Alzheimer’s Caregivers: The Hidden Second Victim

In the PBS documentary THE FORGETTING: A Portrait of Alzheimer’s, which premieres on Wednesday evening, January 21, the Fugets are among the courageous families who share their lives to help Americans better understand and cope with Alzheimer’s disease. The program reveals the enormous energy, support and compassion that so many families rally to provide  even as they face the frustration and the heartbreak of watching the mental and physical deterioration of a loved one.  Alzheimer’s disease is truly death by a thousand subtractions.
Gladys Fuget is one of the 4.5 million Americans living with Alzheimer’s disease.  Harry Fuget, her husband, is among nearly 19 million Americans with a family member living with this disease. Harry is the primary caregiver for Gladys, and his days and nights are filled with the demands and responsibilities of caring for her. “She’s still in denial,” states Harry.  Gladys has her own explanation for her memory lapses: she blames Harry.  “She maintains that the only thing wrong with her is me, if she could get rid of me she’d be in perfect shape . . . she knows where everything is except when I take and move it, so that she can’t find it,” he says. For Harry, it will be probably be a long journey, one that will try his love and commitment to a woman slowly slipping away.  “It’s frustrating, one day at a time.  I sometimes feel that I fail to properly compensate for the fact that it’s not her, it’s the disease.  As long as I remember that, then it’s all right.” Some people live as many as 20 years after the first onset of symptoms, and their caregivers are often the hidden second victim. 

The Fugets, like millions of other families across the country, are facing the daily emotional, physical, and financial repercussions of Alzheimer’s, a disease of the brain that relentlessly destroys a person’s mind and memory.  Harry is distraught over the reality that Gladys is no longer resembles the active, alert woman he once knew.  “The disease is robbing us of what little time remains…and it looks bleak and frightening ahead…The future is not someplace I’m madly dashing to get to.” Over the past 20 years, immense progress has been made in understanding Alzheimer’s disease and its risk factors.  However, much remains to be done to delay the progression of the disease, prevent it and ultimately find a cure.

According to the Alzheimer’s Association, caregivers spend as many as 69 to 100 hours a week – as much as two full-time jobs – caring for someone with Alzheimer’s disease.  Harry, like so many caregivers, feels overwhelmed by the physical and emotional demands associated with caring for an Alzheimer’s patient.  “Feels like you’re on a constant treadmill,” he remarks.  More than 80 percent of Alzheimer caregivers report frequent, high levels of stress, and nearly half suffer from depression.  Caregivers often may not recognize their own needs or simply do not know where to turn for help.  The association urges caregivers to recognize and take steps to reduce stress.

Warning Signs of Caregiver Stress

· Denial about Alzheimer’s and its effect on the person diagnosed.

· Anger that no cure or effective treatments exist.

-Over-

· Anger toward the person with Alzheimer’s or others.

· Social withdrawal from friends or activities that once brought pleasure.

· Anxiety about facing another day and what the future holds.

· Depression that affects your ability to cope.

· Exhaustion that interferes with completing necessary daily tasks.

· Sleeplessness caused by a never-ending list of concerns.

· Irritability that leads to moodiness and triggers negative responses and reactions.

· Lack of concentration that makes it difficult to perform familiar tasks.

· Health problems that begin to take their toll, mentally and physically.

Ways Caregivers Can Cope with Stress

1. Get a diagnosis as early as possible.  Take the person to a physician when Alzheimer’s warning signs are present. 

2. Know what resources are available in your community.

3. Learn about the different stages of Alzheimer’s and the appropriate care giving techniques and strategies.

4. Get help and support from family, friends, and community resources.

5. Take care of yourself.  Watch your diet, exercise, get plenty of rest, and take time off and do something for yourself.

6. Manage your level of stress.  Use relaxation techniques, note your symptoms, and talk with your physician.

7. Accept changes as they occur and prepare for the inherent changes associated with Alzheimer’s.  

8. Do legal and financial planning to prepare for future needs.

9. Be realistic about what you can and cannot do and accept your limitations.

10. Give yourself credit for your accomplishments and try not to feel guilty for lost patience, mistakes or being unable to do everything on your own.

# # # 

“THE FORGETTING: A Portrait of Alzheimer’s,” produced by Twin Cities Public Television (TPT) in Minnesota for PBS, was inspired by the best-selling book “The Forgetting — Alzheimer’s: Portrait of an Epidemic,” by David Shenk.  MetLife Foundation, a longtime supporter of both public television and Alzheimer’s research, is sole underwriter of the documentary, the 30-minute national follow-up program, the companion Web site (www.pbs.org/theforgetting) and national outreach campaign. The Corporation for Public Broadcasting provided additional support for the outreach campaign.
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