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INTRODUCTION

SHARED EXPERIENCES

 

We—Barbara and Linda—worked in the same office and talked every day about the normal things one talks about with co-workers—career, family, friends. And then, one day in 2006, our relationship changed. Barbara’s eighty-year-old father was diagnosed with early stage Alzheimer’s disease and soon her family was embroiled in a world of doctors, social workers and care facilities, a world of overwhelming and often confusing information. Family members had to come together and make decisions about what was best for their father, but also for their mother. It was an emotional time for Barbara, and because of the camaraderie already established, she felt that she could share with Linda some of what was happening. When she did, Barbara found that Linda too had a story to share.

Linda’s seventy-seven-year-old mother lived with her and her husband and was an active senior. Linda had begun to notice small signs that her mother was aging: a cold that became a serious infection (should I talk to her doctor?), a stove burner left on (but don’t we all forget at one time or another?). When Barbara started talking about her experiences it was a wake-up call for Linda, who realized that she was missing important information about her mother’s plans and possible needs for the future. Who had her mom selected to have power of attorney for personal care? Where was her mother’s will? What resources were available in the event that her mother needed formal care?

Barbara had to contend with a large family within which there were conflicting ideas as to what should be done to help their parents. Meanwhile Linda’s only brother lived far away, so she was concerned that the weight of responsibility would fall on her shoulders.

As the months came and went, and the crisis in Barbara’s family gradually subsided, we continued to talk. We discussed our fears, both for our parents and for ourselves. How would we manage? What would we do? What should we do? What clues about her father’s illness had Barbara and her siblings missed? What was Linda missing even now? In those exchanges we found much more than information. We found reassurance and kinship.

As we shared our stories, we also started to listen to others around us, and discovered that many people in our office, in our neighbourhoods, and among our friends had similar concerns and were taking on similar responsibilities for their aging parents. Initially we didn’t use the term caregiver to describe ourselves; we didn’t even know the term existed. We didn’t know that we were part of the 2.1 million people,1 many of us women, looking after our elderly parents, or that the Canadian government is conducting research about us, “the boomer generation” and “the sandwich generation,” and the impact that we, as caregivers to our parents, have on our society and our economy.

As the two of us helped each other to find a sense of hope and understanding, we realized that many other people, people like you, needed to realize that they are not alone.

You are part of a growing community. Be assured that there are others who know what you are going through—that you’re experiencing good days and bad, and that you are doing the best you can.

You have taken on the responsibilities of caregiving because your parents are family and you love them. While you probably share other aspects of your lives with friends and co-workers and occasionally even strangers, you might feel that to talk about your parents’ health and personal affairs is an invasion of their privacy. You may feel a sense of guilt and uncertainty and isolation in your role as caregiver. But by sharing stories you will discover that you are not alone—that others are experiencing similar emotions: love, anger, frustration, sadness, desperation, loneliness.

Back in 2006 we found in each other someone who understood, someone who, although she was not going through exactly the same scenario, also had a story to share and an ear to lend. And even during the most frustrating or saddest times we had someone who could help us to see glimmers of humour. But what neither of us could find was a book to guide us through the decisions we were being called upon to make. We wanted a quick reference, a place to find specifically Canadian information to help us make those difficult decisions. We wanted a book of shared experiences and community.

So we decided to write it. Our Turn to Parent highlights the key areas that you, as a caregiver, need to be aware of and involved in during the early stages of your parents’ senior years, and also discusses the situations and choices you may face as your parents move into their later senior years.

Everyone’s experience is unique, and we are each at different stages of caregiving, yet what we share is that we are all trying to do what is best for our parents with the resources we have. We, the authors, are not experts. Like you, we are trying to find our way. What we’ve included in this book are the resources and information we wish we had had before we became caregivers to our aging parents. While it can’t provide you with easy answers to the questions you will face, this book can provide suggestions and resources to help you through this life-altering journey.

Sadly Linda’s journey as caregiver came to an end with the passing of her mom during the writing of Our Turn to Parent, but in these pages we both share our experiences. We have also collected the stories of other families from across the country. Our hope is in these personal stories you may hear an echo of your own situation, and find the kind of kinship that the authors discovered, and still share.

Where You Will Find Information

Most people do not have the skill sets and resources to act as caregivers on their own. If you’re lucky enough to have professional caregivers, nurses or social workers in your family, be thankful, but more likely you will need to seek support systems. A tremendous amount of information is spread across many sources, including government agencies, community services, medical and financial institutions, and the Internet. Often retrieving necessary and practical information is a confusing, time-consuming and overwhelming process. It’s a great deal to sift through when you are in the middle of a crisis. We hope that in Our Turn to Parent you will discover a resource to reduce the confusion.

We explore the major caregiving issues that will confront you. Each chapter covers one of these issues and offers practical information as well as tips, resources and personal stories that will allow you to further research your individual caregiving needs. Following an overview of caregivers and seniors in Canada, we explore how to


	be a caregiver to your parents in the early stages of aging


	work with your family to care for your parents


	help your parents stay in their home


	find appropriate accommodations for them when they can’t stay in their home


	help your parents with their medical needs


	work with your parents to organize finances and legal documents


	look after yourself as caregiver


	appreciate the rewards of caregiving.




And at the end of the book we provide a Senior and Caregiver Resource Guide containing contact information for key national and provincial government and non-government organizations and services.

Our Turn to Parent is designed to supply you with information and resources you need as you care for your aging parents. Our hope is that our story, along with the stories of others across the country and even a few from around the world, will provide comfort and direction in the days ahead.




1

TAKING CARE OF THE GENERATIONS

 

No one can anticipate what it will be like for you the day you discover that you must become a caregiver for one or both of your parents. For Barbara, it happened the day her father experienced a sudden medical crisis. Although she had been aware that her parents were growing older, it wasn’t until that moment that she realized she was going to have to be more intimately involved in how her parents lived their lives.


There are more than two million informal caregivers in Canada today ages forty-five and over.



This is often how people stumble into the role of caregiver for their aging parents—suddenly and because of medical necessity. But others already are caregivers without even knowing it. Linda’s mom was an independent senior, but Linda slowly came to realize that her small offers of assistance and regular telephone calls were the beginning stages of a more involved caregiving.

If you’ve bought this book, it’s likely you’ve also joined the community of caregivers. In this chapter we look at


	who caregivers are in Canada


	how the senior population is growing


	how seniors’ lifestyles are changing


	how you parent your parent


	what your primary goals as a caregiver should be


	how you become a caregiver


	what the four stages of caring are.




Caregivers in Canada

One day you are busy with your life, pursuing your career, looking after your family, paying down your mortgage, and the next day your role changes and it’s your turn to parent. If you are caring for a parent today, you are one of a growing number of Canadians who are looking after aging parents and who are defined by the government as “informal caregivers.”


Family/informal caregiver is defined in Canada as an individual who provides care and/or support to a family member, friend or neighbour who has a physical or mental disability, is chronically ill or is frail.2

This official definition is limiting as it doesn’t represent the different stages of caregiving.



The role of caregiver affects all aspects of our lives: our work, our family, our time and potentially our psychological and physical health. It can be stressful and very emotional. It is estimated that informal caregivers save the Canadian public health system more than $5 billion a year by doing the equivalent work of 276,000 full-time employees.3 Our work as caregivers also affects the companies we work for as time off work costs employers.

The effect of informal caregiving is beginning to be addressed by our governments. For example, in 2008, caregivers were recognized in the Speeches from the Throne of both British Columbia and Ontario. New tools and support services were promised in B.C., and Ontario stated that it would provide a caregiver grant for those caring for elderly family members.

Women as Caregivers

The majority of caregivers in Canada today are women, though the number of men involved in caregiving is growing. In the past, women generally stayed at home to look after their family, and when parents became frail, the role of caregiver would be taken on by the daughters in the family. Now many women are working outside the home, yet still incorporating the role of caregiver into their lives in addition to fulfilling their responsibilities as mothers, wives and workers. This not only affects women as individuals but also has an impact on society on a larger scale. Businesses and governments need to start recognizing the growth in caregiving by providing more social programs and assistance so that the burden is not on the individual.


Approximately 70 percent of informal caregivers are women.4




[image: ] Most people have their children raised before their parents need help, but my parents were much older by the time they had me…. What made it difficult was to be in my thirties with two small girls, two demanding jobs and looking after elderly parents at the same time…. However, if you have the means, the time and the will to care for your aging parents, do it. The reward is satisfaction.

JANET, NANAIMO,
BRITISH COLUMBIA



The Growing Senior Population

A senior in Canada today is considered to be anyone aged sixty-five or over. Across the country we’ve eliminated compulsory retirement at age sixty-five because many seniors are still able to and want to participate in the paid workforce and are making a contribution to the economy and society. Also, many seniors still need to continue working because they are financially unable to retire.

Today seniors comprise 13.1 percent of the population.5 Of this number, 1.5 million are seniors aged seventy-five to eighty-four, a number that has doubled since 1981.6 These numbers are expected to grow. People are living longer today than ever before. In the 1900s the average lifespan was forty-seven years. Today our parents can expect to live well into their eighties.7 Since people are also having fewer children, the senior population will be proportionally larger than in years past. It’s no wonder everyone you to talk is either involved in or knows someone caring for an aging family member.


[image: ] There are certain moments in my life that stand out as being significant: my first day of kindergarten, my high school graduation, and the day I moved into my first apartment. My mom, as the most important person in my life, was a part of each of those events. And she was there at the precise moment I officially grew up: the day she told me that she had stage-four breast cancer. That one conversation turned our world on its head—our traditional roles as kid and mom soon lost their meaning.

Over the years, while caring for and being with her, I had the privilege of adding to my collection of memories: the first time she allowed me to push her in a wheelchair around our neighbourhood block; the day she shared her signature chiffon cake baking secrets (it was on a Mother’s Day); the first Thanksgiving when she sat back and declared me in charge of dinner festivities.

During this same time, we also had our share of lasts—some significant, but none nearly as important as those firsts. And as expected, our respective roles as parent and child swapped fully in due course. This inevitability was somehow inconceivable, yet befitting. Had we not taken this journey together, my list of firsts would be much shorter. And I wouldn’t have officially grown up.

Some people may speak of duty or obligation when describing the role of caring for a parent. For me, it was a true honour to be in my mom’s company. After all, she trusted me with this responsibility—me, her child! As an obstetrics nurse, wife and mother, she had looked after people all her life. She deserved only the very best care. How else could I better honour her? Only by trying to show the compassion and love that I learned from her perfect example.

SARAH, TORONTO, ONTARIO




[image: ] When my mom turned eighty, we asked her to give up her licence. When she turned eighty-five, she had a heart attack and had to have a pacemaker put in, so my brother, sister and I take her where she wants to go. Now she is eighty-eight and I clean for her, she goes to the grocery store with my sister, and I take her to her doctor appointments … Her grandchildren all help out as much as they can. My son cuts her grass for her. She doesn’t want to go into a nursing home; she wants to stay at home.

NANCY, DRESDEN, ONTARIO



Seniors’ Changing Lifestyles

The statistics show us that seniors are better educated, financially better off, and generally healthier than they were a quarter century ago.8 Many of our parents have discovered the Internet and are using e-mail to stay connected to friends and family, as well as to access online information, and services such as those offered by retailers, that can make their lives easier.

How society views seniors is also changing. Many of the old stereotypes are being rendered obsolete. Seniors continue to work, and are healthy and active longer than in the past. Advertisements selling life insurance, medicine, cars and travel adventures portray seniors in active pursuits such as bike riding along a lake or mountain climbing.

Unfortunately it’s easy for the rest of us to get caught up in the media image of the active senior and forget that we need to pay attention as our parents enter their early senior years. Every child, no matter how old, still tends to believe their parents are invincible. While we all hope that our parents will continue to be healthy and independent for a long time, we cannot ignore that they will eventually need our help.


SENIORS AND THE INTERNET9

1997-2003: The share of senior-led households with Internet access increased from 3.4 percent to 22.7 percent.

2000-2003: In the age group 65 to 74, the share of individuals using the Internet increased from 11 percent to 28 percent.



The Caregiver in the “Me” Generation

Most of us lead busy, overscheduled lives and are often disconnected from our parents. Over the last couple of decades, people have become more transient and families are spread across the country and even the globe. As adult children going about our lives, we may not have thought that someday we would be asked to take an active role in the lives of our parents. This changing role comes as a surprise not because we don’t care, but because we didn’t observe the subtle changes as our parents aged.

How Do You Parent Your Parents?

As your parents age, you will be faced with many difficult decisions, and if you have reached the critical stage where you must parent your parent, then you are about to face one of the greatest challenges of your life. Your parents will come to rely on you more than ever as decisions need to be made, and you will move forward into a more active form of caregiving.


[image: ] Soon after I married my husband, we bought a house with my mom—twenty years later we were still living together as a family. Was it easy? No. Not for any of us. Over the years we all had to make adjustments and compromises. But today I’m glad things turned out as they did because my mom was near me when she needed help.

My husband is an unusual man to have agreed all those years ago to move in with his mother-in-law. When we moved in we didn’t talk about how long it would be. I asked my husband on and off in the early years if we should sell the house and move out on our own, but his reply was always the same: he knew I’d be happiest with my mom close to me, and besides, living together would be the only way he’d ever see me for all the visiting I’d do.

When I told people about how long we lived together, everyone marvelled at how we managed. How, they wondered, did my mom put up with my husband, or my husband with my mom, and how did I handle both of them? I’ve come to realize that they managed it for me, because they loved me. And as my mom got older and started to have some health problems, I thought, things happen for a reason. I’m so grateful to my husband who all those years ago said you’ll be happiest if she lives with us.

LINDA



Your parents need to be involved in decisions and they need to be treated with dignity and respect. When to get involved, how much you are needed and how independent your parents can be are all complex questions. By approaching these questions with empathy for your parents, you will be able to make better decisions with more confidence.

The fact that it’s “your turn to parent” doesn’t suggest that your mother or father suddenly has become a child. It’s essential you don’t think of this new relationship with your parent as a role reversal. Rather, you will try to embody the attributes of a good parent in order to communicate and work through all the questions and emotions of these evolving situations. If you assume that you are supposed to take charge of your parents’ life, answering all their questions and solving their problems for them, then you are headed for heartache. You will end up feeling angry that your parents are not showering you with gratitude. You will feel frustrated that they refuse to listen to your advice. If your parents were willing to share their lives with you previously, at this point they may start to exclude you. It will take understanding and effort on your part to work through these changes with them. Try to remember that your parents are independent people who have been leading capable and productive lives. Show them that you respect this.


OUR TURN TO PARENT

When it’s your turn to parent you will


	be a guardian of and champion for your parents


	provide care and guidance


	listen and try to understand their point of view


	offer advice (not lay down the law)


	recognize that you can’t control everything


	provide love and support.






This new role affects all aspects of your life. You will have to rearrange your priorities and find time to incorporate added responsibilities into your daily routine, both at home and at work. Your being a caregiver involves and affects your family and the many different relationships that exist within it. It will be a challenge trying to balance all these competing responsibilities and remember to care for yourself as well.


[image: ] One day you are the child and then somehow, along the road, your parents become the children.

Sometimes it creeps up on you, like winter’s long approach, and other times it happens overnight, like the ground giving out under your feet—ground that you never suspected wasn’t solid. No one warns us this will happen, and even if they did, you still wouldn’t be prepared.

Once it happens, the egg timer has been turned and you can’t stop it. You try to make peace with all the unfinished business of your own childhood, you wonder how they got old so fast, and they look at you and think the same thing.

Some of us have children of our own and the new cycle brings us comfort. Watching all that youth spilling over into life reminds us of our own brief springtimes. Savour these moments because today they are kids, but before you know it, they may come to parent you.

CAREGIVER, TORONTO, ONTARIO



The Caregiver’s Primary Goals

Two of the most fundamental factors in happiness are personal independence and dignity. Personal independence means being able to rely on your own capabilities, judgments and resources. It means that a person won’t have the will of others imposed upon him or her. Personal dignity comes from self-respect and self-esteem. It means having confidence and a sense of self-worth. As a caregiver, your goal is to ensure your parents are able to maintain their personal independence and personal dignity. If these two ideals are the foundation for your behaviour, you will be able to keep focused and not get sidetracked by overwhelming decisions and emotions.


[image: ] When I am taking care of my father, it is as unpredictable as becoming a parent of a child. There are no books on the how-tos of this relationship, and you must learn as parents do—as you go. You just have your own ability to offer whatever you can to make their life happier. I became humbled when I saw the person I once knew become someone vulnerable and dependent. With this knowledge came trust and compassion. My dad was once a strong man and now needs my care. And you know what? I love it because he is more human and has developed all these interesting traits that I never saw before. Sure it’s tough, and seniors may have their bad days, but as long as you don’t take anything personally, they get over it and you just amuse them, and help them keep their dignity by not losing anything of themselves.

DEBORAH, CORNWALL, ONTARIO



This does not mean that your parents will always be able to live on their own. You must consider their safety, and if that means that their living situation has to change, they (and you) may have to redefine what you mean by “independence.” Even very frail or ill people can be encouraged to make small decisions to maintain their independence and dignity.

Taking an active role in making the decisions that have an impact on one’s life gives one dignity. If your father needs meals delivered to ensure he is eating properly, then he should be part of the process of picking the meals and quantities and delivery options. Making these decisions cooperatively takes time and patience, but involving your parents in planning both big and small changes in their lives shows them that you have their interests at heart.

If you have ever been a medical patient, you will understand how quickly personal dignity can be lost. Maintaining your parents’ personal dignity grows more difficult as their health deteriorates and you become increasingly involved in the intimate details of their lives. But if we keep these priorities in mind, we can help our parents to maintain their personal dignity, honouring them and at the same time demonstrating to others how they should be respected.

As aging and ill-health erode your parents’ abilities, concentrate on what they are able to do, rather than what they are no longer able to do. Look for ways to involve them in the tasks that you are doing for them. For example, if you have taken over paying the bills, perhaps your parents can open and sort the mail, reviewing the statements in advance. If you are doing the grocery shopping, take them along if they are well enough, and have them prepare the shopping list in advance. Unless they are medically incapacitated, or the situation is unsafe, there are always ways to work with your parents through all the aging stages.


THEIR GOALS ARE YOUR GOALS

Your aging parents want to


	maintain their personal independence


	maintain their personal dignity


	be seen by their caregiving children as adults, not as children


	focus on what they can still do, rather than on what they can no longer do.






Becoming an Active Caregiver

We each have a different level of involvement with our family, and these relationships change as we move through successive stages in our lives. Perhaps up to now you have interacted with your parents as an adult child with an independent life separate from them. You may attend family gatherings with your parents, participate in leisure activities with them, or help them periodically with jobs around their house—but in a way that fits into your lifestyle. At some point, though, they will begin to rely on you more, and your involvement in their lives will change.

Like us, you will eventually find yourself developing a different sort of relationship with your mother and father. The change may be subtle or dramatic. Perhaps your cooperative shopping trips become the only way they bring food into the house. Or maybe there has been a rapid decline in their health that requires you to become intimately involved with them in ways that at first feel uncomfortable for all of you. It won’t always be obvious when you will need to step into the role of caregiver. As the years progress and your parents age, it is sometimes difficult to know whether changes you observe in your parents—absent-mindedness, a lingering cold—are natural or symptoms of a larger health issue. It’s critical that you pay attention and watch for significant changes of any sort.


[image: ] The whole family felt very strongly about helping my husband’s parents stay in their home as long as they could, and they both lived there until just prior to their deaths. On our days off, we often got groceries, had doctor visits, specialist appointments, and drove them where they needed to go. We all put our lives on hold to tend and care for Jack and Kay.

JANET, NANAIMO,
BRITISH COLUMBIA



When and how should you step in? It’s natural, at least at first, for you to feel helpless. There are so many interrelated issues that arise with respect to your parents’ privacy, dignity and independence as you involve yourself in their personal lives, including their finances, medical care, lifestyle and even relationships. Your transition from adult child to caregiver for your parents will include many ups and downs. Few of us think ahead about this stage of our lives and theirs. You probably believed that you would always be the child in the relationship and that your parents would always be there to be relied on, to give you direction and to take care of you. You probably assumed that your parents would always be able to care for each other and that if they needed you they would ask. Life does not always turn out the way we expect or as we hope. We need to learn to adapt in order to do the best we can when facing these new challenges.

The Four Stages of Caregiving

As your parents age, you will encounter four stages of care, reflecting the aging process: time for planning, time for action, time for medical care, and time to say goodbye. Your new role of caregiver can start at any of these stages, and each will involve your time and effort, and you will find yourself needing to rearrange your life in small or large ways. Each requires you to provide a different level of care.


THE STAGES OF CARE

Time for Planning

YOUR PARENTS are independent but there are signs they need some assistance. They are in their early senior years, likely between the ages of sixty-five and seventy- four.

NOW IS THE TIME FOR having conversations with your parents about plans for their future. You are helping with chores around the house, running errands and looking for ways to make their home senior friendly.

AS A CAREGIVER you are starting to wonder whether the changes you see in your parents are normal for their age, and whether you should be concerned. You should start assessing their situation and helping them put plans in place for the future: preparing a will, evaluating their financial security, determining personal care wishes.



Time for Action

YOUR PARENTS are becoming less independent and rely more and more on you and the family for help. They are in their middle senior years, possibly between the ages of seventy-five and eighty-four.

NOW IS THE TIME FOR deciding whether they can continue to live on their own, and, if not, where they should live. Often in this stage you will be faced with a medical crisis and decisions will need to be made quickly.

AS A CAREGIVER you begin to identify yourself as a caregiver and to become more proactive. You will step in and start to help make decisions about your parents’ situation. Your family, work and personal time will be affected. You will begin to deal with your parents’ financial, medical and legal matters.



Time for Medical Care

YOUR PARENTS are in a medical crisis. This stage could occur at any age.

NOW IS THE TIME FOR interacting with doctors, specialists and family in order to make health-related decisions. You will also start making decisions with regard to your parents’ care that could involve where they are going to live, what medical treatments are necessary and which life-sustaining procedures they wish to have.

AS A CAREGIVER you will find this to be the most difficult and time-consuming stage because of the complex nature of the medical and social services systems. Time off work, time away from family and stress may all be part of helping your parents during this stage. This stage may arrive slowly or dramatically, but it will be a highly emotional time for you and your family.



Time to Say Goodbye

YOUR PARENTS may be receiving palliative care or be dealing with a terminal illness.

NOW IS THE TIME FOR making final legal and medical decisions.

AS A CAREGIVER you are struggling to cope with your own overwhelming emotions as well as those of your family as you prepare to say goodbye. You will need to ensure that your parents’ wishes are known and are being fulfilled.



Whichever stage you are in, you’ll find that it has its challenges. The first step is to recognize where you are and know what to expect.

All of these stages may happen, but not necessarily in the same way for everyone. Some people experience a medical crisis before they have recognized that their parents are showing signs of aging. They are then in the planning stage while concurrently dealing with a medical crisis. At some points you will have lots of time to make decisions but at other points you will have very little time. No matter which stage you’re experiencing, there will be challenges, both practically and emotionally.

In the next chapter we discuss the early stages of becoming a caregiver.


[image: ] Every Saturday, I go to the local market with my mother. Fifteen years ago, my dad still came along until he had a stroke. Now that he needs a walker for support, moving around has become tougher for him.

Seeing them going through the aging process has been an interesting experience for me. Their routine hasn’t changed, yet their steps have become narrower, their pace is slower and the lovely faces of my two darlings now have a tired aspect. Tired, albeit happy.

I know one day this routine will come to an end. But I hope that [day] doesn’t come too soon, because this very routine is what makes me happy.

I feel guilty for not being able to keep them company more often. I try to be close to them, but my husband and kids also need me, so I am not with them as much as I wish.

My mom says: “Honey, go home to look after your affairs.” And even when I leave, I know she is happy.

I realize that despite their chronological age they need affection and company. I don’t want to see the clock ticking more and more, knowing that each minute going by means less time for us to be together. But I guess that’s life.

I wonder if this happens to everybody?

SILVIA, SAO PAULO, BRAZIL






End of sample
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