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Introduction
Chronic kidney disease (CKD) is a chronic condition with a variety of other impacts other than kidney function. The estimated prevalence of CKD in the UK depicts 7.19 million people aged 16 years and older in 2023, and globally was an estimated 788 million adults aged 20 years and older in 2023 (Kidney Research UK, 2023; Mark et al., 2025). This increases the likelihood of cardiovascular disease, and has a burden of care, psychological effects and employment loss in addition to symptoms and reduced independence and family life (Hirst et al., 2020). It is a very variable disease some people have relatively stable disease; others may develop kidney failure and require dialysis or transplantation. This could result in a single disease-centred approach not identifying the variability in prognosis, social resources and individual perceptions of a meaningful outcome (NICE, 2025; Levin et al., 2024). This booklet critically examines the burden and risk factors of CKD, the physical, psychological and social effects of CKD, models of long-term care and the potential to improve practice that is person centred. The target entails registered nurses working with adults with CKD in UK community/renal services are the target professional audience. It asserts that the successful management of the problem requires an evidence-based approach to prevention and treatment, shared decision making, enabling self-management, caring for carers and equitable access to supportive and end-of-life care. Clinical guidelines are a much-needed standard, but are only useful if services could be implemented in a way that is reflective of patients' situation and priorities.
Understanding chronic kidney disease
The most common ways that CKD is defined are: structural or functional changes in the kidneys that occur for at least three months; and changes that are important to a person's health. The estimated glomerular filtration rate (eGFR) and urine albumin-to-creatinine ratio (ACR) should be taken into account, not just creatinine alone (Mears and Treacy, 2020). The GFR and albuminuria categories are combined to classify CKD, as this classification has a better prediction of adverse outcomes than either measure alone (NICE, 2021; Levin et al., 2024). The CGA framework takes into account the cause of CKD, GFR category and albuminuria category (Levin et al., 2024). These clinical differences are relevant: two individuals with the same eGFR level might have very different risks due to the presence or absence of albuminuria, type of underlying cause, presence or absence of other health problems, and the rate of eGFR decline. Thus, a staging label should give information, it should not be all on its own, it is not a discussion in itself.
While the prevalence of CKD is a difficult issue to define, due to age structure and the varying definition of the condition and access to laboratory testing, it is a significant public health problem worldwide. According to the Global Burden of Disease study, hundreds of millions of people suffer from CKD worldwide, and the burden is growing as a result of population ageing, diabetes, hypertension, and other metabolic risk factors (Bikbov et al., 2020; Lucas and Taal, 2023). The actual estimate varies by study year and definition, and thus it is better to report the scale and trend than to give one number as the definitive estimate of a trend. CKD affects a large number of people and is not always recognised, especially in early stages where individuals may not have symptoms. Individuals with diabetes, hypertension, cardiovascular disease, previous acute kidney injury, structural renal disease (kidney damage) or a family history of kidney failure are recommended to have routine risk-based testing (NICE, 2021). A weakness of the reported prevalence is that it includes unmet need along with testing and coding, potentially giving a false sense of security; for example, if the prevalence of a service looks low but the prevalence of the need is higher.
Examples of Other Long-Term Conditions
People with CKD usually have type 2 diabetes, hypertension and cardiovascular disease as well. These conditions commonly share risk factors and can mutually affect each other, making it important to consider multimorbidity in the care of these conditions, rather than addressing them one by one (Davies et al., 2026; Lucas and Taal, 2023).
Physical, psychological and social impacts
Physical effects of CKD are related to the stage, comorbidities, and treatment. May not be evident at early stages of disease and this can make it more difficult to discern the importance of preventive treatment (Coyne et al., 2023). As its function diminishes, individuals can feel fatigued, itchy, unable to sleep, sick, experiencing pain, heavy and experience mineral-bone problems. Cardiovascular disease is not only the kidneys, as it is a big contributor to morbidity and mortality (Levin et al., 2024). A systematic review in several countries found that all populations with CKD had evidence of symptom burden and decreased in health-related quality of life, though the review was limited to varying instruments to measure symptoms and different stages of CKD measured (Fletcher et al., 2022). This evidence suggests that symptoms and quality of life should be measured regularly, but that the symptoms vary among patients.
Additionally, treatment may result in additional physical and practical needs. There can be treatment complexity due to medications, dietary restrictions such as potassium, phosphate and salt, and/or dialysis, which can come with travel, vascular access and/or fatigue after dialysis. Transplantation can enhance some aspects of life, but involves surgery and lifelong monitoring and immunosuppression. Biochemical markers should not therefore be the only endpoints that are used to assess treatment. Regimens that are poorly sustained may be too difficult to tolerate, too expensive, or not be compatible with a person's day-to-day activities, and thus may not be clinically effective. NICE (2021) states there should be risk and circumstance-based monitoring and lifestyle advice. NICE is also recommending the inclusion of finerenone, empagliflozin and dapagliflozin in eligible individuals with CKD (NICE, 2023b; NICE, 2023a; NICE, 2025). The assessment and management of hyperkalaemia should be appropriate (UK Kidney Association, 2023). When people suffer from more than one condition and/or have a restricted dietetic contribution or split appointments, guidance may be difficult to implement.
In addition, psychological factors are uncertainty and fear of progression, and distress from the treatment, plus changes in body image, dependence and mortality. In early- and established-stage, there are no symptoms for CKD, but later in the disease may lead to intrusive treatment schedule and lack of control (Walklin et al., 2023). The presence of depression and anxiety can be associated with physical symptoms, and may affect motivation and/or the capacity to follow complex plans but it would be simplistic to consider non-adherence as a psychological deficit (NICE, 2022). This may be due to unclear advice, high cost of treatment, difficult side effects or unworkable treatment plans. Evidence from symptoms and quality of life indicates the need to pay more systematic attention to patient-reported outcomes in the context of the routine care of patients with kidney disease (Fletcher et al., 2022; Lucas and Taal, 2023). If it is to be effective, screening should be followed by services that offer the support and follow-up psychological services.
Important: there are important social impacts. Dialysis may be done in the workplace or on the road to and from the place of dialysis, as well as during education and leisure, and spontaneous social activity. Wilson et al. (2026) noted that regular visits lead to transport costs and loss of income, as well as cultural activities being more challenging for families due to dietary requirements. Some clients may be affected more by the lack of mobility, or insecure nature of their work. These effects demonstrate the limitations of just a biomedical approach, because they do not consider whether or not treatment is socially viable or not (Walklin et al., 2023). Caring responsibility, financial difficulties, food access/transportation should be discussed with health professional and support (if available) should be offered. Social prescribing can ensure some links to the community but should not be seen as a replacement for good quality clinical and social care provided and funded.
Family members and other carers can assist with the transport, medication, diet, emotional, and practical support, such as dialysis. This support may help maintain continuity but can also result in fatigue, stress, loss of employment and stress in relationships. Alshammari et al. (2021) identified that the clinical condition of end-stage kidney disease (ESKD) and care needs were related to caregiver burden. Research into caregivers shows that there are diverse measures and samples used, however, and it is hard to then generalize the level of burden to all families. Also, when family members are involved, it can impact on confidentiality and on their autonomy. Person centred practice should take into account the people the patient wants to involve and be able to accommodate individual carers' needs – not everyone who cares for a patient should be expected to do so without assistance. It is important to note that care for carers is not an additional service, but an integral component of a package of services that can help secure and sustain family wellbeing and care provision.
Theoretical Models and Frameworks for Improved Outcomes
Shared decision-making, personalised care and support planning, choice, social prescribing, supported self-management and personal health budgets are key principles of a relevant UK framework of the NHS Comprehensive Model of Personalised Care (NHS England, 2023a; Ma et al., 2025). It's good in its ability to take the person's goals and wider life situation into account, and their clinical needs. This may help to inform conversations with patients about monitoring, drug and pill burden, dietary advice, working and dialysis options and future treatment decisions for CKD (NHS England, 2019). There is an acknowledgement of the contribution of the community and voluntary sector to meet needs that are not being met by the renal clinic. The downside of this is that a framework doesn't guarantee that there will be any meaningful choice. There is a limited time for an appointment, and with limited information, or one (realistically) viable treatment option offered, a nominal discussion can take place. If there is no service capacity then personalisation is likely to undermine shifting power to the patient.
Additionally, the international Chronic Care Model (CCM), developed in the United States suggests that there is a relationship between better outcomes that arise when health systems integrate community resources, organizational support, self-management assistance, delivery system design, decision support, and clinical information systems. The emphasis on proactive, planned care applies to CKD, and if there is a chance to avoid the progression of disease, that is the way to go. Kroenke et al. (2024) reported positive findings for chronic disease-specific outcomes, patient knowledge, satisfaction, or service use; however, results were not consistent, and it was not possible to determine that each component would yield the same results in each setting. A self-contained review of nursing processes revealed some consistency of support for self-care approaches, but a lack of consistency in some of the case management and nurse-led support processes and less consistency for information systems and decision support aspects.
In comparison, the UK personalised-care model emphasizes choice and personal objectives and integration between health and social care services, whereas the CCM provides a more definite statement of the system-level organisation of proactive chronic disease services. Both have the common constraint of implementation dependence, which means that they need trained personnel, usable information systems, and leadership and time for collaborative planning (Llewellyn, 2019). Additionally, CKD frequently occurs together with diabetes, cardiovascular disease, and frailty, which may lead to competing demands set by the different conditions (Dufour et al., 2023; WHO, 2023). Patients may have to visit multiple clinics and adhere to multiple disease-specific treatment regimens, and this leads to treatment burden, not empowerment. The models need to be adapted accordingly in terms of goal-oriented care, with outcomes given priority that are relevant to the person concerned, and work minimized for the patient. The information gained from various chronic-disease environments is educative but should not be viewed as an unconditional endorsement to improve CKD outcomes in all settings. The comparison is depicted in table 1 below. 
Table 1. Comparison of care models for CKD
	Framework
	Main contribution
	Key limitation

	NHS Comprehensive Model of Personalised Care
	Patient choice, personal goals and integration of health and social care.
	Meaningful choice may be restricted by limited time, resources and service capacity.

	Chronic Care Model (CCM)
	Proactive chronic disease management, self-management support and coordinated services.
	Effectiveness depends on implementation, trained personnel, information systems and organisational support.



Health And Social Care Policy and Implementation
NICE guideline NG203 for England outlines the detection, classification, monitoring and assessment of risk, referral and management of CKD. It supports risk-stratified testing (using eGFR and ACR) and shared decisions making about prognosis, as well as an individual monitoring and self-management plan (NICE, 2021). The purpose of KDIGO's guideline 2024 is to offer international evidence-based recommendations for the evaluation and management of CKD (Levin et al., 2024). The evidence-synthesis methods that have been utilized by the KDIGO guideline development are discussed by Oliveras et al. (2026). These guidelines can help foster uniformity and eliminate the use of the individual clinician's practice. Recommendations are not, however, "automatically" implemented and implementation is dependent upon primary-care capacity, access to lab services, skills of the workforce, referral networks, prescribing capacity and patients' ability to attend follow-up appointments.
Personalised Care and Treatment Choices
In addition, NHS England's vision for personalised care should include shared decision making and integrated support, while its end-of-life policy emphasizes the need to have conversations at an earlier stage and documents them, and services will be planned around the person (NHS England, 2023b; NHS England, n.d.-b). These principles have been relevant particularly in the context of CKD as these people may consider kidney replacement therapy, kidney transplantation or conservative kidney management (NICE, 2018). NICE recommends that RRT and conservative management be considered together, considering what is likely to occur if the kidney failure is managed conservatively and the patient's preferences, comorbidities, and life expectancy.
Equity and Access to Services 
Moreover, there is an equity-related implementation issue. These factors work together to increase the risk of developing CKD and its outcomes: deprivation, diabetes prevalence, ethnicity, geography, and access to preventive services. Access to a pathway can be dependent on digital access or on repeated travel, which could be a disadvantage for those with a low income, a disability, a language barrier, or caring responsibilities (Office for Health Improvement and Disparities, 2022). Digital tools can support access to test results and self-management, but can potentially exacerbate inequalities if provided as an alternative to in-person support. Likewise, outcomes that track testing or referral volumes do not necessarily indicate if individuals grasp their diagnosis, feel included in decision making or get help related to symptoms and financial burden.
Implementation should be based on a clearly specified population and be assessed transparently in this regard. An integrated care board or renal network might identify areas of testing or referral for shared responsibility between general practice and nephrology and offer staff training on risk communication and shared decision-making. Audit should include the following: timely review for high-risk patients; care plans include patient goals; and access is equal by deprivation, ethnicity, disability and geography. These actions should be co-designed with the people living with CKD and carers. If there is no feedback from patients, service redesign can increase efficiency in administration without changing the most burdensome elements of having CKD.
Recommendations 
· Services should have a personalised CKD care plan that is created in a shared decision-making process. The plan should include the person's diagnosis, classification of GFR and albuminuria, likely risks, medications, and a monitoring and goals management plan which is achievable and understood by the person. Be careful not to be overly reassuring or alarming in risk communication, and accept and discuss uncertainty as it becomes apparent. The NHS personalised-care framework can help support collaborative planning, but the effectiveness of collaborative planning should be judged by the person's understanding of the plan, and their ability to influence the plan, not just that a plan is in place (NHS England, 202a3; NHS England, n.d.-a). The review should be commensurate with the disease risk and planned to ensure it is not duplicated with diabetes and cardiovascular and other reviews.
· In addition, tailoring, accessibility and continuity are important attributes of self-management education. People require practical information on medicine, blood pressure, smoking cessation, physical activity and when to seek assistance, and how to use medicines. Information about medicines, blood pressure, smoking cessation, physical activity, diet, when to seek assistance, and how to use medicines is required. Recommendations should be discussed with the person and backed up with renal dietitians and pharmacists if applicable. There should be no strict dietary limitations unless there is a clinical indication or a risk of malnutrition. To date, there has been an increase in the interest in interventions that can help patients increase their capability instead of only relying on medication; a recent systematic review and network meta-analysis of self-management support strategies in CKD was conducted (Ma et al., 2025). Yet, food insecurity, cost of care, lack of health literacy and/or inaccessible services cannot be addressed through education. Programmes should include information, problem-solving, teach-back, follow-up and options for peer/family support, selected by the patient.
· Importantly, registered nurses need to provide timely supportive and palliative-care conversations with people with advanced CKD, symptom burden, directed by prognosis, patient preferences and individual goals. As such, treatment options, advance care planning and preferred place of care, involving family or carers with the person's consent and coordinating care across relevant services need to be explored.

Conclusion
The impacts of CKD are far-reaching and affect the individual's physical, psychological, family life and social involvement; it is a long-term condition that is heterogeneous. Clinical guidelines and policies give a solid foundation for risk assessment and treatment; however, they cannot be the only form of person-centred care. Improvements should be made in order to provide evidence-based prevention and treatment, support self-management, support carers, facilitate co-ordinated care from multiple disciplines, and commence conversations regarding supportive and end-of-life care. Quality should not be judged by kidney function or by the volume of the services performed but by the symptoms, quality of life, autonomy and equitable access. A truly whole person approach prioritizes a partnership with individuals, with preferences and circumstances as a foundation for care, rather than expecting them to fit into a disaggregated system.
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