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Questionnaire Informal Care and Family Support
Please complete and return until 15 October 2008

Most of the care of people with intellectual disabilities is presently done in an informal and unpaid way by family members of the disabled person. Support to families with a disabled member is thus of crucial importance. This questionnaire collects information about the situation in Europe to underpin policy development in favour of unpaid carers and families.
Organisation:

________________________________________________________
Responding person:
________________________________________________________
Country:

________________________________________________________
We understand that some of the information requested below may not be readily available or not be available at all. If official statistics exist, please complete column “official”, if not, please estimate the information.


Official
Estimated

Number of people with intellectual disabilities of all ages
________   ________

Number of children and young people with intellectual 
disabilities below the age of 18
________   ________

Percentage of adults (older than 18 years) with intellectual disabilities 
living independently in the community with some support
_______%   _______%
Percentage of adults (older than 18 years) with intellectual disabilities 
living in special homes, services or institutions
_______%   _______%
Percentage of adults (older than 18 years) with intellectual disabilities 
living with their original families
_______%   _______%
Please estimate the percentages of who takes care of adults with 
intellectual disabilities living with their original families:

Mother

______ %
Father

______ %
Sister or brother

______ %
Grandparents

______ %
Other relatives

______ %
Professional services

______ %
Other

______ %
Please estimate the percentage to which informal care affects the professional 
and financial situation of the caring family member:
The informal carer has to give up employment

______ %
The informal carer has to find partial employment

______ %
The informal carer has reduced job opportunities

______ %
The situation of the informal carer is not affected

______ %
Please indicate if sufficient support is available in your country for informal carers:











Yes
Sometimes
No

Respite care services that care for a limited period of time
(
(
(
Income support
(
(
(
Working time flexibility
(
(
(
Training and counseling services
(
(
(
Other (please describe): ________________________
(
(
(
Please indicate what support is available in your country for families with disabled members:











Yes
Sometimes
No

Respite care services that care for a limited period of time
(
(
(
Counseling services
(
(
(
Holiday offers
(
(
(
Other (please describe): ________________________
(
(
(
Financing extra costs of disability: please indicate to what percentage the extra costs of a disabled family member are compensated in your country:
Health care

______ %
Leisure time support

______ %
Specific transport needs

______ %
Adapted devices and appliances

______ %
Short term care

______ %
Other

______ %
We will highlight some examples of good practice for the support of families with members with and intellectual disability on our website. If such good practice exists in your country, please describe it briefly on a separate sheet. Please add references and relevant website addresses where interested people can get more information.
Further comments and remarks:
Thank you for your support!
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