stress and withdraw and isolate themselves. Some may even berate themselves. Understanding the consequences of this reaction may be more difficult for a parent to grasp at first.


Imagine a parent dealing with their child’s eczema. They have followed the doctor’s recommendations and administered medications, but the condition hasn’t improved. Rather than confronting the doctor and communicating, “This isn’t working and we need a new plan,” the parent feels that something they did was wrong. They may do hours of research, purchase products recommended by sources they find online, and attempt to figure it out on their own. This reaction also comes at a cost. Speaking to the doctor or asking for help might have led to a better plan or would have helped the parent and child arrive at an answer more quickly.


Internalizing parents might assume that their struggles with getting their child’s needs met is their fault, rather than the fault of a challenging condition or our byzantine health-care system. Furthermore, internalizing parents may be more likely to face health consequences, anxiety, or depression.4 If you have a tendency to internalize, recognizing this can give you the opportunity to change your habits and reduce your risk of these complications.


Managing the Extremes


There are concerns with either extreme. By externalizing, you may drive away potential allies and miss opportunities for improvement. By internalizing, you may not voice your struggles sufficiently to get the support you need and your mental health may suffer. Whether you put too much blame on others or too much blame on yourself, you are likely to end up more isolated. And one of the most important things we can do to help families facing a challenge is to ensure they stay connected and avoid isolation.


The truth is, so many things are out of our control. We can’t always prevent or predict the stress that we face, but we can control the way in which we respond. When presented with inevitable stress, if we can take a breath and broaden the gap, it can allow us to choose our own response. Psychologist Rollo May wrote about this in his article “Freedom and Responsibility Re-examined” in 1963: “Indeed I would define mental health as the capacity to be aware of the gap between stimulus and response, together with the capacity to use this gap constructively.”5


You know yourself best. Whatever your go-to response might be, pause before you react. This may give you the opportunity to challenge yourself to intentionally change that response. If you are an externalizer and you are faced with an unexpected setback, you may need to say, “I need a minute.” You can then take time to breathe deeply, or express your struggle to cope and need for help. This shift in response can prevent your taking your frustrations out on those around you, especially those who either didn’t cause or cannot help the situation. If you tend to internalize, and you hit a wall regarding something your child needs, you may have to remind yourself to stay engaged and speak up to overcome the obstacle.


Working with Your Default Mode


We all have a default mode for how we handle stress. Antoine’s father would withdraw like a turtle into his shell. Antoine had severe intellectual disability, self-injurious behavior, and epilepsy associated with a genetic syndrome. When he would experience a downturn—a worsening of his underlying diagnosis—Dad would seem to shrink, despite his over-six-foot frame. He would sort of nod along to the plan and subsequently wouldn’t answer or return phone calls about Antoine’s care for a few weeks.


I worried a lot about his family—whether they understood the complexity of his condition and whether they had enough help. But never for a moment did I doubt the father’s dedication to his son. When he was ready, he would always be in touch to move forward with the plan. When his child needed immediate care, his father would always make it happen one way or another. As our relationship developed, instead of asking whether to move forward with this or that, I learned to ask, “Should we move forward now, or give you some time to process all this new information?” Antoine’s dad would always elect more time. Often, we could work on his timeline more effectively than my own.


When Antoine was referred to see a new doctor, knowing that he moved a bit slower in making decisions and adapting to changes, I encouraged his father to speak up about his preferences for the timeline. Sometimes, physicians expect a rapid response, and a parent who doesn’t move along to fill a new prescription or get blood work or testing right away might be labeled as “noncompliant” or even “negligent.” If he wanted more time or more opportunity to learn about the decision at hand, communicating that would enable the new doctor to make a plan that better fit his preferences.
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It’s easy to label some of these instinctual reactions, particularly the ones that are at the extreme, as good or bad. However, just as we label all feelings valid, we should consider all responses acceptable. There is no right or wrong way to react when your child has a challenge—your reaction just is. Denying a problem, catastrophizing a symptom, taking your feelings out on others or yourself, are all valid ways that parents try to cope. I’d encourage you to give grace to yourself as you think about how you and your family members fit into these patterns. The point isn’t to change your default response or to change your responses to fit those expected by your care team. Simply knowing and understanding your default response can empower you. Once you see your tendency and name it, you allow yourself agency. You can choose the best way to proceed and make a plan to help yourself and your child. In this way, awareness and knowledge are power.


Before you move on, consider the following questions:




• What are you bringing to your child’s experience?


• Are there any strengths you bring to the situation you haven’t considered?


• What are your limitations and where are your blind spots?


• Is your reaction the right size for what you face?


• Are you one to internalize or externalize stress?
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