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INTRODUCTION

Kidney diseases: a priority challenge 
for public health

The prevalence of kidney diseases has increased 

significantly in recent years, becoming a critical 

public health problem.1

Chronic Kidney Disease (CKD) currently affects more 

than seven million people in Spain and is associated 

with a mortality rate close to 30%. 

According to World Health Organization population 

estimates, by the year 2100 CKD could become the 

second leading cause of death in Spain.2

It is estimated that between 10% and 15% of the 

population in Spain suffers from CKD, a figure that 

exceeds 37% among people over 65 years of age. 3,4

The increase in the incidence of kidney diseases is 

linked both to population ageing and to risk factors such 

as diabetes, obesity, cardiovascular diseases, 

hypertension and smoking.5

CKD also represents a high healthcare burden, with 

more than 65,000 people on renal replacement 

therapy in Spain and is associated with a 

substantial loss of quality of life.6

The economic impact of CKD is significant, accounting 

for 5.6% of healthcare expenditure in 2021, with 

projections estimating that it will reach 11.7% in 2027.6

It is estimated that the economic burden of CKD in 

stages G3–G5 will amount to €4.89 billion in 2027, 

of which 42.5% will correspond to patients on renal 

replacement therapy.6
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CONTEXT

IgA Nephropathy (IgAN) a rare and 
progressive kidney disease

IgA Nephropathy (IgAN) is a rare kidney disease, with 

an estimated prevalence in Spain of 3.3 cases per 

10,000 inhabitants and an annual incidence of 7.9 

cases per million.  It mainly affects young adults and is 

a chronic and progressive disease, currently without a 

curative treatment, which can progress to advanced 

stages of CKD and kidney failure, requiring dialysis or 

transplantation.7,8

IgAN is the most common primary glomerulopathy. It is 

an autoimmune disease that affects the kidney, 

causing damage when deposits of an abnormal 

immunoglobulin A accumulate in the glomeruli.  These 

deposits trigger an inflammatory response that leads to 

progressive deterioration of kidney function..9

IgAN presents with non-specific symptoms in its 

early stages, making early detection difficult. 

Diagnosis is confirmed by kidney biopsy and, in most 

cases, it is made at advanced stages, which increases 

the risk of rapid progression to end-stage kidney 

disease.10

More than 60% of patients are diagnosed at stage G3 

or higher, and around 25% progress to end-stage 

kidney disease in only four years. The median survival 

is 11 years from diagnosis.11

IgAN has a significant impact on patients’ quality 

of life, affecting both physical and mental health, 

and causing deterioration in work activity.  

Available evidence indicates that approximately 

31% of patients present anxiety and 

depression.12,13 Likewise, among employed patients, 

almost 30% report a deterioration in their work 

performance. This impact also extends to caregivers.

Although IgAN has no cure, early 
diagnosis and appropriate 
treatment make it possible to slow 
disease progression and preserve 
kidney function, improving life 
expectancy and quality of life.
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In this context, the IgA Nephropathy Alliance was 

created with the aim of promoting public, professional 

and political awareness of the disease, developing an 

ecosystem that fosters its visibility, awareness-raising 

and the creation of support networks, as well as 

expanding the available knowledge.

Our goal is to highlight the impact of IgAN on patients 

and on the Spanish healthcare system, through the 

promotion of early diagnosis and appropriate 

therapeutic management that helps to mitigate and 

delay its consequences.

With this commitment, we held a workshop that 

brought together healthcare professionals, patient 

associations, political representatives and other key 

stakeholders to discuss the main barriers in the 

management of IgAN and to reflect on possible 

solutions.

This meeting gave rise to the following Decalogue of 

measures and proposals aimed at improving the 

quality of life of people living with IgAN

03
IgA Nephropathy Alliance: Make the 
invisible visible 
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Shared vision: 
Barriers in the Management of IgA Nephropathy

Low social awareness of the importance of prevention and regular medical check-ups, which 

hinders the early detection of health problems and leads to delays in 

diagnosis and treatment.

Low visibility of kidney health Often regarded as the “great forgotten” compared with other chronic 

diseases.  This situation further reduces awareness of less common kidney 

diseases such as IgAN.

General lack of knowledge

Also affects healthcare professionals, especially in Primary Care.  The 

absence of specific training and clear protocols means that numerous 

symptoms go unnoticed, making early and appropriate referral to 

Nephrology more difficult.

The lack of 
guidelines and 

homogeneous criteria 

For less common kidney diseases, such as IgAN, leads to delays in 

detection and early diagnosis.  This lack of standardisation limits early 

identification and timely management of patients.

Limited coordination Among different care levels and specialities makes it difficult to ensure

structured follow-up and an effective response to the needs that may

arise during patient care.

Territorial inequalities In the quality of care and in models of management represent a 

significant barrier for the management of less common conditions such 

as IgAN.

Delays in pricing and 
reimbursement 

processes

Together with the limited inclusion of the patient perspective, perpetuate a 

system that restricts access to therapeutic solutions capable of improving 

the prognosis of the disease, the quality of life of people affected and that 

of their families and environment.
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1 
INCREASE THE VISIBILITY
Of kidney diseases, especially less common ones such as 

IgAN, through comprehensive awareness and prevention 

campaigns aimed at the general population and 

healthcare professionals.

3 
STRENGTHEN HUMAN AND MATERIAL 
RESOURCES
In Primary Care to ensure the quality of care and 

reduce inequalities in the management of less 

common kidney diseases.

5
IMPROVE COORDINATION
Between care levels by establishing clear protocols and 

interoperable systems that ensure continuous, efficient 

and patient-centred care.

7 
PROMOTE EFFECTIVE COMMUNICATION
With patients, encouraging therapeutic adherence and 

shared responsibility in caring for kidney health..

9 
INNOVATIVE THERAPIES
Ensure equitable and rapid access to innovative therapies, 

prioritising those with the greatest impact on quality of life 

and health outcomes.

2 
TRAIN PRIMARY CARE
To identify and manage IgAN and other less common 

kidney diseases through education and digital tools 

that support clinical practice.

4
INCLUDE KIDNEY SCREENING
In routine health check-ups, with particular attention to

risk groups, to promote the early detection of

alterations compatible with IgAN and other kidney

diseases.

6 
DEVELOP SPECIFIC CARE PATHWAYS
For less common kidney diseases, ensuring a homogeneous 

and structured approach throughout the country.

8 
GENERATE KNOWLEDGE
Based on real-world clinical practice and experience in 

order to optimise clinical decisions and health policies.

10
PROMOTE RESEARCH
And clinical trials in less common kidney diseases by 

fostering public–private collaboration and the active 

participation of national centres.

10 Strategic Keys to transform the management
of the IgA Nephropathy in Spain
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10 strategic keys to transform the management of
 IgA Nephropathy in Spain

1. Increase the visibility of kidney diseases, 

especially less common ones such as IgAN, 

through comprehensive awareness and 

prevention campaigns aimed at the general 

population and healthcare professionals

• Develop an annual national campaign coordinated 
by the Ministry of Health, in collaboration with 
scientific societies and patient associations.  This 
should include standardised educational materials 
on warning signs (leaflets, videos, infographics, 
etc.), as well as materials adapted for different ages 
and educational levels, specific packages for 
professional associations of physicians, nurses and 
pharmacists, and targeted media campaigns to 
maximise outreach.

• Implement awareness programmes for school-

aged children, young adults and adults, aimed 

at promoting healthy lifestyles that protect 

kidney function, together with adapted training 

activities to facilitate early identification of 

symptoms.

2. Train Primary Care in the identification and 

management of less common kidney diseases, 

such as IgAN, through education and digital 

tools that support clinical practice

• Develop a national accredited training 

programme on CKD and less common kidney 

diseases for Primary Care, integrated into the 

training plans of healthcare management bodies.  

This should include epidemiology and clinical 

presentation, interpretation of laboratory tests, 

effective communication with patients and the 

use of digital tools for early detection, such as 

automatic alerts in the electronic health record or 

the use of risk calculators.

• Create a national programme of accredited 

rotations in Nephrology for Primary Care 

physicians, in a flexible format (intensive or 

modular), to facilitate the acquisition of specific 

competencies in less common kidney diseases.

• Designate a professional within each Primary Care 

team as a reference for chronic kidney disease 

and less common kidney diseases, with functions 

including: internal clinical coordination, liaison 

with Nephrology, team training and development 

of community prevention activities.

• Develop and integrate digital tools for early 

detection and follow-up of patients, such as 

automatic alerts in the Electronic Health Record 

for microhaematuria/ albuminuria/proteinuria 

and clinical decision support systems.

Proposals for Action for Each Strategic Line
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3. Strengthen human and material 

resources in Primary Care to ensure quality 

care and reduce inequalities in the 

management of less common kidney 

diseases

• Equip the system with adequate human and 

technological resources, ensuring that 

professionals have the time necessary for 

individualised follow-up of patients at risk of 

kidney disease.

• Promote an increase in professionals with 

advanced training in glomerulopathies and 

complex kidney disease, as well as sufficient 

provision of basic diagnostic equipment in Primary 

Care (urine test strips, automatic urine analysers, 

access to serum creatinine and albumin/creatinine 

ratio), with the objective of speeding up diagnosis 

and avoiding unnecessary referrals.

• Establish structured clinical follow-up protocols 

that include periodic review of analytical 

parameters and scheduling of follow-up visits after 

detecting alterations that may indicate potential 

kidney risk (for example, proteinuria).  These 

protocols should incorporate automatic alerts in the 

Electronic Health Record when abnormal results are 

detected, particularly in patients with risk factors 

such as diabetes, hypertension or a family history of 

kidney disease.

• Systematically include assessment of family 

history in Primary Care consultations as a key tool 

for early identification of high-risk cases and for 

improving diagnostic orientation at community 

level.

4. Include kidney screening in routine 

health check-ups, with particular attention 

to risk groups, to promote early detection 

of alterations compatible with IgAN and 

other kidney diseases

• Integrate kidney screening programmes into 

regional chronic disease and personalised

medicine plans, ensuring their homogeneous 

application throughout the territory and 

prioritising early detection in risk groups — such 

as patients with diabetes, hypertension or 

dyslipidaemia — by systematically including 

kidney parameters in chronic disease follow-up 

protocols.

• Incorporate urine analysis systematically into 

routine health check-ups, including 

determination of albuminuria, microhaematuria

and albumin/creatinine ratio as key indicators for 

early identification of alterations compatible with 

kidney diseases such as IgAN and other 

glomerulopathies.

• Implement innovative diagnostic support tools 

based on biomarkers, artificial intelligence and 

genetic analysis, which allow early identification 

of patients at higher risk of progression, 

facilitating early and personalised intervention.
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5. Improve coordination between care levels 

by establishing clear protocols and 

interoperable systems that ensure 

continuous, efficient and patient-centred

care.

• Promote the establishment of a common 

framework for referral and shared follow-up 

between Primary Care and Nephrology, with 

homogeneous, agreed criteria for early 

identification and comprehensive 

management of kidney diseases, especially 

rare or less common conditions such as IgAN.

• Foster a coordinated care model between Primary 

Care and Nephrology services, ensuring 

continuous, bidirectional communication.   This 

approach ensures that patients with stable kidney 

disease remain linked to Primary Care for routine 

follow-up, facilitating early detection of 

complications and rapid referral to Nephrology 

and timely access to advanced CKD clinics (ERCA).

• Promote effective communication with 

patients, encouraging therapeutic adherence 

and shared responsibility in renal health care.

6. Develop specific care pathways for less 

common kidney diseases, ensuring 

homogeneous and structured management 

throughout the country.

• Promote the design and implementation of 

specific care pathways for rare kidney diseases, 

particularly for IgAN, following successful models in 

other clinical areas.  These pathways should define 

clear care circuits from early diagnosis to follow-up, 

ensuring comprehensive, patient-centred care.  It 

is also necessary to integrate psychological support 

throughout the care pathway, given the emotional 

impact of these diseases and their treatment.

• Consolidate specialised multidisciplinary teams 

made up of professionals with specific competencies 

in nephrology and rare kidney diseases.  These teams 

will be key to ensuring coordinated, efficient and 

equitable care.

• Strengthen and promote reference units and 

specialised centres for less common kidney 

diseases, ensuring they are adequately staffed 

and resourced in terms of human, technological 

and organisational capacities.  Their effective 

coordination with regional health services 

should be encouraged in order to guarantee 

agile, equitable access, allowing patients with 

IgAN and other complex or rare kidney diseases 

to benefit from available therapeutic advances.  

To ensure equity in access to high-quality care, 

we propose implementing remote nephrology 

consultations and remote follow-up in rural 

areas, so that all patients can access specialist 

care regardless of their place of residence.
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7. Promote effective communication with 

patients, encouraging therapeutic adherence 

and shared responsibility in caring for kidney 

health

• Promote the creation of fluid communication 

channels between Primary Care nursing and 

Nephrology, enabling sharing of relevant 

information on early signs or symptoms that 

might otherwise go unnoticed, thereby 

supporting early detection.

• Strengthen the active role of nursing in the 

continuous follow-up of patients with kidney 

disease, through face-to-face or telephone 

contact, to ensure continuity of care.

• Provide health education from nursing aimed at 

improving therapeutic adherence, empowering 

patients for self-care and strengthening the bond 

of trust between patients and their care teams.

8. Generate knowledge based on real-world 

clinical practice and experience to optimise

clinical decisions and health policies

• Create a national registry of real-world clinical 

practice data in kidney disease, interoperable 

with the national health data lake and the future 

European Health Data Space, in collaboration 

with the Ministry of Health, the autonomous 

communities, scientific societies and patient 

associations.  The registry should integrate clinical 

information and data on quality of life, wellbeing 

and patient experience through standardised

indicators such as the KDQOL, EQ-5D or PROMIS 

questionnaires, enabling a more comprehensive 

assessment of the impact of the disease and of 

interventions on patients’ daily lives.

• Integrate real-world clinical practice data into 

Therapeutic Positioning Reports and into medicine 

evaluation processes, to complement evidence 

from clinical trials and support value-based access 

decisions.

• Develop and implement continuing education 

programmes for healthcare professionals 

focused on the use, analysis and interpretation of 

real-world clinical practice data, with the aim of 

improving clinical decision-making.
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9. Ensure equitable and rapid access to 

innovative therapies, prioritising those with 

the greatest impact on quality of life and 

health outcomes

• Establish fast-track access circuits in referral 

hospitals for innovative therapies in kidney 

diseases, prioritising patients with severe 

prognosis, rapid progression or no available 

therapeutic alternatives.

• Design an accelerated evaluation and 

funding model for innovative therapies 

aimed at severe or less common kidney 

diseases, which takes into account 

clinical value and impact on patients’ 

quality of life, beyond price alone.

• Promote, from the Ministry of Health, 

institutional collaboration with patient 

associations, scientific societies and the 

autonomous communities, in order to identify 

barriers to access to innovative treatments for 

rare or less common kidney diseases and 

propose measures to shorten the timeframes 

for pricing and reimbursement.

10. Promote research and clinical trials 

in less common kidney diseases by 

fostering public–private collaboration 

and the active participation of national 

centres

• Launch specific calls to promote clinical 

trials in rare or less common kidney 

diseases, encouraging public–private 

collaboration and participation in 

European research networks. Likewise, 

promote the inclusion of patient 

associations in the design phase of 

clinical trials and ensure their active 

participation in Ethics Committees.

• Establish formal mechanisms for disseminating 

the results of clinical trials to the whole care 

community in order to maximise their impact, and 

set up specific programmes in Primary Care that 

encourage participation in and promotion of 

clinical trial research.

• Create research units linked to regional 

hospitals and rural centres to foster territorial 

equity in research and access to innovation.

• Integrate genomic data, biomarkers and 

artificial intelligence tools to facilitate 

identification of patients who are candidates for 

clinical trials in rare or less common kidney 

diseases.
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