
Still Alice 

 Many caregivers attend Loved Ones with some form of dementia, especially Alzheimer’s. 

Caregivers themselves need attention and, in recent years, social services have done a great job to focus on 

that need with information, education, and support groups. But, in many cases, while caregivers addressed 

the Loved One’s needs, often that person was deemed—because of lack of mental awareness, perhaps—

not to be able to engage in the conversation regarding his or her needs. After all, it was assumed, people 

with dementia did not have the cognitive ability to discern how they felt. How could anything they say or 

do have legitimacy? 

Several years ago neuroscientist Lisa Genova wrote a book, Still Alice, from the point of view of 

the person with dementia, in this case Early Onset Alzheimer’s Disease (EOAD). With her scientific 

expertise and by interviewing individuals with EOAD at the beginning of their malady, she pictured for the 

reader how these people were experiencing their lives. This book is not from the outside looking in, i.e. the 

way the caregiver sees the Loved One, but from the inside looking out, as the Loved One herself views life 

through a brain that is becoming progressively impaired.  

 This book wasn’t all about Alice however. It also describes the various ways members of Alice’s 

family handled her situation. Some denied her problem and simply pretended she was the same mother she 

had always been. Others acted like she couldn’t be trusted to do anything. Some became impatient (“You 

just asked me that”). All wavered between one feeling and another as they confronted their Loved One’s 

condition, but also as they faced their own demons. Worrying about the genetic possibility of having this 

condition led to decision-making for their own lives.  

 At the outset of a dementia, people don’t understand what is happening with their Loved Ones. The 

puzzling behaviors they exhibit often elicits a reaction of impatience and reproach. This book is a good read 

for anyone who is caring for someone who may just have been diagnosed with Alzheimer’s, but also for 

someone whose disease has already progressed. Understanding how the Loved One himself is feeling might 

make caregiving easier, or at least lead to more compassion. When a Loved One is first exhibiting strange 

behaviors, the caregiver may think he or she can change the behaviors by therapy or – scoldings, thinking 

the Loved One will try harder. 

 Attending a support group, such as Caregiver Coffees in Ozaukee County, is also a good way for 

new caregivers to gain insight in what they—and their Loved Ones—are experiencing. One woman who 

came to such a group talked about her mother and how she and her dad had just received the diagnosis that 

the mother had dementia. The daughter talked of how her mother didn’t engage in any of the activities she 

had always enjoyed, such as chatting with her sister on the telephone. The daughter said she encouraged 



her mother to do this and was disappointed that she always had an excuse for not making the call. The 

group—almost in unison—told her, “Your mother doesn’t know how to make the call.” People with 

dementia forget how to make phone calls or turn on the television. In this case it was a helpful insight for 

the daughter.  

Four Caregiver Coffees will meet at four different locations in Ozaukee County in April: 

Tuesday, April 3, at the Providence Place, 815 Washington St., Grafton, from 6:00 -7:30 p.m.; Tuesday, 

April 10, at the County Administration Building, Port Washington, from 10:15 – 11:45 a.m.; a men’s 

group on Tuesday, April 17, at the American Legion Post, 1540 13th Avenue,  Grafton, from 9:30 a.m. to 

11:00; and Wednesday, April 25, from 9:30-11:00  a.m. at St. John’s Lutheran Church, corner of Port 

Washington Rd. and Lakefield Rd., Grafton. Care for the Loved One is available at the latter site. Call 

Barbara Lindholm at 262 376-4328 for information. 

Submitted by Rita Burfeind 

 


