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This book is dedicated to the one who made me a mum and a caregiver - my son Brandon. Heart, love, Bebe.
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Why I Wrote This Book and How To Use It

I have a professional me and my personal me. The book I originally intended to write was more personal. But I couldn’t quite bring myself to open that door fully, and so I started with something that felt “safer.” I’ve done a lot of reflection—because I’m still on my own healing journey while continuing to be both a caregiver and a professional.

Professionally, I’ve spent years working on burnout and the conditions that lead to it. My own experience with burnout happened in the personal realm, but like so many others, it eventually seeped into every part of my life—no matter how hard I tried to compartmentalize. What struck me most was how many of the contributing factors to professional burnout are the very same ones that contribute to caregiver burnout. And yet, in all the reading and research I’ve done, caregiver burnout is often treated differently. But why? It doesn’t make sense to me.

I’ve come to believe that this disconnect is rooted in long-held biases, perceptions, and outdated beliefs—along with the history of how caregiving and healthcare have evolved. There’s this false divide that places caregivers outside the professional realm. But I’ve sat at similar tables as both a caregiver and a professional. I’m the same person. I bring the same knowledge, skills, education, and experiences. The only difference—aside from the hat I happen to be wearing—is how others at the table perceive me.

So what if we viewed caregiver burnout through the same lens we use for professional burnout? What if I applied the well-documented, research-based contributing factors to my own experiences—and to what I’ve witnessed and heard from others? What might that reveal? What could it change?

This book is not about blaming or shaming anyone.

As a professional, I know what we’re taught, what we experience, and how much we contend with inside our systems and structures. That, too, became a source of burnout for me. Because I also knew—deeply—that the people who needed help the most often didn’t get it in time. I know the ache of not being able to do enough for the people in our care. And I know the sting of being on the receiving end of words and actions—those moments where I sent an apology out into the universe, hoping I hadn’t once said or done the thing that had just wounded me. Not because I was a bad person. But because of what I had learned. Because of what I hadn’t yet learned. Because of what I still don’t have words for.

The stories shared here are not about blaming or criticizing individual professionals or organizations. That doesn't solve anything. In fact, I believe it only makes things worse. Most of us want the same thing: to be the best we can be and to offer the best care possible to those we serve. In fact, the recommendations are also inspired by caregivers and professionals further emphasizing the desire and willingness for change.

While writing this book, I asked others to read, reflect, review, and offer feedback. I am deeply grateful for their insight and care. This book is stronger because of them. Two questions in particular stayed with me:

	Are the stories real?


	Why aren’t the quotes attributed?


The stories are real. The quotes are real. Just like the ongoing struggles of caregiving are real. So, too, are the fears—of retaliation, of blame and shame, of not being believed. I hold a strong commitment to both writing integrity and confidentiality. To protect the emotional safety and trust of those who shared their experiences, I chose to leave quotes and stories unattributed and anonymized. That decision has been respected and appreciated by those involved. I also chose to use the words “person” or “person requiring care” and similar language to acknowledge and respect the complexity and nature of the variety of relationships between caregivers and their person. It is not always family and the other dynamics are complicated.

This book is meant to invite reflection, discussion, and conversation. Each chapter is written to stand alone so when you find yourself in a situation, you know where to turn.

The curriculum developer, professor, and guest speaker in me hopes students will use this book to spark learning while they’re still forming their professional identity. I hope professionals will use it to reflect on their own experiences—and to consider how they might help improve things for caregivers. Because when we support caregivers, we improve patient care and safety. We also improve our own satisfaction at work which in turn prevents burnout. I hope workplaces will find ways to better support caregivers—whether they’re employees or connected to someone receiving care. I hope policy-makers and funders will see the irreplaceable contribution of family caregivers and invest in protecting them. I hope advocates and allies will find language and courage to amplify caregiver voices. And I hope caregivers feel a little less alone, and find something here that helps them carry the weight just a bit more easily.

As you move through the book—or reflect on it later—I’d love to hear what stands out for you. I’ve set up a dedicated email address where you can share your thoughts: unseen_comments@rogers.com.




Prologue

“In Canada, 1 in 4 people care for an aging or disabled loved one and half of Canadians will be a caregiver at some point in their lives. But what isn’t reported is the staggering number of caregivers who suffer in silence, overwhelmed by stress, mental health struggles, and toxic dynamics, without any real support. And yet, few are ever offered a roadmap to navigate the toxic, often soul-crushing dynamics that arise. We’ve all heard the terms ‘toxic work culture’ and ‘workplace burnout,’ but when it comes to caregiving, there are no guidelines, no systemic supports, and no easy answers.”

 

“In many cultures, caregivers are seen as selfless heroes, but in reality, they are often the invisible victims of a system that fails to recognize their needs. While companies are now investing in anti-toxic workplace policies and mental health support, caregivers are often punished for asking for the very support that is supposed to exist. In the real world, caregiving is a trap that many cannot escape, and the very systems that should be rescuing them are the ones ensnaring them further.”

 

I hope this book will ignite the change that is needed.




Introduction

Toxic workplaces are a familiar subject: environments where employees feel overworked, unsupported, and isolated. They battle burnout, toxic leadership, a lack of support, emotional strain, high staff turnover, inadequate work/life balance, and a lack of resources, often with little recourse. Employees want to be seen, heard and valued and when the environment doesn’t support this, it creates challenges for employees and employers. Organizations focus on strategies to improve these cultures: leadership training, wellness initiatives, and Employee Assistance Programs. Employees are encouraged to ‘speak up,’ ‘set boundaries,’ and practice ‘resilience.’ When they face burnout or toxic behaviour, they are told they can seek help or even leave if the environment becomes too damaging.

But what happens when you can’t leave? For caregivers, those who provide care out of love or duty rather than as paid care providers or professionals, the challenges extend far beyond the typical workplace. They juggle caregiving duties in their homes while also dealing with systems and institutions that are meant to support their loved one and to a lesser extent the caregiver, yet can also worsen their struggles. Caregivers are expected to advocate for their loved ones, but this advocacy can come at a steep price: risking retaliation, losing essential services for their loved one, or even jeopardizing their own role as caregivers. This creates a paradox: caregivers must navigate toxic behaviours and structures in complex systems, but speaking up within those systems may leave them with fewer resources and more isolation.

Family caregivers face not only the strain of caregiving, but a web of fragmented services that are often underfunded and overwhelmed. Unlike paid employees, caregivers don’t have the luxury of walking away from their roles, even at the end of the day. They live their responsibilities day in and day out, without the same protections or recognition that employees might expect in the workplace.

As we consider caregiver burnout, we must look at it through the same lens as workplace burnout, but with one crucial distinction: caregiving isn’t a job you can clock out of. Caregivers fill many roles, beyond completing care tasks, such as managers, coordinators, and advocates, yet their labour is often invisible to the systems they rely on. What if we evaluated the caregiver’s experience the same way we evaluate workplace culture? Caregivers are not just “helping out,” they are performing high-stress, essential work under toxic conditions, often without the resources or support they need. Too frequently, they are labeled as “difficult” or “hard to serve” when they struggle, deepening their isolation and eroding their confidence.

Resilience is often proposed as the solution to these challenges. But while resilience is valuable, it’s not a cure for systemic failure. Caregivers cannot be expected to endure harm simply because the system is broken. Shifting the burden of resilience onto caregivers deepens their distress and misplaces the responsibility for change.

The struggles faced by caregivers are not isolated to Canada; they are felt worldwide. And the COVID-19 pandemic only amplified these challenges, pushing caregivers further to the margins, their needs ignored, and their efforts dismissed. Trust in systems eroded, and many caregivers lost access to the resources that once helped them.

But this isn’t a story of defeat, it’s one of perseverance, with hope and determination. Despite the toxicity they face, caregivers continue to fight for dignity and the recognition they deserve. This book is not just for caregivers; it’s a call to action for professionals, organizations, and policymakers to step in and make real, lasting change.

The systems meant to support caregivers must change. It’s time for all of us - caregivers, professionals, organizations, and policymakers - to come together and create systems that are supportive, sustainable, and fair. The policies we create today will shape the caregiving experience tomorrow. We must do better.

 

 

 

 

 




Chapter 1: Poor Communication
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“There is so much to keep track of when you are a caregiver. And then you have to be the one to keep track of it all and run around and share it with everyone. Why can’t providers talk to each other? I’ve signed so many consent forms and still it falls to me. And then there are times when they do talk to each other but the information is very different than what I was told. Which is the correct information? Where are the mistakes happening? Is it me?”

 

When communication is unclear, inconsistent, or absent, it leads to confusion, frustration, and misunderstandings. At its most fundamental level, it destroys trust. Family caregivers, who often rely on information from a variety of sources (healthcare professionals, organizations, family members, and the individuals they care for), experience these communication breakdowns regularly. This lack of clear communication can result in mistakes, delays in care, and an overwhelming sense of being underprepared or unsupported. Therefore, it affects safety of the person receiving care. Misunderstandings between caregivers and medical professionals can complicate an already stressful caregiving role, making the experience even more difficult.

This chapter addresses how poor communication affects caregivers and explores practical solutions for caregivers, healthcare professionals, organizations, and policymakers to improve communication and reduce stress.

Examples: 

Management of a service agency that provides frequent and varied supports for Fred, a disabled adult, fails to update their team on company changes, leading to rumours or incorrect assumptions amongst staff. Fred’s parents hear rumours but receive no formal communication about changes and how it will impact them, Fred, and the services they receive. This creates a lot of stress and uncertainty leading to poor sleep and disrupted focus on other tasks and responsibilities.

Tom attends a doctor’s appointment with his wife for whom he provides care, and they receive verbal instructions but no written documentation. Later, Tom is told they misunderstood the care instructions of what to watch for, which resulted in a medication error. The lack of follow-up leaves Tom in a vulnerable position, unsure of how to manage the situation.

Edna has dementia and lives in a long term care home. Her needs change frequently, but the caregiver isn’t kept up to date on the changes. This results in confusion about Edna’s behaviour and needs and her caregiver is uncertain about her ability to make informed decisions.

A case worker fails to explain the eligibility criteria for services clearly, leaving the caregiver to navigate the complicated application process. The caregiver completes and submits the extensive paperwork on their own, only to find out that they weren’t eligible at all.

A receptionist from an organization to which a referral for supports was sent 18 months ago, calls a caregiver to make an appointment and to provide and confirm information. They mumble and speak quickly rattling off the standard message, and the caregiver, who was busy when the call came through, asks the receptionist to repeat where they were from and what this was regarding. The receptionist’s voice shows clear annoyance about having to repeat the information and asks the caregiver “don’t you remember that this referral was sent?”

The government implements a new benefit for people with disabilities. Sally is sent a letter regarding her daughter’s eligibility for the benefit and the online registration process. Sally goes online, follows the instructions, and after completing several screens and clicking submit, is taken to a screen directing them to call the office in order to be able to complete the registration. Sally feels discouraged and overwhelmed. Unable to find time during office hours to make a call of indeterminant length, the task sits undone for months. This means she spends money on services that she can’t afford and should be covered by the program.

A social worker has met with a struggling family that is in desperate need of support. She knows that the family doesn’t meet the criteria for many services and the few that they do have very long waitlists. She feels horrible that she can’t help and avoids reaching out to the family to give them this news. This leaves the family waiting in the abyss of the unknown and feeling abandoned. Further, it wastes time that they could use filling out the application forms to get on the waitlists and talking to others that may be able to offer alternative ideas and supports.

Recommendations for Family Caregivers:

	
Clarify Information: Always ask for written instructions when receiving medical advice or care plans to avoid misunderstandings and to have a clear reference point for later.



	
Document: Keep a caregiving journal or log of important dates, changes in care, and medications. This will help maintain a sense of control, reduce confusion, and help reduce the mental load of caregiving.



	
Ask for Copies of Reports: Request and maintain copies of reports. Read through them for accuracy of information and address any errors or omissions. You can also request to review charts and files if you have concerns.



	
Advocate: Don’t hesitate to follow up with healthcare providers to ensure they have communicated everything clearly and that you fully understand the care plan.



	
Be Proactive: If you haven't received an important update or instruction, take the initiative to ask questions and request follow-up communication.



	
Create a Communication Plan: Establish a clear communication plan with family members, organizations and care providers to ensure everyone is updated and on the same page.



	
Record Conversations: When discussing medical care, it may help to record the conversation (with permission) to refer back to later for clarity.



	
Write It Down: Come to appointments prepared with your questions and information you want to share written down. This will help not only keep you organized but will also make sure you don’t forget things when you have so much going on all at once. Having a paper handy will also let you jot down any important information in the same place.



	
Ask for Help: Seek out organizations and employees that offer information sessions about new initiatives and the processes involved. For complex issues, legal or accounting advice may be beneficial.



Recommendations for Professionals:

	
Provide Clear Instructions: Always provide written documentation of verbal instructions, and check that caregivers understand them. Use the Teachback method to support caregiver understanding. The Teachback method is one where the teacher has the learner teach them the information so that they can determine if the information was properly explained and understood and if any clarifications or corrections are needed. This also helps the learner feel more comfortable and confident in the information that they have learned.



	
Check-in Regularly: Offer regular check-ins and set up follow-up appointments with caregivers to answer questions and provide updates on care plans.



	
Collaborate with Caregivers: Engage caregivers in care discussions as partners in the care planning process, making sure they feel valued and heard.



	
Use Plain Language: Avoid medical jargon, acronyms or complicated language and explain things in simple, accessible terms to ensure caregivers fully understand instructions. Provide contact information to caregivers when making referrals for supports and services. This will allow the caregiver to follow-up with them to ask questions or get further information.



	
Implement Follow-Up Mechanisms: Implement structured follow-up mechanisms such as calls or electronic messaging to caregivers after significant care decisions are made in order to verify understanding, address concerns, and answer any follow-up questions. Check with the caregiver to see which method is preferred.



	
Teach Communication and Advocacy Skills: Offer workshops to caregivers on how to communicate effectively with healthcare teams and ask the right questions.



	
Engage in Active Listening: Professionals should practice active listening techniques, validating caregivers' concerns and ensuring their voices are heard. 



	
Prepare for Appointments with Follow-Up Questions Based on the Previous Visit: This shows that you actively listened to the caregiver and allows you to follow-up on progress, changes, implementation of any actions, follow-up on referrals and other elements of the care plan. It can also help you anticipate questions that the caregiver may have.



	
Timely Communication: Information that is common for professionals can be overwhelming for caregivers, especially when they not only need time to absorb and make sure they understand it, but also to formulate and ask questions, then process those answers. There can be many other implications for the caregiver, and the person they care for, that need to be carefully considered before fully informed decisions can be made.



	
Focus on Care Versus Cure: Recognize that you don’t need to have all of the answers and solutions in order to be able to help someone. Open and honest conversations about what is available and active listening provide benefits to caregivers. Taking a coaching approach to find out what the caregiver thinks would help and be understanding that when they don’t know, it can be for a variety of reasons: nobody has asked them and they haven’t thought about it; people have let them down; they don’t know what is available out there to help them; they may need assistance to think creatively; and, more. Thinking creatively can be a tremendous support. While you may not be able to shorten waitlists or create services that don’t exist or fix staffing shortages, sometimes by thinking of supports and services that will take other pressures off the caregiver can be even more beneficial. For example, housekeeping can free up the caregiver’s time to run an errand or complete paperwork. Batch cooking can relieve shopping time and the chore of cooking on hard days. However, one of the barriers of this can be a lack of freezer and fridge space. Can the caregiver be supported to purchase a used freezer at a low cost and then assisted with delivery of it? This task would seem overwhelming to an already stressed caregiver but the long term benefits are immense. Communication is essential for working with caregivers to find realistic and actionable solutions.



Recommendations for Organizations:

	
Provide Communication Training: Provide training for staff on clear communication strategies ensuring a consistent approach across departments, particularly for caregivers to be informed and supported. Include any policies relating to caregiver communication in orientations of all new staff.



	
Utilize Technology: Implement secure patient portals where caregivers can easily access medical records, prescriptions, instructions, and updates in a caregiver-friendly format. Provide paper copies as well without assuming internet access and technological savviness. Technology can also be used for secure messaging to send caregivers instructions or information obtained after the appointment and allow caregivers to upload data e.g. blood pressure readings, at a convenient time for them in preparation for appointments. 



	
Utilize Consistency: Assign a single point of contact (e.g. case manager) to caregivers to improve continuity in communication. Ensuring that a primary caregiver is identified and all information is shared with them, will assist with consistency in two-way information sharing.



	
Create Care Coordination Teams: Develop care coordination teams that are specifically dedicated to facilitating communication between healthcare providers, patients, and caregivers. Coordinated care plans that are shared between multiple providers, patients and caregivers will align goals of care and action items reducing duplication and gaps. For complex clients, circle of care meetings might be beneficial to develop and follow-up on coordinated care plans.



	
Provide Regular Updates: Ensure caregivers receive regular updates on their loved one’s progress, treatment, and any changes to the care plan. Scheduling these in advance and at a regular cadence at a time that works for the caregiver can help with organization and planning and prevent gaps in communication.



	
Provide Communication Support for Patient/Caregiver Information: For information that can be generalized, pre-written booklets or information sheets with room for customization can benefit from a review by a communications and health education team. This will provide a safety measure for language level, use of common language, accuracy of information, templating, translation, and more. This allows for more time reviewing and customizing information while answering questions instead of spending it writing things out. 



	
Develop Policies Regarding Caregiver Communication: Embed caregiver communication actions in policies and procedures. Write specific policies and procedures to ensure a robust plan and to set expectations for staff.



	
Link to Patient/Client Safety: Communication with caregivers should be a key component to patient safety plans and initiatives.



	
Develop Accreditation Standards: Accreditation organizations should include standards regarding communication with caregivers.



Recommendations for Policy Makers:

	
Ensure Accessibility of Information: Ensure that communication is compliant with accessibility standards, taking into consideration potential language barriers, disabilities, or technological limitations.



	
Introduce Mandated Requirements: Introduce ministry mandates and regulations that require health and social service systems to provide caregivers with accessible, detailed written and verbal care instructions.



	
Invest in Data Sharing and Interoperability Policies: Create policies and fund implementation projects that facilitate secure and seamless sharing of information between healthcare providers, patients, and caregivers, with caregiver consent. 



	
Increase Public Awareness: Launch campaigns that highlight the importance of clear communication in caregiving, to improve understanding across healthcare systems and society at large.



	
Develop and Implement Communication Plans: Ensure that all government and program websites are user friendly and provide clear information for caregivers. Offer information sessions, support lines and other tools for those that need additional support.



 

Key Takeaways:

 

	
Communication is Vital: Clear, consistent communication is crucial for effective caregiving and prevents mistakes, enhancing patient safety.



	
Proactive Communication: Caregivers should take a proactive approach by asking questions and following up with providers when communication is unclear.



	
Documentation is Key: Keeping a log of medical advice, changes in care, and important information will help caregivers stay organized and avoid confusion.



	
Professional Support: Professionals must prioritize clear communication with caregivers, ensuring they feel heard and included in decision-making.



	
Organizational Responsibility: Organizations should create systems that foster effective communication with caregivers, from training staff to using technology to enhancing information flow.



	
Patient Safety: Communication affects patient/client safety. As key partners in care, caregivers must be considered in the development and implementation of patient safety plans and initiatives. 



 

Summary:

 

Poor communication can severely hinder a caregiver’s ability to provide the best care and can lead to burnout, confusion, and mistakes. By taking steps to clarify, document, and advocate for clear communication, caregivers can feel more confident and supported. Professionals and organizations can play a vital role in improving communication, which in turn helps alleviate the stress caregivers face. Clear, consistent communication should be seen as a fundamental part of effective caregiving, ensuring both the caregiver and the person they care for receive the best possible and safest care.
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