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• Population ageing, a positive phenomenon in itself, leads often 
also to an increase in long-term care (LTC) needs 

• As formal/professional care services are not able to meet (fully, 
but often not at all) this LTC demand, informal/family carers 
remain crucial in addressing (elder) care needs, thus relieving 
the pressure on public resources 

• By doing this, however, carers often have to face many 
difficulties, e.g. health problems (depression, anxiety), lower  
work productivity (or even job loss), financial problems, family 
conflicts and social isolation 

• To tackle such difficulties, in some countries different forms of 
support services for carers have been implemented 

Support needs of informal carers in 
ageing societies 



An increasing number of support services for carers are 
being delivered via internet, in a static or interactive 
way, to provide the following: 

• Information on different care-related aspects (static 
sites) 

• individual counselling by health professionals to 
carers (via e-mail, audio or video communication) 

• group support (structured: via video-conferencing 
group sessions with a moderator; unstructured: via 
on-line fora) 

• social participation tools for interaction with other 
carers & significant others (via social networks  etc.) 

Support services for carers:  
the increasing role of the web 



Many web-based services for carers existing in the EU 
present substantial limitations (Schmidt et al 2011) as: 

• many initiatives are small-scale and low-funded, 
with limited geographical coverage, so web-based 
services are available & accessible to few people only 

• many countries in Europe experience (a) a low 
penetration of low-cost broadband internet 
connection and/or (b) a small (or even no) cultural 
and social recognition of carers’ role (e.g. in 
Southern and Eastern Europe) 

Gaps in the provision of web-based 
support services for carers in the EU 



2. How the  
InformCare platform was built 
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The INNOVAGE project (WP3) 

Project Partners 
 

1. University of Sheffield, UK 
(Coordinator) 

2. Lund University, SE 
3. Heidelberg University, DE 
4. Newcastle University, UK 
5. National Institute of Health 

and Science on Ageing 
(INRCA), IT 

6. Age Platform Europe, BE 
7. Eurocarers, LU 
8. Sheffield Hallam University, 

UK 
9. Latvian Council of Science, 

LT 



• Overall goal: contribute to improving quality of life 
of informal carers of frail older people in Europe, by 
developing an integrated set of web-based, 
multilingual support services, to more effectively 
address carers’ needs. 

• Specific objectives: (1) to develop, (2) test (3) 
implement and (4) disseminate in the EU-27 the 
web platform with an integrated package of basic 
services. 

• Two main types of services: information 
resources and interactive services 

Goals of INNOVAGE-WP3:  
a multilingual platform for carers in the EU 



• Primary target group: Informal carers (all countries) 
• Secondary target groups: 
Care professionals (10 countries): health care 
workers, psychologists, psychotherapists, social 
workers, adult educators etc., who directly interact 
with informal carers (e.g. to promote integration of 
formal and informal care, provide direct support etc) 

Employers (10 countries): Owners, CEOs & HRMs of 
organisations interested in addressing the potential 
difficulties (also on the workplace) experienced by the 
(growing number of) employees who provide informal 
care 

Three target groups 



Three target groups 



A user-centred approach was adopted to design the platform 
and develop the services offered through it, based on:  

• a wide mix of user representatives: almost 200 end-
users/experts and 32 stakeholders (mainly user organisations 
& research centres), including an Advisory Board of 15 experts 

• a series of user-centred development activities:  
• review of most successful web-based services tested and 

implemented in Europe & beyond (≅ 100 services reviewed) 
• surveys involving 58 selected experts, users and 

stakeholders, to get feedback on platform’s main features 
• preliminary round of user tests to receive immediate 

feedback on prototypes of the platform 
• pilot test with 118 users in three countries (Germany, Italy & 

Sweden) for a more in-depth feedback and evaluation 

Design and development 
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1.Contents for Informal Carers: 

a.revision of translations of common contents 

b.development and uploading of national 

contents 

2.Contents for Care Professionals and Employers: 

a.  translation of common contents 

b. development of national contents 

Implementation and dissemination tasks 
carried out by national organisations 



COUNTRY ORGANISATION  
Austria European Centre for Social Welfare Policy and Research  
Belgium Thomas More Kempen vzw  
Bulgaria Alzheimer Association in Bulgaria 
Cyprus Cyprus Alzheimer Association 
Czech 
Republic  Centre of Expertise in Longevity and Long-term Care / DIACONIA?/ 50plus? 

Denmark Carers Denmark 
Estonia Estonian Carers 
Finland The Central Association of Carers in Finland /Folkhälsans förbund   
France Association Francaise des Aidants 
Germany wir pflegen 
Greece Athens Association of Alzheimer's Disease and Related Disorders 

Hungary Magyar Máltai Szeretetszolgálat Egyesület - Hungarian Maltese Charity Service 
(MMSZ) 

Ireland Care Alliance Ireland 
Italy INRCA - Italian National Institute on Health and Science of Ageing 

Implementation and dissemination:  
a EU-wide joint effort / 1 



Italy Anziani e non solo 
Latvia Apvienība „Apeirons” 
Lithuania Lithuanian Multiple Sclerosis Union 
Luxembourg RBS-Center fir Altersfroen (RBS) 
Malta SoS Malta 
Netherlands VILANS 
Poland European Care Foundation (EFO) 
Portugal Jose Alves   
Romania Ana Aslan National Institute of Gerontology and Geriatrics  

Slovakia Civic Association for Sustainable development of Regions in Slovakia 
(CASDRDS) 

Slovenia Slovenian Federation of pensioners’organisations (ZDUS) 
Spain FUNDACIÓ JOAN COSTA ROCA (Group Consorci Sanitari de Terrassa)  
Sweden National Family Care Competence Centre (NKA) 
UK  CARERS UK 
UK - Scotland VOCAL 

Implementation and dissemination:  
a EU-wide joint effort / 2 



3. What is in InformCare: 
information resources & 

interactive services 
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Where is the InformCare platform? 

… … … … 



InformCare: section for carers 



Example of Level 1 for ‘Your own needs’ 



Example of Level 2 information 



Example of Level 3 information 



• Information on illnesses and care management 

• Available care and support services 

• Psychological support- consultation 

• Information on taking care of yourself 

• Work and care reconciliation 

• Family and care reconciliation 

• Legal aspects 

• Financial aspects 

• Good Practices 

• Emergency services 

Caring for 
an older 
person 

Your own 
needs as a 

carer 

Support by the state 

How to get practical help 

Summary of static information for carers 



InformCare’s interactive services 



Social network 



Forum 



Messages 



Chat 



Videochat 



Changing language… 



Changing language… 



Changing language… to Swedish 



… … … … 

InformCare for care professionals 



InformCare for care professionals 



… … … … 

InformCare for Employers 



InformCare for Employers 



4. EVALUATION BY USERS  
IN 3 COUNTRIES 

36 



• Design: one-group pre-test/post-test study (pilot) 
 

• Duration: 12-17 weeks (Apr-Jul 2014) 
 

• Countries involved: Italy, Germany, Sweden 
 

• Sampling: convenience sample approach (exception 
in Italy: all patients approaching an Alzheimer 
Assessment Unit) 
 

• Sample size: 118 carers 
 

• Measures: structured questionnaire (with validated 
scales & ad-hoc items) & focus groups in each country 

Evaluation methodology 
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Who are informal carers (in need)? 
Total Italy Germany Sweden 

Carer 
Gender: woman 70.8% 69.6% 60.0% 77.3% 
Age 58.5 (11.5) 53.1 (10.2) 60.6 (9.0) 64.7 (10.8) 
Relationship with elderly: 

Spouse/Partner 30.6% 3.5% 26.3% 66.7% 
Children/Children-in-law 61.2% 84.2% 57.9% 33.3% 
Other 8.3% 12.3% 15.8% 0.0% 

Children: yes 77.5% 78.6% 65.0% 81.8% 
Grandchildren: yes 35.5% 22.8% 20.0% 59.1% 
Education 

Low (up to lower secondary 
school) 

18,3% 28,1% 15,8% 6,8% 

Medium (upper secondary school) 37,5% 56,1% 26,3% 18,2% 
High (post-secondary, tertiary 
education) 

44,2% 15,8% 57,9% 75,0% 

Employment: yes 52.1% 62.5% 31.6% 47.7% 



Carers’ confidence with internet 
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Usage of the platform 

40 

• Average days of visits varied from 5 in Italy to 23 in 
Germany, and average time spent surfing in the 
platform from 3 hours in Italy to over 7 hours in 
Germany and Sweden 

• Most users preferred a passive use of services  
• Among interactive services, the most successful was  

the social network, followed by the forum 
• Private messages were a major communication 

channel in Sweden (over 70% of users sent/replied to 
messages) and used also in Italy and Germany 

• Chat and videochat were the least used 



Adequateness, usability and barriers 
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• Carers in all three countries appreciated the adequateness 
and usefulness of information provided from project staff 
through the platform 

• Some passive users reported that even simply to know 
they could get any time support via the interactive services 
of the platform was a positive, reassuring feeling 

• Overall scores of global usability were satisfactorily, albeit 
some Swedish carers were concerned about helpfulness 
and efficiency of the platform 

• This was to a large extent related to technical problems 
during the pilot phase, affecting especially Swedish and 
Italian users (25% and 20% of cases, respectively) 



5. Final remarks 
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• A set of both common and country-specific support 
services for carers, available for free via internet in 32 
versions, 27 EU countries and 23 languages 

• Contents’ quality and user-centeredness has been 
ensured via a systematic involvement of final users and 
stakeholders through countless contacts (e-mails, skype 
and phone calls) over 2 years, and a 3-month field phase  

• More than 2,500 web pages of contents specifically 
produced to address informal carers’ needs & over 300 
web pages for care professionals and employers 

• For some countries, this kind of web-based support is 
available in local/national language for the first time! 

Main achievements of InformCare… 



• Additional versions, countries and languages can be 
added at any time via Eurocarers 

• Adaptation and update of contents in each version can 
occur according to national/local needs 

• Wide choice of what interactive services to provide 
• Possibility to become a national information hub for 

carers, employers and care professionals 
• Potential for strengthening a Europe-wide network of 

stakeholders active and interested in supporting, 
lobbying and advocating for carers 

• A powerful tool to promote the adoption of EU-wide 
policy measures to better support carers! 

InformCare’s potential for the future 
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Thank you! 
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