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For you, dear reader.

For everyone who has lived with complex chronic symptoms—who has been gaslit, undertreated, and lost precious time—this book is for you.

To all who have shared pieces of your story with me, whether through emails, messages, or comments: thank you. Your courage and honesty have made this journey less lonely.

Join Going My Own Pace Community

Exclusive updates, articles, freebies and more.
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The content in this book is not medical advice and should not replace consultation with qualified healthcare professionals. I am not an expert in any of the conditions presented in this book; I am an expert in my experience. Please consult your healthcare provider before making any decisions about your health or treatment. I share my story and research to help others advocate for themselves and increase visibility of these experiences. 



	[image: ]

	 
	[image: ]





[image: ]



Introduction 


[image: ]




For years, I struggled to keep up with a life dictated by chronic pain, unrelenting fatigue, and endless medical confusion. Misdiagnosed with several conditions and only later discovering the true causes – hypermobility spectrum disorder (HSD), chronic fatigue syndrome/Myalgic Encephalomyelitis (ME/CFS), and endometriosis. I learned that the key to thriving wasn’t fighting my limitations but learning to pace myself in harmony with them. Let’s be real: that sentence should read, “But trying to pace myself in harmony with them.”

I am so proud of myself, and I am deeply disappointed in the medical system. I’d be a very sick lady if I hadn’t been able to fight so hard for myself. In this book, I will share the long journey that led us to where we are now. After experiencing symptoms from the age of 14, I received the correct diagnosis at the age of 39.

I’ve been sharing my journey through the blog Melissa vs Fibromyalgia since 2013. In that time, I have put a lot of coping mechanisms in place and have been able to increase my functionality. I’ve gone from moderate daily symptoms to mostly mild daily symptoms. In my thirties, I’ve finally been able to begin exploring things like hobbies and discovering what I enjoy doing. I never had the time or energy to pursue anything outside of work before.

And so, with four small children and dramatic health issues, I’ve been able to achieve lifelong goals and begin passions that will surely be lifelong.

In this book, I will share my constellation of symptoms and what helps them. It is a love song to all the things I’ve had to experience to get to where I am. In it, I offer you my best tips and resources to support your journey. Much of it is what most human bodies need, just with more urgency.

I share my journey alongside practical advice for understanding and managing chronic illness. From breaking down complex conditions like fibromyalgia, ME/CFS, and HSD, to addressing symptoms like insomnia, dysautonomia, and brain fog, this book provides tools and insights to help readers navigate their challenges.

You’ll uncover strategies for treatment that you might like to research, including mindfulness, pacing, movement, and medication, and find encouragement to embrace a life of purpose and joy despite the obstacles. This is not just my story – it’s a guide for anyone seeking to find their own pace while living well with chronic illness.

The first section will share my story and some important context for our journey. Part two will outline the key conditions I’ve been diagnosed with, rightly or wrongly, and you will find they overlap with each other and other conditions. In the third section, I share what I’ve learnt about key symptoms. In part four I share the key treatments, the most important parts of my healing journey. This is the gold that I had to learn the hard way through trial and error and a lot of research. In the final part, I will share some tips for living life with chronic conditions. 

Growing my self-confidence and learning to listen to my body and intuition have truly been key factors in my healing journey. Even now, I regularly remind myself that it’s my right – my responsibility – to do what I need to take care of myself, even when it feels difficult or uncomfortable. This ongoing practice of self-advocacy and self-compassion is something I hope to encourage in you as well.

I share this so that you know you are not alone. We may have different stories and symptoms, but you are not the only one who’s been through the minefield of figuring out life with chronic pain and fatigue.
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Part One: Finding Answers Through The Fog
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When your body doesn’t follow the rules, finding answers can feel like chasing shadows. You try to describe what you’re experiencing, but the words never quite capture it, and the explanations you’re given rarely fit.

This part of the book is about those early, murky years: the confusion, persistence, and slow uncovering of what was happening underneath it all. Not every answer came quickly – or cleanly – but each one helped me make sense of the chaos, one piece at a time.
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My Story
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My healing journey began over a decade ago, when I was 25. By that point, I was utterly burnt out. My body was showing signs of strain: constant infections, like cold sores and mouth ulcers, frequent colds and illnesses, and a level of exhaustion I couldn’t explain. On top of that, the weight of chronic sleep deprivation, relentless pain, and crushing fatigue had become my daily reality. For years, I navigated a foggy existence, constantly battling symptoms that drained me physically, mentally, and emotionally. Somehow, I kept going, not understanding how my body continued to function in that depleted state.

Over the years, it’s been a series of small, deliberate steps that have brought me to where I am today. Much of this progress has been self-led. I’ve become the project manager of my health, learning to take this responsibility seriously. I follow the advice of medical professionals, but managing my health on a day-to-day basis has been my responsibility.

Looking back, I realise that my health challenges started early in life. As a preschooler, I suffered from constant ear infections, leading to surgery to insert grommets and remove my adenoids. I still vividly remember waking up with breathing tubes in my nose, someone telling me not to pull them out. I was just curious, wanting to understand what was happening, but that moment stayed with me.

In childhood, I dealt with excruciating “growing pains” in my legs and nights spent writhing in agony. By the age of 14, I was diagnosed with tendonitis in my forearms, and at 17, I began experiencing burning shoulder pain by the end of each day. My sleep was never restorative.

Despite seeking help from various specialists, I was often met with skepticism. Some implied that I was exaggerating my symptoms, as the pain locations and intensity would change. Physiotherapists would tape me up, attributing it to poor posture. But nothing offered relief.

At 18, I was a very active young adult. I worked at a gym, attended university, and took painkillers and amitriptyline (a medication commonly used for chronic pain). Yet, my symptoms worsened as time went on. The fatigue and pain increased, and I found it more challenging to push through.

When I was 21, during my final year of university, I became severely ill with flu-like symptoms. Weeks of these symptoms left me exhausted, to the point where I could barely stay awake during lectures. After a prolonged course of antibiotics, the infection cleared, but the fatigue persisted. I wasn’t able to continue my studies, so I shifted to full-time work.

But with work came more pain. My neck and back became increasingly problematic, and I sought help from chiropractors and other therapists, but the relief was non-existent or temporary. I was eating a “healthy” diet, exercising as much as I could, and maintaining a healthy weight, but nothing seemed to help.

At work, I was operating on sheer willpower. I made lists just to remember the most basic tasks, and by the time I got home, I had no cognitive energy left. I relied on batch-cooked meals and TV reruns to get through the evenings. I couldn’t even read because I couldn’t absorb the information.

Meanwhile, my body was in a constant state of stress. My nervous system was always on high alert, preventing me from achieving restful sleep. My body was always tight, on edge, and perpetually exhausted. I lived in a cycle: work, push through the week, then collapse in exhaustion on Sundays, only to start the cycle again.

The turning point came when I decided to reduce my work hours and minimise my commute. I moved to a warmer city, took on a reduced work schedule of 27.5 hours per week, and began to pace myself more carefully. At that time, I didn’t even know what pacing was, but I instinctively began to manage my energy better.

This shift made a huge difference. For the first time, I could see a light at the end of the tunnel. Slowly but surely, I began to move out of survival mode. Over the next decade, my health improved, despite some setbacks, including four pregnancies.

I began to learn about the connection between stress, the nervous system, and chronic pain. I became my health advocate, diving into research, testing different approaches, and, most importantly, listening to my body. As I shared my journey, first on my website Melissa vs. Fibromyalgia, then through books, courses, and worksheets, I hoped to shorten the learning curve for others.

Having children during this time was challenging but illuminating. When I had my first son in 2014, my symptoms were poorly managed. Doctors had little to offer me at that time. However, by the time my second son arrived, I had learned enough to manage my health more effectively. I published what I had learned in my book Pregnancy and Fibromyalgia and started low-dose Naltrexone, a treatment that significantly improved my sleep, pain, and energy levels.

The pregnancies that followed brought their own set of challenges. With my third and fourth sons, I dealt with severe pelvic pain due to symphysis pubis disorder and sacroiliac joint dysfunction. 

After years of enduring these painful conditions, I was referred to a rheumatologist who added chronic back pain to my list of diagnoses (an incorrect and harmful diagnosis, as we will hear later). 

As if that wasn’t enough, my periods became unbearably painful after my fourth child. After years of advocating for myself, I finally saw a surgeon who performed a hysterectomy and treated my endometriosis, providing relief from the traumatic pain I had endured for so long.

Despite these obstacles, I continued to search for answers. When my doctor suspected Postural Orthostatic Tachycardia Syndrome (POTS), I began looking into how to manage it. And through my research, I discovered that my hypermobility wasn’t just in my pelvis, but was a systemic issue, impacting my entire body. At 39, I was finally diagnosed with hypermobility spectrum disorder, suspected to be Hypermobile Ehlers-Danlos Syndrome.

I’m still learning and growing, but my experience has taught me four key principles: First, ensure you’re properly diagnosed. Second, treat the perpetuating factors. Third, manage symptoms effectively. And fourth, take care of yourself.

It’s been a long journey. But I’m here to tell you: I’ve come a long way, and you don’t have to go through this alone. I hope that you don’t have to fight so hard or suffer so long before you get the help and support you need.
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When the Puzzle Started to Fit
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For years, I struggled with orthostatic intolerance, intense fatigue, poor sleep, widespread pain, near-constant headaches, stomach aches, and a seemingly endless cycle of colds, ulcers, and cold sores.

Over more than a decade, I developed coping strategies – not because I had answers, but because I had no choice. I turned to gentle physical therapies, rest, yoga nidra, breathwork, and slow walking when possible. Low-dose Naltrexone brought some relief. Quetiapine helped me sleep. Managing my endometriosis brought its own set of challenges. I built my life carefully, learning to listen to my body instead of overriding it.

I was given many diagnoses – or “problems,” as one rheumatologist once called them, as if to diminish their impact (or make them lighter). Fibromyalgia. Myofascial pain syndrome. Chronic Fatigue Syndrome. Endometriosis. POTS. Hypermobility. Occipital Neuralgia. Some diagnoses were formal, while others were informal. Some were given, taken away, and given back again.

At the time, each label helped me understand a part of what I was experiencing. But none of them explained why I always felt better lying flat, why a slow walk could leave me breathless, foggy, and unwell. Why my pain moved, flared, and multiplied depending on posture, stress, or seemingly nothing at all.

It’s only recently, with the gift of time, reflection, and a great deal of trial and error, that I’ve begun to understand what ties it all together.

For me, it comes back to hypermobility.

Not the party trick version of hypermobility – not being able to do the splits or bend backwards – but the quiet, structural kind. The kind that weakens connective tissue throughout the body, affecting joints, digestion, circulation, sleep, and even the nervous system.

The kind that turns your entire body into a complex, shifting puzzle.

Looking back, it makes sense. My joints were loose. My ligaments didn’t quite hold things in place. My body didn’t recover the way others’ did. What once seemed like a dozen separate issues – fatigue, pain, headaches, heart rate spikes, temperature fluctuations, and hormonal flare-ups – may be different expressions of the same underlying instability.

And that changes how I see everything.

Not because it makes it easier, but because it gives it shape. A narrative. A map I can begin to work with.

This isn’t the beginning of a recovery story. This is the moment I stopped seeing my body as broken in a dozen ways – and started seeing it as brilliantly adaptive in a world that didn’t yet understand.

Hypermobility may not explain everything. But it explains enough to begin again, with greater clarity, gentleness, and trust in my body’s quiet wisdom.

One lesser-known but significant piece of the puzzle is craniocervical instability (CCI). This occurs when the ligaments that support the junction between the skull and spine are too loose or weakened, allowing for improper alignment. For those of us with hypermobility, this instability can exert subtle yet constant pressure on the brainstem and upper spinal cord, areas that control vital functions such as heart rate, blood pressure, digestion, and sleep. 

This disruption can trigger many of the symptoms commonly seen in chronic illnesses such as ME/CFS, POTS, and dysautonomia. Symptoms such as dizziness, irregular heart rate, brain fog, and overwhelming fatigue often overlap between these conditions, and CCI provides a physiological explanation for why they may occur together. 

While research on CCI is still developing, recognizing this connection was a crucial step in understanding the full scope of my health challenges. It also shifted my approach from treating symptoms in isolation to addressing the underlying instability that affected my entire nervous system. Understanding this connection has fundamentally changed not just how I manage my health, but how I see the journey ahead.

​
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Invisible Doesn’t Mean Unbroken
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We look like regular people.

Sometimes we even look vibrant, smiling, and present. We might be at your event, sitting in your meeting, or picking up groceries beside you. From the outside, we don’t look broken. We don’t look like we’re barely holding it together.

But we are.

We are the ones quietly calculating energy costs in every decision. We’re stretching limited resources across days that ask more from us than our bodies can give. We are carefully managing our sore parts, our symptoms, and the thoughts that tell us we should be able to do more.

If you see us out and about – at a gathering, a work meeting, even just posting online – you may not see the crash that follows.

The rest of the day in bed.

We skipped meals because we were too fatigued to eat.

The brain fog that rolls in and leaves us unable to think clearly for hours.

The tears that come later, when no one is watching.

The hidden costs extend beyond energy. Sometimes we can work part-time, but that means we live with limited income.

Sometimes we push to hold onto a full-time job, but then there’s nothing left for anything else – no energy for joy, for connection, for healing. Sometimes, even the job starts to slip through our fingers, no matter how hard we fight for it.

We spend a fortune on treatments. On things that might help. On things that used to help. On things that insurance doesn’t cover. On practitioners who sometimes care and sometimes make us feel worse.

And many of us have been gaslit more than we’ve been believed.

We’ve been told it’s all in our heads.

That we’re exaggerating.

That we’re just anxious or depressed or lazy or unmotivated.

We’ve been under-treated for longer than we’ve been appropriately cared for. And when symptoms are left untreated for too long, new diagnoses tend to join the pile. Our bodies carry the consequences. And so do our hearts.

Because this is the part that hurts the most:

We’re not just managing symptoms – we’re carrying trauma.

The trauma of pain and fatigue.

And the trauma of being dismissed, ignored, minimized, and misunderstood.

It’s no surprise that many of us walk through life with a list of conditions, a stack of medical files, and a quiet, private grief.

Grief for the life we thought we’d have.

Grief for the ways we’ve been mistreated.

Grief for how hard everything is now.

But even in the middle of all that grief, we are still doing our best.

We are learning, slowly, stubbornly, sometimes painfully, to go at our own pace.

To stop comparing.

To stop over-giving.

To say no even when it’s uncomfortable.

To rest even when the world tells us we haven’t “earned” it.

I’m still learning this.

I still forget that I deserve adaptations.

I still fight the voice in my head that says, “You should be able to do more.”

“You’re not doing enough.”

“You’re not enough.”

But I’m learning to replace that voice.

To speak to myself the way I would talk to a dear friend.

To believe that I am allowed to live a life that works for me – even if it doesn’t look the way I once imagined.

To believe that I am not broken. That I am not less.

That even with limitations, I still have value.

That even on the days when I do nothing but survive, I am still enough.

And so are you.​
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What Getting Better Really Means (And What It Doesn’t)
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There’s a moment that can catch you off guard, quietly creeping in, after months or years of illness: you start to feel a bit better. Not necessarily fixed. Not “normal.” But there’s more capacity in the tank, a few more hours of function, a walk that doesn’t wipe you out. And with it comes a rush of emotion: hope, disbelief, pressure, and – often – panic.

Does this mean I’m getting better?

Will it last?

Can I go back to my old life now?

Is it safe to hope?

The truth is, there’s no roadmap for getting better – because improvement with a long-term condition isn’t linear, isn’t guaranteed, and isn’t the same for everyone. Sometimes, improvement appears as one good week followed by a three-week decline. Other times, it’s the slow layering of small changes – barely noticeable until you suddenly realize, “Oh. I haven’t needed to lie down by 2 p.m. all week.”

This chapter is for that in-between space: the tricky, beautiful, and terrifying dance of navigating improvement.

There Is No Finish Line

We live in a culture that loves finish lines. “Overcoming illness” is framed like a triumphant movie montage: struggle, breakthrough, healing, and then a sweeping return to normal life. Cue the music.

But for many of us, chronic illness doesn’t offer a finish line. What we get is something much less cinematic – and far more real. We get a body that’s different from what we expected. A life rebuilt with pacing, planning, and permission. A new normal that may be quieter, slower, softer.

Improvement doesn’t mean you’re “better now”. It means you’re in a new phase of learning how to live well with what your body allows today. Not what it used to do. Not what others can do. What you can do – right now, in this body.

Before the Mind, the Body

For a long time, I thought I had fibromyalgia. I was doing nervous system work, exploring mind-body tools, and trying to shift my relationship with pain. Some of it helped. But the real breakthrough came when I discovered I had hypermobility. My joints weren’t being held together properly. My body was constantly trying to stabilize itself, and I was dealing with real, physical instability underneath the surface.

Here’s the thing: nervous system tools are powerful. But they can’t override physiology. If there’s an underlying cause – like hypermobility, Mast Cell Activation Syndrome (MCAS), or dysautonomia – that isn’t being addressed, no amount of mindset work will fully “fix” it.

We need to be cautious about bypassing medical complexity in the name of positivity or hope. And we deserve proper investigations before we internalize the idea that we’re just not regulating our nervous system well enough. That’s not fair. And it’s not true.

The Dance of Improvement

Improving is rarely a straightforward climb upwards. It’s more like a dance – two steps forward, one crash back. Some days you feel stronger and overdo it. Some days you pace perfectly and still flare for no apparent reason.

It’s easy to get carried away with the idea of being “well.” You feel a flicker of energy and immediately start dreaming about travel, work, family life – everything you’ve missed. And sometimes, you act on that flicker, rushing forward as if you’ve graduated from illness.

But recovery doesn’t erase the need for boundaries. The more capacity you gain, the more disciplined you need to be about protecting it. Improvement isn’t a hall pass to abandon all your tools. It’s an invitation to use them more wisely, because now you know what happens when you don’t.

And this is where many of us stumble – not out of recklessness, but out of yearning. We want so badly to be “normal” that we run ahead before the ground is solid beneath our feet.

Coping Isn’t Failure

Sometimes we’re so focused on “getting better” that we forget how far we’ve come. You might be using timers, energy budgeting, compression gear, mobility aids, and specialized routines – and still feel like you’re behind. But those tools aren’t a sign of failure. They’re the reason you’ve made it this far.

Coping strategies are skills. They’re self-leadership. They’re how you survive in a world that wasn’t built for you. Improvement doesn’t mean you stop using them. It means you use them more intentionally.

And if some of them never go away? That’s not defeat. That’s adaptation.

When Others Push You (And You Have to Push Back)

Here’s one of the hardest parts: when you start managing better, other people start expecting more from you. Friends assume you can hang out again. Bosses push your hours. Family members suggest it’s time you stopped “dwelling.”

To them, you look better. And in our culture, looking okay often gets mistaken for being okay. So they try to nudge – or bulldoze – you past your limits.

This is when it becomes vital to remember: you get to decide.

You get to protect your progress.

You get to say no.

You get to disappoint others if it means preserving your health.

Your life is not a performance. You don’t owe anyone proof that you’re still unwell.

Hope Is Heavy, Too

There’s grief in being sick, yes. But there’s also grief in getting better. Because with improvement comes hope, and hope can be its own kind of heartbreak.

When you have more energy, you start wanting things again. You let yourself imagine. You make plans. And when a crash hits, it doesn’t just hurt physically – it hurts emotionally. Because now you know what it’s like to feel almost there. And losing that ground can feel like losing yourself all over again.

But you haven’t gone backwards. You’ve just learned where your current edge is.

And that’s valuable.

You’re Allowed to Stop Chasing

This is maybe the most radical idea in this chapter:

You don’t have to keep chasing better.

It’s okay to stop.

To say, “This is enough.”

To choose stability over progress.

To live inside your current capacity instead of always trying to expand it.

Choosing rest, or structure, or gentleness doesn’t mean giving up. It means living wisely. It means knowing that peace is more sustainable than progress at any cost.

You’re not behind.

You’re not broken.

You’re not failing.

You’re just dancing the only way you can – with grace, with honesty, and with deep respect for everything your body has already survived.
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Reclaiming Our Bodily Autonomy
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When you’re living with chronic pain or fatigue, one of the most important lessons I’ve learned – and one I want to share with you – is this: your body knows more than anyone else what it needs. The idea of bodily autonomy might feel simple on the surface, but when illness disrupts your life, it becomes a radical act of self-trust to listen deeply and honor the signals your body sends.

For years, I wrestled with the constant message from the world around me: “You’re not doing enough. You just need to push through.” This refrain is common for many people with chronic illness, and it’s dangerous. When we override our body’s warning signs – pain, exhaustion, or other symptoms – thinking we just need to “tough it out,” we risk worsening our condition and losing touch with ourselves.
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