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Dedication

If you are holding this book, you are already part of a story shaped by love, resilience, and the quiet courage it takes to get through each day, each hour, each minute.  Before you turn the first page, know that this book was written with you in mind and with deep respect for the path you walk. To those living with dementia, who teach each of us that connection is deeper than memory and love is stronger than loss. For every caregiver who travels this journey and walks beside someone living with dementia, who gives more of themselves than anyone sees. And for the loved ones who show up with patience, grace, and imperfect love, whose journeys remind us that compassion is the greatest form of strength.  Your courage, tenderness, and unwavering presence light the way – even on the days that feel the heaviest.  My deepest gratitude is extended to you all, as each of you have inspired every page of this book.

Truly, Thank you for all that you have or will do for those who are affected by the dementia journey.

Kathi Miracle
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Foreword

There have been hundreds, maybe thousands of books written about Alzheimer’s Disease and other types of dementia, most of them are written by either clinical experts and/or those with a passion to educate individuals, groups and teams who care for people on a journey through the very different and dramatic diagnoses of dementia.  Recently I spoke with an adult daughter who could not come to terms with the fact that her father was experiencing dementia in the moderate to severe category. It broke my heart because there was nothing I could say as a care provider; to convince her she needed to make decisions for his safety and her peace of mind. I wish that day I could have handed her this book.

I have known Kathi Miracle since we were kids in Junior High School, and as long as I have known her, she approaches everything with the same passion, from being a HS Varsity Cheerleader, to launching memory care communities. I have been witness to her tireless work educating professionals, caregivers, family members, and all other folks who are questioning whether today is going to be tougher than yesterday.  Kathi has trained my staff, and families in senior living communities I have managed and when her training is complete, there is an afterglow, and tears streaming down the faces of those who previously thought it was hopeless. 

This book was written by my great and lifelong friend; she is one of the ones who combines a deep study and commitment with a lifetime of passion for those on a journey through dementia. If you live with someone on this journey, if you are caring for someone making it through, this book will inspire you, it will make you laugh, and like those in Kathi’s live training session, perhaps you will feel tears streaming down your face while as you begin to realize it is indeed not hopeless to walk hand in hand with someone on their journey.

Enjoy and be inspired

Bill Boles – Executive Director, Clearwater Senior Living
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Step right up, caregivers, and fasten your seatbelts—because caring for a person with dementia is no ordinary journey. It comes with every emotion possible, dedication, creativity, patience, and love. The experience can be described much like being at an amusement park. Sometimes the ride is fun, and you find time to enjoy the moment and smile. Sometimes the ride is scary. Not knowing what may happen next or what to expect, can feel uneasy, disheartening and frightening. Sometimes you get sick when you get off a ride. Traveling this journey is filled with moments of anxiety, depression, anger, and a caregiver’s health can often decline, sometimes rapidly. And sometimes you just do not want to go on the ride at all. It takes all the energy one has to get out of bed some days and face another turbulent day. It is an experience with twists of memory, sudden drops in communication, and unexpected loops of emotion. But like any good amusement park, it also offers moments of unexpected joy, connection, and heartwarming surprises, which will be lovingly referred to as “memorable moments.”  

No one grows up thinking, “Oh I would love to care for a person with dementia!”  The person is just catapulted into the experience without any training or expertise. This new ‘job’ does not come with a training manual or instructions, but it does come with a lot of responsibility, frustration, and fear. The emotional, mental, and physical exhaustion is difficult to explain to anyone. This book is your map through an experience where the terrain changes daily, the signs do not always point in the right direction, and the attractions are sometimes closed without warning. Yet with preparation, support, and a bit of humor, you can navigate the park’s most challenging rides and find your rhythm in a world that rarely stands still.

No two people travel this journey the same way, much like no two days will be the same, thus it can be challenging to find what will work and what does not. This makes it challenging to plan ahead or find a routine that everyone can follow. Each day is unpredictable and creates a roller coaster of emotions. Each chapter in this guide is themed like an attraction—from the "Entrance Gate" to the "Funhouse Mirrors," as well as the "Bumper Cars," and finally the “Exit Gate.” We will explore practical strategies, emotional resilience, and the real stories of caregivers who have been through the park gates before you. You will find tools for communication, safety, daily care, and self-care—all wrapped in a language that acknowledges the chaos and the courage of this experience.

There will be days that feel like you are spinning in circles, lost in a maze, or stuck on a ride you did not sign up for. But you are not alone. Your Ticket to Compassion; Navigating the Dementia Journey was written with every caregiver in mind. This practical guide offers valuable guidance and practical tips to family members so that this journey is more manageable. With each twist and turn the caregiver is better prepared to travel this journey and continue to enjoy the memorable moments along the way. This book is here to help you build confidence, find moments of peace, and even laugh—yes, laugh—amid the chaos.

So, grab your day pack, take a deep breath, and let’s begin. The adventure of caregiving is waiting, and we are going in together.
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Chapter 1
The Entrance Gate: Starting the Journey Preparing for the Caregiver Role
Karen sits with her mom at the doctor’s office as they wait to be called for her mother’s appointment. It has taken a long time to get to this appointment, and they both sit quietly. Karen reflects back over the many months when she saw early signs of her mom’s confusion but thought—she’s tired, she’s been really busy, she just came back from a trip. She found reasons to justify what might be happening, or was she searching somehow for any reason to excuse what was happening, for fear that her mom may be starting down the road of dementia. Now as she sits here, she worries that maybe she missed critical signs of cognitive decline in her mom. If the doctor tells her mom she has dementia, then what? How will they manage? Can she still manage on her own, or will she need to move? Karen has a busy job and children she is raising, where will she find the time? Does her mom have the money to pay for the care she may need? So many questions keep running through her mind and her concern is increasing little by little. As the nurse calls her mom’s name, she helps her mom up and they head towards the door to find out what lies ahead. 

The moment a caregiver begins the process of caring for a loved one with dementia is often quiet and understated. It starts with a series of small realizations, moments where familiar faces are not recognized, having difficulty finding words during a conversation, confusion over tasks, or changes in behavior. A person may have difficulty with basic activities such as dressing, bathing, or grooming. There may be sudden falls, missed appointments, or altered routines. As families try to make sense of their observations, a doctor (a primary physician or a neurologist), delivers the words “you have dementia” which ultimately changes the course of many lives. So many emotions hit all at once and it seems a bit overwhelming on what next steps should look like. Stepping into the role of a caregiver for a loved one with dementia is like passing through the entrance gate of an unfamiliar amusement park. There is concern, apprehension, and a deep sense of responsibility for what lies ahead. 

Passing through the Entrance Gate now means accepting the role of a caregiver. It is a role that comes with a great deal of responsibility and requires managing uncertainty, and a role that no one ever plans to have, but the caregiver’s journey is about to start. This role does not come with any training, experience, or manual. There are more questions than answers. Fear and anxiety begin to creep in as every emotion may possibly hit. New caregivers may often think, “Where do I begin?”  Early on, the future may seem uncertain. However, by preparing and accepting the role, caregivers create a pathway for managing the challenges while experiencing personal growth. This chapter addresses the important first steps for caregivers, helping them prepare mentally, emotionally, and logistically for the challenges and rewards that may lie ahead. 

As you step through the Entrance Gate, remember that there is strength in the smallest of moments, and that each decision, each action, each gesture of care is a step toward creating a safe, supportive environment for both you and your loved one. The journey may be long, but it begins here—with the commitment to educate yourself on each step of this journey. It is time to ‘buckle up’ as we walk through the Entrance Gate together and start preparing you for a vital role. 

The First Steps

BREATHE!!! And keep breathing, especially through the ups and downs. While this seems like silly advice and guidance to give, please know that the brain is not capable of processing logic and emotions at the same time. Breathing can bring a sense of calmness and allows you to think logically on how to manage situations that will arise. 

It is important to have a checklist to follow on the initial steps that will help build the foundation for your caregiving role. Create a binder with this checklist and have tabs for each category so that the information can be kept organized, and you will have quick access to what you may need. Scan the QR Code at the end of this chapter to access a checklist on where to start. Since no two people travel the dementia journey the same way, you will want to refer to the checklist on a regular basis then adjust it to fit your circumstances. 

Let’s look at each of the categories on the checklist to better help you understand the importance of each item. 

Learn about dementia: 

Knowledge is power. The more you are educated, the better prepared you are to travel this journey. Purchasing and reading this book is a good first step to helping you get organized. There are numerous resources available on the internet to help give you additional information to better educate yourself. It will be important in the beginning to educate yourself as much as possible. Schedule time in your day or week to spend time educating yourself. Build this into your busy schedule, do not try to ‘fit it in’ as you will never find time to do this. Schedule 15 to 30 minutes one or two times a week to learn more about this journey. You will find that once you begin this routine you will better understand the importance of committing this time to increase your knowledge and it will be a worthwhile investment of your time. 

Organize important documents: 

Medical doctors – having an organized list of all medical doctors that the person sees will be important. List the person’s primary doctor first as this is the person who usually will coordinate care with all the other doctors. Any specialists should be listed, like a neurologist, cardiologist, oncologist, etc. If the person is receiving any therapy, such as physical therapy, it would be good to include these providers as well. Provide this list to all health care providers, so that it becomes part of the person’s medical record with that office and the doctors know who they need to coordinate care with. 

Legal paperwork – it is important to complete this task early while the person still has the capacity to make informed decisions. Here are the key documents to consider:

	Power of Attorney (POA): This is a legal document that grants a trusted individual the ability to make financial and healthcare decisions on behalf of a person with dementia. The legal responsibility is to make decisions as if the person were making them. A power of attorney does not give a person the right to override a person’s decision. A durable power of attorney remains valid even if the person becomes incapacitated. A springing power of attorney takes effect when the person is deemed incapacitated. 

	Guardianship and Conservatorship: In the event a person is no longer able to sign a legal document then and a POA is not in place, a court-appointed guardian and conservator may be necessary. 

	Advanced Directives: Specifies medical treatment preferences. This ensures a person’s wishes can be honored and supported. 

	Living Will: Outlines end-of-life care preferences, including life-sustaining treatments.

	Will and Estate Planning: Ensures assets are distributed according to the person's wishes and names an executor to manage affairs.

	Living Trust: Helps manage assets and avoid probate, ensuring a smoother transition of property.

	Do Not Resuscitate (DNR) Order: Specifies whether life-saving measures should or should not be taken in a medical emergency. This document is to be signed by the individual’s personal physician or neurologist, the individual or the medical power of attorney. 


If the above documents have been completed, then it is important to review the legal documents on a regular basis. Confer with an attorney to determine how frequently the documents should be reviewed and updated. 

Emergency Contacts – In the event that a crisis happens, having a document that listed all emergency contacts, or important contacts will be helpful. During the time of high emotion, this document will help notify the important individuals immediately. 

Insurance Cards – keep copies of current insurance cards in case the original ones are lost, damaged, or misplaced. 

Medication List – it is important to keep a current list of medications. Document the name of the medication, the dosage, and the frequency that the medication is taken. It would also be important to list any over the counter medications that the person may be taking. In the event an emergency occurs, this list will be needed for emergency personnel. 

Person-Centered Sheet – this is a quick two-page document that gives an overall view of the person you are caring for. Be sure to update this document every 6 months, or more frequently, if the person’s information has changed. 

It is recommended to have an envelope that has a copy of each of the above in it for both the person with dementia. Do not put original documents in this envelope. If an emergency happens, it is easy to hand this envelope to an EMT or paramedic. This way the emergency personnel will have the needed information to care for the person on the way to the emergency room, and hand the information to emergency personnel at the emergency department until family can arrive and assist. 

If the primary caregiver lives with the person they are caring for, then it is important to have a similar envelope for that person. A person with dementia may not be able to answer necessary questions if their caregiver is the one having an emergency. 

Starting the caregiving journey requires cautious but purposeful steps. The entrance gate signifies the beginning of a long and evolving process. The caregiver will experience varying emotions and challenges. Educating oneself, building a support system, maintaining health, and embracing the role thoughtfully lays the foundation for the journey ahead.

In the beginning, the future may seem uncertain. Educating yourself about this journey better prepares you to be the caregiver you thought you could be.  Although the journey is difficult, it is also transformative, driven by care and support.

Self-Care: An overlooked necessity

Caregivers often neglect self-care. Ensuring one's own mental and physical health is essential to providing quality care. Practicing self-care involves taking breaks, sleeping well, eating properly, and relaxing. Professional help through counseling or therapy may also be beneficial. Caregivers often underestimate that this step is one of the most important ones to plan for and ensure that it is happening. This task typically gets put to the bottom of the priority list or forgotten altogether. However, caring for oneself is equally important, if not more so, as the care they provide for the person with dementia. 

Self-care includes setting boundaries and knowing when to seek help. This might involve hiring respite caregivers, requesting support from friends, or declining unnecessary obligations. Prioritizing caregiver well-being ensures consistent and effective care for the loved one.

Too many family caregivers feel guilty about taking time for themselves. It is also these same caregivers who burn out or begin to have health challenges of their own. The family caregiver should think of themselves as a pitcher, the fluid in that pitcher is their energy. There are several glasses surrounding the pitcher, which can be viewed as each of their responsibilities. As the person pours their energy into each of their responsibilities, at some point there is no more fluid in the pitcher. Much like there may be no more energy the person has to give to anything. If time is not taken to replenish the fluid (the energy), the person will burn out and run dry. Much like we would not think twice about stepping back from the glasses to replenish the fluid, we should also not have to feel guilty about stepping away from the caregiving role to replenish the energy needed to keep moving forward. 

Do not try to ‘fit this in.’  If you do, taking care of yourself simply will not happen. Much like you schedule other important appointments, such as doctor appointments, dentist appointments, or meetings with an attorney, it is also important to put self-care time on the calendar and stick to it. The caregiver is just as important if not more important than the person with dementia. If the caregiver burns out, who will be present to provide the care to the person with dementia. Start with 5 minutes a couple of times per week. Take longer in a hot shower. Go for a walk in nature. Just lie on the bed and do some deep breathing exercises. As a caregiver you can start small and then build upon the time you focus on caring for yourself, until it becomes part of a routine in your daily and weekly life. 

Scan the QR Code at the end of this chapter to access a list of ideas for self-care.

The practical realities

Becoming a caregiver involves adapting to ever-changing needs, navigating medical appointments, understanding medication regimens, and managing the complexities of another person's life. This often includes coordinating with healthcare providers and understanding the specific type of dementia affecting the loved one. Alzheimer's, vascular dementia, or other forms each present unique challenges.

Learning about dementia, its progression, and available resources is crucial when preparing for this role. Education can come from books, articles, support groups, or medical professionals. Knowledge gained eases the uncertainty associated with dementia care.

Practical steps involve setting up organizational systems such as tracking medications, scheduling regular appointments, and ensuring a safe home environment. These actions facilitate daily care and help maintain the dignity of the person with dementia. Organization is vital despite emotional challenges, providing structure during caregiving.

Establish a routine: 

Establishing a routine early on is incredibly important for a person with dementia. When a regular routine is put in place it provides stability, comfort, and reduces anxiety. Dementia gradually impairs a person’s ability to plan, initiate, and complete tasks, which can lead to further confusion and frustration. A structured daily routine helps a person feel more secure and helps the person maintain their independence for as long as possible. Here is why a regular routine matters: 

	Reduces stress and anxiety – familiar activities help people with dementia feel more at ease and it can prevent agitation. 

	Supports memory retention – repeating daily tasks can help reinforce supporting a person’s memory. This helps keep the person independent as long as possible, which can make daily life more manageable. 

	Encourages independence – when a person with dementia knows what to expect, they can participate in daily activities with less assistance. The longer a person can stay independent the better. 

	Creates a sense of security – predictability helps a person feel safe and grounded, even as their cognitive abilities decline, it is something that continues to feel safe. 


Caregivers can also benefit from routines. Daily care can be more predictable and may reduce the possibility of behavioral challenges. As you continue caring for someone with dementia, the more consistent their day-to-day routine can be, the easier this journey becomes. 

Creating a safe and supportive environment. 

The environment that a person with dementia is living in can help support their journey or it can be problematic, triggering behaviors that now need to be managed. Creating a dementia-friendly environment is not just a space – it is a commitment to understanding, compassion, and inclusion. People living with dementia can face unique challenges, however with the right adjustments, a world can be created where the person feels safe, valued, and connected to the people and things around them. 

The following suggestions can help create an environment that a person with dementia may need and can ensure: 

Lighting: 

Lighting plays a crucial role in the well-being of a person with dementia. Proper lighting can significantly impact their daily life by providing stability, comfort, and reducing anxiety. 

	Keep curtains open all day and allow natural light to come in. This helps with the circadian rhythm, which is essential for sleep patterns. Natural light also provides Vitamin D, also important for the person with dementia. 

	Use ‘home-style’ lighting – table lamps and wall mounted lighting is better than overhead lighting. It creates a more comfortable and familiar environment. 

	Automatic lighting can be installed so that necessary areas are lit as a person is arriving home. 

	Motion-detecting lighting can be helpful so that a person is not trying to find a light switch. 


	Lighting in the home should follow the same pattern of lighting outside. Meaning that lighting is brighter in the morning and throughout the day. It becomes softer in the evening. This again helps keep a person’s circadian rhythm consistent. 

	Nighttime lighting should be added. Motion lights work best. If a person needs to use the restroom or goes to the kitchen during the night, motion lights allow soft lighting to come on so that the walking pathway can be seen. This will help reduce or minimize falls. 


Poor lighting can become problematic and cause safety concerns. Proper lighting can create a safe and supportive environment for a person with dementia, helping the person feel more secure and reduce the likelihood of confusion and agitation. 

Tripping hazards:

Tripping hazards are a significant concern for people in general. However, that concern becomes greater as we age and specifically if the person has a dementia diagnosis. Trips and falls can lead to serious injuries and possible death. Below you will find items that are considered risks for tripping and falls. 

	Poor lighting – can make it difficult to see obstacles that may be in the way. As we age our visual processing changes, and poor lighting can add to the challenges. Ensure proper lighting is in the environment as described in the previous section. 



Recommendation: Ensure that lighting in the environment is created as described in the previous section. 


	Clutter – items left on the floor, such as shoes, toys, books, can become tripping hazards. Keeping the environment tidy and clutter free is essential. 



Recommendation: Find or create an organizational system that will work for your home and environment. If you want the person with dementia to remain as independent as possible put things in cubbies where the person can still see them to access them on their own. Or put pictures up on a cabinet or closet door to list what is stored in that area. Depending on where the person is on their dementia journey, you may need to use pictures and not words to describe the items in the cabinet or closet. 


	Loose Rugs and Carpets – rugs that do not have a solid rubber backing or are not secured to the floor can slip, causing the person to fall. 





Recommendation: Use a non-skid rubber backing or tape the rugs to the floor to ensure the rug will not slip when walking on it. Removing the rugs altogether may need to happen if there is not a safe way to secure the rug to the floor. 




	Uneven surfaces – uneven flooring, such as what you may see with the thresholds between rooms, can be difficult to navigate. Again, as a person’s eyesight changes through aging or the journey of dementia these uneven surfaces are more difficult to identify, thereby being a safety risk. 





Recommendation: Try using bright colored duct tape, such as neon green, pink, yellow, or orange to identify where there are uneven surfaces. You may need to put down a couple of strips in order to make it wide enough for the person to see. You may also need to write “step” or “caution” in big black bold lettering as an added safety approach. 




	Cords and wires – electric cords and wires that are stretched across any part of the usable floor space or walkways is a significant concern. 





Recommendation: Keep cords organized and out of walking paths to prevent any trips or falls. You may need to tape cords on the floor for safety purposes. 




	Furniture placement – furniture that has been arranged in high-traffic walking areas can create obstacles. 





Recommendation: Arrange furniture to create clearer pathways is important. Rearrange furniture earlier rather than later so that the person with dementia becomes familiar with their surroundings. 

By addressing these common tripping hazards a safer environment can be created, reducing the risk of falls and serious injuries. 


Cameras:

Installing security cameras may help keep a person independent while at the same time providing an extra layer of safety and peace of mind for caregivers. Below are some key reasons why security cameras may be needed. 

	Monitoring safety – a security camera allows the person with dementia to continue living their daily life without having to be micromanaged. This is important if the person is still living on their own or is at home alone while the caregiver is away. 

	If a person is still living independently, then cameras are a safe way to be able to monitor the person and ensure their safety. It can be a quick ‘check-in’ to be sure they are up and moving around. That the person has not fallen and may need assistance. Even ensuring the person is in the kitchen and getting food to eat and something to drink. 

	As a caregiver living with the person, it may allow you to run a quick errand while still watching over the person at home. 

	Do not place cameras in personal areas like the bathroom or the bedroom, as these are areas that should remain private and protect dignity for the person. 


Finances: 

It is important to audit the person’s finances and have a solid understanding of what may or may not be possible for a person to be able to pay for. Collaborate with a financial planner who can help create a financial plan and strategy to help make the dollars stretch as far as possible, as there are no guarantees on how short or long this journey may be. Planning ahead financially will help reduce fear and anxiety and provide the caregiver with a plan to help provide help and support. A financial planner can assist the caregiver in knowing how the money will be managed moving forward and how care will be paid for. 

	Set up limits on debit and credit cards to minimize unnecessary spending. 

	Have a second person on important financial items; bank accounts, utility bills, mortgages, rents, phone bill, credit cards, etc. 

	Educate people at the bank as to the person’s current dementia diagnosis, so that if the person wants to withdraw substantial amounts of money it triggers a call to the caregiver. 

	Ask financial institutions for advice to help protect the person from being taken advantage of by others, as well as protecting them from themselves. 


Miscellaneous:

Is there a safe in the house?  Who has the code?  What is in it?  If you do not know, you need to find out.  Putting this off till later may be problematic and you do not want to find yourself trying to ‘figure it out’ when the person loses the ability to provide the information.  

	Important documents – many people will keep birth certificates, death certificates, social security cards, or military paperwork in a safe.  Ensure that you can access any of these if need be  

	Guns – If there are guns in the house or in a safe ensure that the person with dementia cannot access these.  

	Username and passwords – create a list of the various entities that require a username and password to access information. 

	Is there cash, rare coins, silver, or gold being kept in a safe or other areas of the home? Anything of value should be inventoried and accounted for.  


Building a support network

Caregivers will need assistance at some point, whether from family, friends, or professional support. Establishing a support network early helps manage various aspects of caregiving. This network should include individuals willing to assist with physical tasks (like transportation, meals, cleaning) and those who offer emotional support.

Support groups, both in-person and online, provide a space for caregivers to share experiences and receive advice from those with similar journeys. These groups validate emotions and offer practical guidance.

Communicating with the loved one about their condition, though challenging, can aid everyone involved. Setting clear expectations with family and friends about caregiving requirements facilitates smoother transitions.

Depending on where the person resides there may be ample or limited resources to help provide care. Take time to have discussions with the person about what they would like or not like when it comes to their care. Know that what they may agree to today, may be what they refuse tomorrow. This will be an ongoing conversation to ensure the person is receiving the care they need. Introducing the care earlier in the dementia journey helps ensure they will be more accepting of it later in the dementia journey, as it then has become a needed resource. Start with the minimum amount of time needed to slowly introduce the person to the resource and the service can be increased as the person travels through the dementia journey. Interviewing companies now while the person with dementia may or may not be able to participate helps you be able to plan ahead. You will have done your research when things are calmer and will know who to call in the event this support needs to be put into place. 

	Make a list of resources that are nearby that may be an option to help support the caregiver in caring for the person with dementia. This may include family, friends, volunteers, and / or professional organizations. 

	Professional organizations – find out their minimum hourly requirements, costs, staffing, training, and availability. Options may include:  	Home care 

	Adult day care 

	Assisted living 

	Memory care




	Rural areas – there may be limited resources in these areas, thus it is even more important to identify what is available and where are the gaps in care to be able to plan accordingly. 







General Recommendations: 

Overall safety is important. The following are miscellaneous items to think about and consider. 

	Installing smoke detectors or ensuring that the current ones are working appropriately. 

	Installing carbon monoxide detectors or ensuring that the current ones are working appropriately. 

	A ranch style home is safest to avoid stairs and the risk of falling. Or having a bedroom on the main floor with a full or three-quarter bathroom. 

	A person’s vision can change throughout the dementia journey. Therefore, it is important to use contrasting colors whenever possible to assist the person to remain as independent as possible in their environment. The following is a list of things to consider:  	A black toilet seat on a white toilet, and / or floors provides a good contrast for the person to know where to sit. 

	Using dinnerware like baby blue will provide a good contrast so that the person can see the food on their plate. 

	Colored switch plates or light switches help a person identify where the light switch is more easily. 




	Simplify patterns – upholstery, curtains, floor patterns, should be solid or simple. Avoid clashing colors, floors should avoid wavy lines, stripes, or changes of colors between rooms. 

	Calendar clocks – these devices show the date, time, and weekday. Some will show weather patterns too. Keep these near calendars or whiteboards and help the person stay oriented to important reminders. 

	Recorded reminder messages – be cautious on this one as it may only work in the earlier part of the journey. If used later in the journey the person may not understand how to activate the recording and furthermore, they may not understand where the voice or sound is coming from. Thus, this may trigger anxiety or fear in a person with dementia. 

	Locater devices – this can help a person locate missing items more quickly, such as keys, or a phone. 

	Medication reminders – there are different options to choose from and each option will vary. 

	The automatic reminders can be prefilled, the appropriate medication will drop into a cup, and there is a reminder that will alert the person it is time to take their medication. If a person does not take the medication a caregiver may be called to provide additional support for the person. 

	Shut-off devices – these devices can be installed to ensure that appliances shut off automatically for safety purposes. 

	Installing handrails – handrails should be installed in bedrooms and bathrooms. Extra handrails on stairwells are additionally helpful to keep a person stable and safe. 

	Ramps – ramps may need to be installed outside of the front and back doors to make it easier to come and go from the home. 


Caregiving -work-life balance

When a caregiver is in what is called the ‘sandwich generation’ it makes the caregiving role that much more challenging. What is the sandwich generation? It is when the main caregiver is trying to care for an aging parent, and they are trying to raise children at the same time. Often these caregivers are also working. How can everything be balanced at the same time? If a caregiver finds themselves as part of the ‘sandwich generation’ then it is more important to create a supportive network. When left to try and balance everything the person may end up feeling lonely, frustrated, overwhelmed, and depressed. The following are tips to help maintain balance.

	Creating and maintaining an organized calendar and routine. A caregiver needs to be able to identify what he or she can be involved in, what they need to delegate, and what they need to say ‘no’ to. 

	Identifying what help and support looks like for all aspects of their responsibilities. 

	Having conversations with employers, family, friends, and professional services to help create the needed balance. 


Long-distance caregivers:

Being a long-distance caregiver makes this role even more challenging. There are different fears and concerns that may arise. Establishing a solid network is critical for this caregiver. The following are tips to follow: 

	Create a support team – this team will involve several individuals to help with care. Having an understanding of people who are able to assist and when will be the start of creating an organized routine. This team may include family, friends, volunteers, and / or professional services. Volunteers may come from the neighbors living nearby to church members. Professional services may include case managers, home care services, adult day programs, private caregivers, assisted living or memory care communities. This care team can report to the long-distance caregiver when the individual with dementia has a change in care needs and how to update the care plan. 

	Regular communication – maintain open and regularly scheduled communication times. This is important for the person with dementia. When they have a regularly scheduled call on their calendar it helps keep the person oriented and conditions the person to maintain a calendar to refer to. Having regularly scheduled calls with the care team in place helps the long-distance caregiver stay in the loop with the care being provided or what may be needed and then help plan appropriately. 

	Technology use – approach this option with care and understanding of where the person with dementia is in their journey. Video calls may work for a period of time but may need to be discontinued at some point when the person can no longer understand how video calls work. Cameras may be helpful so that the long-distance caregiver can check in on the person when they need to. 

	If the long-distance caregiver is able to plan regular trips to see the person, he or she can stay even more up to date and make decisions about the person’s care more easily and efficiently. 


Caring for a person with dementia has no easy answers. There are several elements that can make this role challenging. The caregiver is put in a position where they have to figure out many of the daily challenges. The caregiver may be sacrificing a lot in order to travel this journey with their loved one. New challenges are identified as the journey progresses. Those challenges can create the roller coaster that a caregiver finds themselves on. Let’s continue by learning more about the highs and lows of this journey. 
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Chapter 2
The Map of the Amusement Park: Each family member holds a different map of the journey.
Kim gets her dad settled back home after getting some lunch at his favorite restaurant. Hearing her father’s doctor say, “Your father has Alzheimer’s,” was like getting punched in the stomach. How was she going to explain this to her siblings? For months she had kept telling them she thought something was wrong, but they had not listened and they had not helped. Was her father’s care going to be completely her responsibility? Would her siblings now listen since the doctor had confirmed her suspicions? Her brother had not spoken to her father in years due to an argument, what would he say? Her sisters had busy lives as well, but so did she. Her siblings had always believed that she was her father’s favorite thus they left his care to her. But now, she was going to need help, and she needed each one of them to understand the importance of everyone pitching in to help. How would she ever start this conversation? And how would she ever convince them that their father needed their love and support more than ever? She picked up the phone to call her brother not knowing how he would respond. 

Family dynamics vary for each family. Some families are incredibly close and get along very well, or are they better at keeping disagreements behind closed doors? Then we observe other families who openly disagree and state that they do not get along. Family dynamics are often complex because they are shaped by deep emotional bonds. Family connections come with history, expectations, and strong emotional ties. How can people who are raised by the same parents be so different? When individuals within a family do and do not get along, it can have an impact when there is a person with dementia who needs everyone to be on the same page. But what happens when people are not in agreement? Things become more challenging when everyone has a different ‘map of the park.’  One person thinks everyone should ‘just relax.’  While another person believes that things will be better when there are strict routines to follow. Then there is the person who comes back home every few months, however, has big opinions on what should be taking place. Meanwhile there is usually one person who is actually navigating the amusement park each day. 

When families have a good relationship with dementia caregiving, care tends to be more coordinated, supportive, and less stressful. When families do not get along, conflict, resentment, and fractured decision-making often arise, which can and does negatively affect everyone in the family, including the person with dementia. 

Let’s break down what family dynamics are, the importance of them in each family, and what happens when everyone should or needs to be on the same page to make decisions for the person with dementia. 

Family dynamics refer to the patterns of interaction, roles, and relationships within a family system. These relationships are shaped by culture, history, and individual personalities. Each of these can influence communication, stability, and individual well-being ranging from supportive and healthy to dysfunctional. Supportive and healthy families would be viewed as having clear boundaries, flexibility, and open communication. Dysfunctional families are observed to have poor communication, rigid roles, and unhealthy behaviors. There are different components to family dynamics. The following describe each of those components. 

Roles – Each member of the family will adopt a specific role within the family. For example, who is the CEO, who is the clown, who is the organizer, and who is the scapegoat? The role that is chosen or assigned will affect the interactions between everyone. Healthy families allow these roles to be fluid and flexible, while dysfunctional families do not. 

Communication – Communication is critical when families are caring for a person with dementia. How each person talks, listens, and expresses opinions and emotions will either come across as clear and honest or critical and manipulative. 

Boundaries – These are the written or unwritten, spoken, or unspoken, rules that define who participates in what. This is usually important for each person and can help separate the role from the emotions associated with the person. 

Expectations – Each person has expectations of each other and also of themselves. These expectations usually revolve around understanding the implicit and explicit guidelines
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