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REGION OF MURCIA 
(SPAIN)

• 1. 479.000 inhabitants

• 9 Health Areas

• Area I: Reference Hospital

HOSPITAL ClÍNICO UNIVERSITARIO 
VIRGEN DE LA ARRIXACA



Regional Strategy-Weaving Network

 KNOWING WHERE WE  ARE, AND WHAT WE FACE 
 SIER (Information System for Rare Diseases)
 Collaboration with patients associations

 ANALYZING THE AVAILABLE AND NEEDED RESOURCES  
 Assess health, educational and social resources
 Resize essential services for diagnosis, follow-up and treatment
 Increase professional implication (multidisciplinary approach)

 CROSS ACTION APPROACH
 Multidisciplinare care/ Coordination / Integration/ Research

DESIGNING A COMPREHENSIVE PLAN FOR RARE DISEASES



Rare Diseases Information System

Etiology: 

1. Congenital abnormalities/diseases, the most common: 26%

2. Endocrine Diseases

3. Nutrition Diseases

4. Metabolic Diseases

5. Immunological Diseases

 2015:  88.583 people were included in this database and 

65,125 residents in the region suffered from a rare disease:

 4.4 % of the population in the Region of Murcia has been diagnosed with a rare disease.

 Prevalence rate is 515.2 cases per 10,000 inhabitants. There are not significant gender
differences

 One out of three people affected by a rare disease, has officially recognized their disability



REGIONAL PLAN FOR INTEGRAL 
CARE OF RARE DISEASES 
(HOLISTIC CARE)

 Goal: To improve social and health care, increasing the
coordination of all areas, improving the care circuits, promoting
educational tools for optimal social integration, and developing
treatments tailored to RD patients needs

 Living document: open and flexible

 Participative: patients, professionals and technicians

 Integral: Health, Education and Social Care

 Integrative: incorporates a new consciousness and a new
way to respond to RD



RD Patients and their families:
Expert Patients

Openness to dialogue and participation

Patients and families are the voice and emotions of RD

They guide and help in the process of decision making in all areas: clinical, 
social and  research



A RD Multidisciplinary Team: 
More than 100 professionals and patients

Leading Group:

Health, Education, 

Social Policy, patient 

organizations

Interdepartmental Commission Working Groups



Región of Murcia

Holistic care for RD 

REGIONAL STRATEGIES

PIER



10 Strategic Areas

1.Information

2.Prevention and early detection

3.Healthcare

4.Therapeutical resources

5.Socio-Health care

6.Social services

7.Education

8.Training of professionals

9.Research

10.Monitoring and evaluation

Aligned with

Strategy for Rare

Diseases of the

National Health

System



PIER: Holistic and multidisciplinary care

From Preconceptional and Prenatal stages

Genetic Counselling

In all ages

Adapting resources to the RD people needs in 
every moment of their lives



Regional Health System: Prevention

• Women Integral Attention Program in the Región 
de Murcia-PIAM

• Teratogenic Information System (SITE/SITTE)

• Newborn Screening Progrma : 30 metabolic
diseases, Cystic Fibrosis y hemoglobinopathies

• Neonatal Auditory Screening

• Primary Attention Pediatrics Follow-up Program



Health Care Resources

Genomic Medicine

80% of Rare Diseases have genetics basis



MEDICAL GENETICS SECTION
Regional Coordination Unit ER

(URCER-SGM)

3.000 patients/year



CBGC-HCUVA

23.000 samples/year



Reference Center (CSUR)/ 
ERNs
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Primary Attention: Detection and and follow-up

Hospital Attention: multidisciplinary, high resolution and transition

Hospital-PA coordination

Health Social Coordination

Case Management

Early Attention Program

Education/Work

Palliative Care

Key Points
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Case 
Management PRIMARY ATTENTION

Department A
Hospital

Department B
Hospital

Department C
Hospital

Pharmacy
Orphan Drugs

National and 
International 

Reference Centers 

Social ServicesLocal Services

Work Education Patient
Associations

Regional 
Coordination Unit
Case Management

Health Area
RD teams

Case Management



RD and Palliative Care:

Regional Palliative Care Plan

24 
horas
365 
días



Unknown Diagnosis Program: 
COHORTES / ENOD

RESEARCH
Priority Area in Regional Research and Innovation Strategy



Humanization in RD Care



Improving accesibility and confort



Hospital Leisure Areas-Outdoors and indoors
For children and adolescents



Pictograms for Autistic
Spectrum Disorders

patients



Pain management



School Activities at hospital 



Grief management



Volunteering and 
Humanization
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PIER:Budget and evaluation



ACHIVING HOLISTIC 
PERSON CENTRED CARE 

FOR RARE DISEASES 

WALKING TOGETHER

FROM THE INVISIBLE TO THE POSSIBLE

+COORDINATION +PLANNING

+RESEARCH

+RESOURCES

+ASSOCIATIVE 
SUPPORT

WALKING TOGETHER

FROM THE INVISIBLE TO THE POSSIBLE

+COORDINATION +PLANNING +RESEARCH

+RESOURCES +ASSOCIATIVE SUPPORT
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