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  Abstract 

Background: Increasing the prevalence of Alzheimer's disease along with an increase in 

the aging population has made this disease an urgent public health challenge 

worldwide. Family members play a significant role in delivering care to elders. In the 

other word, they are the major source of caring for individuals with Alzheimer's 

disease. Nowadays, family members are providing more care for longer periods of time 

than ever before and in the contemporary health care systems, there is an increasing 

emphasis on home-based health care. This emphasis roots in the need of these 

patients to long-term care and preventing high cost for family and health care system. 

Although living at home for patients with Alzheimer's disease improves their 

outcomes, it also increases responsibilities for family caregivers.  

Methods: A qualitative study was conducted using Heideggerian hermeneutic 

phenomenology. This study aimed to understand and interpret the lived experiences of 

family caregivers of persons with Alzheimer's disease in Iran. Ten Iranian family 

caregivers of persons with Alzheimer's disease were interviewed. Interviews were 

audio-taped and transcribed; data were analyzed by Van-Manen methodology. 

Results: Through analyzing the interview texts from family caregivers of persons’ with 

the Alzheimer’s disease, 6 main themes and 15 sub-themes emerged. The main themes 

were “captivity in the whirlpool of time” (with ‘remembrance of the past life’, and ‘fear 

from future’ sub-themes), “tolerance and management” (consisted of ‘encountering 

major changes in the life routine’, attempt for bringing balance to the life’, and 

‘tolerating agony and desperation, sub-themes), “caring like a mother” (with ‘love and 

commitment to the patient’, ‘lying in perennial wait’, ‘resistance and sacrifice’ sub -

themes), “amazement in a mirage of hope” (consisting of ‘hope and disappointment’ 

and ‘endeavor and extreme fatigue’ as sub-themes), “being stigmatized” (with ‘shame 

of the Alzheimer's disease persons’ unusual behavior and speech’ and ‘fear of others’ 

judgment’), “ambivalence” (consisted of ‘opposite feelings and thoughts’, ‘opposition 

of wisdom and emotion’, and ‘annihilating while transcending’ sub -themes). It is 

noteworthy that sub-themes are descriptors and expanders of the main themes. 

Conclusion: Caring for persons afflicted by Alzheimer's disease affects all the aspects 

of the family caregivers’ life. In other words, family caregivers of persons af flicted by 

Alzheimer's disease have perceived the caring for the Alzheimer's disease person as a 

phenomenon with different positive and negative dimensions, among which the 

negative dimensions, seems to be more prominent. We can call the Alzheimer's 

disease persons’ family caregivers as the hidden victims of the disease.   

Besides adding to the nursing body of knowledge, findings of this study may increase 

the nurses’ understanding of the caring for Alzheimer's disease persons and hence, 

improve their caring function. Moreover, nursing curriculum designers can use the 



results of the study for educating nurses the ways of teaching the caring skills to the 

Alzheimer's disease persons’ family caregivers. Knowing the experiences of Alzheimer's 

disease persons’ family caregivers indicated that health policy-makers have to pay 

more attention to Alzheimer's disease and its caring process; more possibilities and 

facilities, such as extensive educational and supportive services, should be provided to 

the family members of persons afflicted by Alzheimer's disease. 
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