



Questionnaire on the rights of older persons with disabilities
Contribution COFACE Families Europe

COFACE Families Europe is a pluralistic network of civil society associations representing the interests of all families. COFACE Families Europe promotes the well-being, health and security of families and their members in a changing society and serve as a trusted entity for family mainstreaming and for the voice/needs of families in the EU and beyond. COFACE was originally founded in 1958 as the European Action Committee of the International Union of Family Organizations. Over time, it gained more independence, and in 1979 turned itself into an international not-for-profit voluntary organization with the name Confederation of Family Organisations in the European Community, and now the European Union. In June 2016, the General Assembly agreed on a new name: COFACE Families Europe.
With 58 member organisations in 23 Member States of the EU, COFACE Families Europe represents more than 25 million families in Europe. COFACE Members respond at national or regional level to the needs of all families, as well focusing on families in a vulnerable situation: families at risk of poverty, single parent and large families, migrant families, same-sex families, families with a disabled or chronically ill member, families living in areas with limited childcare and health services. They also work on a broad range of issues such as safer internet, parenting, consumer protection and much more.

COFACE Families Europe advocates for policies of non-discrimination and equal opportunities between persons and between family forms, and specifically supports policies aimed at increasing equality between women and men, with a special focus on reconciliation between work, care and family life. 

We are bringing a holistic perspective including the needs of family carers which providing the 80% of long-term care. The Disability branch of COFACE Families Europe has been active in the last years promoting awareness on the rights and needs of family carers, leading to the publication of the European Charter for Family Carers
 and Who Cares? Study on challenges and needs of family carers in Europe
 that you can find in attachment to our response. We are focusing on to two of the questions proposed, on log-term care and innovative initiative, where we believe our contribution can bring an added value. For the rest, we fully support the contribution of AGE Platform Europe, representing the voice of older persons at European level.
· Please provide information on the existence of long-term care services in your country and describe to what extent they promote the autonomy and independence of older persons with disabilities. 
Long-Term Care has been the focus of one of the most recent COFACE position papers “Long-term care: The family dimension. Key recommendations from COFACE Families Europe to shape long-term care systems for and with families”

The need for long-term care touches a large portion of the European population and it is increasing: it is estimated that one in two women and one in three men will come to need intensive LTC as they age
. According to Eurostat, between 2017 and 2080 the share of those aged 80 years or above in the EU-28’s population is projected to more than double and those aged 65 years or over will likely move from 19.4 % to 29.1 %, while the population of working age is expected to decline
. The current social and demographical changes, such as changing family structures, the situation of intergenerational families, women’s increased participation in the labour market and the growing ageing population are affecting LTC provision in terms of size and practices. 

Family care constitutes a significant share of the total LTC provision in European countries. Estimates suggest that 80% of all long-term care in Europe is provided by informal carers
. The available appraisals of the number of informal caregivers ranges from 10% up to 25% of the total population in Europe
. The average varies significantly between countries, groups of countries and depending on how informal care is defined and measured. According to the European Social Policy Network (ESPN) Study on LTC
, most EU countries face issues relating to access to and financing of LTC systems, due to the institutional and geographical fragmentation of LTC provision. The report also highlights the consequences of the common trend towards prioritising home care: underdeveloped home care services and community-based care are the most difficult to access in many countries, but the availability of residential care has been decreasing in several countries over the past 25 years. 
The study includes some recommendations regarding informal carers, European challenges, domestic workers’ rights and quality of care.

Stronger support for informal carers should include: 

· Information, training and counselling (tele-assistance services might be an effective tool); 

· Respite care, to allow informal carers to take a break from caring tasks; 

· Regular checks on the ability and willingness of informal carers to bear the burden of care as well as meeting their own needs; 

· Improved ways of sharing care tasks among more than one informal carer; 

· Improved social (security) rights for informal carers, enhanced possibilities to remain in the labour market (e.g. part-time carers’ allowances) and to return to it; 

· The development of adequate LTC arrangements in order to support the labour market participation of informal carers (mostly women); 

· Adequate leave to take care of dependent relatives, currently not available in all countries, so that carers (mostly women) are not obliged to work part-time or leave the labour market. Flexible working arrangements and reduced working hours should be available to people with caring responsibilities to prevent them having to leave the labour market; 

 Challenges in long-term care in Europe:

· Possible enhanced LTC benefits in kind and carers’ leave in order to achieve a high level of employment and a sustainable work-life balance for middleaged workers with dependent relatives.  

Domestic workers:

· Specific attention should be paid to the role and situation of migrant domestic workers, especially their status, qualifications and working conditions. 

Enhancing quality of care:

· Countries should apply stricter standards to the various providers and above all should extend their scope to cover home care. Effective checks on and supervision of the quality of care should be reinforced.

With these considerations, COFACE Families Europe formulates its Recommendations to local, national and European Authorities. 
Actions needed at national and local level

>>Provide access to community-based services: Affordable and high quality long-term care services need to be available in the community as well as in-home with a tailored-made approach in order to allow a full choice of both the caregiver and of the person in need of care. Respite services and daycare centers are fundamental tools to ensure the psychological and physical well-being of the caregiver and of its family members.

>> Right of choice: Choice of person with special needs and of carers must be an important element in planning long-term care systems. People with care needs should be provided with a flexible system in which they can use a combination of informal and formal care, with the possibility to access personal budget and personal assistance systems. These initiatives should be combined with checks on the ability and willingness of informal carers to bear the burden of care as well as meeting their own needs.

>> Health prevention: Considering the impact of caregiving on family carers’ physical and mental health, it is crucial to apply preventive health measures. Informal caregivers especially demand access to psychological support, recreational activities, regular health checks and telephone help for situation of mental stress. 

>>Legal recognition and social security: Recognise caregivers legally is the precondition for them to be covered by social security and have access to an adequate pensions. A form of financial contribution to the carer is indispensable, to compensate the financial consequences of career breaks or part-time work. Measures should include the assimilation of the periods spent caring to employment in the calculation of pensions and for their access to specific medical and social support. National policies should foster the inclusion of working carers in collective agreements and include practical measures that employers could implement at company level.

>>Work-life balance policies to address the care penalty: Providing reconciliation policies are essential to allow carers, and in particular women's, economic empowerment and to close the gender-pay gap. Additional days of leave, flexible working hours and the possibility to telework would improve their situation. It is  important  to  offer  flexible  solutions  to  caregivers,  since their  needs  and  the  needs  of  their  relative  may  vary  significantly  from family to family. 

>> Workforce in the care sector: Effective checks on and supervision of the quality of care, skills, trainings and working conditions should be reinforced. Working conditions should be improved, also through social dialogue, to enhance the attractiveness of the sector for young people side by side with the development of trainings and specific career with a special attention to the role and situation of migrant domestic workers, in terms of status, qualifications and working conditions.

>>Administrative changes: a central focal point could be a valuable solution to provide the necessary information to persons with special need and their family members, who often do not know about their rights or existing services. Family carers should be provided with trainings and counselling including peer-support. Fast  and  simplified  structures  need  to  be  put  in  practice,  so  bureaucracy will not create an additional burden to families.

>> Involvement, inclusion and awareness raising: Family carers and persons with special needs should be involved in policy making and in the evaluation of services. Awareness raising campaigns should address the discrimination and isolation of persons with support needs and their families and gender stereotypes, encouraging men to take their share in family care.

Actions needed at European level

Kick-start the implementation of the European Pillar of Social Rights principle 18 on Long-term Care, in line with the United Nations Convention on the Rights of Persons with Disabilities and the Sustainable Development Goals by promoting the actions which follow.

>>Driving policy reform towards more holistic long-term care 
Policy reforms are needed to ensure that all persons with care or support needs can access services in the community. Fragmentation between long-term care and disability services, thus between the health and social sector must be addressed in such reforms. Policy reforms should be built in a more integrated and holistic way with a lifecycle approach tackling needs and rights of formal carers, family carers and persons with long-term needs and should be accompanied by a European Recommendation on Family and Informal carers. 
>>Mainstreaming long-term care in current and future European policy initiatives Long-term care should be mainstreamed in European policy initiatives such as the next European Disability Strategy, pushing social investment on community-based long-term care services, in collaboration with the EU Social Protection Committee (SPC), using key references such as the Guidelines of the European Expert Group on De-institutionalisation, the EPSCO Council recommendations adopted in December 2017 on Enhancing Community-Based Support and Care for Independent Living and the 2018 ESPN Study on challenges in long-term care in Europe.

>>Adopt and consolidate legal measures to improve the social protection of family carers and of persons in need of care
The Proposal for a Directive on Work-Life Balance for Parents and Carers addresses the obstacles to the labour market participation for people with caring responsibilities, setting minimum standards for policies such as leaving arrangement and also improving the affordability and the quality of care services. This initiative have to be concluded and correctly implemented by Member States. 

>>Data collection and adequate indicators

We urge the European Commission to start the process of developing harmonized definitions, indicators and corresponding targets on long-term care to assess the affordability, the accessibility, the quality and the availably of care and support services. Due to the strong gender dimension of LTC, it is important to include gender disaggregated data, with a specific attention to informal care and its impact on labour market participation, gender-pay gap and gender-pension gap. LTC must be included in the monitoring and review of the European Semester process and in the Annual Report of Gender Equality. 

>>Research and innovation

We call on the European Commission to use the Horizon2020 Programme and the EU Programme for Employment and Social Innovation (EaSI) to research the different types of services that are offered and needed, including home-based support. Furthermore, the EaSI Programme should launch transnational social experimentation projects to test new ways of working and introducing community-based methods and integrated services at local level.
>>Monitoring and evaluation of national reforms

COFACE considers it appropriate to monitor progress on driving long-term care reforms and prepare recommendations on corrective actions if needed for and with families, making this a reality through the European Semester process, and invites the European Commission to promote Country Specific Recommendations (CSRs) on long-term care, addressing not only the financial sustainability but also the access to and the quality of long-term care services.

>>Transformative EU funding investments

More funding opportunities should be provided to support local-level organisations including civil society and local authorities in building holistic long-term care services for families. This means a better use of EU funds such as the European Fund for Strategic Investment (EFSI) and the Structural funds (mainly the ESF - European Social Fund, and the ERDF - European Regional Development Fund). The Agricultural Fund for Rural Development (EAFRD) should be used to support the provision of long-term care services in rural areas. 
· Please provide information on any innovative initiatives that have been taken at the local, regional or national level to promote and ensure the rights of older persons with disabilities and identify lessons learned from these. 
A legislative example of law for the independence and support of older persons with severe disabilities comes from Italy in the form of the ‘Dopo di noi’ (after us law) 112/2016, which helps parents guarantee that their disabled children will be taken care of, once they are gone. With the newly introduced, formal contract of “Affidamento fiduciario” parents are in a position to set up a trust, fully effective and enforceable under Italian law, to make provisions for the protection, care and assistance of their disabled children, during the parents` lifetime and after their death.
In terms of services, here some examples of residential structures for older persons with disabilities set up by our French member UNAPEI, Union nationale des associations de parents, de personnes handicapées mentales et de leurs amis, that are structured in a way which allows social inclusion, support and independence. 
· Ker'Age: Residential service for persons with disabilities over 45 years old. 

Adapei 44
https://www.adapei44.fr/etablissements-et-services/carte-des-etablissements/habitat-vie-sociale/appartements-kerage/ 

Blandine Jolivet, b.jolivet@adapei44.asso.fr 
Ker'Age apartments allow retired ESAT workers over 45 years of age, tenants of a studio, to benefit from one-off support during the day, while maintaining their autonomy and home intimacy. They have access to collective spaces, such as the kitchen, the dining room, the activity room, the lingerie. Garden plants, tramway, station, shops, city center are nearby. Tenants benefit from the computer workshop, the library of the EHPAD and the delivery of evening meals. A Ker'âge paid employee allows a presence of 10 h / day, to help with the preparation of meals, houseworks and social life. In case of need, other services are available including nurse, physiotherapist, help to the household of the studio, social support). Following a partnership with the association "Nantes Renoue", tenants also enjoy the reassuring presence of a student during the night, hosted on the same floor.
· Adapei de la Loire: Multigenerational clustered housing
Adapei 44, Lionel Patte, Pôle Habitat et Accompagnement Roannais: lionel.pattel@adapei42.fr 
Part of the housing structure "Petite Provence", located in the heart of the city of Charlieu. The services of the Adapei de la Loire currently supports 43 people. Once a quarter service users and residents of the Petite Provence organize a convivial time whose objective is to remove the barriers and "a priori" to the aging of people with disabilities. It it would be a matter of creating a grouped habitat for people aging disabled people followed by the service within a common law structure. The residence offers aging people with disabilities an integrated housing offering individual benefits and collective services, without being imposed a life in community.
· Association - Group Apei Arras-Montreuil: Creation of a suitable residence
Karine Bloch, directrice du Pôle Habitat Arras : karine.bloch@apei.gam.fr 
Shared residence, an alternative housing solution for collective and individual housing autonomous: the association of the Apei d'Arras and Montreuil groups wanted to create a suitable residence to enable people with mental disabilities to become independent while guaranteeing their safety and development. The profiles of the people being accompanied are diverse: autonomous retired persons not wishing to integrate an Ehpad, single or couple, wishing to benefit from housing financially affordable with an accompaniment of the services of the association. The residence is not a medico-social facility. It is part of a social welfare register, at the initiative of the association and encouraged by the department. This residence consists of 12 dwellings in the center of a district under construction and in the vicinity of the Dainville Shelter managed by the association. The homes are equipped with home automation, funded by the County Council, to facilitate and secure the daily life of tenants. A convivial room is available people so that they can receive their family and friends. A specialized educator working for the association's SAVS can accompany people on wishing in the acts of everyday life. The necessary partnerships of the territory are mobilized to make possible the autonomy (Service of Nursing Home Care, SAD) and maintain it to support the advancing age of tenants.
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� � HYPERLINK "http://www.coface-eu.org/wp-content/uploads/2016/12/European-Charter-for-Family-Carers.pdf" �http://www.coface-eu.org/wp-content/uploads/2016/12/European-Charter-for-Family-Carers.pdf�


� � HYPERLINK "http://www.coface-eu.org/wp-content/uploads/2017/11/COFACE-Families-Europe_Study-Family-Carers.pdf" �http://www.coface-eu.org/wp-content/uploads/2017/11/COFACE-Families-Europe_Study-Family-Carers.pdf� 


� � HYPERLINK "http://www.coface-eu.org/wp-content/uploads/2018/10/COFACE-paper_Families-dimension_v4.pdf" �http://www.coface-eu.org/wp-content/uploads/2018/10/COFACE-paper_Families-dimension_v4.pdf� 


� Long-term care in ageing societies – Challenges and policy options, Commission Staff Working Document accompanying the Commission Communication Towards Social Investment for Growth and Cohesion – including implementing the European Social Fund 2014-2020, European Commission, 2013


� Population Structure and Ageing, Eurostat, May 2018 � HYPERLINK "https://ec.europa.eu/eurostat/statistics-explained/index.php/Population_structure_and_ageing" \l "The_share_of_elderly_people_continues_to_increase" �https://ec.europa.eu/eurostat/statistics-explained/index.php/Population_structure_and_ageing#The_share_of_elderly_people_continues_to_increase�


� Informal Carers: Who Takes Care of Them?, Hoffman & Rodrigues, 2010


� Informal care in Europe. Exploring Formalisation, Availability and Quality, European Commission, 2018


� Challenges in long-term care in Europe. A study of national policies, European Social Policy Network (ESPN), 2018
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