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Panel: Long term care
Excellencies, distinguished delegates and experts, dear colleagues,
This panel deals with the long term care systems and their challenges; I am very pleased to give you some insights in the German situation, even though I can only present you small pieces of the complex situation. I am a senior researcher at the German Institute for Human Rights, which is the independent national human rights institution. The Institute was established in March 2001 on the recommendation of the German Federal Parliament (Deutscher Bundestag). It is based on the "Paris Principles" for National Human Rights Institutions adopted by the United Nations in 1993 and holds A-Status. The Institute provides information on the human rights situation within and outside of Germany and it aims to promote and protect human rights. The German Institute for Human Rights is part of the International Coordinating Committee of National Human Rights Institution and part of the European Group of National Human Rights Institutions, and both networks are following the discussions on the promotion of older persons rights very closely and promote the goal of furthering the human rights of older persons at the national and international level.
The discussion on human rights and care started in Germany in the late 1990s when regular press statements reported on inhumane conditions in nursing homes. This increasing attention in the press was based on reports from NGOs for example on malnutrition and dehydrogenation, fixation in beds or chairs or administration of medicine without free and informed consent, or lack of autonomy of the patients - who had to start their day at six am and go to bed at six pm because of the shifts of staff. 
The discussion on human rights and the care system remained vivid after several recommendations from different human rights bodies. The first human rights body which addressed these issues was the Committee on economic, social and cultural rights.  In its Concluding Observations of 2001, it expressed its great concern about inhumane conditions in nursing homes owing to structural deficiencies in nursing, as confirmed by the Medical Service of the national associations of health insurances (MDS). The Committee urged Germany to adopt urgent measures to improve the situation of patients in nursing homes.

Similar recommendations were released for example by the Human Rights Committee in its Concluding Observations to Germany in 2004. (“the vulnerable situation of older persons in long term care homes, which in some instances has resulted in degrading treatment and violated their rights to human dignity (Art. 7).” The Committee recommended that the State party should pursue its efforts to improve the situation of elderly persons in nursing homes.
 )
After these recommendations from human rights bodies had been issued, the German institute for human rights decided to look more deeply into the issue and was part of several research projects in the field of care, violence, and violation of human rights of persons in the need of care. In 2006 the institute delivered a study on the social human rights of older persons, which focused on the human right of an adequate standard of living and the right to care with human rights based approach. The study made several recommendations to the government to ensure a care system in accordance with human dignity. We intend to follow up on this study to assess if these recommendations have been implemented and to examine the status quo of human rights in care settings.
How many people are we talking about?

In 2011, 2.5 million people out of 80 million in Germany were in need of long-term care as defined by the Long-Term Care Insurance Act (Code of Social Security Legislation XI). As reported by the Federal Statistical Office (Destatis), more than two thirds (70% or 1.76 million) of such persons were taken care of at home. Among the latter, 1.18 million persons in need of long-term care received only a long-term care allowance, which implies that care was generally provided only by family members. Another 576,000 persons in need of long-term care lived in private households, too, but their care was provided together with, or entirely by, home care services. A total of 743,000 persons in need of long-term care (30%) were taken care of on a full in-patient basis in care homes.

The number of persons in need of care is expected to rise in the next years; especially when we talk about persons older than 90 years.
Currently, the subject of care gets more attention in the German public; the focus is on the care reform, the definition of the need of long-term care, which should describe the criteria for being entitled to receive care services. Furthermore the discussion deals with the financing of care in an aging society. Also, the public debate occasionally shows a concern for improved quality standards of care: The human dignity of men and women in nursing is not only the benchmark from a human rights perspective; it is generally acknowledged in the public debate. Nevertheless, human rights are still rarely mentioned!

What happened lately to meet these challenges?

· The ministry of health developed round tables on care, but they ended without a concrete outcome

· The ministry for family affairs, senior citizens, women and youth has issued a charter of Rights for People in need of long term care and Assistance to improve the provision of residential and home care. But the charter is a non-binding instrument and only the willing or likeminded long term care homes signed the charter, and implemented it. –There was no real evaluation for all participants. So the charter is a good instrument to raise awareness but it is no tool to shift the paradigm, especially in long term care homes which need to gain profit.

· A new alliance for people with dementia was started recently
· Germany decided to deal with the situation through a new post at the ministry of health a “new secretary for patients in the care system” – the first secretary started this year
· And it also started with an ombudsman office to work on the decrease of bureaucracy in the care system 
· To deal with the new challenges the federal government decided to have an experts group which should deal with a new definition of the need for long-term care, to make a real reform for the care system. The experts group presented concrete results  – but the government has not yet dealt with their recommendations to adapt the system to the current situation in the care system

There still remains a lot to do to adopt a human rights based approach into the system of long term care:
The diversity of older persons characterizes the situation in long term care. The need for long term care conflicts with a self-determined process of ageing marked by the desire to participate in social and cultural life. The goal of remaining in one´s own home for as long as possible is foremost in this context. 
Hence, there is an obvious preference for living and receiving benefits as outpatient, it is, however, equally clear that quality ensured inpatient care will continue to be necessary for many people, due to changing lifestyle options and private support situations, particularly as a result of changes in the structure of families and their reduced ability to provide support and care. 
Last year, there have been minor changes to open the access to the care system for people with dementia because otherwise it would not have been able to meet the challenges of the increasing number of older persons with cognitive impairments and the number of cases with an increase in financial resources or extensive interventions into the benefit profile of the long-term care insurance system. But this is far away from a real reform, which is needed.
A real paradigm shift through a new definition of the need for long-term care has not been achieved. It should focus on self-determination and independent living. Such a real reform has been postponed once again.
Violations of human rights of persons in the care system can be violence, abuse or neglect which occur at home or in institution. Different human rights are on stake like the right to food, adequate living standard, autonomy, independence and the right to life. Many of the care takers are not aware that they violate the older person’s rights esp. when for example the older person is under physical restraint because of safety reasons. (Even though no scientific research could proof that fixation or other physical restraints have any positive effects in the case of prevention - fall prophylaxes – the findings proof the other way round.) In this regard we also have to keep in mind that many care workers have to do their duty under inhumane working conditions eg. 24 hours for 14 days in charge. In this connection the labor conditions of nurses and the help for family members as care takers are also high priorities in public debates.
The existing complaints mechanisms in the care system are not sufficient. Some of the older persons cannot defend themselves. For example if one is living at home the care service is very often their only way of communication with the outside world, or they are depending on their family and neighbors. In nursing home it is more or less the same even though if family members want to complain, many refrain from doing so because they cannot be there all the time and they fear that the violence will occur again, when they are out of the house.
The relevant Ministries should strive even more than before to identify vulnerable groups in the care system, to investigate their particular life circumstances and needs systematically and to take their situation into account in politics. Furthermore, the establishment of new forms of living and care attendance must be supported and the development of adequate care concepts must be promoted so that expedient care offers for these groups will exist in the near future. Particularly the efforts regarding the intercultural opening of care in consideration of gender-specific aspects must be intensified.
There are also some discussions how to use the UN disability convention for older persons in the need of care. Right now at the national level the concepts differ: if you are a person with disabilities and getting older you fall under one regime, and if you are an older person which gains impairments/disabilites in your older years you fall under a distinct regime. The groups fall under different law and insurance systems which also means they get different assistance to cope with their needs.
What Germany needs is a survey to get reliable data on older persons in the need of care and their human rights. Right now we can conclude that there are still serious shortcomings in the enjoyment of all human rights by older persons who are outpatients or who are taken care of in nursing homes, due to structural deficiencies in the care system. 
Germany has been part of the Council of Europe’s working group on older person’s rights and put a lot of resources into the development of the instrument. A large part of the consultation dealt with the right of care the different systems and shortcomings concerning the human rights of older persons in the need of care. It showed that Germany and the European Countries acknowledge that there is a need for stronger protection of the human rights for older person in vulnerable situations even though the European group (EU) at the OEWG on Ageing seems not really interested in developing a binding human rights framework.
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