A Patient’s Perspective

A patient encourages providers to help people with chronic kidney disease (CKD) learn to cope

After 25 years with diabetes, Jaqueline Bland was accustomed to the adjustments the disease has made to her daily routine. 

That is until she was diagnosed with chronic kidney disease (CKD) in the fall of 2003. 

Now it’s pills (morning, noon and night), one shot daily for her diabetes, a 32 ounces of fluid limitation daily and seven hours of dialysis three days a ­week.

It has taken a while, but she is used to the schedule that dialysis has put on her life. “Well...adjusted to just about everything,” she says with a laugh.

“I think I can live with just about everything, but the fluid limitation,” she  said. “I can not live with only 32 ounces of fluids a day. I love a glass of ice-cold water. That’s my third Heaven.”

Knowledge is Power

While she has come to terms with having CKD, she has discovered that coping with the disease is difficult.

Not as difficult as getting into a routine that centers on dialysis and medication, but attempting to understand her disease and learn about the complexities that come along with it. 

Especially the medical jargon.

“I hardly knew what the kidney was for. What the heck is creatinine?” she said. “I didn’t have an idea that kidneys do two functions — they filter and they produce urine. I thought as long as I was making urine, I was fine. It didn’t make any sense. I was ignorant myself.”

Little did she know that there are simple tests that doctors can perform to determine a kidney’s functioning level and tell-tale signs that patients can look for themselves to determine if there may be a problem.

Such as high blood pressure.

“That’s what alerted me that something was wrong,” she said, describing how her blood pressure reached 200/140 and sent her to the hospital for treatment. “My feet started to swell. I was tired all the time. I was thirsty all the time. But it was my blood pressure. That’s when it started to sink in that something was going on.”

She admits never having a formal one-on-one discussion with her doctor once she was diagnosed with CKD. Instead she was “shuffled off” to a nephrologist with the knowledge that her diabetes and high blood pressure were to blame.

“It was a fast, hard transition that I couldn’t handle and there was nobody to help me,” she said. “I went through a whole new world of stuff I knew nothing about.”

In The Mix

Bland had three strikes against her — she has diabetes, has high blood pressure and falls into a ethnic category designated as being a high risk group. She was not aware of anyone in her family that had a history of these conditions.

Her diabetes was induced from medication treating a condition known as Sarcoidosis that involves inflammation that produces tiny lumps of cells in various organs in the body.

Adding to her health problems and the stresses of daily life, Bland said she was at the end of her rope when she was diagnosed with CKD in 2003. 

Within a six-month period, she went from working as an elementary school teacher to forced retirement and ending a job working nights at FedEx, with her father dying and having an adult son share her home. 

She attributes the stress of work, retirement and family taking a toll on her blood pressure and triggering CKD.

­“You don’t burn the candle at both ends,” she said.

Learning To Cope

After her diagnosis, Bland said she went into a deep depression and spent a lot of time crying. While the events in her life played a big part in her emotional response to the diagnosis, it was the “not knowing what to do” feeling that overwhelmed her.

“If my doctor had taken time to talk to me about CKD and explained what it meant, it would have helped,” she said. “But he didn’t. Everything I know about CKD I learned on my own.”

  Most of her knowledge about her conditions comes from Internet resources, primarily a patient message board she uses religiously for support, advice and information. The message board has been a big help — especially once she made the transition to nocturnal dialysis, a treatment that scared her for obvious reasons.

“The first clinic I went to, there were many of the patients there that had amputations,” she said. “They had one foot or one leg or both legs amputated. And that scared the heck out of me, because I knew I was diabetic and diabetic people lose limbs. So I thought that dialysis meant I was going to have to give up a limb. I couldn’t do that.”

Bland turned to the Internet for answers and discovered her fear was valid, but not necessarily her fate.

“I’ve gotten smart. I’ve gotten everything under control,” she said about her diabetes. 

Nighty Night

After spending time researching dialysis options, Bland was given the green-light by her nephrologist to use nocturnal dialysis. Sunday, Tuesday and Thursday nights are usually spent wrapped in a blanket and connected to a dialysis machine for seven hours. 

“You can’t miss too many treatments. If you do, then you probably won’t be around here very long,” she said. “Even though I don’t like treatments, I decided I had better go, so I go.”

Treatments are made a little easier, Bland said, thanks to her arteriovenous fistula (AVF). The fistula allows for easier access and isn’t unsightly as a previous access procedure that left her upper arm disfigured.

“My advice to people is to do what you need to do to stay off of these machines. It isn’t any fun to be on these. And there are still a few empty chairs here if they want to join us,” she said with an insightful grin.
How To Help A Patient

As a patient who has received treatment from many doctors, Jackie Bland knows a thing or two about what the medical staff can do to help patients make the transition from “normal life” to “a new life.” 

Having been self-educated about the disease, here are a few things she suggests providers take into consideration to provide improved care:

· Providers should understand patients as individuals and how the disease affects them not only physically, but also their entire lifestyle.

· Providers could designate a “patient buddy” who can talk to other patients about their disease, offer advice and help with the transitions the disease brings in a patient’s life.

· Providers could become more online savvy by joining online patient discussion groups to offer advice and make resources available to patients.

· Don’t pass the buck or assume patients understand medical treatments. Providers should slow down and take more than five minutes to discuss treatment. Providers should begin education immediately and direct patients to reliable educational resources.

