Abstract

Background: Close persons play an important role in the care of elderly people with CKD5, but little is known of the experience of close persons caring for this patient group when they are receiving conservative kidney management (CKM), a form of supportive care aimed at alleviating symptoms. 
Aims: To explore: (i) the impact of CKD5 on the main close persons of elderly people with CKD5 opting for CKM; (ii) how support for close persons can be improved. 
Study design: A cross sectional qualitative study using a narrative approach. 
Participants: 26 close persons recruited from five specialist renal centres in the South east of England.

Results: CKD diagnosis had little impact on participants, as they had developed a supportive network of family and neighbours due to the person’s prior medical needs. CKD diagnosis did require participants to develop greater understanding of this disease to support the person in managing the disease. Renal teams were supportive to participants in this role and in assuring that the health needs of the person on CKM were met, though out-of-hours practical advice was an area for improvement. Participants experienced stress due to the competing demands of providing good quality care to the person whilst meeting their other responsibilities. Many participants managed the future by tacitly ignoring the probability of future deterioration. Open discussion about end of life options was only possible in a minority of cases where both the participant and the person acknowledged the terminal nature of the kidney disease. 
Conclusion: Participants were often emotionally drained as a result of their caring role, with many failing to attend to their own healthcare needs in an attempt to meet the needs of those they were caring for. Participants were confident in the formal healthcare provided to the person on CKM, although their own emotional needs were often overlooked by health professionals and other supportive agencies. Our findings suggest the need to develop ways of improving emotional and psychological support for close persons to deal with emotional conflicts and tensions and to improve how health professionals communicate with close persons about the availability of these services.       
