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What Is respite care?

How? For whom?




Definition

* Short term temporary relief
For disabled people who normally live at home

* Includes
Nursing care
Physiotherapy
(re)habilitation
Recreational activities

* From mental retardation (behavioural management) to highly
medicalised cover
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Individual rooms with bathroom/shower, TV, internet

Special automated devices for handling (‘rails’)
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From 2003 to 2007: 645 patients benefited
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How to organise stays at Hendaye

* Average stay: 1 month

* ] to 2 stays per year

* On doctor’s social workers’ or family’s request
* Origin: national

* 100% covered by Social Insurance
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Spinal muscular atrophy types 2 & 3
Congenital muscular dystrophies
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Sarcoglycanopathy Duchenne MD
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Gamma-sarcoglycanopathy with respiratory

rehabilitation

12 4th ECRD - 2007 - Lisbon



Limb girdle muscular dystrophy Poliomyeli tis
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Severe respiratory impairment with phrenic paralys IS
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Mitochondrial disease with tracheotomy
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Mother and daughter relationship:

Sometimes very difficult to break
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MYOTONIC DYSTROPHY
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Amyotrophic lateral sclerosis
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ALS respite care for the patient and his  family

(amyotrophic lateral sclerosis)
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Back to vertical position physical therapy hydrother 210)Y;
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'‘Conversation’ between L.1.S and A.L.S patients
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HUNTINGTON'S
CHOREA
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FRIEDREICH'S ATAXIA
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CEREBELLAR SYNDROMES (A.SL & C.S.C))
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Spinal cord injury : relaxing swimming and sing INg
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Combined brain and spinal cord injuries
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Handi-plage : uma praia sem barreira
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Mental deficiency
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Multiple disabillities:

visual impairment, orthopaedic abnormalities...

30 4th ECRD - 2007 - Lisbon



Cerebral palsy : physiotherapy on the beach
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Polyhandicap Lesch-Nyhan syndrome

gastrostomy behavioural disorders
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PWS : Muscle training
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August 2007 : the pilot group preparing another

‘respite’ project with the AFM
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Building up the future through a constant dialogue

between patients and careqivers
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Achievements of the Rapsody project

e The creation of a network or
respite services in Europe

* A definition of respite care
services for rare diseases

Centre based
Home based

e A brochure

* A cartography of respite care
services in Europe linked to a
database

* Best practices guidelines

www.rapsodyonline.eu

38 4th ECRD - 2007 - Lisbon



Project objectives

* To create a cartography of existing respite care ce  ntres which
provide services for patients and families living w ith a rare
disease

* To facilitate a dialogue between services in order to identify their
needs and share practices, concerns and challenges

* To facilitate mobility of patients in Europe to ben efit from
services where they exist
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Proposals from the work package participants

1. Establish by law the right to receive respite care services

2. There should be a larger range of services
Resource Centres, Sheltered Workshops
Supported Accommodation, Residential Services
Autism Services...

3. Hospitals/centres should aim to provide the right ¢ ombination
of services (centre based, home based, etc.)

4. A cost/benefit approach could be useful to demonstr ate the
utility of such services

with positive impact on quality of life and health outcomes

5. Raise awareness about the importance of respite car e services
among decision makers and professionals
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