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      On a sweltering late-summer Saturday, when I would have preferred spending the day in cool comfort at home with my husband, I set out on my own to attend a support group meeting at a hospital in an unfamiliar area of Los Angeles. Having allowed ample time for traffic and wrong turns, I arrived disconcertingly early considering that I didn’t want to be there at all. Before pulling into the parking lot, I wrestled with the decision: No one was expecting me. Couldn’t I just turn around and go home?

      But there was no turning back, neither from the meeting nor from the circumstances that made attending necessary.

      “Are you going to join this support group?” Geoff had asked, as we left a neurology clinic.

      I reached for his hand and gave him a reassuring smile. “Let’s go together.”

      My husband was newly diagnosed with progressive supranuclear palsy (PSP), a movement disorder that neither of us had ever heard of. During a consultation following a lengthy neurological exam, Geoff’s doctor handed me a flyer for a support group. Stunned by the diagnosis, I’d barely glanced at the paper before stuffing it in my pocket.

      But when we got home, I looked up the disease on the support group’s website. I recognized many of the symptoms Geoff had been experiencing: stiffness, clumsy movement, slurred speech, backward falls, an inability to shift his eyes. There was no treatment or cure for the disease, which usually advanced slowly over a period of six to eight years, a timeline I didn’t want to contemplate.

      “It’s better for you to go without me,” Geoff said, easing himself into an armchair next to my desk. “I prefer the bliss of denial.”

      I understood and, quickly brushing away tears, closed the website.

      Geoff already knew what was in store for us: He’d nursed his first wife through her twelve-year battle with multiple sclerosis. Her younger brother had died from ALS (Lou Gehrig’s disease), another in the family of neurodegenerative disorders that included PSP. However much I dreaded attending the support group, as Geoff’s caregiver I couldn’t flinch from learning whatever I could about the nature of his disease.

      Still early, and still feeling anxious, I parked my car and walked through scorching heat to reach the hospital’s chilled reception atrium. I sat in a quiet corner of a waiting area to calm my nerves. After a few minutes of reflection, I knew it wasn’t just the support group I wanted to avoid, but coming face-to-face with what lay ahead for us.

      Yet I was already witnessing our future as other people arrived for the session: some using walkers, others being pushed in wheelchairs. I watched a middle-aged couple shuffle toward the meeting room, the man’s gait wobbly and hesitant, his face passive. The woman, smiling encouragingly, leveraged her body against his to provide support and gripped his arm as securely as I had begun doing with Geoff. Her spirit and grace motivated me to follow them into the meeting room, taking my first steps toward learning how to cope with the challenges I foresaw.

      I signed a registration form and found a seat in the back of the long, narrow conference room, strategically near an exit should I want to slip out early. The room filled with patients and caregivers, including families attending in support of loved ones. One patient, accompanied by her spouse, adult children and a nurse, was on a portable respirator. I tried to imagine Geoff, so vital and independent, unable to care for himself and entirely reliant on me. How soon? How will I cope? I shifted my gaze to the middle-aged couple seated nearby, holding hands, their shoulders touching in a display of unity. If they can manage, can’t we?

      A retired nurse, whose physician husband had died of PSP, opened the meeting by welcoming new members to the group, calling on me first. Rising to my feet to introduce myself, I was suddenly overcome with emotion. Choked up and unable to speak, I fled the room in tears. I just couldn’t handle it.

      A woman with curly salt-and-pepper hair and a gentle smile followed me into the hallway and introduced herself as Louise. Her husband, she said, had been afflicted with Lewy body dementia (LBD); newly widowed, she continued attending these support group sessions to offer her own practical experience as a caregiver. Louise handed me tissues and let me cry; I poured my heart out, voicing my qualms about dealing with a disease that would day by day steal my husband’s life away.

      “Avoid thinking in terms of timelines,” Louise advised me, her calm gaze unwavering. The progression of a neurological condition is extremely unpredictable, varying widely from one patient to the next. There would be plateaus, some of considerable duration, with little alteration in Geoff’s mobility or cognitive abilities, before a significant shift would occur. With each incremental change happening in its own time, a caregiver, Louise said, managed a day at a time, not by looking ahead.

      She found the best way to cope with her husband’s decline was to accept each new limitation, such as increased limb rigidity, and focus on what he could still do that would keep him physically active and mentally engaged. When her husband, a rugged outdoorsman, could no longer handle canoe trips, they’d camp in a nearby nature reserve equipped with handicap facilities. These outings also gave them time to refresh and enjoy a relaxing respite from daily concerns. Seeing wildlife on nature walks, sharing a meal by a campfire and sitting by a lakeshore watching a sunset were experiences that enriched their days together and kept them from dwelling on an uncertain tomorrow.

      I felt a measure of hope hearing her quiet assurances that I would adapt myself to caregiving as she had. “Just by attending a support group you’ve made a willing commitment to be Geoff’s caregiver.”

      Still, the question foremost in my mind was how she had managed to stay positive knowing nothing could stop the relentless onslaught of his disease. How could someone maintain hope when there is no treatment or cure?

      “Hope is why I come here,” Louise told me. “I want to be part of the cure and I’m not giving up.” She urged me to live in the present and to fill the days with pleasure and gratitude for all the things Geoff and I could still enjoy together.

      “Take care of your own needs, too,” she said, clasping my hands as we parted after exchanging contact information. “Find time to refresh yourself with personal respite breaks each day.”

      Her words resonated, giving me reason to feel optimistic. As bumpy as my first support group experience had been, I arrived home in a more positive frame of mind. Nothing I learned would change Geoff’s prognosis, but with fresh perspective, I saw my husband as he was, still largely able to care for himself—delivering coffee with the newspapers to our bed each morning, avidly following the stock market, taking his daily afternoon swim and enjoying dinners in the garden, often with friends joining us. My goal was to keep him healthy, active and safe from falls, to hold off the progression of his disease as long as possible. The advanced symptoms I’d witnessed in the support group seemed very distant.

      My buoyant outlook was beneficial for both of us, but caught up in my own bubble of denial—and Geoff’s—I put off getting in touch with Louise or attending more meetings; I didn’t want to spoil our sense of contentment by being reminded of what lay ahead. But in preserving the impression that all was fine, I was downplaying the increased responsibility and daily adjustments that gave me less time to refresh myself. The lack of respite resulted in concealed anxiety and increased fatigue.

      Over the coming months, as Geoff became more symptomatic, I pitched in when he needed help with buttons, zippers and socks. I squeezed toothpaste onto his brush, cut his food into bite-size pieces and kept a firm grip on his arm, but otherwise tried to avoid “babying” him, as he termed my inclination to assist when it wasn’t needed. In those early stages, Geoff didn’t want anyone to know he had PSP, and I became skilled at concealing any help I gave him. We thought we had the world fooled, that family and friends were unaware of my surreptitious ploys at the dinner table to prevent him from knocking over a glass or choking on large chunks of food, or the way I maneuvered him in and out of chairs. I became adept at deflecting comments when a friend picked up on Geoff’s uncharacteristic behavior, citing a sleepless night or a headache as an excuse. Eventually his desire to keep his condition secret meant fewer outings and less social contact. As he required more care, I cut back on my professional work and outside activities, and we spent much of our time alone together.
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