Our mom’s long-term-care journey was a long and winding road that was exhausting at every turn
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A few months ago, my sister and I held our mother's hand as she drew her final breath. Even now, it continues to feel surreal. The woman who gave life to my sister, brother and me, is gone. 

Her name was Verna Amelia and she was in her in her 99th year. Our mom grew up on a farm in Tapleytown in the 1920s, survived tuberculosis, studied to be a bookkeeper, then worked for the local hydro office and The Royal Bank. She married our dad during the Second World War and went on to become the classic stay-at-home mother.

After Dad passed away in 1999, Mom lived another 15 years alone in her home. She was diagnosed with breast cancer and underwent a mastectomy and radiation at the age of 86. Later, she moved to an assisted living facility in Grimsby run by Niagara Region, and spent the last three and a half months of her life in long-term care in Niagara-on-the-Lake. It was there that her congestive heart failure, edema and kidney failure got worse. Her body just gave out in the end.

Our mother's journey through the Ontario health-care system was a long and winding road that was exhausting at every turn. Perhaps you have already experienced the loss of your mother or father. Perhaps that journey is yet to come. It's something that all of us will go through — yet few of us are truly prepared.

Finding a facility your parent can afford

The day will likely come when your parent can no longer manage living at home. If they are unable to afford care in a private facility, they will have to face the reality of publicly funded assisted living and/or long-term care. 

Assisted living will provide a modest room with limited space for furnishings, a three-piece bathroom, laundry service, recreational activities, exercise classes, assistance with dressing, and three meals a day in a dining room that your parent must be able to walk to or access with a walker or a wheelchair.

Long-term care will provide a similar room and amenities, plus a nurse on duty 24-7, control and administration of all medication, and assistance from personal support workers for toileting, getting out of bed, dressing, and getting in to bed after meals and at night. Our mother paid $2,418.74 per month for her private room — a few hundred dollars less than the standard provincial rate because her long-term care facility was slightly older than some of the rest. 

At some point, you and your parent may have to navigate the transition from assisted living to long-term care. How will you know it's time? When your parent is bedridden and/or unable to walk, they are no longer eligible to stay in assisted living. You will then have to get them on what is known as the "crisis list" for long-term care. 

There are 86 long-term care facilities in the Hamilton Niagara Haldimand Brant Local Health Integration Network or LHIN. Bear in mind your parent has likely never seen any of these places. Chances are, neither have you. And the LHIN case worker in charge of getting you on the waiting list won't have any photos or videos on hand in order to show you what the facilities look like.

Even in the midst of a crisis situation, the LHIN will suggest that the onus is on you to arrange tours of these long-term care homes before you compile your list of preferred choices. If you choose not to do this, you're pretty much relying on word of mouth to make one of the most important decisions you'll ever face. 

Welcome to what could be one of the most frustrating experiences of your life. In no particular order, you may feel helpless, overwhelmed, exhausted, incredulous and exasperated. 

You will soon discover the key players in the system don't seem to talk to each other much. You may spend a great deal of time advocating on your parent's behalf, tracking down LHIN case managers and doctors and nurses to confirm the latest developments each day. We kept a spiral bound notebook in our mom's room at all times. Inside it, we recorded the date and details of every conversation we had with just about everyone involved. It was a lifesaver.

A crisis situation

As soon as tomorrow, your parent could suddenly be in a crisis situation. Decisions will need to be made quickly. The crisis may come at you out of nowhere and hit you like a ton of bricks. In a perfect world, it might sound reasonable to line up a tour of five or 10 long-term care facilities right away. In reality, life has a tendency to get in the way. One of the most important decisions you will ever make for your parent could all come down to a handful of photos you find in desperation one night on the internet.

You will have to indicate whether you'd like a ward room with four beds, a semiprivate room with two, or a private room with one. Each option comes with its own price point. Because our mother could no longer walk, we needed to find a place for her quickly. We held out for a private room because that was important to her, but we also put 10 long-term care homes on our crisis list to increase our chances of getting a bed fast.

It's a callous kind of process, really. Once you submit your list of choices, you then wait for someone to pass away so your parent can be offered a bed. This could take weeks. In our mom's case, it took about a month. Once you receive an offer, you have 24 hours to accept and move within five days. If for any reason you choose not to accept the offer, your parent's name must come off the crisis list entirely for three months; then they must apply all over again. Those are the rules.

Angels along the way

But here's the good news. You will meet angels along the way. The PSWs who were assigned to our mom in long-term care were the most kind-hearted, compassionate souls imaginable. They greeted her with a cheery "Good morning, Verna!" at 6 a.m., washed her, toileted her, helped her to put her teeth in, dressed her and wheeled her to the dining room and back again after each meal. They repositioned her in her bed when she became uncomfortable, and brought her snacks and fresh water throughout the day. They were love personified. The nurses were, too — ready to administer additional medication whenever the pain became unbearable.

The degree to which these angels are overworked shocked us. CBC's "Marketplace" recently went undercover with a hidden camera to a Toronto area long-term care home. Much of what the CBC encountered there, I saw with my own eyes in my mom's facility. The call bells that residents press for help would often ring for extended periods of time because there weren't enough people available to answer them all in a timely way.

When staff called in sick, they couldn't always be replaced on short notice.

On my mother's ward, just two PSWs worked the early morning shift. They had the task of waking up more than a dozen residents, getting them washed and dressed, wheeling them out to the dining room, preparing and then serving the food. They also had to feed those residents who were no longer able to feed themselves. After the meal, they would wheel the residents back to their rooms and get ready to start all over again in preparation for lunch. It was a marathon, not a sprint.

The RN on duty each shift was so swamped with work that I got into the habit of prefacing my request for more medication for my mother with the words, "I know you're busy, but when you have a chance, could you please help us?" 

One thing I know for sure: the PSWs and nurses have the very best of intentions. There just aren't enough of them. 

Each evening around 7:30, I would brace myself as I called our mom to ask how she was feeling. It was common for her to tell me that she was still in her wheelchair an hour after dinner had finished, and was still waiting for a PSW to take her to the washroom. Heartbreaking. I'd do my best to calmly reassure her that someone would be there soon. Then I would hang up and call the nurse's station to ask for help. Sometimes, the phone would go unanswered. The nurse was too busy elsewhere … nursing. It was just about as frustrating as it gets.

Thankfully, there is Bill 13 — proposed legislation that would require long-term care homes in Ontario to provide "a minimum care standard of an average of four hours of hands-on care to residents each day." There are petitions circulating inside some long-term care homes now in support of it.

Clearly, there is a human tsunami heading our way. It's a tidal wave of mothers and fathers like yours and mine who will soon need a higher level of care than they currently enjoy in their own homes or assisted living facilities. Unfortunately, it would seem the current system is not up to the task.

Some advice from my family to yours

• Don't put it off, hoping for the best. 

• Be proactive. Prepare now, research now. 

• Go online and print off the complete list of provincial long term care homes in your area. 

• Make time now to research the ones that look appealing and tour them. 

• Take photos and keep them on your phone or computer for future reference.

• Talk to friends who have already done their research and compare notes. 

• Put together a master list of facilities you'd feel comfortable seeing your parent or parents spend their final days in. 

Above all, don't settle for less than what you really want.

Karen Cumming is a journalist and health promoter who writes about mindful living and self-care at karencumming.com. You'll find her at karencumming@gmail.com. She and her sister, Pat, are working on an ebook to help families navigate the long-term care system.
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