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1. Introduction

Population ageing has an important effect on all social aspect in the EU countries. One of the greatest challenges is expected in the field of health care and long-term care. Cross-sectional data show strong positive correlation between age and frequency of hospital admission, length of hospital stay, contact with a doctor as well as need for long-term care. Furthermore, the spectrum and the distribution of diseases change with age, shifting towards chronic diseases and degenerative conditions. Thus, population ageing could have a major impact on both, the quantity and the spectrum of demand for health care and long-term care. 

Most long-term care recipients live in households, and caregivers are predominantly members of the family, especially daughters, daughters in law and spouses. Most of these caregivers are in the middle age (40 to 64) and in Germany, for example, two thirds of them are not employed (Schneeklodt/Müller 2000). The share of informal care giving within total care giving tends to be affected by gender specific roles in various cultures. Nevertheless, in all EU countries female labour force participation is adversely related to care giving in families (Spiess/Schneider 2001a). The increasing labour force participation of women may affect the future supply of informal family care giving and may increase the demand for professional home care and institutional care.

Furthermore, changes in family structure and household composition affect the need for professional home care or institutional care, too. In all EU countries family structures change: the proportion of the elderly living with their children has fallen. In the North European countries, only one person out of 10, in Norway, Netherlands and Denmark only one person out of 25 live with their children (Jacobzone 1999). Living alone does not necessarily imply a reduced supply of care by the family. The distance between the parent’s household and the children’s household play an important role. The share of married people decreases; in Germany, for example, especially in the younger age groups, while divorces increases. So the share of single households in the younger and middle ages increases, due to the changes in marital behaviour. These may have a significant affect on the potential of further caregivers in families, because of the absence of spouses.

The task of this work Package is to provide data on various aspects of the interfacing between the elderly and the system of health protection and nursing. The aim is to show 

· the ways in which the elderly make use of the health institutions and health protection systems

· to what extent the elderly receive care and nursing by their families and/or charitable institutions

· to what extent the provision of care for the elderly has developed over time, in response to changes in labour forces participation of women

and to 

· provide data on the links between the evolution of labour market and working hours on one hand and various aspects of care and nursing for the elderly on the other

· provide new insight into the general integration of the elderly into the social and economic precincts, including an assessment of the contribution of the elderly to the care and nursing of the oldest old

· extract data on the rules and regulations concerning the work of females, notable with respect to part time work and temporary contracts.

2. Use of health care

The potential growth of the elderly and the oldest-old population makes it important to accurately show their health and functional characteristics – especially their demand for health care and long-term care. One indicator for the health status is disability. In WP 1 disability indicators will be used to compute disability free life expectancy. Severe disability is a significant indicator for the need of long-term care, too. Another indicator for health status could be the intensity of using the health care system. Therefore in this part we want to focus on the demand for health care and we want to compute prevalence rates. Indicators for the demand of health care are the admission to a hospital, the length of hospital stay, the frequency of contact with a doctor (general practitioner or medical specialist) and of consultations of a dentist. The share of a single indicator within the demand of health care depends on the institutional arrangements within the health care system (for example the ability to get professional home care after the discharge of a hospital) and differ between the European countries. So data from national health surveys may be difficult to compare. 

One data source is the European Community Household Panel (ECHP). The questionnaire includes items about the admission to a hospital, the length of hospital stay and the contact with a doctor. These data can be combined with socio-demographic variables, such as age, gender, family status, income and education. The advantage of the ECHP is the comparability between the 14 (12) EU countries. But data exist only from 1994 on (12 countries), so it is not possible to compute a trend and the sample may be not great enough to compute prevalence rates for each country. 

Therefore additional data collection is necessary. In Germany, for example, the main data source for hospital care is the hospital diagnosis statistics from the Federal Statistical Office (FSOG 1999). It contains the number of hospital discharges and the length of hospital stay by age groups, gender and diagnosis classified by ICD 9. Data exist form 1994 to 1999. With these data and the population by age-groups it is possible to compute discharge rates (or prevalence rates) (see figures 1 and 2) (Schulz/König/Leidl 2000). The task in WP 2 is to collect similar data for all EU countries (if possible). 

3. Long-term care

The need for long-term care is related to the oldest old. 1999 in Germany, for example, the share of persons who need long-term care has been around 10 % within the age-group 75 to 80, 20 % within the 80 to 85, 36 % within the 85 to 90 and 58 % within the age group 90+ (Schulz/Leidl/König 2001). So the longevity process could have an important impact on the demand for long-term care. 

according to surveys, elderly want to live as long as possible independently in their own home. If they need help by housekeeping or personal care the first choice is a person within the family. Cantor (1979) has argued, for example, that older persons have hierarchical preferences for primary caregivers, with spouses preferred over other types of kin. Even, if it not possible to get the necessary care within the family, most of the elderly prefer formal home care. Nursing homes are the last step to receive long-term care.

In this part we want to show the need for long-term care in the total population independently from the institutional settings in which long-term care will be provided. We want to focus on formal home care and institutional care as well as on informal home care. 

The aim is to compute prevalence rates for long-term care – ideally independent from the institutional settings. If this is not possible, separately for long-term care in institutions and long-term care at home (formal long-term care in the community and informal home care within the family or by friends or neighbours). We want to separate between different level of disability, which dominate the intensity of care giving, too. 

Definition: Long-term care

Severe disability is a reasonable proxy for need for long-term care. Therefore defining and measuring disability is an important step in this part. In past research two major approaches have been used to determine the number of disabled persons: (a) a strategy that estimates disability based on the presence of an illness or disease that could result in chronic impairments, and (b) a strategy that concentrates on the individual’s ability or disability to perform functional activities of daily living, without regard to clinical diagnosis (Kunkel/Applebaum 1992). 

The primary method used to measure disability has been to examine functional ability because, although the presence of a chronic disease such as arthritis indicates that an individual may have a need for long-term care, the presence of the disease does not necessarily imply anything about the level of need. One of the prime scale measuring basic functional ability was the activities of daily living (ADL) scale proposed by Katz et. al. (1963). These ADL instruments were originally aimed at assessing the severe disablement commonly found among institutionalised patients and the elderly population (measuring, for example, independence in bathing, dressing, moving around the house and eating) (see table 1). Lawton and Brody (1969) introduced the notion of Instrumental Activities of Daily Living (IADL) to cover a broader range of activities, including activities required to live independently (such as the ability to manage personal finances, do housework and shopping). One of the disadvantages of IADL’s for the purpose of international comparisons is that the performance of these activities are affected by the cultural backgrounds, particularly the role of women.

Since the late sixties a number of other instruments have been developed to measure similar types of ADL and IADL. The new ones are more generic health measurement instruments which contain disability-related components along with items on physical and psychological health, for example, SF-36, EuroQol-5D, McMaster’s Health Utilities Index HUI-3 (see table 2). 

For the international comparability some standardised disability measures were undertaken. One of the first was undertaken by the OECD in the late 1970s, as part of the broad program to develop social indicators. This effort led to the “OECD long-term disability list” (McWhinnie 1982), which based on an ADL scale covering mobility, self-care and communication items. Two more recent standardized disability measures were developed by WHO-Europe in collaboration with Statistics Netherlands and by the Euro-REVES Network. The WHO-Europe “long-term disability list” is similar to the OECD list. The current WHO-Europe project EUROHIS proposes common instruments related to the measurement of chronic physical conditions, mental disability as well as overall measures of quality of life. “Euro-REVES has proposed to break down the WHO-Europe “long-term disability list” into two components: some of the questions would be used to measure “physical and sensory functional limitations”, while the other questions would be used to measure “ADL restrictions”” (Gudex/Lafortune 2000, p. 16). Euro-REVES also propose to include four severity levels in functional and ADL limitations and wants to integrate a question on disability in usual activities to measure the general prevalence of disability.

In WP 2 we have to inquire about the current state of these projects and what is applicable for our tasks.

In Germany the statutory long-term care insurance scheme, which was implemented for home care in April 1995 and for institutional care in July 1996, is using the following ADL and IADL indexes: ADL: washing, bathing, brushing the teeth, combing, shaving, toileting, eating, getting in and out of bed, dressing, walking, standing, using stairs and walking outdoors; IADL: shopping, preparing meals, cleaning, washing up the dishes, laundering and heating the apartment. The law distinguishes three levels of disability – substantial, severe, and very severe – based on the frequency with which assistance is needed in personal care and housekeeping. People with substantial disability need assistance in two or more ADL for at least 6 month once a day for about at least 45 min. and assistance in housekeeping several times a week (also 45 min.). Persons with severe disability need assistance in ADL at least three times a day for 2 hours in total and assistance in IADL several times a week for 1 hour. People with very severe disability need assistance in ADL day and night and assistance in IADL several times a week at least 5 hours (with 4 hours ADL). 

All residents of Germany are legally obligated to participate in the statutory long-term care insurance scheme. However, persons with higher incomes, who are not subject to statutory health insurance, may be released from this obligation if they can prove they own a private long-term care insurance policy that offers benefits comparable to those provided by the statutory long-term care insurance scheme. Benefits are granted regardless of age, income, the availability of family assistance or reason for dependency, and includes dependency resulting from physical or mental disability. The statutory and private long-term care insurance funds publishes every year a statistic of beneficiaries by age, gender, disability level and institutional setting. With these data it is possible the compute the share of long-term cases within the age-groups by the intensity of care giving (or disability level) (see table 3).

The task in WP 2 is to collect similar data for the EU countries with similar definitions of disability levels and for all people in need for long-term care.

Data sources

Gudex and Lafortune (2000) composed an inventory of health and disability-related surveys in OECD countries. table 4 show the surveys in EU countries. In these surveys three main types of ADL are measured: self-care activities (typically covering the ability to wash, dress and feed oneself), mobility (which includes the ability to walk, climb stairs and get in and out of bed), and communication (the ability to see, hear and speak). Table 4 show that there is a core group of activities that are being measured across most surveys. But different ADL indicators are being used, resulting in a lack of data comparability. These ADL instruments vary notably in terms of the number of specific activities being measured and the scales used in assessing the degree of activity limitations (e.g., “difficulty” versus “need for human assistance” versus “need for special aid” scales). Only surveys which used the same indicator are strictly comparable. 

Some surveys include IADL items, with the majority asking for the ability to do housework, shopping and prepare meals (table 4). These surveys might provide reasonably comparable data of IADL limitations.

Most of these survey excludes institutions. Therefore it is not possible to show the need for long-term care within the institutionalised population. Another restriction is, that some survey have an age limit ( Finland 15-64 years, Germany 18-79 years, Sweden 16-84 years) and that most of the nursing cases are in the age after this limit. Even if there exist no age limit of survey participants, it is doubtful whether the oldest old are represented correctly. There could be a bias, because answering the questionnaire may be not independent from the health status of the interviewed person. 

The questionnaire of the European Community Household Panel included items of disability, too. Three question are directly relevant: “Person has any chronic physical or mental health problem, illness or disability” (Yes/No/Missing), “Person is hampered in daily activities by this physical or mental health problem, illness or disability” (Yes, severely/Yes, to some extend/No/Missing/Not applicable), “Has the person had to cut down things he/she usually do about house, at work or in free time” (Yes/No/Missing). Two other questions are related to the number of hours spent looking after a person other than a child. These items can be combined with other socio-demographic variables. But, as the most other surveys, people living in residential institutions are not sampled at all in the ECHP. The table 5 show the population and sample size of wave 1 in the relevant age-groups (Iacovou 2000). The sample size seem not large enough to compute prevalence rates for long-term care for single countries.

Therefore, the task in WP 2 is to search for additional sources which focuses on long-term care, may be official statistics, data from insurance funds, other surveys etc. It is important that information’s about disability are available by age or age-groups and gender. 

3.1 Long-term care in institutions

Jacobzone et.al. (1998) estimated the future needs of long-term care services in selected OECD countries, including five EU countries: France, United Kingdom, Germany, Sweden and the Netherlands. They distinguished between long-term care in institutions and home care. For the projection of institutionalised populations they used different kind of data sources. For Sweden and the Netherlands data stem from administrative sources describing institutionalised populations. The other data stem from surveys or other reports (see table 6). 

One aim of this study was to generate trends of institutionalisation and compare these trends between countries. But this was very difficult because the institutional arrangements for long-term care depended on explicit policies and the equilibrium between supply and demand for beds in such institutions. In most countries explicit or implicit de-institutionalisation policies were at work, there was a turn towards more professional home care provided in the community. Another effect of de-institutionalisation policy was, that health gains would generally be witnessed for the population living in the community, but not for the institutionalised population, because the access to institutions would be reserved to people with the worst health, while those staying in institutions also tend to have a diminishing health capital. 

Another problem in international comparison is, that it is often difficult to ensure that the observed institutions are functionally equivalent. Drawing a clear borderline between institutions that provide long-term care services and other that only provide housing is often difficult (Edvartsen 1996). The problem of equivalence is accompanied by an identification problem concerning mixed institutions, i.e. institutions that by definition and/or factually offer housing and care services to groups other than disabled elderly. So it is common for a nursing home to house non disabled, too. Jacobzone et. Al. (1998) selected only institutions which were at least partly medicalised for nursing activities or specifically dedicated to older persons, but avoided acute care hospitals. 

For our project it is important to select only the disabled elderly in such institutions, too. So a restrictive definition will be also equivalent for our task. Therefore it is, for example, with respect to mixed institutions necessary to estimate the share of long-term care cases by age-groups within these institutionalised population. Furthermore, we want to collect data – if possible – for all EU countries. So additional data sources are necessary.

Klein (1996) analysed the determinants of institutionalisation in old age based on longitudinal data for Germany (source: German Socio-Economic Panel Survey). Among the main results, age, family status and life expectancy are of major significance for institutionalisation, while education, housing conditions, recent stay in a hospital and chronic diseases per se have no significant effect on institutionalisation. Only the distance to public transport affects significantly the institutionalisation rate. Furthermore, chronic diseases become important in interaction with age, i.e. the higher the age, the stronger the effect of chronic diseases on the rate of institutionalisation. Compared to married persons, the institutionalisation rate of singles were almost 600 % higher, while the rate of divorced were almost 500 % above the rate of married, and widowhood increased the institutionalisation rate by about 170 %. The observed sex difference is to a considerable extent due to the fact that women experience widowhood much more often than men. The results of Klein are in line with the results of Freeman (1996), who model the effect of family structure on the risk of nursing home admission for a cohort of older persons living in New Haven, Connecticut. 

Therefore the family status is an important variable for the further development of institutionalisation. Our task in WP 2 is, to collect data about the past trend in family status and family structure in the EU countries. This data will be an input for WP 4, too.

3.2 Long-term care at home

General

Jacobzone et. al. (1998) have focused on disability in households, too. Severe disability refers in this study to persons with at least one restriction in ADL, or with potential need of personal care. That is another (lower restrictive) definition as it have been used in the statutory long-term care insurance scheme in Germany or in the study from Kunkel/Applebaum (1992) for the US. For most countries they used data from household surveys (see table 7). Jacobzone et. al. analyses severe disability in households independently from the kind of caregivers. This type of data can be used to compute prevalence rates of home care and for estimate the development of nursing cases at home. This is one of the task in WP 2, too. So we want to collect similar data for all EU countries.

Another task is, to analyse the situation of carers. Therefore we have to distinguish between formal home care given by professional carers in the community and informal home care given predominantly by members of the family. 

Informal home care

Several studies in EU countries have shown that people in need for long-term care prefer care-giving by members of the family. So, long-term care at home is mostly informal care. In Germany, for example, one third of informal carers are spouses, 13 % are parents, 38 % are children or children in law, 10 % other kin and 7 % neighbours or friends (Schneekloth/Müller 2000).

In all EU countries most of the informal caregivers are women, but also men take over such responsibilities. In Germany, for example 80 % of caregivers are female and 20 % male. Nonetheless, a closer look reveals more complex gender patterns behind these general data. Gender differences appear even greater when measuring the responsibilities in care-giving. In most cases women retain primary responsibility and men are more in the role of “assistant” (Jenson/Jacobzone 2000). There is also a clear gender pattern in the type of tasks performed by men and women. Care-giving by women covers mainly personal care, emotional support, meal preparation and housekeeping, while care-giving by men mainly includes transportation, bills and banking, shopping and general monitoring. As a result women provide greater amounts of informal caring work than the average gender share represent.

In Germany, for example, 15 % of informal caregivers are in the age under 40 years, 53 % are in middle age (40 to 64 years) and one third are in retirement age (65 years and over). In the fact that most of care-giving women are in the middle age, the connection between care-giving at home and employment plays a dominant role in the analysis of the development of the potential of informal care-giving. Therefore in WP 2 a detailed analysis of care-giving and employment is planned and this tasks will be debate separately in the next chapter (see 4.)

While midlife care-giving and employment are broadly discussed the caregivers aged 65 and older are in the most studies ignored. The increasing life expectancy for men and women lead in an increasing number of older persons living together (as spouses or partners). With respect to the expected health improvements in these age-groups the potential of informal caregivers will increase. If the trend of declining prevalence rates of long-term care in the “younger old” age groups will continue, than the need for long-term care will shift to higher ages. Therefore, it could be that daughters and daughters in law are in a retirement age when the need for informal care-giving occur. So, it could be that the age-structure of potential caregivers will change and the share of carers in retirement age increase.

In WP 2 we have to check, if it is possible with the data from the ECHP to analyse the carers aged 65 and over separately, and to compute the share of carers within these older age-groups in the single EU countries. 

Another point is, that informal care-giving is easier if people in need of care live in the same household. Beside family status and family structure, household composition has an important influence on the potential of informal care giving. In the older population single households are common. Most of these households consist of widowed women. With respect to the increasing life expectancy for men and women household composition could change: more people growing old together. But changing marital behaviour and increasing divorces could be have a contrary effect. So, information’s about household compositions and changes over time are necessary. In WP 2 we want to collect relevant data – if possible – as long time series.

With the ECHP it is possible to analyse the intensity of care-giving measured by “number of hours spent looking after a person other than a child”. It can be assumed that the higher the level of disability, the higher the intensity of care-giving. In this cases in which people in need for long-term care live in the same household, it may be possible to check this statement with the ECHP dataset.

A study for Germany showed, that in most cases informal care-giving will be a heavy burden for carers: 83 % of informal caregivers feel that the burden is heavy or very heavy (Schneekloth/Müller 2000). On average carers spent 46 hours a week for caring work. Care-giving is a full time job. Care-giving for a long time can overstrain the carers, especially if caring is needed day and night and if the person in need for long-term care have mental illness. Therefore, help from outside the household are requested. Professional care services could be a relief in such situations. It can be assumed that in such cases formal care is additional to informal care. It can be also assumed that the demand for formal home care depends on the disability level of the elderly and - may be - also on the characteristics of informal caregivers (especially age).

In the questionnaire of the ECHP information about formal home care is not included. So we need other data sources to check the possibility for analysing the state of formal care and the link between formal and informal care-giving. In a first step we want to collect all kind of relevant data.

Formal home care

Formal care-giving depends on the one hand on the explicit social security policy and on the other on the availability of long-term care services in the community. Social policy and the supply of home care services in the community are not independent from each other. In countries with an explicit de-institutionalisation policy, for example, governments support home care services. These services can cover a wide range of activities: meal services, personal care services, housekeeping, professional nursing services, day care centres, etc.

In Germany, for example, the statutory long-term care insurance funds provide benefits for formal home care. Benefits may be provided as in-kind services, cash allowances or a combination of the two. Coverage of community care includes personal care, housekeeping, assistance devices, home adaptations, day care, night care, and respite care. Benefits cover only a part of the actual costs of care. For home care, for example, benefits covered 1997 between 37 % and 44 % of need depending on the disability level (Brodsky et. al. 2000).

So, for Germany, it is possible to get data about the number of beneficiaries for formal home care from the long-term care insurance funds. But, additional out-of pocket payments are not included in these statistics. Information about private financed formal home help is not available.

For our task in WP 2 the main questions are:

· What kind of formal home services for the disabled elderly are available in single EU countries?

· Is it possible to get data related to formal care-giving at home and the characteristics of recipients of formal care?

· What kind of services will be financed by the social security system in single EU countries?

As a first step we want to collect all kind of data related to these subjects.

4. Care-giving and employment

Care-giving can have two contrary effects on the labour force participation of carers:

· a substitution effect: time needs for informal care work reduces labour market participation, via either full withdrawal or reduction of hours worked.

· an income effect: the high costs of providing for a dependent elderly person may induce those responsible to increase their labour market participation so to earn sufficient income to compensate the costs.

The effect provide no single a priori outcome for caregivers, but the substitution effect may be stronger than the income effect in many cases (Jenson/Jacobzone 2000). Two additional effect are reported (Carmichael/Charles 1998):

· Paid work might be seen as a way of obtaining respite from heavy caring work and the associated mental pressure.

· Searching a job which can be combined with care-giving responsibilities. In most cases this are less rewarded jobs.

Spiess and Schneider (2001 b) analysed the empirical relationship between the changes in care-giving and changes in weekly work hours in a European context. Data stem from the ECHP. Their study show that starting or increasing care-giving goes in line with a decrease of weekly work hours. Their findings suggest that midlife women do not return to employment or resume their former work hours after stopping or reducing the provision of care. They mentioned that the reason for the last pattern could be twofold: ”It either could express the loss of human capital which prevents women from returning to the labour market or it could indicate a strong motivation to hold on to jobs who were hard to find in the first place.” (p. 20).

Their study end with following words “Further research is needed to account for simultaneity in the decision on work hours and care hours, to improve our understanding of country specific effects, and to explore the role of economic distress in explaining patterns of work and care for midlife women.” (p. 22). This will be one task in this part of WP 2, too. Katharina Spiess is a member of the DIW-AGIR team and will take responsibility of this part of work. 

In addition to this analysis of care-giving and women’s labour participation, we want to analyse the changes in female labour market participation for all EU countries. Therefore we need long time series about the labour participation rate by gender and age-groups (as long as possible, may be from 1950 onward).

Another task is to extract data on the rules and regulations concerning the work of females, notable with respect to part time work and temporary contracts. For this task all participants on WP 2 have to collect relevant sources and data.

5. Main tasks in WP 2

General

· Who will collect information and data of these EU countries from which no partner participate at AGIR? (Greece, Irland, Italy, Luxemburg, Austria, Portugal, Sweden (Denmark))

· Long-term care is related to severe disability. In WP 1 we want to collect data about disability. We have to ensure that we use the same sources and definitions. 

· Long-term care is related to age. Institutionalisation rate increases by at least 40 % with every additional year of age. Therefore the expected increase in life expectancy will have an important effect on the need for long-term care. The assumptions about the further gains in life expectancy play an important role. We have to discuss which population forecast and which variant of life expectancy we will use (WP 1, WP 2, WP 4), to ensure that we all use the same sources.

Data needed

· Use of health care: We need data about the admissions or discharges to/from hospital by gender and age-groups (within one year), the length of hospital stay by gender and age-groups, and the frequency of contact with a doctor by gender and age-groups. All for the most recent year and if possible – for past years.

· Long-term care in institutions: number of persons with severe disability (two or more restrictions in ADL and at least one restriction in IADL) in nursing homes and other institutions related to older persons (by gender and age-group and if possible by disability level) – for the most recent year and for selected years in the past.

· Long-term care at home (see also questions p. 16): number of persons with severe disability in need of long-term care at home by gender, age-groups and disability level (if possible) – for the most recent year and for selected years in the past. 

· Long-term care in institutions and at home: may be in some EU countries there will be information’s about the recipients of long-term care independently from the institutional setting, otherwise we have to add LTC in institutions and LTC at home.

· Long time series about marital status: population by gender and age-groups and marital status (single, married, divorced, widowed)

· Long time series about family structure: single adult with child, married with child/children, married without child (by gender and age-groups), single elderly living within the children’s family

· Long time series about household composition: population by household type: single, 2-Persons-HH, 3-Persons-HH, 4-Persons-HH; 5 and more Persons-HH.

· Long time series about labour force participation of women: labour force participation rates by gender and age-groups.
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Table 1: Reference instruments for measuring functional and ADL disability*

Katz (1963)1
OECD (1982)3
(*Long term disability 10 items

minimum core set)
WHO-Euro (1996)4

and Euro-REVES (2000)5





Dressing
Dress and undress*
Dress

Transfer from bed and chair
Get in and out of bed*
Transfer from bed



Transfer from chair

Bathing

Wash hands and face

Toileting

Get to and use the toilet

Feeding
Can you cut your own food*
Feed, including cutting up food

Continence

Continence

Nagi (1976)2



Standing for long periods



Lifting or carrying weights
Carry an object of 5 kilos for 10

meters*


Going up and down stairs
Walk up and down one flight of stairs

without resting*
Stairs (optional)

Walking
Walk 400 meters without resting*
Locomotion

Stooping, bending or

kneeling
Bend down (when standing) and pick

up shoe
Retrieval (optional)

Using hands and fingers



Reaching with either/both

arms




Move between rooms*
Mobility


Speaking*
Speaking (optional)


Hear normal conversation with

another*

Hear normal conversation with 3 or 4

other persons
Hearing


Read ordinary newsprint*

See the face of someone from 4 metres
Seeing


Run 100 meters



Cut your toenails



Bite and chew on hard foods


* Adapted from Robine and Jagger (1999).

l"Do you perform ....." without supervision, direction or personal assistance.

z"Do you have any difficulty.... ." ; coded as no difficulty, some difficulty, great difficulty.

3"Can you ....." ; coded as yes without difficulty, with minor difficulty, major difficulty, unable to do.           4"Can you ....." ; coded as without difficulty, with some difficulty, only with someone to help.

5 The last seven items relate to the Euro-REVES recommendations to measure "physical and sensory functional limitations" while the first five items relate to their recommendations for measuring "ADL restrictions" (with some adjustments).

Source: Gudex/Lafortune 2000.

Table 2: Overview of three generic health measurement instruments


EuroQol-5D
SF-36
HUI-3

Number of questions
5
36
31






Skip Patterns
No
No
Yes






Reference Period
Today
Last four weeks
Usual






Number of Dimensions
5
8
8






Dimensions
Mobility (1)
Mobility (9) & Self-care (1)
Mobility (7)


Self-care (1)






Dexterity (4)




Vision 5




Hearing (5)




Speech (4)







Anxiety/depression 1)
Emotional well-being (5)
Emotional well-being (1)




Cognition (2)


Pain/Discomfort (1)
Pain (2)
Pain (3)








Vitality/energy/fatigue (4)








Usual activities (1)
Role limitations due to physical problems (4)




Role limitations due to

emotional problems (3)




Social functioning due to

physical or emotional problems (2)









General health perceptions

(6)


Note: Numbers in brackets indicate the number of items related to each dimension. Source: Gudex/Lafortune 2000.

EuroQol (EQ-5D)

(Brooks et.al., 1996)

Respondents are asked to choose one statement from each component below, which best describes their current health state:

Mobility

I have no problems in walking about

I have some problems in walking about 

I am confined to bed

Self-care

1 have no problems with self-care

I have some problems washing or dressing myself           

1 am unable to wash or dress myself

Usual activities (e.g. work, study, housework, family or leisure activities) 

I have no problems with performing my usual activities

1 have some problems with performing my usual activities

I am unable to perform my usual activities

Pain/discomfort

I have no pain or discomfort

1 have moderate pain or discomfort 

1 have extreme pain or discomfort.

Anxiety/depression

1 am not anxious or depressed

1 am moderately anxious or depressed 

1 am extremely anxious or depressed

MOS 36-item Short Form General health survey (SF-36) : Items from the UK English version1

(Ware and Sherbourne, 1992, Jenkinson et al 1993)

Mobility & Self-care

Does your health limit you in these activities:

Vigorous activities, such as running, lifting heavy objects, participating in strenuous sports? Moderate activities, such as moving a table, pushing a vacuum cleaner, bowling or playing golf? Lifting or carrying groceries? Climbing several flights of stairs? Climbing one flight of stairs? Bending, kneeling or stooping? Walking more than a mile? Walking half a mile? Walking 100 yards? Bathing or dressing yourself?

Yes, limited a lot/Yes, limited a little/No, not limited at all.

Daily activities

During the past 4 weeks, have you had any of the following problems with your work or other regular daily activities, as a result of your physical health? Y/N

a)
cut down on the amount of time you spent on work or other activities

b)
accomplished less than you would like

c)
were limited in the kind of work or other activities

d)
had difficulty performing the work or other activities (e.g. it took extra effort)

During the past 4 weeks, have you had any of the following problems with your work or other regular daily activities, as a result of any emotional problems (such as feeling depressed or anxious)? Y/N

a)
cut down on the amount of time you spent on work or other activities

b)
accomplished less than you would like

c)
didn't do work or other activities as carefully as usual

During the past 4 weeks, to what extent has your physical health or emotional problems interfered with your normal social activities with family, friends, neighbours, or groups?

Not at all/Slightly/Moderately/Quite a bit/Extremely

Emotional well-being

How much time during the past month:

Did you feel full of life? Have you been a very nervous person? Have you felt so down in the dumps that nothing could cheer you up? Have you felt calm and peaceful? Did you have a lot of energy? Have you felt downhearted and low? Did you feel worn out? Have you been a happy person? Did you feel tired? Has your health limited your social activities (like visiting with friends or close relatives)? All of the time/Most of the time/A good bit of the time/Some of the time/A little of the time/None of the time.

Pain
How much bodily pain have you had during the past 4 weeks? None/Very mild/Mild/Moderate/ Severe/Very severe

During the past 4 weeks, how much did pain interfere with your normal work (including both work outside the home and housework)? Not at all/A little bit/Moderately/Quite a lot/Extremely


1.
Only includes items related to domains covered in this inventory.

McMaster Health Utilities Index (HUI-3) 

(Furlong, Feeny, Torrance, et. al, 1998)

Vision

1.
Are you usually able to see well enough to read ordinary newsprint without glasses or contact lenses? Yes (Go to Q4)/No

2.   Are you usually able to see well enough to read ordinary newsprint with glasses or contact lenses? Yes (Go to Q4)/No

 3.   Are you able to see at all? Yes /No (Go to Q6)

4.
Are you able to see well enough to recognize a friend on the other side of the street without glasses or contact lenses? Yes (Go to Q6)/No

5.
Are you able to see well enough to recognize a friend on the other side of the street with glasses or contact lenses? Yes/No

Hearing

6.
Are you usually able to hear what is said in a group conversation with at least 3 other people without a hearing aid? Yes (Go to Q 10)/No

7.
Are you usually able to hear what is said in a group conversation with at least 3 other people with a hearing aid? Yes (go to Q8)/No

B.
Are you able to hear at all? Yes/No (Go to Q10)

9.
Are you usually able to hear what is said in a conversation with one other person in a quiet room without a hearing aid? Yes (Go to Q10)/No

10.
Are you usually able to hear what is said in a conversation with one other person in a quiet room with a hearing aid? Yes/No

Speech

11.
Are you usually able to be understood completely when speaking with strangers in your own language? Yes (Go to Q 14)/No

12.
Are you able to be understood partially when speaking with strangers? Yes/No

13.
Are you able to be understood completely when speaking with those who know you well? Yes (Go to Q 14)/No

14.
Are you able to be understood partially when speaking with those who know you well?

Mobility

15.
Are you usually able to walk around the neighbourhood without difficulty and without mechanical support such as braces, a cane or crutches? Yes (Go to Q22)/No

16.
Are you able to walk at all Yes/No (Go to Q19)

17.
Do you require mechanical support such as braces, a cane or crutches to be able to walk around the neighbourhood? Yes/No

18. Do you require the help of another person to be able to walk? Yes/No 

19. Do you require a wheelchair to get around? Yes/No (Go to Q22)

20.
How often do you use a wheelchair? Always/Often/Sometimes/Never

21.
Do you need the help of another person to get around in the wheelchair? Yes/No

Dexterity

22.
Are you usually able to grasp and handle small objects such as a pencil or scissors? Yes (Go to Q26)/No

23.
Do you require the help of another person because of limitations in the use of hands or fingers? Yes/No (Go to Q25)

24.
Do you require the help of another person with: Some tasks/Most tasks/Almost all tasks/All tasks?

25.
Do you require special equipment, for example, devices to assist in dressing because of limitations in the use of hands or fingers? Yes/No

Emotional well-being (Feelings)
26.
Would you describe yourself as being usually: Happy and interested in life/Somewhat 
happy/Somewhat unhappy/Unhappy with little interest in life/So unhappy that life is not worthwhile?

Cognition (Memory and thinking)
27.
How could you describe you usual ability to remember things? Able to remember most things/Somewhat forgetful/Very forgetful/Unable to remember anything at all

28.
How would you describe your usual ability to think and solve day-to-day problems? Able to think clearly and solve problems/Having a little difficulty/Having some difficulty/Having a great deal of difficulty/Unable to think or solve problems

Pain and discomfort
29.
Are you usually free of pain or discomfort? Yes (Go to next section)/No

30.
How would you describe the usual intensity of your pain or discomfort? Mild/Moderate/Severe

31.
How many activities does your pain or discomfort prevent? None/A few/Some/Most
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age-

groups

men

women

total

men

women

total

men

women

total

men

women

total

  0 - 60 

0,20

0,18

0,19

0,18

0,16

0,17

0,08

0,07

0,08

0,46

0,41

0,44

60 - 70 

0,86

0,81

0,83

0,69

0,54

0,61

0,20

0,14

0,17

1,75

1,49

1,61

70 - 75 

1,85

2,07

1,98

1,56

1,19

1,34

0,44

0,28

0,35

3,85

3,55

3,67

75 - 80 

3,43

4,26

3,99

2,76

2,17

2,37

0,76

0,52

0,60

6,95

6,96

6,95

80 - 85 

6,21

8,50

7,83

4,80

4,31

4,45

1,23

1,00

1,07

12,24

13,81

13,35

85 - 90 

10,16

13,30

12,52

7,69

8,12

8,01

1,83

1,98

1,94

19,68

23,40

22,47

90+

12,98

15,24

14,74

11,64

14,39

13,78

2,88

4,31

3,99

27,50

33,94

32,51

total

0,58

1,12

0,85

0,48

0,73

0,61

0,15

0,21

0,18

1,21

2,06

1,65

  0 - 60 

0,09

0,07

0,08

0,02

0,02

0,02

0,02

0,02

0,02

0,12

0,10

0,11

60 - 70 

0,23

0,17

0,20

0,15

0,14

0,15

0,08

0,09

0,09

0,47

0,40

0,43

70 - 75 

0,31

0,39

0,35

0,34

0,48

0,42

0,17

0,27

0,23

0,82

1,14

1,01

75 - 80 

0,52

0,99

0,84

0,71

1,36

1,15

0,37

0,70

0,60

1,60

3,06

2,58

80 - 85 

1,07

2,40

2,02

1,56

3,35

2,83

0,73

1,64

1,37

3,36

7,39

6,22

85 - 90 

2,44

4,84

4,24

3,35

7,10

6,17

1,38

3,31

2,83

7,17

15,26

13,25

90+

4,14

7,29

6,59

6,06

13,99

12,23

2,29

7,41

6,28

12,48

28,70

25,10

total

0,16

0,35

0,26

0,12

0,46

0,29

0,06

0,24

0,15

0,34

1,05

0,70

  0 - 60 

0,29

0,25

0,27

0,20

0,18

0,19

0,10

0,09

0,09

0,59

0,51

0,55

60 - 70 

1,09

0,98

1,03

0,84

0,68

0,76

0,28

0,23

0,26

2,21

1,89

2,05

70 - 75 

2,16

2,46

2,33

1,89

1,68

1,77

0,62

0,55

0,58

4,67

4,69

4,68

75 - 80 

3,95

5,26

4,83

3,47

3,53

3,51

1,13

1,22

1,19

8,56

10,02

9,54

80 - 85 

7,28

10,90

9,85

6,35

7,66

7,28

1,97

2,64

2,44

15,60

21,20

19,57

85 - 90 

12,60

18,14

16,76

11,04

15,22

14,18

3,21

5,29

4,77

26,85

38,66

35,72

90+

17,12

22,54

21,34

17,70

28,38

26,01

5,16

11,72

10,26

39,98

62,64

57,61

total

0,73

1,47

1,11

0,60

1,19

0,90

0,22

0,45

0,34

1,55

3,11

2,35

Level I: Two or more ADLs at least once a day min. 45 minutes and need for assistance with IADLs several times a week min. 45 min.

Level II: Two or more ADLs at least three times a day min. 2 hours and need for assistance with IADLs several times a week min. 1 hour.

Level III: Two or more ADLs day and night at least min. 4 hours a day and need for assistance with IADLs several times a week min. 1 hour.

1) Share of long-term care recipients, who get benefits from the long-term care insurance funds within the age-specific population. 

Source: Federal Ministry of Health;  Association of the long-term care insurance funds; German Institut for Economic Research.

Prevalence rates by age-groups, gender and level of disability 

1)

 31.12.1999

in %

 level III

total long-term care

formal and informal home care

long-term care in institutions

level I

level II

total

substantial disability

severe disability

very servere disability
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Health and disability-related surveys in EU countries

Summary of national sureys mcluded in the nventor, Ties refated to functional and ADL imitations in national health surveys JADL and more general actiity fimitation ftems in OECD surveys
Country & Data Tntemet Self-care Mobili Communication House- | Shop- | Meal pre- General
Survey no Suney title Contact Population | collection | _address | wash | dress | feed | walk | stars | bed | see | hear | speak | work | ping | paration | Work | Social | items

Austria Microcensus survey  |Austrian Central |All; includes  |1995; x" x" x x x x x $©

ATO1 on physical disabilties [Statistical Office[instiutions | approx.

every 10 yrs
Belgum | Health intenview Sefentic mstiut [AT, includes 19972001 |wwwiphfgo | x X X X X X X X X X X
BLOTTD [suney of Public Health v befepideri
o/epienvinex
|4.htm

Denmark  |Danish health and | Danish Institute for _|>16 yrs 1967, 1994, |wawdikedk | x0 | x” X X X X X ) X X X

DKD1 morbidity surve: Clinical Epidemiolog 2000

Finland Health behaviour National Public 1564 yrs _|1999, 2000

FINDT = [among Finnish adult | Health Instiute (annual)

population

France National health INSEE (AT, exciudes (1970, 1980, X X X X X X X X

FRO1 - inteniew surve institutions _|1991, 2001-2

France National disabilty | INSEE [All; includes (19982001 X X X X X X X X X X X X X X

FRO2 - inteniew institutions

Germany National health Robert Koch 18-79 yrs; 1998 %" %" X X X X X

DEUDT examination and Institute excludes

inteniew surve institutions
Celand Health and fving Statistics lceland & [18-75 yrs, _|1998; X X X X X
ICEDT conditions in Iceland [University of lceland _[excludes irreguiar
institutions
Ireland National health and_|Department of Health_ |18 yrs; 1958, WD X X &
IRED! lfestyle survey and Children excludes every 3 yrs
institutions
Ttaly Survey of health National Institute of _|Al, excludes | 1999-2000; X X X X X X X X X X X X X X X
i conditions and use |Statistics instiutions |every 4 yrs
of health senices

Netheriands_|Health intenview Statistics Netherlands [AV, excludes _|annual X X X X X X X X X

NOT*9 [sume institutions

Norway Health interview Statistics Norway  [All; excludes  [1895; x x x x x x x x x x ®

NROT surve: institutions _|every 10 yrs

Portugal _|Health interview Ministry of Health [AIl excludes |1998/9, X X X X X X X X X

PROT sure institutions __|every 3 yrs

Spain Survey on disability, [National Institute of Al 1999 X X X X 3@ P P P P X

SPO1 impaitment and health |Statistics

status

Sweden | Sunvey of lving Statistics Sweden [1684 yrs _|annual X X X X X X X X X

SWED1 * 9| conditions

Switzerland_|Swiss Health Sunvey |Ofice fedéral de la__|>16 yrs; 7557, X X X X X X X X

Bl statistigue excludes every 5 yrs

institutions
England __|Health Sumey Department of Health [>2 yrs; 1995, 1996 |wiwmimas | x X X X X X X X X X
UKD For England England only |(annual) |ac.uk/sueys
[ hse/hse info

United Cobour Force Sumey [Ofice for National _|men 16:64 yrs, | 199828 X X X

Kingdom Statistics women 1659 |(annual)

UKDz * 15, GB + N

ireland

Great Disability in Great Office for National |All, excludes 199| x x x x x x x x x x x ®

Britain Britain survey Statistics institutions

UKD3

* indicates surveys covered in the 1999 Eurostat report
1) Washing and dressing cornbined in one itern - 2) Selfcare and mobiliy items (excluding SF-36 items, which are adrinistered to all respondents)only asked to people B0 years and over, or peaple 15 years and over who answered positively to previous
screening questions on disability - 4) Selfcare, stairs & bed iters only asked to people 55 years and over.- 5) Washing & bed items only asked to people reporting long-standing illness, problems with sight or mobility, or aged 75-84 years.- ) tem
specifies restrictions due to condition lasting at least & months (CAD, CAD2, NZDT) or 1 year (SPOT).- 7) Only asked if old-age pensioners or f the person has a long-standing iliness, reduced sight, mobilty problems or aged 75-84 years (1ADL items).
Source: Gudex-Lafortune, 2000

llustrative types of questions

1ADL: Housework "Can you do your own heavaflight housework(cleaning/laundry” Work: "Does your healthfllness/chronic condition restrict/imit/interfere with your work?”
or, turn the other way around, "Do you need help with 7" Social: Ve you restricted in your social activities due to your healtyillness/chronic condtion?”
Shop “Can you do your own schopping?” or Do you need help with ...?' General: "Are you restricted in your daily activities due to your healthillness/chronic condtion?”
Meals “Can you prepare your own meals?" or “do you need help with ..7"

Source: Gudex/Lafortune 2000
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ECHP Population and sample sizes

State

Population

millions

Women

Men

Women

Men

2001

aged 65-74

aged 65-74

aged 75+

aged 75+

Denmark

5,1

345

307

277

196

Netherlands

15,1

534

449

304

224

Belgium

10,1

511

419

333

209

Luxembourg

0,4

105

82

50

33

France

56,1

882

753

559

319

UK

57,3

731

602

503

307

Germany 1)

80,4

747

569

Austria

7,9

486

348

292

161

Ireland

3,5

462

432

282

259

Italy

56,3

928

785

570

398

Greece

10,2

869

687

550

419

Spain

38,8

1124

949

839

488

Portugal

9,8

863

765

514

353

Total

351

8587

7147

5073

3366

1) Sample in Germany 65+.

Source: Iacovou 2000.

Sample
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Sources of data for institutionalisation

State

Survey, data

Comments

France

EHPA 1990, 1994

Specific survey for institutions, including disability and need for

personal care

United

Census

Cross sectional data 1991, Sullivan hypothesis

Kingdom

Germany

Schmähl/Rothgang 1996

Data on care probabilities for institutions come from Krug/Reh

Rothgang/Vogler 1997

as presented in Schmähl/Rothgang and updated by Rothgang/

Wille 1998

Vogler. Officially used in projections (Wille).

Sweden

Särsklist Boende, Perner

Data comes from institution broad descriptions, from which age and

inom Landstingens

gender probabilities could be extracted. Data were consistently

Längvärd, Social

available over 1980-1995. Given the wide continuum of old age

Departmentet

homes in Sweden the more formal institutions only have been

Välfärdsfakta Social 1997

selected for international comparability.

Netherlands

CBS 1993, 1992, 1996

Data comes both from the Central Bureau vor de Statistik and from

SCP 1996, 1997

specific studies published by the Social and Cultural Planning Office

(SCP). Sources described in those publications.

The data comes mainly from an institutional background. The more

formal institutions acknowledged by the Dutch themselves as

"nursing homes od old age homes" for international comparability

have been selected.

Source: Jacobzone et al 1998.
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Sources of data for disability in households and general population

State

Survey, data

Comments

Trends were estimated for 1980-1991 using a rather severe disability

France

Enquête Santê Soins

concept to ensure longitudianl homogeneity. Similar general trends

Médicaux 1980 1991

have been reported, even for milder disability, and also for the period

INSEE CREDES SESI

1970-1980.

United

Genral Household

The 1976 survey could not be used as comparability was not

Kingdom

Survey 1980, 1985, 1991

sufficient. The 1991 results are suspect and could not be directly

1994

exploited as well.

Germany

Schmähl/Rothgang 1996

Data on care probabilities in households come from Infratest 1996

Rothgang/Vogler 1997

studies as presented in Schmähl/Rothgang and updated by

Brückner 1997

Rothgang/Vogler. Trends come from Microcensus data 1989-1995,

Wille 1998

Statistisches Bundesamt, as provided ba Brückner.

Sweden

SLC surveys 1975-80

Data comes from the Surveys of Living Conditions (Severe Ill

1981-85, 1986-90,

Health). Disability over 75 was only measured in asingle year (no

1991-1995

trends is imputed for the oldest old population by hypothesis).

Netherlands

CBS 1993, 1992, 1996

Data comes both from the Central Bureau vor de Statistik.

Source: Jacobzone et al 1998.
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Admissions to or discharges from a hopital within one year

Age or
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15-25
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Length of hospital stay

Age or
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Age-groups
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People in need for long-term care in institutions

Age-groups
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if possible by disability level
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People in need for long-term care at home
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Population by age-groups, gender and marital status
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100

100
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100

100
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Population by age-groups, gender and family structure
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Population by age-groups, gender and household composition
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Age-groups
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100

if possible as long time series: 1950 ....2000

Share in %

Share in %

Male

Female

Household type

Household type


[image: image14.wmf]Table i

Labour force participation rates by age-groups and gender 

Age-groups
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