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1.1

InG

Introduction and background

What is understood by “informal care” and “formal care” in your country?
What are the main definitions used to distinguish between the informal
and formal care sectors?

ermany the terms “formal care” and “informal care” are generally used in at least two different con-

texts:

The

On the one hand when it concerns the responsibility for the delivery of services to meet a concrete
need for care. Is it the task of the state in its role as welfare state, or is it an individual responsibil-
ity? In the first case, support is often referred to as formal care; in the second it is often referred to
as informal care (Blischer, 2007: 12).

On the other hand, when it concerns services involving the long-term care of a needy person where
a differentiation has to be made between the actual institutions or persons delivering the services.
When they are provided by an institutional facility or by a home care service, support is often re-
ferred to as formal care. When the services are provided by family members or other private per-
sons, the support is usually referred to as informal care.

terms “formal care” and “informal care” are mainly used in the second context described above.

Here, formal care describes care provided as a source of income (Mager/Eisen, 2002: 14), while informal
care is not provided as a source of income. The literature cites family members, friends, acquaintances

and

1.2

neighbours as typical providers of informal care.

Legal aspects of care — how are the relative responsibilities for the care
and financial support of dependent older people shared between family
and state? What is the estimated contribution of family care to the total
provision of care for dependent older people?

When a person becomes dependent on care, then their resources are of importance. The following brief
description indicates the most important resources when clarifying the resulting responsibilities for cov-

erin

g the costs of care.

Insurance benefits: Each person of any age with health insurance is covered either by social or pri-
vate statutory long-term care insurance.® When the need for long-term care arises, the affected per-
son can find out whether he or she is entitled to insurance benefits. On application, the medical ser-
vice of his or her health insurance provider establishes the level of care needed.? After the level and

The benefits of both systems are identical. There are also additional private insurance options which provide higher
insurance levels. Compulsory long-term care insurance is regulated in the code of social law: Sozialgesetzbuch (SGB) —
Elftes Buch (XI).

The medical service classifies the care required in Care Category |, Il, lll or Ill hardship case. If the assessment fails to
establish the minimum “considerable” need for care, the application will be rejected (Care Category 0). Care Category |I:
need for care at least 90 minutes per day. Here, more than 45 minutes per day must be devoted to basic care (particu-
larly personal hygiene, nutrition, and mobility). Care Category II: need for care at least 180 minutes per day with a basic
care requirement of at least 120 minutes per day. Care Category lll: need for care at least 300 minutes per day. Here



type of care needed has been established, it can be provided accordingly as care at home, partial or
full institutional care. Care at home can be carried out by informal carers or by home care services.
Partial or full institutional care is carried out by care facilities, such as nursing homes. When informal
carers look after the needy person at home, the long-term care insurance pays a care attendance al-
lowance to the person in need.’ Otherwise the beneficiary is entitled to receive benefits in kind.*
The long-term care insurance normally only assumes responsibility for the costs of care when the
established needs exceed a certain minimum scope® and are anticipated to last for more than six
months. If the insurance does meet the costs, then only within a framework of maximum rates. On
their own, the current levels of financial support granted are generally insufficient to fully cover the
services necessary for the established care requirements (Robert Koch-Institut, 2004: 21). The ser-
vices which cannot be financed through these channels have to be financed other ways or provided
by other means, if they are not to be abandoned.

Income and assets: the person requiring care may have available financial resources (including
maintenance payments) at his or her disposal, which enable such persons to avail themselves of
care services against payment. Here again, it applies that not every person requiring care has (a suf-
ficient amount of) such resources at his or her disposal.

Family members and private networks: the person requiring care may know people who are pre-
pared to informally care for them or help them in everyday life. Not all of the people in need of care
can resort to this option. Some no longer have any close relatives or more or less consciously decide
to do without their support. Others have no acquaintances who would be prepared to support
them.

Voluntary helpers: the person in need of care can make use of the services of people who are avail-
able for help through a voluntary scheme. Again, this kind of help cannot be accessed by every per-
son in need of care. Neighbourhood help groups, family services and self-help groups offering volun-
tary support do not exist everywhere.

“Care Assistance”: when the four above resources are insufficient to meet the established care
needs, there is a fifth resource available: the person in need is entitled to “Care Assistance”. Thisis a

basic care must amount to at least 240 minutes per day. When the care requirements greatly exceed the level of Care
Category lll, the person in need may qualify as a hardship case. Meanwhile there is a report by the long-term care advi-
sory committee reviewing the definition of the need for care (“Beirat zur Uberpriifung des Pflegebediirftigkeitsbegriffs”)
which proposes a classification of needs into five care categories rather than the current three (BMG, 2009). However,
the proposals still have to be codified in law. This present text uses a very broad definition of the need for care and in-
cludes persons whose need for care does not qualify for a care category classification.

In addition to this the long-term care insurance offers a series of extra services to support informal carers (see para-
graph 2.4).

Here is an overview of the most important insurance payments according to categories of care (as of 1 January 2010):

Care category
| 1l 1] Il hardship case

Care attendance allowance 225 € 430 € 685 € 685 €
Benefit in kind 440 € 1,040 € 1,510 € 1918 €
Full institutional care 1,023 € 1,279 € 1,510 € 1.825 €

This is the case when the applicant has been classified in one of the three care categories. There is an exception: People
in need of care who have not been classified in one of the care categories may, under certain circumstances, qualify for
services (benefits in kind) for persons with “considerable general care requirements” (§45a,b SGB XI). This applies espe-
cially to people suffering from dementia. For the sake of completeness: These services are also available for people with
“considerable general care requirements” who are classified in one of the care categories.



special social benefit based on needs® and designed for people who require care, but are unable to
secure this from their own means (Robert Koch-Institut, 2004: 21). It is available to persons who ful-
fil the conditions for receiving social security benefit. “Care Assistance” finances all of the care ser-
vices which are not covered by long-term care insurance.’

The following details on persons in need, informal carers in general, and what we call “caring persons”
(persons for whom care attendance allowance is received®) are based on figures in the official statistics
and on an analysis of the Socio-Economic Panel Study of 2005 by Schnabel (2007):

Persons in need of care who are looked after by caring persons. In 2005 a total of approx. 2.13 mil-
lion people were being cared for, irrespective of their ages.’ Approx. 677,000 of them were in insti-
tutional facilities (Federal Statistical Office 2007: 4). Approx. 1.2 million were being looked after at
home solely by informal caring persons (approx. 980,000 who only receive care attendance allow-
ance) or together with the help of a home care service (approx. 225,000 who receive both care at-
tendance allowance and benefit in kind) (Schnabel 2007: 5). The remaining persons in need of care
are only receiving benefit in kind for using a home care service.

Informal carers. In 2005 a total of approx. 4.96 million people of all ages were providing care;
760,000 were working as full-time or part-time carers in care homes or with home care services
(Federal Statistical Office, 2007: 5ff.) and 4.2 million were informal carers (Schnabel, 2007: 6).*°

Time given by informal carers. Of the approx. 88.5 million hours of care per week provided in 2005,
approx. 66.7 million hours were given by informal carers'® (calculation based on Schnabel, 2007: 6).
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“Care Assistance” is provided in the individual federal states by the “supra-local bodies responsible for social assistance
benefit”. In Hesse, for instance, it is the Landeswohlfahrtsverband (a welfare association formed by the local govern-
ments of the state of Hesse), and in Bavaria it is the administrative regions.

On the one hand, care services necessary to cover a considerable need for care (at least Care Category I). On the other
hand, care services necessary to cover a need for care which is not classified as considerable (Care Category 0) or is an-
ticipated to be necessary for less than six months.

“Caring persons ... are people who, on a non-profit basis, look after a person in need of care in the sense of § 14 in that
person’s domestic environment” (§19 SGB XI). Correspondingly, “main caring persons” are those people who solely or
primarily perform the activities involved in caring for the person in need (with Care Category | or higher) (Mager, 2007:
71).

This figure includes all of the people requiring care and who have been assessed as needing at least Care Category I. In
other words, not only elderly, but also young persons who are in need of care due to some form of disability. In 2005
approx. 82% of people in need of care were 65 years old or more, approx. 33% were 85 years old or more (Federal Sta-
tistical Office, 2007: 4).

The number of informal carers also includes persons who are looking after people who are not in considerable need of
care and do not qualify for one of the care categories (Care Category 0), as well as persons who assist in caring in addi-
tion to the main caring person. The figure has been gained from an analysis of the Socio-Economic Panel Study of 2005.
This study asked whether, and to what extent, persons in need of care were being financially supported and/or cared
for.

Similarly, this figure also includes who are looking after people who are not in considerable need of care and do not
qualify for one of the care categories (Care Category 0), as well as people who are involved in addition to a main caring
person.



1.3 Very brief description of main component services in national LTC systems
(public, private, NGO); how are they organised and delivered; strengths
and limitations, including coverage.

In the following a description will be given of the main components in the German LTC system 1) coordi-
nation of the activities to guarantee concrete support, 2) needs assessment, 3) concrete care, 4) support
and relief for informal carers, 5) quality assurance and 6) care funding:

1. Family doctors and the social services of hospitals, rehabilitation facilities and inpatient facilities for
the elderly are responsible for coordination.” The family doctor generally acts as coordinator when
the need for care arises (Meyer, 2006: 42). The social services assume the coordinating role when
the need for care arises during a hospital stay, or when the person concerned is already living in a
facility for the elderly. The social services are bound by the national Expert Standard for Discharge
Management (see section 3.1 for the national Expert Standard).

2. Care assessment is carried out by the medical services of the health insurance funds (§18 SGB XI).

3. Care is divided into home care and (semi-)institutional care (including short-term care, day care and
nighttime care). The former can be performed by informal carers, but also by formal care services
(home care services). In Germany home care services and institutional facilities are run by private,
charitable and public bodies.

4. Support and relief for informal carers are available in various forms, such as information, courses in
caregiving, psychological support and replacement solutions for caring persons who need relief (see
also section 2.4).

5. Quality assurance for care services provided by institutional facilities and home care services is the
responsibility of the health insurance funds’ medical services (§114 SGB Xl). In so far as the person in
need of care receives a care attendance allowance, the care given by informal carers is discussed
during the recipient’s regular, obligatory counselling sessions carried out by home care services,
recognised advice centres or authorised professional carers (§37 Section 3 SGB Xl).

6. Care funding is met by the health insurance fund and the person in need of care, and where neces-
sary supplemented by “Care Assistance” (§§61ff. SGB XIl).

The LTC system is so designed that the individual receives the care services necessary to cover his or her
needs. Nevertheless, in reality there are limitations to the (all-round) success of the system:

* The key actors — family doctors, home care services, ergo therapists, social workers etc. — do not
always cooperate to the full extent required to meet the care needs of the person involved (van den
Bussche, 2006: 31f.).

* The social services of hospitals, rehabilitation facilities and inpatient facilities for the elderly do not
always succeed in fulfilling the national Expert Standard for Discharge Management. This might be
because there are shortfalls in staffing, but also because the Expert Standard can only be partially
met for structural reasons."

* The institutional facilities, home care services and informal carers do not always fulfil the quality
standards required of them.

12 “Social work” is always a part of the work carried out in the listed types of facilities. The responsible service is usually
called “social service”. Its tasks are defined in the specific laws governing hospitals in the individual federal states.
13 For example, the success of operations or the course of recovery processes can only be forecast to a limited degree.



* The concrete care requirements of the person in need of care can be classified too low during the
assessment carried out by the health insurance funds’ medical services. If the person in need of care
is anxious to acquire adequate coverage of his or her requirements, this can result in an additional
financial burden or, if no personal funds are available, it can lead to a gap in care provision.

* People in need of care do not always avail themselves of all the care services necessary to cover the
established care requirements, especially when they or their relatives would have to finance them
or apply for “Care Assistance”.

1.4 Data on informal family carers and other informal unpaid workers (volun-
teers, neighbours, friends, church etc.). Number; Age; Gender; Income;
Hours of caring and caring tasks; caring for more than one person; Level of
education and/or Profession/Employment of family carer; Generation of
carer; Relationship of carer to OP; Residence patterns (household struc-
ture, proximity to older person needing care, kinds of housing etc.); Work-
ing and caring.
In 2005 the number of informal carers totalled an estimated 4.2 million people. Approx. 1.2 million of
them were either the main caring person, or were supported by a home care service in looking after a
person in need of care who had been classified in at least Care Category | and was receiving care attend-
ance allowance (Schnabel, 2007: 5f.). The remaining 3 million were people who, together with a main
caring person, provided care services and/or cared for people in need who were not classified in at least
Care Category | (Schnabel, 2007: 6). According to a survey carried out in 2002, 92% of the main caring

persons were related to the person being looked after, in other words “informal family carers”
(Schneekloth/Wahl, 2005: 77). The following data on informal carers are contained in the same source:"

Table 1: Socio-demographic characteristics of the main caring persons (in %)

Relationship to person in need of care

(Married) partner 28
Mother 12
Father 1
Daughter 26
Daughter-in-law 6
Son 10
Other relatives 9
Friends, neighbours, acquaintances 8
Gender

Male 27
Female 73
14 No details were available for the parameters “Income” and “Level of Education” because the available data are not

sufficiently up-to-date (the most recent studies are from 1997 and 2000).



Age

under 45 years 16
45 to 54 years 21
55 to 64 years 27
65 to 79 years 26
80 years and above 7

Source: Schneekloth/Wahl, 2005: 77.

Amongst the terminally ill, 81% of family carers were wives, daughters or daughters-in-law (Mestheneos
et al., 2004: 24).

67% of the main caring persons lived together with the person in need of care, 9% in the same house,
15% up to 10 minutes away and 5% up to 30 minutes away (own calculations based on Schneek-
loth/Wabhl, 2005: 76).

The average time per week given by the main caring persons was 29.4 hours for people with Care Cate-
gory |, 42.2 hours for those with Care Category Il and 54.2 hours for those with Care Category Il
(Schneekloth/Wahl, 2005: 78). Approx. one third of caregivers were caring for more than one depend-
ent person (BMFSFJ, 2002: 198).

51% of the main caring persons were not in employment at the beginning of their caring activities, 10%
gave up their employment and 11% reduced their employment. 26% continued their employment at the
same level parallel to their caring activities (Schneekloth/Wahl, 2005: 79). Civil servants, the self-
employed and the salaried were most likely to combine work with care, though their share also de-
creases if an older person with dementia is cared for (Mestheneos et al., 2004: 26).

1.5 Cultural and current political context: attitudes to ageing/older people and
their care needs. How are issues of informal/family care and LTC services
discussed?

Aging and the need for care from the scientific perspective. The scientific discussion differentiates be-
tween the third and fourth age of life. The third age denotes the period of life which begins after the
conclusion of employment and is generally characterised by good health and an active lifestyle.” The
fourth age of life denotes the period in which a person requires help and care and is correspondingly
dependent to a greater or lesser extent on supportive people. At the moment a controversial debate is
under way surrounding the issue of how the spans of the third and fourth ages of life are developing in
view of increasing average life expectancy. Is this leading to additional years of active life or to addition-
al years where care is needed? There are however signs that “there have been definite improvements in
the state of health and at least partially in the everyday functioning abilities of elderly people” in recent
decades (Schneekloth/Wahl, 2005: 16).

Aging and the need for care from the perspective of the elderly and that of professional carers. For some
time now signs of a new culture of age and support and care services are beginning to show: for the

15 The third age is often given as the span between 65 an 85 years of age (Schneekloth/Wabhl, 2005: 15f.).



majority of elderly people old age has now become an employment-free phase that enables the contin-
uation and even diversification of existing interests (Schneekloth/Wahl, 2005: 16). These older people
possess high levels of self-confidence and a distinct sensitivity to age discrimination. They are particular-
ly interested in the prevention of chronic illnesses and view themselves increasingly as customers in the
provision of preventative or supportive services. There are also promising beginnings in the complemen-
tary development of a new culture in professional help, which views elderly people increasingly as cus-
tomers with a demand for quality (Schneekloth/Wahl, 2005: 17).

Aging and the need for care from the perspective of the planners. When looking at the images of aging in
the minds of planners and decision-makers in the administrative and political spheres, there is evidence
to suggest that their images of aging are not negatively biased, but that they do still seem to be rooted
in traditional ideas: “This means that, for instance, demands among the elderly for high levels of inde-
pendence may be recognised, but no importance is attached to integrating them personally into plan-
ning decisions ... or to systematically addressing elderly people when examining the effects of imple-
mented measures” (Schneekloth/Wahl, 2005: 19).

Aging and the need for care from the perspective of health and care policy. Germany’s population is ag-
ing very rapidly, and the number of very old people in particular will increase drastically in the coming
decades. At the same time there is a great reduction in the proportion of people of productive age. This
is relevant to the issue of providing for people in need of care in two respects: on the one hand, because
the people of a productive age have to account for a section of the carers, either as family carers or oth-
er informal carers, or as professional carers; on the other hand because in Germany they have to pro-
vide a large part of funding for the health and care expenses within the framework of a means assess-
ment system. Consequently the political discussion about aging and the need for long-term care focuses
primarily on questions surrounding the extent to which care services can be provided in the future, who
will provide them, who will meet the ensuing costs and to what extent (Schnabel, 2007: 2). Facing prog-
noses about the reduction of family carers in the next decades, the need to foster self help activities and
civic engagement in this context is stated as also friendship and neighbourhood networks will not be
able to compensate for the shortfall of services (BMFSFJ, 2002: 193).

2 What are the main links and interfaces between infor-
mal carers and the health and long-term care systems?

2.1 Policies for informal/family carers of disabled people or dependent older
people

The principles of German care policy can be characterised in two points: 1. People in need of care
should, as far as is reasonable and feasible, be cared for at home (motto: “home care rather than insti-
tutional care”). 2. Home care should, as far as is reasonable and feasible, be given by informal carers or
at least supported by them. Support from long-term care insurance for care given by informal carers is
correspondingly regulated by law (§3 SGB Xl): however, people in need of long-term care can choose
between home care services and informal caring persons when being looked after at home (or they can



opt for a combination of the two). Informal caring persons are offered a diversity of support possibili-
ties, especially by long-term care insurance funds and charitable associations (see section 2.4).

2.2 Links and/or gaps between informal carers of dependent older people and
their use of formal care services in each country. Papers bringing evidence
based on information about how formal and informal carers work togeth-
er and distribute their time; how they share responsibilities for the patient
care while avoiding (or not) potential conflicts; issues of mutual ill treat-
ment/abuse should be specifically noted, as should papers analysing gaps
in care provision, their locations and determinants, as well as possible so-
lutions to them

Basically, the following variations in cooperation between formal and informal care providers are con-
ceivable: 1. The person in need of long-term care has opted for a combination of benefit in kind and care
attendance allowance. In 2005 this applied to approx. 15% of the support and care arrangements (own
calculations based on Schnabel, 2007: 6 and the Federal Statistical Office, 2007: 4). For instance, a home
care service may be the exclusive provider of basic medical care, while an (informal) caring person car-
ries out the remaining care tasks. 2. The person in need of long-term care has applied exclusively for
benefit in kind: the home care service then meets the care requirements of the affected person to the
level that these services are covered by the statutory long-term care insurance. An unpaid informal car-
er covers the remaining necessary requirements. No data are available on the frequency of this form of
arrangement.®

The legislator attaches great importance to the development of productive cooperation between infor-
mal carers and home care services. Their coordinated work should be set in motion and promoted espe-
cially by the social services of the hospitals and rehabilitation facilities, as well as by the long-term care
support centres with their case management advisory services, which are currently in the process of
being established (see section 3.2.5). However, there are as yet no evaluations of the contribution made
by these institutional social services and the long-term care support centres towards enhancing cooper-
ation between informal carers and home care services.

When home care services are being used, the satisfaction of informal carers is generally high (BMFSFJ,
2002: 204). Critical remarks are found especially on the following points: “Firstly, there is criticism of
work organisation which is not very user-friendly. In the home care area the home care services’ de-
ployment times are felt to be unsatisfactory. Secondly, there is criticism of the lack of staff continuity in
long-term care situations ... The lack of time on the part of home care service staff is the third main criti-
cism. The fourth quality defect is seen as an above-average frequency of inadequate social competen-
cies on the part of formal care staff” (BMFSFJ, 2002: 206). Conversely, criticism from the perspective of
the professional carers complains about informal carers monitoring the way they fulfil their tasks, inter-
fere in more or less awkward situations during their care activities and often try to draw them into fami-

16 According to data from 1997, the share of carers making use of professional support amounted to 37% in East Germany
but only 19% in West Germany (BMFSFJ, 2002: 203). On the average, in 1999 approx. one quarter of main carers provid-
ed help alone, approx. half of them were supported by other informal carers and approx. one quarter was supported by
professional carers (BMFSFJ, 2002: 204).
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ly internal conflict constellations. As professional carers are not prepared to these kinds of conflicts by
their basic or continuous education, they can only delevop coping strategies on the job (BMFSFJ, 2002:
205).

A survey carried out in 2002 (Schneekloth/Wahl, 2005: 88) shows that gaps in the area of home care
were indicated in the case of 18% of long-term care patients (Schneekloth/Wahl, 2005: 88). The majority
of instances involved households in which dementia patients were receiving care.

On the one hand, gaps occur in the provision of care “when there are no sustainable private (informal)
care options available and priority has to be given to professional care services to meet the person’s
needs. On the other hand, a potential home care boundary is recognizable in the provision of care and
support for persons with psychic disorders who need suitable help throughout the night. An additional
risk factor lies in the existence of deficits in assistance provision and quite generally in the existence of a
low income” (Schneekloth/Wahl, 2005: 88).

Gaps in the provision of home care do not occur, or if they do, they can be successfully filled when “the
available potential among family, neighbours and friends can be combined in the best possible way with
the various professional and semi-professional support options available in the environment. Long-term
care insurance benefits can create sustained relief when effectively combined with an appropriate do-
mestic arrangement suited to individual needs” (Schneekloth/Wahl, 2005: 89).

2.3 Positive and negative aspects of caregiving: Carers' physical and mental
health problems and estimated needs for their own care and support;
Emotional aspects; Elder abuse etc.) Data and surveys to measure family
and/or informal carers’ “burden” and satisfaction from caring, their relat-
ed tools and the use made of this type of survey and by whom?

Positive aspects. Informal care has a whole series of positive aspects for the person in need of care: he
or she is able to live much longer in his or her accustomed environment. The informal carers may well
be able to look after him or her better than a home care service because of their close relationship and
their knowledge of personal preferences and habits (BMFSFJ, 2002: 205; Knauf, 2004: 49). In addition to
this, a care arrangement based wholly or partially on informal care saves spending large amounts on
home care services or even on accommodation in institutional facilities (Mager/Eisen, 2002: 17). Poten-
tial heirs can also benefit from such arrangements at home (motto “long-term care insurance as inher-
itance insurance” (Mager, 2007: 74). Apart from these points, the literature seldom details any positive
aspects of informal care. Képpe et al. (2003: 39) refer to findings which are often overlooked. They state
that people involved in care and support often refer to the long-term care period as one of the richest
and most intense experiences of their lives and as an “enriching” phase.
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Negative aspects. The question of burdens experienced by informal carers is addressed, among others,
in the studies MuG Ill (Schneekloth/Wahl, 2005), LEANDER (Zank et al., 2007) and EUROFAMCARE (Mey-
er, 2006)."

Looking after people in need of care in private households is felt as a strain by the large majority of in-
formal carers: on being asked how stressful their care giving is, 41% of the main caring persons say
“very” stressful, 42% “rather” stressful, only 10% “less” stressful and 7% “not at all” stressful (Infratest
Sozialforschung, 2003: 23). Burdens are caused especially by: loss of leisure time, limitation of social
contacts, financial sacrifices, physical and emotional strain, and the necessity to combine profession and
care giving (Dettbarn-Reggentin/Reggentin (2004: 26ff.). The most frequent results of these burdens are
psychological and physical symptoms (exhaustion, stomach and heart trouble etc.) and illnesses (dam-
aged discs, heart and circulatory illnesses, severe depression etc.) (Dettbarn-Reggentin/Reggentin 2004:
27f.). The self-perception of one’s health status is worse in caring wives than husbands, although their
levels of stress is comparable (BMFSFJ, 2002: 199).

Usually the highest level of strain is reported at the start of the care situation; in its course the feeling of
stress as well as the evidence of depression are declining. Relief is found through emotional and instru-
mental support, mainly given by spouses, sisters and brothers. Very important coping strategies are the
retention of different households and the upkeep of social networks and friends; sometimes profession-
al activities are also experienced as a counterbalance (BMFSFJ, 2002: 199f.).

The objective strain experienced by informal carers looking after persons suffering from dementia is
measured with a special scale. Schneekloth/Wahl (2005) use the “Home Care Giving Stress Appraisal
Scale” (HPS) by Grissel/Leutbecher (1993); Zank et al. (2007) use the “Berlin Inventory for Stress in Car-
ers — Dementia” (BIZA-D) by Zank et al. (2006).

“Difficult home care arrangements, which are characterised by long lasting physical and psychological
stress for both family carers and the elderly person in need of care, run the risk of escalating into physi-
cal or psychological abuse” (Meyer 2006: 33). Since it is difficult to illuminate the questions associated
with this topic in the framework of empirical research, no representative data are available at present
on the frequency of domestic violence towards people in need of care in Germany.'® In an interview of
over 500 carers belonging to home care services in Hanover, which was carried out by the Criminological
Research Institute of Lower Saxony, two thirds of the interviewees had directly or indirectly witnessed
problematic behaviour among others towards persons in need of care over the past 12 months. There
were especially frequent reports of verbal aggression/psychological abuse, care neglect and physical
aggression (Gorgen et al. 2007: 8f.).

17 The first two studies were supported by the Federal Ministry for Family Affairs, Senior Citizens, Women and Youth, the
third by the European Commission.

18 On the broader topic of violence towards the elderly, Lehner et al. (2009, 5) write: “In fact there are not sufficient repre-
sentative data at European or national level on the frequency of violence towards elderly women. The majority of statis-
tics concerning violence against elderly people quote a rate of up to 10 per cent and a high level of unreported cases.”
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2.4 Support for family carers. The existence and/or type and/or efficiency of
all forms of support directed specifically to family carers:

2.4.1 Services in kind — information on services and how to access; counselling or the ex-
istence of mutual self help groups; respite care etc.

The spectrum of support open to informal carers in Germany is broad and varied. Some of the services
are — as specified by law — provided and/or financed by long-term care insurance funds (and partly by
the health insurance funds and pension insurance bodies),19 others are offered by additional bodies,
such as charitable associations in particular, where services may be liable to payment on a private basis.

To a certain extent the long-term care insurance funds are obliged to finance a substitute and/or sup-
plement informal care: persons in need of care have a legal right to up to four weeks of attendant care
(8§39 SGB Xl), up to four weeks of short-term care in an institutional facility (§42 SGB Xl) and if necessary
to supplementary day/night care (§41 SGB Xl). Furthermore, the long-term care insurance funds are
legally bound to provide information and counselling services (among others §§7,7a SGB Xl), especially
obligatory counselling sessions with the person in need of care in his or her home (§37 Section 3 SGB XI)
and care giving courses for informal carers whose attendance is voluntary (§45 SGB XI; see also section
2.4.3). More recently the long-term care insurance funds and the health insurance funds have started
setting up long-term care support centres (§92c SGB XI) for local counselling close to home, for the pro-
vision and care of people in need of care and for their informal carers (see section 3.2.5).

The health insurance funds are legally bound to take measures to prevent the need for care from occur-
ring, to reduce it or to help overcome it (§5 SGB Xl). They particularly include the funding of geriatric
rehabilitation.

Under certain circumstances the health insurance funds and pension insurance bodies meet the costs of
spa treatment to restore fitness which can also be applied for by informal carers.”

According to the “Care Leave Act” (PflegeZG) employees can claim leave or partial leave from work by
law, for a limited period of time, with the aim of enabling employees to care for close relatives at home,
without giving up their employment or having to fear dismissal. There are two options: a) Employees
have the right to leave for up to ten days (“short leave”) to organize care or to care themselves for a
relative in case of emergency. No further payment during short-term leave is made unless resulting from
a claim under other legal regulations or arrangements (eg. labour agreements). No social insurance con-
tributions occur during this period, but the employee’s insurance coverage is maintained nonetheless. b)
Employees have the right to leave or partial leave for up to six months (“care period”) to care for a close
relative. The employer has to be informed at least ten working days before the leave commences. The
employee is not eligible for further payment during the care leave period. Companies with 15 or fewer
employees are exempt. In general, the employer has to comply with the employee’s wishes, unless
there are strong internal reasons for refusal. The scope of the leave period has implications for the em-

19 The majority of support services offered by the long-term care insurance funds and the options of the “Care Leave Act”
(PflegeZG) are only open to the affected persons and their caring persons involved in Care Category | or higher.

20 To date only few health insurance funds in Germany offer their members special spa treatments for carers (see section
3.2.5).
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ployee’s health, nursing care, unemployment and pension statutory insurance status. The employee is
no longer subject to statutory social insurance contributions during care leave if fully absent from work
and is de-registered by the employer accordingly. The employee is then either medically insured (health
and nursing care) through family insurance, some other general insurance policy or a voluntary private
scheme. Relevant subsidies are available from the Statutory Care Insurance Fund. Furthermore: the
carers are subject to pension contributions if delivering care for more than 14 hours per week. In this
case, the care recipient’s care insurance pays the carer’s pension contributions. Carers continue to be
subject to unemployment contributions, however many hours of care they deliver. These are paid out of
the Care Insurance Fund. In both cases (“short leave” and “care period”), employees are protected
against dismissal from the date they inform the employer about their impending leave.

Charitable and commercial care providers (companies, local authorities, charitable institutions, senior
citizens associations, self-help groups) all offer a variety of options, which vary regionally in scope and
quality,?! to help both people in need of care and informal carers in managing the tasks of everyday life:

* Meals-on-wheels, home services (goods deliveries, transport, laundries, medication delivery, mobile
hairdressers, pedicure etc.);

* Support possibilities, visiting services, hospice services, domestic emergency call systems;

* Information services, relatives’ cafés and counselling services, discussion groups, telephone advice,
exchanges with professional carers, care accompaniment, crisis management, psychological sup-
port.

Of the possibilities mentioned in the last point of this list it can be said that: “Although the private main
caring person bears the ‘major burden’ of caring, only a small proportion of these persons (16%) regular-
ly resort to supportive counselling or other relief options. A further 37% use such possibilities at least
occasionally. Based on these figures, almost every second family carer is not integrated into any kind of
external support network” (Schneekloth/Wahl, 2005: 79). Information deficits are the primary reason
for not making use of existing support offers (BMFSFJ, 2002: 203).

2.4.2  Services in cash — care allowance and/or fiscal aids; working arrangements; reim-
bursement of costs in providing care; tax exemptions etc.

People in need of care receive care attendance allowance from the long-term care insurance when they
have been classified in at least Care Category | and when their care is wholly or partially carried out by
an informal caring person they have organised by themselves (§37 SGB Xl). If the care tasks are not
shared with a home care service, the monthly payment for Care Category | is 225 euros, for Care Cate-
gory Il it is 430 euros and for Care Category Il it is 685 euros. In 2005 approx. 1.45 million persons were
being cared for in the domestic environment. Approx. 980,000 of these people were exclusively receiv-
ing care attendance allowance, approx. 225,000 had opted for a combination of benefits in kind and
care attendance allowance, the remainder received exclusively benefits in kind (see section 2.1).

Caring persons looking after a person in Care Category lll can claim a flat rate of 924 euros per year on
their application for income tax return.

21 “In general the quality of services is better in urban areas due to greater competition. Many charitable associations have
advice centres in towns and cities which are partially co-financed by the local authorities” (Meyer, 2006: 75).
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All informal caring persons are insured through the statutory occupational accident insurance. People in
employment, who are occupied for more than 14 hours per week as a caring person, are subject to pen-
sion insurance contributions in so far as they are not otherwise employed for more than 30 hours per
week. These contributions are met by the long-term care insurance. Under certain circumstances caring
persons can continue making voluntary contributions to unemployment insurance at their own expense.

Further relief for the caring person can be created through suitable modifications in the home of the
person receiving care. On application the person in need of care can receive a subsidy of up to 2,557
euros per measure undertaken, whilst the person’s own contribution is dependent on his or her income
(8§40 SGB XI).

In additon inheritance law benefits informal caring children and grandchildren in the event of their suc-
cession (§2057a BGB).

2.4.3  Training of informal/family carers

In keeping with legal requirements (§45 SGB Xl) the long-term care insurance funds offer courses for
caring persons in order to improve the quality of informal care. They often delegate the provision of
courses to home care services. These training courses can take place centrally or in the home of the
person needing care. The courses provide family carers or other interested persons with a basic
knowledge of home care for the elderly and the sick, strategies to ease and improve care, strategies for
conflict prevention, and they teach essential hands-on techniques in looking after persons in need of
care.

2.5 The impact on the care process of different forms of family carer support
in terms of:

2.5.1 Carer outcomes e.g. reduction of carer burden/negative impact, improved carer sat-
isfaction/positive value, improved health and/or QOL, improved carer/cared for rela-
tionship

There are no representative studies on the concrete effects of German support services for the informal
carers themselves. There are occasional exemplary studies on the effects of selected types of support
carried out with a small group of interviewees. For instance, Knauf (2004) investigated the influence of a
local visiting service on the family carers of dementia sufferers. The study accompanied and interviewed
20 persons each acting as main caring person and looking after a relative suffering from dementia. The
study showed that by using the visiting service the subjectively felt quality of life increased in the ob-
served informal family carers (Knauf, 2004: 127, 142). In addition to that, in groups for relatives for de-
mentia patients high relief effects were observed for approx. 70% of their members (BMFSFJ, 2002:
214).
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2.5.2 Older person outcomes e.g. better quality of care, satisfaction with care, improved
carer/older person relationship

Here again, there are no systematic studies addressing the concrete effects of German support services
for informal carers and their outcome for the persons in need of care.

2.6 (WP3) How do informal carers participate in: promotion of their own and
their older people’s health? Measures to reduce the development of high-
er levels of older people’s dependency? Rehabilitation following acute or
chronic declines in health?

There are no relevant studies on informal carers’ promotion of their own health. As already mentioned
they can apply for spa treatments and use a whole spectrum of support options. No research has been
done on the extent to which such options are implemented by informal carers. The area of prevention
and rehabilitation includes the advisory services and geriatric rehabilitation services already mentioned
above.

2.7 (WP4) How are informal carers and older people themselves involved in
issues of quality of services such as: clinical outcomes and quality of life /
clients’ perceptions: satisfaction, knowledge and empowerment?

As already mentioned, long-term care by informal carers is welcomed by politics. However, there exists
no systematic consideration of the wishes and needs, assessments and opinions on quality of people
needing care on the one hand, and informal carers on the other, despite the fact that this lack was al-
ready pointed out in the “Fourth Report on the Situation of the Elderly in Germany” of 2002 (BMFSFJ,
2002: 206).

The interests of both groups are politically articulated primarily by self-help organisations®* and con-
sumer protection associations on the one hand and “Care Conferences” (Pflegekonferenzen) on the
other hand. The implementation of “Care Conferences” is stipulated by some German states (e.g. Ham-
burg, North Rhine-Westphalia and Berlin) in order to enhance and strengthen the structures of care on
the municipal level. Care Conferences are advisory boards which also include informal carers and older
people. The main task of these conferences is to participate in the development of care structures in the
municipalities (the planning of care, the coordination of the tasks of all relevant groups and actors relat-
ed to care).

3 Description of the ‘good practice discourse’

3.1 How and by whom is good practice defined? How are good practice crite-
ria and models developed, disseminated, implemented? Illustrate with

22 E.g. the organisation “Wir pflegen — Interessenvertretung begleitender Angehdériger und Freunde in Deutschland” (We
care — the body representing informal carers among family and friends in Germany) which was founded in 2008.
http://www.wir-pflegen.net.
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good practice models (useful approaches, positive interactions, innovative
projects etc.) related to the WP5 objectives of linking informal and formal
long-term care policies and practices and identifying valid elements of
good practice for supporting informal carers

The following remarks on the “good practice discourse” refer to two dimensions: (1) “good practice” in
the sense of “good care” for a person in need of care and (2) “good practice” in the sense of “measures,

which support the person in need of care and the informal carer in the tasks of caring”.?

“Good care”. There is no comprehensive definition of “good care” in Germany. Basically, we can differ-
entiate between two aspects of good care: 1) its suitability to matching the requirements of the person
in need of care, and 2) its suitability to matching the strengths and requirements of the informal carer.
The first aspect is, on the one hand, addressed (in parts) in the so-called Expert Standards.?* On the oth-
er hand it is the implicit subject of the assessment materials used by the medical services of the health
insurance funds to monitor the quality of home care services (MDS, 2009a) and long-term care institu-
tions (MDS, 2009b).>> The second aspect is implicitly addressed in the DEGAM guideline No. 6 “Informal
Carers” (DEGAM, 2009).

The national Expert Standards are developed by the German Network for Quality Development in Care
(DNQP), which includes representatives from care science, -management, -education and -practice. The
binding quality assessment guidelines and assessment sheets for the medical services of the health in-
surance funds were developed by the umbrella organisations of the health insurance funds. Finally, the
guideline “Informal Carers” was developed by the German Society of General Practice and Family Medi-
cine (DEGAM), a charitable organisation of experts.

How criteria for recognizing “good care” and “good care” models are developed, publicised and imple-
mented can be illustrated by the example of the Expert Standards. These are developed in a five-stage
process: 1. An independent group of experts is formed. 2. This group prepares an analysis of the rele-
vant national and international research literature and produces a draft of the Expert Standard. 3. This
draft is presented to the professional public within the framework of a consensus conference and dis-
cussed together with them. The insights and results gained in this way then flow into the final version of
the Expert Standard. 4. The Expert Standard is introduced as a six-month model, accompanied by scien-
tific experts, in around 25 institutional and home care services provided by the health system and aid for
the elderly throughout Germany, in order to assess its level of acceptance and practical suitability. This

23 In the first case “good practice” is the ideal practice from the perspective of long-term care science, in the second case
“good practice” does justice to the political decisions on long-term care, according to which long-term care should ideal-
ly be carried out in the home environment by informal carers.

24 The Expert Standards focus on selected aspects of long-term care. At present the following standards already exist and
have already been implemented: “decubitus prevention”, “discharge management” “pain management”, “fall prophy-
laxis”, “continence promotion” and “chronic wounds”. An additional aspect is currently in the implementation phase:
“nutrition management”. For explicit details on “good care” see the first six Expert Standards (DNQP, 2004a, 2004b,
2005, 2006, 2007a, 2009).

25 In this context see also the guidelines for the assessment of the services and their quality as provided by long-term care
institutions (MDS, 2009c).
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is followed by a comprehensive book publication and the dissemination of the standards via additional
channels.?® 5. The Expert Standard is updated at regular intervals (DNQP, 2007b).

“Measures which support the persons in need of care and informal carers”. In Germany there are nu-
merous initiatives, pilot projects and innovative offers designed to support persons in need of care and

the

3.2

informal carers in their work. The following lists a selection of examples:

“Advice and coordination centres”: Already in 1995 Rhineland-Palatinate created a widespread net-
work of low-threshold advice and coordination centres for persons in need of care and their rela-
tives. The advice and coordination centres embrace various tasks including: qualified counselling, ar-
ranging help, coordinating the support options, gaining voluntary carers, advice on amenities and
accommodation.”’

The “care budget” pilot project. In a pilot project carried out in several German municipalities the
participants received the whole of their care assistance budget as a cash payment instead of the
benefits in kind to which they were entitled. The purpose of the care budget was to purchase indi-
vidually compiled service packages, and when necessary it was topped up by the person’s own con-
tributions or subsidised by “Care Assistance” payments. Each person using the care budget model
was accompanied by a case manager who provided advice.”®

Some health insurance and long-term insurance funds offer their members special spa treatments
for informal carers. During their stay at the spa the participants can use special information and
counselling services tailored to the situation of informal carers. In addition they receive suitable psy-
cho-social support (support in coping with and overcoming problems, developing social contacts,
exchanging experiences etc.).

(WP6) What mechanisms are being used to try to embed good practice in
the support of informal carers into everyday practice (e.g. incentives,
sanctions, legal frameworks, training etc)? How successful have these
been? What are the main disincentives to good practice in this field? How
do different systems try to ensure equity and effectiveness? How finan-
cially sustainable are the approaches being adopted?

This point focuses on two questions: 1) How are “good support services for informal carers” being
spread and embedded into everyday practice? 2) How is it being ensured that informal carers provide
“good care”?

26

27
28

Among other things these include references to the participants involved in implementing the model as institutional
reference sources, lectures by the members of the steering committee and the scientific team at meetings and con-
gresses, publications in specialist journals, specialist works and textbooks, further education seminars at diverse educa-
tional institutions etc. (DNQP, 2007b). The majority of expert standards are also published in a simplified form for the
general public by the consumer advice centres.

More details available at: http://www.masfg.rlp.de/Soziales/Pflege/Beko.asp?highmain=6&highsub =4&highsubsub=0
More details available at: http://www.pflegebudget.de.
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On point 1): the key mechanisms determining the further spread of good support services for informal
carers are a) administrative mechanisms (laws and regulations), b) market mechanisms and c) publicity
work on successful solutions to issues. An example of the way the first mechanism is working is the na-
tionwide establishment of “long-term care centres”. These are based on the experiences of the “advice
and coordination centres” which were set up in Rhineland-Palatinate as part of a pilot project (see sec-
tion 3.1). An example for the second mechanism is provided by “Homepower” — a temporary-work
agency now offers home services against payment after a pilot project funded by the state of Rhineland-
Palatinate showed that a market existed for these services (see section 3.1).

On point 2): the significant mechanisms directed towards ensuring “good care” by informal carers are
regulations on the one hand, and on the other hand offers of easily accessible (free) counselling and
further education services. An example of a significant regulation are the obligatory counselling sessions
which persons who are in need of care and are receiving care attendance allowance call on: every six
months in the case of Care Category | and Il, and every three months in the case of Care Category lIl.
“The aim of counselling is to ensure the quality of the home care, and the regular support and qualified
practical care support for the home carers” (§37 Section 3 SGB Xl) and takes place in the home of the
person in need of care. If the person in need of care does not call on the counselling service, the care
attendance allowance may be reduced, and in the case of a repetition it may be cancelled completely.
Examples of easily accessible counselling and further education services are the (free) counselling ser-
vices for the persons in need of care (§§7,7a SGB Xl) and the (free) care giving courses for informal car-
ers (§45 SGB Xl) — the long-term insurance funds are obliged by law to provide both of these services. In
addition to this, telephone advisory services, relatives’ cafés, consultations for relatives, supervised
groups for relatives and all kinds of self-help initiatives should be mentioned here.

No systematic statements can be made on the question of the effectiveness of the mechanisms given
here. However, the assumptions of many professional carers about their tasks in the compulsory coun-
selling sessions are only vague, and it is not self-understood to also include the family carers as address-
ees of information and advice. There is evidence that those for whom the services offered are of utmost
importance — very depended people, informal carers without professional support and those without
stable social networks from lower societal strata — are worse informed than others. Although women
are mostly involved in family care, nuring male relatives make more use of information and counselling
offers (BMFSFJ 2002: 257).

Table 2: Main caring persons’ use of advice and support services (in %)

Advice and support services used regularly used occasionally
Exchange with professional expert 7 14
Telephone advice service 4 19
Relatives’ café/relatives’ consultations 6 12
Supervised groups for relatives 3 8
Private self-help initiatives 2 9
Use of at least one option 37 16

Source: Infratest Sozialforschung, 2003: 24.
This indicates “that no more than 16% of the main caring persons have taken part in a special care giving

course provided as a service by the long-term care insurance funds within the framework of long-term
care insurance” (Infratest Sozialforschung, 2003: 24).
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Two contexts can be identified in which the current regulations of SGB XI might possibly be counterpro-
ductive to the “good care” of the person in need of care and the adequate implementation of political
objectives concerning long-term care.

* The care category system offers no incentives to formal and informal carers to provide “good care”:
“People who manage to reactivate as many abilities as possible with the help of physiotherapy or
ergo therapy have performed good services, but this paradoxically creates a financial problem. Ac-
cording to present-day logic, an improvement in health, an increase in independence and a reduc-
tion in the need for care still mean that the elderly people are then reclassified in a lower care cate-
gory. In other words, bad care is financially rewarded whilst good care is punished”
(Fussek/Schober, 2008: 188).

* The home care services, recognized advice centres and care professionals who carry out the obliga-
tory counselling sessions in the home of the person receiving care attendance allowance are entitled
to payments from the long-term care insurance funds of just 21 euros (in the case of Care Category |
and Il) or 31 euros (in the case of Care Category Ill) per counselling session (§37 Section 3 SGB XI).
This level of payment harbours the danger that counselling sessions may be kept too short, thus fail-
ing to meet the necessary specifications of measures designed to assure the quality of care at home.

4 Family carers’ private solutions to care and their links
with the formal health and long-term care systems

4.1 Is there a debate in your country about the use of migrant workers in the
field of LTC and specifically at home? Or is it hidden on the political agen-
da or not relevant and why?

Germany is among those countries which, as a result of their specific policies and legal regulations®’,
tend to encourage the option of legally (or illegally) employing migrant care workers at home to look
after people in need of care, if they are interested in saving costs (cf. Theobald 2009: 37). The topic of
migrant care workers in private households is thus relevant and has been the subject of political discus-
sions. These led to the so-called Exemption from the Recruitment Stop (ASAV §4, Section 9a) originally
established in 2002 to “regulate the procurement of ‘domestic helpers in households with people in
need of care’..., enabling citizens from the former EU accession countries of Poland, Slovenia, the Slovak
Republic, the Czech Republic and Hungary to legally work as a domestic helper for a maximum of three
years. This regulation was integrated into the Immigration Act which entered force in 2005, and the
number of countries for recruitment were extended to include Romania and Bulgaria” (Lutz, 2009: 44).

However, this did not close the debate, since this offer is only used to a minor extent, and people con-
tinue to illegally employ migrant domestic helpers or care workers. “Irregular work is preferred although
both sides live with the daily fear to become detected and punished. On the other side there is no con-

29 Here, especially the limited social security contributions against the risk of long-term care and the provision of largely

uncontrolled cash benefits in the event of long-term care.

20



trol on quality or abuse — an argument against this form of support used mainly by professional provid-
ers.” (D6hner et al. 2008 : 13)

4.2 If relevant can you give a rough estimate of the proportion of directly paid
workers that migrants represent?

There are only estimates for the numbers of (usually illegally employed) migrants working in private
households with persons in need of care:

* Meyer (2006: 35) names two estimates according to which 50,000 to 60,000, or 100,000 “more or
less illegally employed Eastern European, especially Polish, care workers are working in German
households”.

* Lutz (2009: 43) considers it possible “that of the almost one million people being cared for in private
German households and receiving care attendance allowance, a proportion is being cared for by mi-
grants, and that consequently the estimates of up to 200,000 employing households correspond to
the real situation”.

4.3 Profile of migrant care and domestic workers (legal and illegal)

According to Lutz (2008a and 2008b) the majority of care and domestic workers are women aged be-
tween 30 and 65. The proportion of domestic helpers is increasing both in urban and rural areas. They
are mainly migrants from Eastern Europe, who often have a high level of formal education, from Latin
America but also from Asia and Africa. In many cases the stay in Germany is planned as temporary, or
repeated stays in Germany are interrupted by periods in the home country where the migrant’s family
lives.

4.4 Intensity and type of tasks they provide

Again reliable data on this point are scarce. However, Lutz (2009: 45) sketches the work situation and
the spectrum of tasks of migrants who have been recruited via the International Placement Services
(zAV)* as domestic helpers in German households with people in need of care, and consequently are
legally employed. Lutz states that

* “limitations on working hours are not adhered to in most cases;

* the migrants are expected to provide care giving tasks, ...;

* the migrant workers’ spectrum of tasks embraces all household tasks, such as cooking, shopping,
cleaning, washing, ironing and the so-called patient-related tasks such as washing, combing, chang-
ing incontinence pads and turning the patient etc. in cases where they are confined to bed;

* the presence of the migrants is desired around the clock and especially through the night ...”

These findings are correspond to the results of Dohner et al. (2008: 4), resulting in the conclusion that

the heigh dependence of the worker on the employer makes it difficult for her to declare her own needs

and to refuse work she feels not comfortable with or capable to do which is especially problematic in
long-term care.

30 More details on the ZAV and its recruitment service can be found in section 4.6.
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4.5 How many and which kind of families use this kind of assistance?

In the context of migrants providing care for people in need of care in private households, Lutz (2009:
43) refers to an estimate of up to 200,000 employing households.*" No information can be provided on
the specific structure of the employing households.

4.6 Which kind of employment contract is used?

Apart from illegal employment, there are currently three possibilities for migrants recruited from abroad
to enter a legal (or at least initially legal) employment relationship in German households:

1. The migrant®*is recruited with the help of the International Placement Services (ZAV) of the German
Federal Employment Agency as a domestic helper (who is also entitled to perform basic nursing
tasks) for the household of the person in need of care. She then possesses a work contract, an EU
work permit (with time limit) and is liable for social insurance. Her pay must be in line with the tariff
conditions, and the employer has to guarantee suitable accommodation. The weekly working time is
38.5 hours. The recruitment option may only be used by households in which a person is classified in
Care Category | or higher, or has substantial general care needs (§45a SGB Xl). The length of her
term of employment is limited to a maximum of three years (cf. BA, 2010). Among other things, this
option is designed to legalise illegal, or legally unclear, employment situations (see also section
4.7.1)

2. The (East European) migrant and the private household utilise the regulations for the freedom of
services in EU member states. In this way the household can make use of the services not only of a
domestic helper, but also of a domestic carer. In Germany contacts are created by a private recruit-
ment agency. The person in question is employed by a company in her home country and is sent to
Germany by her employer for a limited period of up of one year maximum. The person in need of
care pays the foreign company which in turn pays the taxes and social security contributions of the
migrant in her home country (WDR2, 2009).

3. The (East European) migrant is registered in her home country as a professional domestic helper or
domestic carer and works on a self-employed basis. The domestic helper or domestic carer enters a
service contract with her commissioning household in Germany, but has to provide proof of more
than one contract partner, otherwise it would be a case of “fictitious self-employment”. Since this is
impossible in the case of round-the-clock care, many self-employed migrants find themselves in a
legal grey area (WDR2, 2009).

31 Infratest Sozialforschung (2003: 27) assumes that 9% of the households accommodating persons in need of care private-
ly employ a domestic helper (cleaner) and 4% of the households accommodating a person in need of care privately em-
ploy a domestic carer.

32 The migrant has to come from one of the following countries: Bulgaria, Poland, Romania, the Slovak Republic, Slovenia,
the Czech Republic, Hungary (BA, 2009: 4).
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4.7 Is there a policy or programmes to promote the use of migrant workers,
such as developing public services providing support for families that in-
tend to employ private migrant assistants?

4.7.1 Information

The International Placement Services (ZAV) of the German Federal Employment Agency is a German
authority which enables the legal employment of East European domestic helpers: “Based on the pre-
vailing laws on residence and work permits, the German Federal Employment Agency has agreed with
various employment agencies in the new EU member states to recruit domestic helpers for private
households accommodating persons in need of care. This means that foreign workers from the respec-
tive countries can be employed in the Federal Republic of Germany for one to three years in full-time
positions as domestic helpers with compulsory insurance” (BA, 2008: 2).** Apart from the limited term
of employment, there are two more essential conditions: 1) The private household must be accommo-
dating a person with Care Category | or higher, or with substantial general care needs (§45a SGB XIl). 2) If
a household calls for a person already known to them, then the local employment agency must first
check whether privileged potential employees are available (e.g. an unemployed German domestic
helper).

4.7.2 Recruitment of the assistant

Basically there are two methods of recruitment:

*  “Employers can name an applicant already known to them for the position.
¢ If the employer is unable to name an applicant, the International Placement Services (ZAV) recom-
mend applicants from the respective countries of origin” (BA, 2010: 4).

4.7.3 Contract

The potential employer fills in a bilingual form “Employment agreement/work contract” (EZ/AV) and
sends this to the local employment agency which then carries out a so-called job market check. If the
agency finds no privileged potential employees, the agency forwards the EZ/AV form to the Internation-
al Placement Services office in Bonn. “The EZ/AV is processed there and sent to the partner authority in
the respective country”. “The partner authority forwards the papers to the responsible local institution
where they can be collected by the person to be recruited” (BA, 2010: 4).

4.8 Education and training programmes for private assistance

In the ZAV recruitment scheme the migrant is employed as a domestic helper, so that no specific qualifi-
cations are required. When a private German household makes a contract with a foreign company
which sends a migrant to Germany, then she must possess the qualifications required in the home coun-
try. When a contract is made with a migrant who has registered a business in her own country, she must
possess the necessary qualifications required for this. Consequently, in all these cases the question of
recognition of qualifications or (further) education and training does not arise.

33 The migrant must come from one of the following countries: Bulgaria, Poland, Romania, The Slovak Republic, Slovenia,
the Czech Republic, Hungary (BA, 2009: 4).
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Migrants who are already living in Germany can participate in education and training programmes for
care assistants the same as German citizens, in order to qualify in this area. Recognition of professional
qualifications acquired abroad is very difficult in Germany and strictly regulated.

4.9 Guaranteeing the quality of the services. Are there any guarantees or sup-
port services for families that employ private assistants? If yes who pro-
vides them? Who coordinates them?

In the case of unsatisfactory services, the contract alternatives listed in section 4.6 can always be called
into effect against the contract partner. If a migrant falls absent who was sent by a foreign company, or
if she has registered her own business in her home country, a replacement can be demanded from the
contract partner on the basis of the contract agreement.

Since the domestic helper or carer is being financed privately, there is no monitoring by the medical
services of the health insurance bodies. If the person in need of care is receiving care attendance allow-
ance, there are still the regular counselling sessions which he or she is obliged to call up (§37 Section 3
SGB XI) and which, among other things, serve to guarantee the quality of the home care.

5 Summary of main findings and conclusions
The above-mentioned findings can be summarised according to their main aspects as follows:

As a rule, informal care in Germany is provided on an unpaid basis. The relevant German literature
names family members, friends, acquaintances and neighbours as typical informal carers.

Responsibility for care and the financial support of people in need of care is distributed between the
state and the family and is oriented on the existing resources, such as insurance benefits, income and
assets, family members/close relatives, private networks and voluntary help. If these resources are in-
sufficient to cover the affected person’s needs, needs-based social assistance services will be awarded
to support the person in need of care. Within this spectrum informal care forms one of the most distinct
resources: in 2005 approx. 66.7 million hours per week were provided by informal carers out of a total
of about 88.5 million hours of weekly care provision.

Coordination functions in the provision of long-term care are carried out by family doctors, the social
services of the hospitals and rehabilitation facilities and institutions caring for the elderly. Needs as-
sessment is carried out by the medical services of the health insurance funds. Home, full or partial insti-
tutional care services are offered by private, charitable and public providers. Quality assurance for care
services provided by institutional facilities and home care services is the responsibility of the medical
services of the health insurance funds. The quality of informal care is monitored during obligatory coun-
selling sessions whenever the person in need of care is receiving care attendance allowance. The long-
term care system is designed in such a way that in principle the affected person receives the services
required to cover his or her assessed needs. Nevertheless, in reality there are limitations to the all-round
success of the system.
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In 2005 the estimated number of informal carers totalled 4.2 million. About 1.2 million of these carers
were acting as main caring person, or being supported by a home care service, and were looking after a
person with at least a substantial need of care who was receiving cash benefits from the long-term care
insurance fund. The remaining 3 million were people who provided care services together with a main
caring person, or looked after persons in need of care who were not classified as requiring substantial
general care services. According to a survey carried out in 2002 92% of the main caring persons were
related to the person needing care, i.e. “family carers”. These were mainly the partners or daughters,
followed by mothers, sons and other relatives. 73% of the main caring persons were female, 27% were
male; over half of them were between 55 and 79 years of age.

On the one hand German care policy is based on the maxim of “home care rather than institutional
care”; on the other hand it adheres to the principle of promoting informal care. Within the framework
of home care financing, people in need of care can choose whether they want to be supported by a
home care service or by an informal caring person, or by a combination of the two (combined services).
In addition, informal caring persons are offered a series of support options provided especially by the
long-term care insurance funds.

In the case of combined formal and informal services it can be said that approx. 15% of the domestic
support and home care arrangements combine both a home care service and one or several informal
caring persons, for whom the person in need of care receives care attendance allowance. In approx.
three quarters of all informal care arrangements there are only two touch points with the formal care
system: in the assessment of the care category and in the compulsory counselling when care attendance
allowance is received. The social services of hospitals and rehabilitation facilities, as well as the currently
emerging long-term care centres, have the task of initiating and promoting productive cooperation be-
tween informal carers and home care services. Their contribution in this respect has not yet been ad-
dressed by evaluation studies. Gaps in the area of home care were established by a 2002 survey in 18%
of the cases. These usually involved households where a person suffering from dementia are being
cared for, or where — in view of the primacy in German care policy — no viable private care potential is
available and care giving has to be based primarily on professional care services.

In private households looking after people in need of care, the caring tasks are felt to be a burden by the
large majority of informal carers: 41% of main caring persons say their care giving is “very” stressful and
42% feel it is “rather” stressful. The research literature recognizes that difficult home care arrangements
run the risk of escalating into physical or psychological abuse. Since it is difficult to illuminate the ques-
tions surrounding with this topic in the framework of empirical research, no representative data are
available at present on the frequency of domestic violence towards people in need of care in Germany.

The most important support options for family carers include the right to up to four weeks of substitute
care when incapacitated, up to four weeks of short-term (respite) care in an institutional facility and,
where necessary, the right to additional day/night care; information and counselling services provided
by the health insurance funds, a range of free courses for informal carers, access to the new local long-
term care centres with counselling close to home, provision and support for the people in need of care
and their informal carers, unpaid leave from work for up to six months and numerous supporting
measures, such as meals-on-wheels or domestic emergency call systems offered by commercial or non-
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profit providers. However, these options are being used with restraint; almost every second family carer
is not integrated into any kind of external network.

Informal carers may receive care attendance allowance via the person in need of care who is the direct
recipient. The level of care attendance allowance depends on the affected person’s care category; tax
concessions are also available in the case of the highest care category. In addition to this informal carers
are covered by the statutory occupational accident insurance, and when providing more than 14 hours
of care per week they are also covered by pension insurance. Informal carers (children and grandchil-
dren) may also benefit from inheritance law in the event of their succession.

Isolated evaluations of the concrete effects of support services for informal carers confirm that as a rule
they provide relief. There are no systematic studies on the concrete effects of support services for in-
formal carers as experienced by the persons in need of care, or on services to promote the personal
health of informal carers.

There is no systematic consideration of the wishes and needs, the opinions and quality assessments of
the persons in need of care, nor of the informal carers. The interests of both groups are politically articu-
lated primarily by self-help organisations and consumer protection associations on the one hand and
“Care Conferences” (Pflegekonferenzen) on the other hand. Care Conferences are advisory boards (in
order to enhance and strengthen the structures of care on the municipal level) which also include in-
formal carers and older people. But only few German states (e.g. Hamburg, North Rhine-Westphalia and
Berlin) stipulate their implementation.

“Good care”, which does justice to the requirements of the people in need of care, is specifically ad-
dressed by the so-called Expert Standards. In addition to this it is the criterion applied by the medical
services of the health insurance funds to monitor the quality of home care and care in institutional facili-
ties. Good care, which does justice to the strengths and needs of the carer, is the implicit subject of the
DEGAM guideline No. 6 “Informal Carers”. There are numerous initiatives, pilot projects and innovative
options for people in need of care and for informal carers which are aimed at further developing sup-
port structures and approaches.

In view of the political and legal frameworks, the legal or illegal employment of migrants in households
with increased care needs is a clear option. Consequently the topic of “migrant carers” is the subject of
ongoing debate. A recently introduced opportunity designed to legalise illegal employment situations is
only being used to a very limited extent.

Estimates of the numbers of (usually illegally) employed migrants in private households vary between
50,000 and 100,000 persons. The majority are women aged between 30 and 65 who come from Eastern
Europe, especially Poland, often with high levels of formal education.

Migrants fulfil all kinds of tasks in the domestic context ranging from household services to care giving

activities, even when these are excluded in their work contracts. As a rule the limits to working hours
are not respected, and the migrant’s presence is required especially during the night.
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A number of options are available for legally employing migrants in the household, but the specifications
are often not observed so that migrants themselves operate in legal grey areas. Within the framework
of agreements with the employment authorities in the new EU member states, the International Place-
ment Services (ZAV) of the German Federal Employment Agency enable the recruitment of East Europe-
an domestic helpers for households with persons in need of care. There are no programmes designed to
qualify such migrants in care giving or to assure the quality of their work, with the possible exception of
a few isolated pilot projects.

In general it can be said that, in view of the political and financial significance of informal care in Germa-
ny, numerous efforts are being made to promote it. Nevertheless, there is still a crucial need for sys-
tematic research on the compatibility of care and career and for development in the field of practical
support for family carers and in their active inclusion in questions concerning quality assurance in re-
spect of “good care”, “good personal care” and “good support for family carers”. Strategies for better
information on existing support options and encouraging family carers to make use of them should aim
at different structures: it should be given in a targeted way, approaching the person individually. Writ-
ten information can only provide limited support. In addition to that, professional carers must be quali-

fied in passing on advice and information.

There is a need for even greater developments, and for research, in all the areas associated with mi-
grants involved in care. The general legal and administrative frameworks surrounding the activities of
migrants here still stand in the way of well-grounded findings about their living and working situation.
What is more, they still do not offer a secure foundation for measures and programmes which would
benefit themselves in addition to the persons in need of care and their relatives.
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