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EXECUTIVE SUMMARY AND KEY MESSAGES
· Unpaid family caregivers are essential to the sustainability of home-based peritoneal dialysis (PD), yet their needs are overlooked in current practice.
· Caregivers face significant physical, emotional, and financial burdens, contributing to burnout, poorer health outcomes, and risk of treatment discontinuation.
· Current practice focuses almost exclusively on patients, with caregivers only receiving informal check-ins and no structured support.
· Policy change is urgently needed to integrate caregiver support for PD family caregivers.
· Recommendations: (1) establish timely and structured caregiver support programs; (2) expand access to assisted PD and respite services; (3) provide financial recognition to unpaid caregivers.

INTRODUCTION
PD is increasingly promoted as a cost-effective, home-based treatment for patients with kidney failure, yet its success depends heavily on unpaid family caregivers who provide daily technical, emotional, and physical support. Despite their critical role, caregivers remain largely invisible in clinical practice.

Without adequate support, caregiver burden threatens health outcomes for both the caregiver and the patient, as well as for the healthcare system. Policymakers must invest in comprehensive caregiver support strategies to sustain this home-based treatment that reduces pressure on the hospitals and government. 

BACKGROUND AND CURRENT STATUS
Global and National Burden: Chronic kidney disease (CKD) affects 843.6 million people worldwide, about 10% of the population and its prevalence is only expected to rise (Kovesdy, 2022). In North America, patients with kidney failure are often treated with dialysis since kidney transplants remain limited (Eggers, 2011).

Dialysis: There are two forms of dialysis, hemodialysis (HD) and PD. PD is promoted as a home-based, cost-effective treatment, saving an estimated $16,000 per patient over 10 years compared to in-centre HD (Klomjit et al., 2020). However, PD shifts the treatment burden from healthcare professionals to patients and their unpaid family caregivers.

Family Caregivers Role in PD: PD caregivers often assist with:
· Activities of daily living such as bathing, mobility, meal preparation, shopping, and transportation (Ulutas et al., 2016).
· PD-related tasks like medication management, supply ordering, setting up equipment, lifting dialysate bags, troubleshooting the cycler, and maintaining catheter hygiene (Farragher et al., 2019).
Nearly 2/3 of PD patients require caregiver assistance, often from family members who lack clinical training (Farragher et al., 2019).

Economic Value of Caregiving: In Canada, up to 75% of care to people with chronic illness or disability is provided by family caregivers, equating to $26–72 billion annually in unpaid work (Stall, 2019). They serve as a vital extension of the healthcare system, reducing costs and hospital pressures.

Time and Burden: PD caregivers provide a median of 56 hours/week of unpaid care, on top of employment or family responsibilities (Belasco et al., 2006). Evidence shows caregiving is linked to burnout, depression, accelerated aging, infections, and early mortality (Chakraborty et al., 2023; Kang et al., 2019; Litzelman et al., 2014; Schulz & Beach, 1999). A longitudinal study with PD family caregivers confirm that caregiver burden and psychological distress increases significantly over time (Kang et al., 2019).

Policy Gap: Current clinical practice remains patient-centered, with caregivers only receiving informal check-ins. Caregivers require four types of support: informational, emotional, appraisal, and instrumental, at the right time (Cameron & Gignac, 2008), which are not being systematically provided.

Why It Matters: Without adequate caregiver support, burnout threatens both caregiver health and the sustainability of PD as a home-based treatment. If families can no longer provide care, patients are forced back into in-centre HD, increasing demand on hospitals and straining government resources.

POLICY RECOMMENDATIONS
To address gaps, four actionable, evidence-based strategies are proposed:

1. Establish Caregiver Support Programs that Delivers Timely and Comprehensive Support Digitally 
· According to the Timing it Right Framework, caregivers require the right support at the right time (Cameron & Gignac, 2008). Caregiver support programs need to identify the unmet support needs of PD family caregivers and deliver those in a timely manner throughout the caregiving trajectory. Delivering support digitally ensures it is accessible to caregivers who are often busy at home with caregiving responsibilities. 
· Advantages: 
· Improves caregiver competence and confidence. 
· Caregivers will feel supported as they navigate through this challenging new role.
· Disadvantages:
· Developmental costs to put together a comprehensive tool like this 

2. Expand Assisted PD and Respite Services 
· Increase nurse-assisted PD for strained families, offer scheduled respite to PD family caregivers for relief during personal illness, travel, or a much-needed break from caregiving 
· Advantages: 
· Reduces caregiver workload and offers them a break from their day-to-day tasks. 
· Keeps frail patients at home, preventing transfer to in-centre HD.
· Disadvantages:
· Increased costs to government (more home-care nurses/PSWs needed)
· Can disincentivize self-management if overused and over-relied on. 

3. Provide Financial Compensation to Unpaid Family Caregivers 
· Unpaid family caregivers should be given a monthly allowance as they are serving as an extension to the healthcare system, being cost-effective to the government, but are struggling to keep up with work while also assuming caregiving responsibilities.
· Advantages:
· Recognizes unpaid labour and allows family caregivers to focus on caregiving tasks, and not having to work on top of this role
· Can improve caregiver retention and wellbeing as they would not have to worry about financial strain 
· Disadvantages:
· Increased costs for the government 


CONCLUSION
Unpaid caregivers are critical to sustaining home dialysis in Canada, yet they remain unsupported in policy and practice. Recognizing and investing in caregiver wellbeing is essential for patient safety and PD sustainability.

By implementing caregiver support programs, expanding assisted PD and respite services, and providing financial recognition, policymakers can strengthen both family wellbeing and healthcare outcomes.

The time to act is now.



REFERENCES
Belasco, A., Barbosa, D., Bettencourt, A. R., Diccini, S., & Sesso, R. (2006). Quality of life of family caregivers of elderly patients on hemodialysis and peritoneal dialysis. American Journal of Kidney Diseases: The Official Journal of the National Kidney Foundation, 48(6), 955–963. https://doi.org/10.1053/j.ajkd.2006.08.017
Cameron, J. I., & Gignac, M. A. M. (2008). “Timing It Right”: A conceptual framework for addressing the support needs of family caregivers to stroke survivors from the hospital to the home. Patient Education and Counseling, 70(3), 305–314. https://doi.org/10.1016/j.pec.2007.10.020
Chakraborty, R., Jana, A., & Vibhute, V. M. (2023). Caregiving: A risk factor of poor health and depression among informal caregivers in India- A comparative analysis. BMC Public Health, 23(1), 42. https://doi.org/10.1186/s12889-022-14880-5
Eggers, P. W. (2011). Has the incidence of end-stage renal disease in the USA and other countries stabilized? Current Opinion in Nephrology and Hypertension, 20(3), 241–245. https://doi.org/10.1097/MNH.0b013e3283454319
Farragher, J. F., Oliver, M. J., Jain, A. K., Flanagan, S., Koyle, K., & Jassal, S. V. (2019). PD Assistance and Relationship to Co-Existing Geriatric Syndromes in Incident Peritoneal Dialysis Therapy Patients. Peritoneal Dialysis International: Journal of the International Society for Peritoneal Dialysis, 39(4), 375–381. https://doi.org/10.3747/pdi.2018.00189
Kang, A., Yu, Z., Foo, M., Chan, C. M., & Griva, K. (2019). Evaluating Burden and Quality of Life among Caregivers of Patients Receiving Peritoneal Dialysis. Peritoneal Dialysis International: Journal of the International Society for Peritoneal Dialysis, 39(2), 176–180. https://doi.org/10.3747/pdi.2018.00049
Klomjit, N., Kattah, A. G., & Cheungpasitporn, W. (2020). The Cost-effectiveness of Peritoneal Dialysis Is Superior to Hemodialysis: Updated Evidence From a More Precise Model. Kidney Medicine, 3(1), 15–17. https://doi.org/10.1016/j.xkme.2020.12.003
Kovesdy, C. P. (2022). Epidemiology of chronic kidney disease: An update 2022. Kidney International Supplements, 12(1), 7–11. https://doi.org/10.1016/j.kisu.2021.11.003
Litzelman, K., Witt, W. P., Gangnon, R. E., Nieto, F. J., Engelman, C. D., Mailick, M. R., & Skinner, H. G. (2014). Association between informal caregiving and cellular aging in the survey of the health of wisconsin: The role of caregiving characteristics, stress, and strain. American Journal of Epidemiology, 179(11), 1340–1352. https://doi.org/10.1093/aje/kwu066
Schulz, R., & Beach, S. R. (1999). Caregiving as a risk factor for mortality: The Caregiver Health Effects Study. JAMA, 282(23), 2215–2219. https://doi.org/10.1001/jama.282.23.2215
Stall, N. (2019). We should care more about caregivers. CMAJ, 191(9), E245–E246. https://doi.org/10.1503/cmaj.190204
Ulutas, O., Farragher, J., Chiu, E., Cook, W. L., & Jassal, S. V. (2016). Functional Disability in Older Adults Maintained on Peritoneal Dialysis Therapy. Peritoneal Dialysis International: Journal of the International Society for Peritoneal Dialysis, 36(1), 71–78. https://doi.org/10.3747/pdi.2013.00293


image1.png




image2.png




