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FOREWORD

The ‘Description and Evaluation of Services and Directories in
Europe for Long Term Care” (DESDE-LTC) is an instrument for the
standardised description and classification of services for Long-
Term Care (LTC) in Europe. DESDE-LTC has been designed to allow

national and international comparisons.

The eDESDE-LTC Dissemination and Communication report compris-
es the full dissemination and communication plan and implemen-
tation of the project carried out by the London School of
Economics supported by PSICOST. The Dissemination and

Communication report is available at* http://www.edesdeproject.eu

Luis Salvador-Carulla

Coordinator of eDESDE-LTC Project

'If you want to provide us a feedback on the usability of the eDESDE-LTC system, please click on the
link below to complete the online questionnaire (it takes less than 10 minutes):
http://www.unet.univie.ac.at/~a0305075/umfragen/index.php?sid=21575&newtest=Y&lang=en
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1.1. INTRODUCTION

Health services are very difficult to compare across different territories particularly when they are aimed for
long term care of complex health conditions. In the past service comparison studies failed to provide useful
information for health planning in areas as diverse as mental health (Salvador-Carulla et al, 2006), ageing
(Johri et al, 2003), or services for functional dependency in Europe (EUROSTAT, 2003). This could be attrib-
uted to several factors, such as the influence of historical and contextual factors in the development of local
services, differences in organisation, increase complexity of integrative care arrangement and mainly to the
fact that services with the same name perform different activities and vice-versa. This terminological vari-
ability appears across all levels of complexity of the care settings, from day centers and day hospitals to
rehabilitation units. We even lack a common definition of ‘hospital’ and ‘service’.

On the other hand, WHO urges for international service comparison for assessing health care reforms
(Lujbliana Chart) and the European Commission is urged to provide comparable descriptions of care to facil-
itate patient mobility. Although ‘Having access to high-quality healthcare when and where it is needed’ is a
fundamental right of every European citizen (Charter of Fundamental Rights of the European Union, 2000),
the fact is that mobility and access to health services across Europe is hampered by an inadequate frame-
work and knowledge of available resources. The development of a common coding and assessment system is
also relevant for harmonisation and equity or impartial allocation of care (resources, programmes and treat-
ments) to different groups and individuals. Furthermore the growing linkage of European databases is accom-
panied by a parallel demand of ‘semantic interoperability’ or the development of a common language that
can be used across different information systems and databases.

A common coding system and standard method of assessment is needed to overcome these terminology prob-
lems and to enable comparison of local data to generate informed evidence. The WHO Advisory Committee
on Health Research recognised that all evidence is context sensitive —and therefore indirect to some extent-
and both global and local evidence should be combined to develop usable recommendations. Local evidence
(from the specific setting or territory in which decisions and actions will be taken, is needed for most other
judgements about what to do, including: the presence of modifying factors in specific settings, need (preva-
lence, baseline risk or status), values, costs and the availability of resources (Oxman et al, 2006). The rele-
vance of local (meso-level) and global/national/regional information (macrolevel) has been reviewed in the
context of the SUPPORT programme for improving decision making about health policies and programmes
(Lewin et al, 2009).

In 1994 the European Psychiatric Care Assessment Team (EPCAT) initiated the development of a common ter-
minology and a standard assessment of mental health services aimed at overcoming these terminology prob-
lems and to facilitate territorial comparisons to generate informed evidence for health planning and resource
allocation. EPCAT developed a battery of instruments for psychiatric service comparison within the European
Union. This battery included a brief indicator set of small mental health areas (European Socio-Demographic
Schedule - ESDS) (Beecham et al, 2000), a standard assessment of care activities within mental health serv-
ices (International Classification of Mental Health care - ICMHC) (de Jong, 2000) and an instrument for cod-
ing, assessing provision and utilisation of mental health services (European Service Mapping Schedule -
ESMS). This was accompanied with the consensus on a standard method for service assessment and compar-
ison in small health areas (Johnson S & Kuhlmann, 2000). In the following years this system was used to
provide territorial comparisons of mental health care in countries such as Italy (Munizza et al, 2000), Spain
(Salvador-Carulla et al, 2000), Poland (Trypka et al, 2002), or Germany (Bdcker et al, 2001). The system also
proved its usability for international service research including comparisons of the mental health systems in
Spain, Italy and Chile (Salvador-Carulla et al, 2005; Salvador-Carulla et al, 2008), or Norway and Rusia
(Rezvyy et al, 2007), as well as a series of international studies mainly in Europe (EPSILON etc).(Becker et
al, 2002).

Mental health care could be regarded as a prototypical example of complex care (Gibert et al., 2010), and
the demand for a standard coding and assessment system draw the development of extended versions in
Spain for the assessment of services for disabilities (Salvador-Carulla et al, 2006), and services for ageing
population (Salvador-Carulla, 2003). These previous projects and instruments drew to the development of a
version for Long-Term Care (DESDE-LTC), in a project funded by the European Agency of Health and Consumer
(EAHC). This project has been aimed at four main objectives: 1) To develop a standard classification system
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to code services for LTC in Europe; 2) To develop a related instrument (DESDE-LTC), which incorporates basic
descriptors and indicators in 6 European languages; 3) To improve linkages between national and regional
websites, and EU health portals and the development of the eDESDE-LTC webpage, and 4) To improve EU list-
ing and access to relevant sources of healthcare information via development of a training package on
semantic interoperability in eHEALTH (coding and listing of services for LTC).

Semantic interoperability can be defined as “The ability for information shared by systems to be understood
at the level of formally defined domain concepts so that the information is computer processable by the
receiving systems” (Roma-Ferri et al, 2005), or the achievement of a common language in the field of serv-
ice research.

1.2. DEVELOPMENT OF DESDE-LTC INSTRUMENT
AND CLASSIFICATION AND CODING SYSTEM

The eDESDE-LTC project is aimed at the following objectives:

1. To develop a standard classification system to code services for LTC in Europe based on previous work
(ESMS, DESDE)

2. To develop a related instrument (DESDE-LTC) that incorporates basic descriptors and indicators in 6
European languages.

3. To improve linkages between national and regional websites, and EU health portals and the development
of the eDESDE-LTC webpage

4. To improve EU listing and access to relevant sources of healthcare information via development of a trai-
ning package on semantic interoperability in eHealth (coding and listing of services for LTC).

1.3. METHOD

The DESDE-LTC Team has been made by several major institutes in service research, provision and funding in
Europe: PSICOST Research Association and the Foundation of Catalunya Caixa (Spain), the University of
Vienna (Austria), the Public Health Association (Bulgaria), the Scientific Research Centre of the Slovenian
Academy of Sciences and Arts and the IRIO Institute (Slovenia), SINTEF (Norway), and the London School of
Economics and Political Science (UK). Collaborating partners included major experts in the development of
the European Service Mapping System (S. Johnson, G Tibaldi and T Ruud), international organisations (OECD),
health agencies at national level (Ministry of health Bulgaria), regional level (Regions of Cantabria, Catalunya
and Madrid in Spain) and municipality level (Jerez in Spain). Other collaborating partners were main aca-
demic organisations in formal ontology (University of Alicante, Politecnical University of Catalonia) and sup-
port decision systems for health decision making (ETEA, Spain).

The methodology carried out in DESDE-LTC project followed a series of related steps:
1. A review of the framework of coding and classification services for LTC in Europe. This review inclu-

ded a review of previous instruments (ESMS-I, ESMS-1I, DESDE) focused on evaluation of services for men-
tal health, disability, and the elderly.

2. Plans for Evaluation (UNIVIE) and Dissemination (LSE) of the eDESDE-LTC project were made and revi-
sed during the initial phase of the project.
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3. A first draft of the instrument and the classification and coding system was made. This beta version
included modifications from DESDE instrument (developed for disability services) aimed at adapting the
system to people with long term care needs. The development of this draft has followed the methodo-
logy used for developing the previous classification system for disability services in Spain (DESDE,
Salvador-Carulla et al, 2006).

4. The development of the eDESDE-LTC instrument and its related coding and classification system was coor-
dinated by the project’s working group (Salvador-Carulla et al, 2011i). An iterative process was followed
using nominal groups in the 6 participating countries (Ruiz et al, 2011). A total of 41 European resear-
chers and stakeholders in LTC health and social services participated in this process.

The Nominal group technique (NGT) is a decision-making and planning tool which allows a group to
achieve consensus and prioritise issues and it can be seen as a more structured variation of the focus
group, as it retains the consensus-building benefits of the group dynamic while harnessing a range of
individual views.

Three sessions were organised in every country with following objectives:

e  First session of nominal groups: to get acquainted with the problems of service research and com-
parability of services across different geographical areas, to know the EPCAT Approach to service
research and to know the DESDE-LTC instrument and coding system in order to prepare comments
and amendments which was discussed at Session 2.

e  Second session of nominal groups: to get acquainted with the eDESDE-LTC instrument, to check the
aim, structure and use of the instrument and to check the cut-off points provided at the instrument.

e  Third session of nominal groups: last review of definitive version of DESDE-LTC instrument and con-
firm that suggestions of every nominal group have been included in an adequate way.

A conceptual and transcultural adaptation of this preliminary version of DESDE instrument and coding
system was developed in 6 languages: English, Spanish, German, Norwegian, Slovenian and Bulgarian.

5. A pilot study of the system usability was made in two European main cities with highly different inco-
me level and health care systems: Sofia in Bulgaria and Madrid in Spain (Salvador-Carulla et al, 2011).
This is a transversal, descriptive and ecological study to pilot the classification and coding system and
the instrument.

The study was carried out by the two project partners, the PSICOST Research Association (Spain) and the
Public Health Association (PHA) (Bulgaria), and with the help of Technology and Society (SINTEF)
(Norway). Two courses were undertaken to train the evaluators involved in collecting information on the
instrument and the eDESDE-LTC standardized coding system.

From the information collected, services were coded according to Main Types of Care (MTC) in ‘services’
or Basic Stable Inputs Care (BSIC) identified in the two metropolitan areas.

6. Development of the last version of DESDE-LTC Classification and coding system and Instrument (annex I
and II). The versions of the instrument and the coding system were reviewed and discussed. An ontology
analysis of the classification system was also performed.

7. DESDE-LTC training programme was devised considering a blended methodology (face-to-face and onli-
ne learning). The content of eTraining Package was developed by PSICOST. It includes a reference manual
and other tools to stimulate participation such as videos and a case book (annex III).

8. An eDESDE-LTC website was specifically designed and developed for project dissemination and promotion.
(http://www.edesdeproject.eu).
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9. Finally the feasibility, consistency, reliability and the validity of the instrument were tested (Salvador-
Carulla L, et al, 2011). Once the final version of the instrument eDESDE-LTC was available, its usability
was analyzed according to three main quality parameters: Feasibility, Reliability and Validity. The feasi-
bility sub-study was carried out by the University of Vienna (Zeilinger et al, 2011). The reliability and
validity sub-study was carried out by the PSICOST research association with Sant Joan de Deu Foundation
and the University of Cadiz (Spain). An ad-hoc instrument was designed by the University of Vienna group
to assess the feasibility of eDESDE-LTC (Seyrlehner, 2010). The feasibility questionnaire followed the
approach developed by Andrews (1994) and Slade et. al (1999).

To carry out the reliability analysis, 170 services covering main types of care in Europe were selected by
one member of the group (MP) from the international eDESDE databases. All services were coded accor-
ding to DESDE-LTC branches by two judges Alpha and Beta, where Alfa represents an experienced person
on the use of the instrument and Beta a non experienced person. The reliability analysis took into account
both the Classical Test Theory and the Generalizability theory (G theory) (Salvador-Carulla and Gonzalez-
Caballero, 2010).

Feasibility analysis includes several items that may be regarded as descriptive validity domains. To avoid
redundancy face validity and content validity were assessed as part of the feasibility analysis. The quan-
titative validity analysis of the eDESDE-LTC instrument was made on a database comprising 1339 services
from different regions of Spain and other European countries. Boolean factor analysis was used to eva-
luate the content validity.

10.An impact analysis was also carried out and incorporated to the evaluation report. (E. Zeilinguer et al,
2011).

Impact analysis has followed the recommendations made for this type of analysis in Europe (EUROSTAT, 2003;
European Union High level group on Health Services and Medical Care, 2004), based in a previous approach
developed to assess health interventions (Parry and Stevens, 2001). The first three phases of the impact
analysis process were carried out by the PSICOST group: Screening: Review of available instruments and lit-
erature on the topic with a focus on European Union; Scoping: Identification of scope at European, National,
Regional and Local level at every participating country; Appraisal: of the classification, instrument, webpage
and training package using the mapping developed at the Scoping phase (Best to lowest / 5-point likert).

1.4. RESULTS

The evolution from ESMS to DESDE-LTC implies not only an adaptation to other target population as Long
Term Care. The application in several studies in Spain and other countries in Europe allowed updating the
instrument. Several of these changes already appeared in DESDE instrument for evaluating services for peo-
ple with disability.

We can find changes in every sections of DESDE-LTC Instrument:

1.4.1. INTRODUCTORY SECTION

There is an introductory section with a brief explanation of the main structure of the instrument; DESDE-LTC
has included here some information on long term care and the target population.
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1.4.2. GENERAL PRINCIPLES
ESMS:
a) Services to be included,
b)  Definition of mental health services,
c) Target population,
d) Selecting parts of ESMS II
DESDE:
a) Services to be included,
b)  Definition of services for people with disabilities,
c) Target population,
d) Selecting parts of DESDE,
e) Defining catchment areas,
f)  Period of reference for the comparison.
DESDE-LTC:
a) Services to be included: 20% of service users are people with long term care (LTC) needs,
b)  Operational definitions of Basic Stable Input of Care (BSIC) and Main Types of Care (MTC) with
inclusion/exclusion criteria are included, c) Target population, d) Selecting parts of DESDE-LTC,
c) Defining catchment areas: Geographical levels HO-H5,
d) Period of reference for the comparison.

These are concepts that have been changed:

Operational definition of Service or Basic Stable Inputs of Care (BSIC):

INCLUSION CRITERIA (BSIC)

In order to code a care setting as a BSIC the subsequent criteria should be followed:

Criterium “A”: The service is registered as an independent legal organisation (with its own company tax
code or an official register). This register is separate and not as a part of a meso-organisation (for example
a service of rehabilitation within a general hospital) IF NOT:

Criterium “B”: The service has its own administrative unit and/or secretary’s office and fulfils two addition-
al descriptors (see below) IF NOT:

Criterium “C”: The service fulfils 4 additional descriptors:
C1. To have its own professional staff.

C2. All activities are used by the same users.

(3. To have its own premises and not as part of other facility (e.g. a hospital)

C4. Separate financing and specific accountancy

(5. Separated documentation when in a meso-organization

DESDE-LTC: EVALUATION AND CLASSIFICATION OF SERVICES FOR LONG TERM CARE IN EUROPE



EXCLUSION CRITERIA (BSIC)

Exclusion criteria are important to differentiate BSIC from other components of the production of care and
other organisations in the care system.

1.

Other components of the production of care:

- Care products, tools or devices are other input components of the production model. Health care
products such as injections, radiology or surgical material are not coded by DESDE-LTC.

- Care interventions are part of the care process and they are not coded by DESDE-LTC. Care interven-
tions are listed at the International Classification of Health Interventions (ICHI)

Other organisations in the care system:

- Settings at other levels of organisation. Organisation systems exist at meso-level (grouping of serv-
ices or structures that compile different services within a larger organisation such as General
Hospitals) or at macro-level (i.e. large national or international Health Maintenance Organisations)
are excluded from this classification.

- Generic services for the general population or large groups within it, (i.e. older people, migrants etc)
which are important for many users with long term care needs but have not been specifically
planned for this population, should not be included, with the exception of those services where more
than the 50% of service users are people with long term care needs. Services delivering primary
health care, which may include some kind of care for service users with LTC but do not provide any
specialist care for LTC should also be excluded unless it is otherwise specified in the study.

Operational definition of Main Types of Care (MTC)

INCLUSION CRITERIA (MTC)

A.

PRINCIPAL MTC: The definition and description provided at DESDE-LTC for a given code fits with the main
purpose/aim/objective of a BSIC AND with the routine activity of it In case of disagreement between the
defined aim and the actual current main activity of the BSIC, the main activity will be used for selecting
the MTC code. Cut-off points are provided when necessary to allow coding based on the main activity/per-
formance of the BSIC.

ADDITIONAL MTC s: Additional MTCs should be used to describe the range of main activities when the
main characteristics of the BSIC cannot be registered by a single DESDE-LTC code. In this case the BSIC
should be described using MORE THAN ONE main descriptor. For instance the acute unit of a hospital may
also provide 24-emergency care non mobile, which is a completely different descriptor than R2 (princi-
pal main descriptor) and it is for a different set of users. Then this BSIC has two main descriptors or
“MTC": R2, 03.

The subsequent criteria should be followed when registering additional codes:

da.

The additional main activity is critical to differentiate the BSIC from other related BSICs both from the
perspective of users and managers. Following the previous example (R2, 03), an acute residential unit in
a general hospital with outpatient emergency care would clearly differ from a similar unit without emer-
gency care. Registering a secondary MTC instead of an additional qualifier should clarify that the unit fits
the criteria for MTC

The service fulfils criteria A or B for BSIC but there are multiple user groups. Then the main user group
could be used to select the principal MTC and the others to select additional MTCs.

Clinical units have been identified within the service which fulfil the three first criteria of section “C”
provided for the operational definition of a BSIC
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cl. To have its own professional staff

c2. All activities are used by the same users who are clearly a different group from the target group
assisted at the BSIC

c3. To have its own premises and not as part of other facility

A significant part of the activity of the service is related to another DESDE-LTC code apart from the prin-
cipal code. For example more than 20% of the activity of a non-acute non-mobile care outpatient servi-
ce is home/mobile care. This BSIC may be coded as 08, 06.

EXCLUSION CRITERIA (MTC)

Exclusion criteria are important to differentiate MTCs from other units of analysis in service research.

Care units (e.g. clinical units). Input care units that fulfil some of the criteria but do not fulfil overall
criteria for being coded as a BSIC and therefore should be considered as part of a service (e.g. a unit of
eating disorders within an acute psychiatric ward in a General Hospital). MTCs are not care units. However
a care unit may identify an additional MTC when it fulfils criterium ‘c3" above.

Service Activities: MTCs are not simple activities of the service. MTCs descriptors are based on the main
activities or functions that are critical to compare services across different territories. Services (BSICs)
should fit one code and it is unusual that a service may get more than three codes. When two clearly dif-
ferent functions of a service provide care for the same group of users, only one of them should be coded
as an MTC whilst the other should be regarded as an activity and not as an MTC. Check carefully the inclu-
sion criteria mentioned above before coding a service activity as a MTC. Activities within a BSIC should
be coded using other instruments for describing individual services.

Definition of Levels of care

Every care function is described in simple language and has a specific alphanumeric code (for example: pro-
vides night accommodation for acute users in a setting with 24-medical care: R2). These codes are defined
by a series of qualifiers hierarchically arranged in 5 levels:

First Level — Status of user. This level relates to the clinical status of the users who are attended in the
care setting (i.e. whether there is a crisis situation or not): acute or non-acute care.

Second Level - General type of care. This level describes the main general typology of care (home &
mobile/non-mobile, physician or non-physician cover).

Third Level - Subtype of care. This level refers to the intensity of care that the service can offer except
for residential acute care where the third level describes whether care is provided in a registered hospi-
tal or not.

Fourth Level - Specific qualifiers. This level provides a more specific description of the type of care at
the setting.

Fifth Level - Additional qualifier. This level incorporates additional qualifiers when needed to differen-
tiate across similar care settings.

Definition of Territorialization levels

Different geographical areas are coded in relation to the sector that describe. For example, health areas are
designed by capital letter “H”, social areas by “S” and educational areas by “E”. Here just the “H” area have
been described:

HO: International administrative territorial unit
For example, European Union
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H1: Country administrative territorial unit
For example, Spain

H2: Next level before Country administrative territorial unit
For example, autonomous community, lander, federal state

H3: Maximum administrative territorial mental health unit
For example, mental health area (with a reference general hospital)

H4: Basic administrative territorial unit of specialized mental health
For example, catchment area of a community mental health centre

H5: Basic administrative territorial unit of general health
For example, territorial division for primary care centres

® Period of reference for the comparison

The reference period for filling section B (coding) is one month. When information is available average month
utilisation in a natural year could be used. However when information is not available or it is not reliable,
it is necessary to collect data within a single specific month. February should be excluded. Months with major
holiday periods should also be excluded. Typically May, October and November may be the most appropriate
months for cross country comparison.

The collection of service utilisation data for Section C should be made in the same reference period.
When this information is not available the collection of the use of services might follow one of the follow-
ing patterns:

1. Direct data collected in a prospective way:

- in one week for outpatient and day services

- in one day for information, accessibility, emergency and residential services

2. Indirect data collected from the average monthly rate obtained from the annual data base.

1.4.3. MAPPING TREE

The mapping tree of the questionnaires and its related hierarchical structure is available at the Figure 1, 4
and 5. These figures indicate the evolution of the system towards a more comprehensive, ontologically sound
hierarchical map. Figures 2 an 3 show characteristics on bed use and staff specifically design for ESMS II.
The evolution of the original instrument ESMS I to ESMS II implied a reduction of codes to main categories
in order to facilitate assessment and a special focus on utilization but branches coding structure was again
reestablished for DESDE.

ESMS: Residential services “R”, Day care and structured services “D”, community and outpatient services “0”
and self-help and volunteer services “S".

DESDE: Information and accessibility services “I”, Residential services “R”, Day care services “D”, Community
and outpatient services “0” and self-help and volunteer services “S".

DESDE-LTC: Information and assessment services “I”, Accessiblity services “A”, self-help and volunteer serv-
ices “S”, Outpatient services “0”, Day care services “D” and Residential services “R".
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Figure 1. Hierarchical structure of the European Service Mapping Schedule (ESMS 1)
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Figure 2. ESMS 2. Use of Services; One day census of hospital bed use

People legally detained in hospital People who voluntarily resident
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Total number of people psychotic illnesses)
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People with
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People aged less than
18 years in hospital —~=— —>
services for adults

People in hospital People in hospital People in hospital People in hospital for
more than two years between 1 - 6 months for less than a month  more than 6 to two years
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Figure 3. ESMS 2: Mapping summary: staffing
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Figure 4. Hierarchical structure of the ESMS version for persons with disabilities (DESDE)
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Figure 5. Hierarchical structure of the version for Long Term Care (eDESDE-LTC)
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1.4.4. SECTIONS OF THE INSTRUMENT

The original four sections of the instrument have been preserved in the following versions. However major
changes have been introduced in the content of the four sections at eDESDE-LTC.

Section A:
ESMS: Introductory questions
DESDE: Introductory questions: it includes a table with diagnostic groups referred to disability

DESDE-LTC: Introductory questions: it includes a table with diagnostic groups referred to long term care
problems as follows:

Diagnostic groups to be included in the application of the instrument (tick those you will

include in your counts)

Adults with Severe Physical disability (registered) O
Adults with Intellectual disability |
Adults with Mental disorder (ICD-10) O
Elderly/older people with physical or intellectual disabilities (registered) or older

people with mental disorders |
Other diagnostic category (specify using the ICD-10 code whenever possible) |

Section B:

- ESMS: Care Type Mapping: Principles- The location in the tree of each service is identified by a combi-
nation of three letters and a number, “A” or “I” for adults or children, “R”, “D", “0”, “S” indicates the
type of care, a number accompanying the final branch within the tree “R2”, “D4”, etc. and a final letter,
numbers and final letters give extra information of the service.

- DESDE: Care Type Mapping: Principles- The location in the tree of each service is identified by a combi-
nation of a letter and a number, “I”, “S”, “D”, “0”, “R” indicates the type of care and a number for
the final branch within the tree. “R2".

- DESDE-LTC: Care Type Mapping- Principles- The location in the tree of each service is identified by a com-
bination of a letter and a number, “1”, “A”, “S”, “0”, “D”, “R” indicates the type of care and a number
for the final branch within the tree “R2". It includes optional codes depending on the age “C” child,
“A" adult, “E” elderly, diagnostic group “SP” for Severe Physical disabilities, “ID"” for Intellectual
Disabilitie,s “MD” for Mental Disorders (ICD-10,) “ED” for Elderly/older people with Disabilities, “MG”
could be used for medical users without non further specification (generic). And codes for describing
additional characteristics: “a” acute, “c” closed care, “d” domiciliary care, “e” eCare, “h” hospital set-

ting, “i” institutional care, “j” justice care, “l” liaison care, “m” case management, “r” reference main

o

type care in an area, “s” specialised care. Guidelines for coding long term care.

1.4.5. CHANGES IN THE CODING SYSTEM

A. ESMS - 33 final codes

‘R" Residential Services

R1 R2 R3 R4 R5 R6 R7 R8 R9 | R10 | R11 | R12 | R13
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‘D’ Day Care and Structured activities services

D1 D2 D3 D4 D5 D6 D7 D8 D9 | D10 | D11

‘0’ Qutpatient and community services

01 02 03 04 | 05 06 07 08 09 | 010

B. DESDE - 71 codes

‘T" Information and Accessibility

I1 I11 | I12 | I13 I2 I21 | T22 | I221 [I2211|I2212] 1222

‘S’ Self-Help and Volunteer care

S1 | S11 | S12 | S13 | S14 | S2 | S21 | S22 | S23 | S24

Even though the branch self-help and volunteer care was present for ESMS specific codes have been added.
S1 non professional staff and S2 professional staff: Information and accessibility to care (511, S21), Day care
(512, S22), Outpatient and community care (513, S23) and Residential care (S14, S24).

‘D’ Day Care and Structured activities services

D1 D2 | D21 | D22 | D3 | D31 | D32 | D4 | D41 | D42 | D43 | D44

D5 D6 | D61 | D62 | D7 | D71 | D72 | D8 | D81 | D82 | D83 | D84 | D9 }J’i\k

D2 Day structured activity related to work is divided into D21 Ordinary employment and D22 Other work
(employees are paid at least 50% of the use local minimum wage for this work).

D3 Work related care is divided into D31 Time limited (activity for a limited period of time) and D32 Time
indefinite.

D4 High intensity non-work structured day care is divided into D41 health related care, D42 Education relat-
ed care D43 Social and culture related care and D44 Other structured day care.

D6 Low intensity work care is divided into D61 Ordinary employment and D62 Other work.
D7 Low intensity work-related care is divided into D71 Time limited and D72 Time indefinite.

D8 Low intensity non-work structured day care is divided into D81 health related care D82 Education relat-
ed care D83 Social and culture related care and D84 Other structured related care.

D10 and D11 (high and low education related care) are deleted and incorporated in D4 and D8.
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‘0’ Qutpatient and community services

01 | 011 | 012 | 02 | 021 | 022 | 03 | 031 [ 032 | 04 | 041 | 042 | 05 | 051 | 052

06 | 061 | 062 | O7 | 071 | 072 | 08 | 081 | 082 | 09 | 091 | 092 | 010 | 0101|0102

All main codes of branch ‘0" (01, 02 ...010) have been divided into Health related care (011, 021...0101)
and Other care (012, 022...0102).

‘R" Residential Services

R1 R2 R3 | R31 | R32 | R4 R5 R6 R7 R8 | R81 | R82 | R9 | R91 [ R92

R10 | R101 | R102 | R11 | R12 | R13

R3 Acute residential (non-hospital) care is divided into R31 Health related and R32 Other care.
R8 Residential 24 hour care is divided into R81 Less than 4 weeks and R82 Over 4 weeks.
R9 Residential care daily support is divided into R91 Less than 4 weeks and R92 Over 4 weeks.

R10 Residential care lower support is divided into R101 Less than 4 weeks and R102 Over 4 weeks.

C. DESDE-LTC - 89 final codes

Like in the previous instruments codes are represented by a letter and a number but bullets are added
between numbers.

‘I' Information

11 (11| | s s s | 12 | 121 |r21af202] 122 | MR [ 2RI 12\<

Information and accessibility is split into two different branches being ‘I’ the branch devoted to information
to care, where I1 is Guidance and assessment: I1.1 is Health related, I1.2 Education related, I1.3 Social and
culture related, I1.4 Work related and I1.5 Other and 12 is information: I2.1 Interactive (face to face I2.1.1
and other interactive 12.1.2) and non interactive I2.2.

Only I2 corresponds with I2 (Information) in DESDE for disability, the rest of the codes, although similar
have a different meaning.

‘AN’ Accessibility to care

Al A2 A3 A4 A5

A1 Communication

A2 Physical mobility

A3 personal accompaniment
A4 Case coordination

A5 Other
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‘S’ Self-Help and Volunteer care

S1 [S1.1)S1.2 | S1.3 | S1.4|S1.5 | S2 |S2.1|S2.2|S2.3|S2.4]S2.5

S1 and S2 still correspond to non-professional and professional staff but subdivisions are different from those
in DESDE except for S1.3/S2.3 Outpatient care.

$1.1-52.1 Information.
$1.2-52.2 Accessibility.
$1.4-S2.4 Day.

$1.5-S2.5 Residential.

0’ Outpatient and community services

01 |01.1|01.2) 02 |02.1)02.2| 03 |03.1[03.2| 04 | 04.1]04.2

05 | 05.1[05.1.105.1.2]05.1.3] 05.2 |05.2.1]05.2.2(05.2.3 06 | 06.1 | 06.2

07 |07.1|107.2| 08 [08.1|08.2| 09 |09.109.2| 010 [010.1|010.2

New codes are added regarding frequency of care in 05.1 Non acute, health related outpatient care and in
05.2 Other care.

05.1.1-05.2.1, 3 to 6 days per week.
05.1.2-05.2.2, 7 days per week.

05.1.3-05.2.3, 7 days per week including overnight.

‘D’ Day Care and Structured activities services

Do | Do.1|Do.2| D1 |D1.1|D1.2| D2 |D2.1|D2.2| D3 |D3.1|D3.2

D4 | D4.1 | D4.2 | D4.3 | D4.4 | D5 D6 | D6.1|D6.2| D7 | D7.1|D7.2

D8 | D8.1|D8.2|D8.3|D8.4| D9 }w\

A new sub branch is included: DO Episodic acute care.

DO.1 High intensity.
DO0.2 Other intensity.

D1.1 Continuous acute care is also subdivided in High intensity D1.1 and other intensity D1.2.

‘R’ Residential Services

RO R1 R2 R3 | R3.0 | R3.1 [R3.1.1|R3.1.2| R R4 R5 R6 R7

R8 | R8.1|R8.2| R9 |R9.1|[R9.2 [ R10 |R10.1|R10.2| R11 | R12 | R13 | R14
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DESDE-LTC instrument introduces a new specification to define service care; it is a 24 hour physician cover
in the service. The categories for hospital and non-hospital remain stable but services have to be defined
including this description.

24 physician cover: RO, R1, R2, R4, R5, R6, R7.

Non 24 physician cover: R3.0, R3.1, R3.1.1, R3.1.2, R8, R8.1, R8.2, R9, R9.1, R9.2, R10, R10.1, R10.2,
R11, R12, R13.

RO Acute 24 hour physician cover residential (non-hospital) care, is a new sub branch included in the instru-
ment.

R3 Acute, non 24 hour physician cover. R3.0 Hospital, R3.1 Non-hospital: R3.1.1 Health related and R3.1.2
Other. R3.2 is deleted from this instrument as it is included in R3.1.2.

R5 and R7 are different form DESDE because they are 24 hour physician cover services but in a non hospi-
tal setting.

R14 is included to describe residential non-acute services not classified elsewhere.

Section C:

ESMS: Care Use Mapping: Principles; Principles for counting services. When information is limited it can
be used a one month census.

DESDE: Care Use Mapping: Principles; Principles for counting services. When information is limited it can
be used a one month census.

DESDE-LTC: Care Use Mapping: Principles; Principles for counting services. When information is limited
only some portions of the tree may be selected and used alone.

Section D: Services Inventory

ESMS collects detailed information in 14 items and DESDE-LTC extends the information to 19 items. New and
modified items are above:

¢ Code. This item includes DESDE-LTC code and the possibility of giving information of ICF (International
(lassification of Functioning, Disability and Health), ICHI (International Classification of Health
Interventions) and ICHA (International Classification for Health Accounts) codes.

e Setting. Give extended data of the service.
¢ Local definition of the service

e Availability

e Price (fare/tariff)

e Specific activities. Specify if the service offers specific and permanent activities for users with long term
care needs.

e (Catchment area of service users. Specify if the service is available for users, either at local/ county/pro-
vince/region /national/or other territorial levels

e Admission requirement
e Qpening hours

e Specific date about information has been registered
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e Name of the evaluator

Observations. This final section provides an opportunity to document additional details or characteristics of
the evaluated service that have not been captured elsewhere in the instrument and that are important to
document.

1.4.6. eDESDE_LTC CLASSIFICATION

The overall structure of the eDESDE-LTC system (instrument and coding system) has been analysed and framed
based on a formal ontology approach to develop an ontology sound classification system. The general struc-
ture of the eDESDE-LTC coding and classification has incorporated a decimal identifier, a formal descriptor
and a label used at the instrument (Figure 4).

Figure 6. Structure of the classification and coding system

ID (identifier) DESDE-LTC descriptor [DESDE-LTC label]
001010201000 Outpatient care, Acute, Home [02.1]

& Mobile, 24 hours, Health

related care.

1.5. CONCLUSIONS

The eDESDE-LTC system (instrument and coding system) is a unique tool for assessing availability and use of
services for long term care both in small health areas and at macro-level. It has been developed following a
bottom-up approach in a process dating from the initial assessment of mental health services in Europe in
1997. It has evolved from the original system comprising 4 main branches and 33 final codes to a highly
comprehensive hierarchical system comprising 6 main branches and 89 final codes. The original instrument
has also evolved to classification system which is ontology driven. The classification system includes a dec-
imal identifier, its formal description, and a related label at the questionnaire or eDESDE-LTC code, as well
as a glossary of terms. Therefore it allows for semantic interoperability in European health and social infor-
mation systems and databases.

This development may have a significant impact in equity assessment in the next future. It should be noted
that the main domains of health equity are: 1) Eligibility: Equal opportunity criteria to access care services.
Specific groups are not excluded; 2) Availability: The care option is available in the catchment area 3)
Accessibility: The care option is not influenced by restrictions and/or limitations in time, distance or infor-
mation (e.g. user rights), 4) Utilisation: Available care alternatives are actually utilised by users; and 5)
Mobility: When moving to a new placement users can access and utilise similar care alternatives to those
available in the former location or basic care alternatives are available and comparable across two different
territories. To adequately assess the different domains of equity a system such as eDESDE-LTC is needed as
it incorporates a common terminology, a classification, a coding of LTC services in Europe, and a standard
procedure for data collection and comparison (Roma-Ferri et al, 2005).
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2.1. INTRODUCTION

Evaluation and assessment are essential components of healthcare, and they require assessment instruments
with known metric properties. However, the foundation of health metrics has been developed in a scattered
way and the related knowledge is still fragmented, with uneven development in different areas. The evalua-
tion of intangible phenomena (pain, anxiety, disability, quality of life, quality of care), raised a whole array
of complex questions with regard to feasibility, consistency, validity and cultural transferability, among oth-
ers. In any case, a considerable effort towards harmonisation has been produced, particularly in item analy-
sis and standardisation of instruments and quality measures such as validity, reliability, feasibility, usability,
and comparability, as well as links between care provision and outcomes (Ishak et al, 2002; Furr &
Bacharach, 2008; Salvador-Carulla & Gonzalez-Caballero, 2010).

However the assessment of the psychometric properties of instruments designed for health service research
and planning has received less attention than those instrument aimed at assessing patient’s status, func-
tioning, satisfaction or preferences. This can be partly attributed to the variability of domains and related
instruments in this area (Lloyd-Evans et al, 2007; IHFAN, 2008). Some information is available on care util-
isation instruments such as the Client Service Receipt Inventory (CSRI) (Chisholm et al, 2000), or the
Resident Assessment Instrument-Mental Health (RAI-MH) (inter-rater reliability and convergent validity)
(Hirdes et al, 2002). Previous studies on the psychometric properties of instruments for assessment of avail-
ability and use of services for territorial comparisons include the European Service Mapping Schedule (ESMS)
for the assessment of mental health services (Salvador-Carulla et al, 2000) and its adaptation for assessment
of services for persons with disabilities in Spain (Salvador-Carulla et al, 2006).

The previous literature on the quality parameters of instruments for health service availability is scarce.
Therefore a review of the relevant aspects is here provided.

FEASIBILITY

Feasibility has become a relevant issue in health assessment particularly in health care (Salvador-Carulla &
Gonzalez-Caballero, 2010). There is no consensus on how feasibility should be defined and measured. Slade
and co-workers have suggested a definition in the context of routine outcome assessment (Slade et al, 1999).
Andrews et al. (1994) identified three dimensions of feasibility: applicability, acceptability, and practicality.

The applicability of a measure was defined as the degree to which a measure addresses dimensions of impor-
tance to the consumer, is useful for services providers in formulating and conducting decisions, an allows for
the aggregation of data in a meaningful way to meet the purposes of service management. This aspect,
defined as “relevance” by Slade and colleagues (1999), may be framed as follows: Is the description mean-
ingful to recipients? (e.g., to health authorities, managers, staff, patients/families). The acceptability of a
measure describes the ease with which a consumer or clinician can use a particular measure (i.e., user-friend-
liness). Practicality relates to implementation, training requirements, and complexity of scoring, reporting
and interpreting the data. Efficiency may be regarded as the fourth dimension of feasibility. It could be
defined as the relationship existing between its practicality and the costs incurred by its utilization.

CONSISTENCY (STRUCTURAL VALIDITY OR INTERNAL RELIABILITY)

Consistency comprises the psychometric solidity of a scale, its internal structure, the level to which its dif-
ferent items are interrelated and the possibility of adding them up to obtain overall scores. It has been
defined as that property which defines the level of agreement or conformity of a set of measurements among
themselves. Some authors include consistency within the category of reliability and it is also related to its
structural validity.

However, the internal reliability or consistency should be clearly differentiated from the external reliability
of an assessment instrument.

Homogeneity, indicates the degree of agreement among the items on a scale, which determines if they can

accumulate and generate an overall score. It can be obtained by studying the correlation of the items with
the total (using split-half reliability, Kuder Richardson formula KR-20 or Cronbach’s alpha), by factor analy-
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sis or by using Rasch’s statistical objectivity models. Homogeneity based on factor analysis (acceptability of
the global score as the sum of that obtained on each item) is confirmed if a one-dimensional structure is
obtained, that is, all the items show a positive load on the first factor. In addition to exploratory factor tech-
niques such as principal component analysis and principal factor analysis, the structure of a scale can be
assessed using other techniques, such as the non-metric multidimensional scaling or the structural equation
analysis (Salvador-Carulla & Gonzalez-Caballero, 2010).

Formal ontology provides a new perspective on the content structure of assessment instruments, particular-
ly in the field of classification systems. Formal ontology is an explicit specification of a conceptualization
(the objects, concepts, and other entities that are assumed to exist in some area of interest and the rela-
tionships that hold among them) (Gruber, 1993). It has been applied to computer sciences to formalize the
concepts, hierarchies and the existing relationships among different concepts in order to enable semantic
interoperability and data transfer. These techniques provide a sound method to describe the content archi-
tecture or hierarchy of any classification and assessment instrument, identifying internal errors and thus
describing the content consistency of the instrument a stated formalism useful for humans and for comput-
ers. The stated formalism of the representation can be evaluated and can verify the structure consistency
(dismiss partition errors and circularity errors) (for example, Heja et al, 2008). An ontology approach has
been previously applied to the analysis of home care for the elderly in Spain (Valls et al, 2010). A formal
ontology analysis is essential to facilitate the semantic interoperability of any classification and/or coding
system (Roma-Ferri et al, 2005).

RELIABILITY (EXTERNAL RELIABILITY)

“Reliability” reflects the amount of error, both random and systematic, inherent in any measurement proce-
dure. It has been defined as the proportion of variance in a measurement that is not error variance, exclud-
ing errors related to consistency (attributable to the internal structure of the instrument). In this sense, the
reliability will provide information about the reproducibility of the test’s results in different situations, or
also, it will indicate the degree of the stability of the test’s measures, in spite of changes in different exter-
nal parameters (that is, not inherent in the test). There is a wide terminological variability in the terms and
methods used to assess the reproducibility or the stability of assessment instruments (i.e. accuracy, preci-
sion, agreement, dependability and consistency) (Salvador-Carulla & Gonzalez-Caballero, 2010). Reliability
could be framed in the context of the Classical Test Theory (CCT) or in the context of the Generalizability
Theory (GT). The different approaches and their related statistical techniques have been previously reviewed
(Salvador-Carulla & Gonzalez-Caballero, 2010). It should be noted that GT allows the simultaneous analysis
of several coefficients of reliability (inter- and intra-observer, test-retest, inter-informant, etc) which could
be generalized to fixed or to random conditions. As an example, a questionnaire of service utilization may
be used by different observers to collect data from different sources (clinical records, patients, family car-
ers). Using GT we may be able to assess the reliability of every section and the overall questionnaire in dif-
ferent groupings of observers and information sources, selecting the combination of facets which provide the
higher reliability.

VALIDITY

Validity indicates which proportion of the information collected is relevant to the formulated question, and
is defined by the degree to which an instrument measures what it is supposed to measure. Validity and reli-
ability are closely connected. On the one hand, validity cannot be assessed unless the instrument is reliable.
On the other, reliability and validity are related in the decomposition of the observed variance of scale’s
scores. It includes the random error, the construct variance, and the variance due to systematic errors (Judd
et al, 1991). The construct variance has a direct influence on the validity and the reliability of any instru-
ment, whereas systematic errors influence only the reliability. Optimizing both reliability and validity requires
sacrificing the maximization of each (attenuation paradox).

Validity is considered present when the measurement predicts a criteria (criterion validity), or consistently
fits a series of related constructs within the context of an accepted theory (construct validity), if there is
no external criterion that serves as a gold standard. There are multiple forms of validity, with the further
complication that some authors use the same term to define different concepts. The six main forms of valid-
ity can be distributed into two axes: one revolving around the presence or absence of a gold standard for
the dimension assessed (criterion validity vs construct validity), and another focus on whether mathemati-
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cal techniques are used in their calculation (descriptive validity vs statistical validity). Thus, a certain type
of validity can be considered of the criterion or the construct type, depending on the dimension assessed.
Concurrent validity of a scale for services assessment forms part of criterion validity, whereas the concurrent
validity for a quality-of-life scale, for which there is no gold standard, should be considered as part of its
construct validity. Likewise, estimation of discriminant validity or convergent validity may be merely descrip-
tive, or may involve use of statistical procedures. The principle types of validity of an assessment instrument
have been previously reviewed (Salvador-Carulla and Gonzalez-Caballero, 2010):

Simple validity (face validity). This is a type of descriptive criterion validity, which reflects what experts con-
sider significant measures. There may be a certain amount of confusion between this concept and that of
applicability and relevance (regarded as feasibility domains). It could be mentioned that the latter refers to
the judgment of a wide-ranging group of users of the instrument, or of the information derived from it (e.g.
healthcare managers or clinicians), whereas the assessment of face validity is limited to the expert’s opinion.

Content validity. Defines the degree to which the set of items on a test adequately represents the domain
assessed, i.e., the level of representativeness of the items of the set of components under assessment. In
reality, this concept does not differ much from that of consistency, so that they may be considered synony-
mous. According to Thompson (1989), this type of validity is also descriptive, and cannot be analyzed using
statistical techniques. Formal ontology has provided a new perspective to the analysis of content validity,
particularly in the field of classification systems (Roma-Ferri & Palomar, 2008).

Commensurability is other concept closely linked to content validity. Commensurability is related to the
“apples and oranges” problem, where substantively disparate items have been grouped together. Classical
measures of quality of life may face content validity problems related to this factor (Steel et al, 2008)

Discriminant validity. This refers to the degree to which an instrument measures those features belonging
to one domain and not to others, as well as the degree to which the features of different domains are not
included within the domain examined by the instrument (inclusion and exclusion discriminant validity).
Discriminant validity may be assessed either descriptively or with statistical procedures.

Convergent validity. This refers to the assessment of a certain feature of a domain with two different meth-
ods (e.g. assessment of depression using an assessment scale and a biological test). This term has also been
used to denote the use of two assessment instruments, each covering a different dimension, in order to find
a third (e.g. use of clinical and functioning scales to study the validity of a quality-of-life scale).

Concurrent validity. This provides a measure of the association between the scores for different items and
the overall scores for other reference scales with an equivalent purpose and content. It is generally limited
to the study of inter-score correlation.

Predictive validity. Predictive observation validity refers to the probability that a scale gives a correct
judgement of the observed phenomenon. The use of Bayes’s analysis makes it possible to determine the pre-
dictive validity of a test, its utility and its comparability, based on an analysis of the distribution of ‘cases’
and ‘non-cases’ in a given population, as well as its relationship with the results obtained on the test under
study (positive or negative). In this case predictive validity is not applicable..

This study is aimed at describing the usability of the eDESDE-LTC system (instrument and coding system)
thorough the analysis of quality the following domains: feasibility, consistency, reliability and validity.

2.2. METHODS

Once the final eDESDE-LTC versions of the instrument and the coding system were available, the usability of
the eDESDE-LTC system was analyzed according to four quality parameters: Feasibility, Consistency, Reliability
and Validity (Salvador-Carulla & Gonzalez-Caballero, 2010). As the instrument uses the coding system, con-
sistency, validity and reliability provide information on both parts of the eDESDE-LTC system whilst feasibil-
ity mainly refers to the instrument.
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The feasibility analysis was carried out by the University of Vienna. The full description of the feasibility is
available at the eDESDE-LTC Evaluation and Quality Assessment report (Zeilinger et al, 2011). A summary of
the feasibility of the instrument is provided here.

The consistency and validity analyses were carried out by the PSICOST research association with the
University of Cadiz (Spain). The Sant Joan de Deu Foundation (Spain) contributed to the reliability analysis,
and the University of Alacant (Spain) to the qualitative consistency analysis.

2.2.1. SAMPLE

The analysis was made on the PSICOST database of mental health services. This database includes full infor-
mation on services from different regions in Spain. It is not limited to health services and it includes also
services from other sectors related to mental health care such as social, education, work and crime and jus-
tice services. A series of services for other LTC groups were purportedly selected for the reliability and valid-
ity exercises in order to cover a range of MTC as broad as possible. This set was selected from the PSICOST
database on services for disabilities. The case vignettes based on actual services and provided by other 5
European countries were also included.

2.2.2. FEASIBILITY ANALYSIS

An ad-hoc instrument was designed by the University of Vienna group to assess the feasibility of eDESDE-LTC
(Seyrlehner, 2010). The feasibility questionnaire followed the approach developed by Andrews (1994) and Slade
et. al (1999). This feasibility evaluation tool included four domains: Applicability, Acceptability, Practicality and
Relevance. The latter is closely related to face validity (Salvador-Carulla and Gonzalez-Caballero, 2010). It is
not only seen as the construct fulfilling the criteria of feasibility best, but is also considered by survey partic-
ipants as the most important construct for the assessment of the feasibility of DESDE- LTC.

For creating this 23-items questionnaire a 5-point likert scale was used (1=best/highest /5= worst/lowest
judgment). The participants had also the possibility to give further comments to each question, or giving
the answer “the question is unclear to me” or “no answer”. This questionnaire was available on-line’. It was
completed by members of the partner groups and nominal group participants as well as by health service
researchers with previous experience in the use of ESMS/DESDE.

An analysis of the consistency and usability of the feasibility evaluation questionnaire was carried out in the
preliminary sample (21 respondents). It showed good internal consistency (Cronbach’s alpha over 0,7 in all
domains) (Cronbach et al., 1972). Only three questions out of 23 raised some problems of understanding.
The questionnaire covered main aspects of feasibility according to all the experts” opinion (high content
validity) (Seyrlehner, 2010).

2.2.3. CONSISTENCY

The qualitative analysis of the hierarchy of the eDESDE-LTC coding system was made by an ontology expert
(MR-F) based on previous experience in the ontology analysis of other health classification systems (Roma-
Feri and Palomar, 2008). The full explanation of the procedure is described elsewhere (Roma-Ferri, 2009).
The relationships of the different terms on the hierarchy was appraised according to their attributes was ana-
lyzed here are many ways in which terms can relate to each other in a hierarchy, depending on the attrib-
utes of the concept of interest: 1) structural assemble: ‘part-of” (part-whole), similarity: ‘is-a" (kind-of, or
causal (to explain) how a chain of events could unfold. These types of links allow one term to inherit prop-
erties from other terms higher up in the hierarchy. What is inherited depends entirely on the type of link.

? Available at the eDESDE-LTC website (http://www.edesdeproject.eu) and at University of Viena:
http://www.unet.univie.ac.at/~a0305075/umfragen/index.php?sid=21575&newtest=Y&lang=en

DESDE-LTC: EVALUATION AND CLASSIFICATION OF SERVICES FOR LONG TERM CARE IN EUROPE m



e In a ‘part-of” hierarchy, terms inherit their location from parent terms higher in the hierarchical tree.

e 1In a ‘is-a" (kind-of) hierarchy many different properties of parent terms are inherited by their children
terms.

A proxy quantitative analysis of the overall consistency of the instrument was obtained by assessing the asso-
ciation of codes, stability and independence across the three levels at the Boolean factorial analysis (see
below).

2.2.4. RELIABILITY ANALYSIS

To carry out the reliability analysis, 170 services covering main types of care in Europe were selected by one
member of the group (MP) from the Spanish eDESDE database and the case vignettes provided by other
European partners. This list included services for mental health, intellectual disabilities, physical disabilities
and elderly population. All services were coded according to DESDE-LTC branches (I, A, S, O, D, R; that is
Information, Accessibility, Self-support, Outpatient, Day, and Residential care) by two judges Alpha and Beta,
where Alfa represents an experienced person on the use of the instrument and Beta a non experienced per-
son.

The reliability analyses took into account both the Classical Test Theory and the Generalizability theory (G
theory) (Salvador-Carulla and Gonzalez-Caballero, 2010). The focus of classical test theory (CTT) is on deter-
mining error of the measurement but it only allows to estimate one type of error at a time. Essentially it
throws all sources of error into one error term. This may be suitable in the context of highly controlled lab-
oratory conditions, but in field research, it is unrealistic to expect that the conditions of measurement will
remain constant. The Cohen’s Kappa coefficient has been used to provide a measure of the degree to which
two judges, A (Apha) and B (Beta), concur in their respective sortings of n items into k mutually exclusive
categories.

Generalizability theory (G Theory) acknowledges and allows for variability in assessment conditions that may
affect measurements. The advantage of G theory lies in the fact that it is possible to estimate what propor-
tion of the total variance in the results is due to the individual factors that often vary in assessment, such
as setting, time, items, and raters. Another important difference between CTT and G theory is that the lat-
ter approach takes into account how the consistency of outcomes may change if a measure is used to make
absolute versus relative decisions. In G a universe, its facets, and the conditions for admissible observations
are defined through careful construct explication, the traditional domain of validity theory. Given a particu-
lar universe of admissible observations, a person’s universe score (HUp) can be defined as the average score
based on all admissible observations (Xp) of the universe of interest. The purpose of a measurement is to
accurately estimate this universe score (ﬁp)based on a sample of observations.

2.2.5. VALIDITY ANALYSIS

It should be mentioned that the feasibility analysis includes several items that may be regarded also as
descriptive/criterion validity domains. To avoid redundancy this domains related to content and to face valid-
ity have been analyzed within the feasibility analysis (Zeilinger et al 2011). At the feasibility questionnaire
items related to face validity are Section B, Applicability, Question B1: ‘In your opinion, is the data obtained
when applying the instrument useful?” and Section E: ‘Relevance’. Another item is related to content validi-
ty: Section B, Applicability, Question B3:'From your point of view, does the instrument cover important
dimensions?".

The quantitative validity analysis of the eDESDE-LTC instrument was made on a database comprising 1339
services. This included services from different regions in Spain (mostly on mental health care) as well as the
case vignettes based on real settings by other European countries. This sample covered services for mental
health, intellectual disabilities, physical disabilities and elderly population.
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Boolean factor analysis was used to evaluate the content validity (the degree to which the set of items on
a test adequately represents the domain assessed, i.e., the level of representativeness of the items of the set
of components under assessment) and the concurrent validity (the degree to which results from one test
agree with results from other, different tests) of DESDE-LTC instrument.

This analysis differs from that of classical factor analysis on binary valued data even though the goal and
model (symbolically) appear similar. The goal is to express p variables (X = X1, Xz, ..., Xp) by m factors
(F =f1, f2, ..., fm), where m is considerably smaller than p. The model can be written as

X=F®A

where A is the matrix of factor loadings. and ® is the boolean multiplication. For n observations (cases),
the data, factor scores, and factor loadings matrices may be pictured as

xnxp = anm ® Amxp

where X =(xij) has the value zero or one.

In Boolean factor analysis, the arithmetic used in the matrix multiplication is Boolean, so the scores and
loadings are binary. For example, in Boolean algebra, the result of multiplying the two vectors below is one,
whereas in classical factor analysis, the result is two.

110 )®|_ |-1®1+1®1+0®0+1®0=1

1
1
0
0

In classical factor analysis the score for each case (for a particular factor) is a linear combination of all the
variables: the variables with large loadings all contribute to the score. In Boolean factor analysis, a case has
a score of one if it has a positive response for any of the variables dominant in the factor (those not hav-
ing zero loadings) and zero otherwise. Also, in classical factor analysis it is desirable to have each variable
associated with one factor (a variable should not have sizeable loadings for several factors). In Boolean fac-
tor analysis, a variable may have a loading of one for several factors.

In Boolean factor analysis, the success of the technique is measured by comparing the observed binary
responses with those estimated by ® multiplying the loadings and the scores. The method count both the
negative and positive discrepancies. The positive discrepancy is the number of times the observed score is
one when the analysis estimates it to be zero, and the negative discrepancy is the number of times the
observed score is zero when the estimated value is one. A useful measure of agreement between the origi-
nal data xij and the estimated values Xij is the total number of discrepancies

d= g‘,lx-- - Xy

I I
1j=1 y )

5
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2.3. RESULTS

2.3.1. FEASIBILITY ANALYSIS

Fifty-four experts on different aspects of service assessment participated in the feasibility evaluation. The
feasibility of eDESDE-LTC has been thoroughly described by the University of Vienna group (Zeilinger et al,
2011). Participating Countries were: Spain (n:15), Slovenia (n: 10), Austria (n:8), Bulgaria (n: 8), Norway
(n:6), United Kingdom (n:3), Chile (n:2), Germany (n:1) and Italy (n: 1). DESDE-LTC fulfilled the criteria of
feasibility in all four factors, with arithmetic means lower than 2.5 (best to good ratings).

Applicability obtained an arithmetic mean of 2.1. According to experts data obtained using eDESDE-LTC are
very useful for further processing (e.g. health care, providing LTC). As a result of the complexity of the sys-
tems in LTC expert knowledge considered an important precondition for use. It is difficult to obtain the
required information for applying the instrument.

Acceptability mean rating was 2.3. It was considered user-friendly, although its handling is not comprehen-
sible from the beginning due to many specific terms and use of new terms that are not easy to understand
without special knowledge, and more practical examples are needed.

Practicality obtained the worst mean (2.4). Coding and analyses of data is quite complex and high expert
knowledge is required for applying the instrument. However DESDE-LTC was rated very useful in relation to
the time and effort. Relevance -related to face validity- obtained the best mean rating (1.7). According to
experts, almost all aims of the project (semantic interoperability, mapping, classification) are achievable
using this instrument.

2.3.2. CONSISTENCY

ONTOLOGY ANALYSIS

The work done is a model based on the observation and research. Its objective is to get an instrument to
evaluate and differentiate services and features. The work contains the meaningful domain terms. It facili-
tates a narrative description of its meaning (glossary). All the work done is reusable to formalize an ontol-
ogy based on the specification (Scope and Purpose) and the conceptualization activity.

The ontological analysis allowed for the development of a decimal systematic notation to facilitate a hierar-
chical scheme of services for long term care. The final system reaches this objective in four different ways
(Annex I):

- The classification scheme of LTC services contains 89 decimal numeric codes (DESDE-LTC Classification).
The decimal codification contributes to specify the meaning of the represented objects, determining
dependency relations of specific concepts from general concepts. . This structure will be reused to for-
malize the accepted and shared knowledge declared in eDESDE-LTC in an ontology to be used in compu-
ter-based information systems.

- A label listing which uses the specific coding of the eDESDE-LTC instrument (DESDE-LTC Code). It combi-
nes name and number of DESDE-LTC instrument branches to provide a standard description of LTC servi-
ces. Every label corresponds to a decimal numeric code. This bi-univocal correspondence facilitates the
precise meaning of the labels according to their position in the classification.

- A standard descriptor for every DESDE-LTC code (DESDE-LTC Coding List) that summarizes main characte-
ristics of LTC services. It allows a quick search of branches definitions.

- A standard glossary of terms. It compiles an alphabetical list of definitions of key concepts that appear
on DESDE-LTC Instrument.
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STRUCTURAL CONSISTENCY (STRUCTURAL VALIDITY)

Boolean factorial analysis were run at three levels (levels 0, 1 and 3) (see table 7). The majority of codes
where explained by a single factor. This indicates that codes are well defined and make a consistent struc-
ture within the instrument. This analysis confirmed that main branches and secondary of eDESDE-LTC are
made by codes or items that measure independent characteristics of the services being assessed.

2.3.3. RELIABILITY

Table 1 shows results for the agreement between observers on the main type of care of the service attend-
ing to the presence or absence of main branches (A, D, I 0, R, S). The reliability coefficient for the main
branch is K = 0.9674, where 1 is the highest value, with a confidence interval of CI = (0.9362 ; 0.9987)
For the main branch (main type of care of the service) Alpha and Beta rates had 14 coincident appearances
in “A” (Accessibility), 51 in “D” (Day care), 2 in “I” (Information), 39 in “0” (Outpatient), 59 in “R”
(Residential) and 1 in “S” (Self-help/volunteer).

Table 1. Inter-observer reliability: Agreement on Main branches coding by Alpha and Beta raters

A D I 0 R S
A 14 0 0 0 0 0 14
D 0o 5 0 0 0 0 51
1 0 0 2 0 0 0 2
0 2 0 0 39 0 0 41
R 0o 0 0 0 59 0 59
s 0o 2 o0 o0 0 1 3

16 53 2 39 59 1 170

Table 2 shows main results according to Generalizability theory and table 3 estimates reliability starting from
a different condition, in this case modifying the number of evaluators.

A reliability coefficient or index of dependability of 0.96 has been found where 1 is the highest value of the

coefficient. Given the hypothetical case of information gathered by one rater, the level of reliability would
also be high (0.9322). The value of the coefficient rises as the number of judges increases.
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Table 2. DESDE-LTC reliability (G Theory)

Source of | Differentiation | Source of Relative % Absolute %
variance variance variance | error variance | relative | error variance | absolute
...... E 0.00127 1.7
S 2.02210 L.
...... ES 0.07226 100.0 0.07226 98.3
Sum of 2.02210 0.07226 100%  0.07353 100%
variances
Standard 1.42201 Relative SE 0.26881 Absolute SE 0.27116
deviation
Coef_G relative 0.97
Coef_G absolute 0.96

When assessing presence or absence of I, A, S, 0, D, R branches as main type of care of services, reliability
coefficients are really strong, all over 0.9 for Kappa and Generalizability, except for Self-Help and Volunteer
care 'S" where coefficients (Kappa 0.49) (Generalizability 0.66)

Table 3. Reliability modifying number of raters

Lev. Univ. Lev. Univ. Lev. Univ. Lev. Univ.
E 2 INF 1 INF 3 INF 4 INF
S 170 INF 170 INF 170 INF 170 INF
Observac. 340 170 510 680
Coef_G rel. 0.96550 0.93330 0.97673 0.98245
Coef_G abs. 0.96491 0.93220 0.97633 0.98214

A) RELIABILITY OF DESDE-LTC CODES

Table 4 shows the results for the reliability study in main branches, primary branches and final branches.
Inter-rater reliability of final branches was calculated for 36 codings of MTCs.

Analysis for main branches (I, A, S, 0, D, R) was based on the Generalizability Theory because sub-branch-
es are not exclusive, that is, in one service different sub-branches can appear together (e.g. A1 (accessibil-
ity to communication) and A2 (accessibility to physical mobility) in an association) and Kappa needs
incompatible elements to analyze.

For each main branch the primary subdivision or sub-branch (A1, A2, DO, D9 etc.) was taken into account
and coded with ‘0" or “1” when absent or present. The sub-branch will be present when it is present in any of
its subdivisions (I2.1.1, R9.1 etc.). The reliability in this analysis is nearly perfect for all the branches even
though it is smaller than the one assessed for presence or absence of main branch due to the number of new
elements incorporated in the study (sub-branches).
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Agreement was strong (Kappa 0.61-0.8) for ‘accessibility to care- communication and physical mobility” (A1,
A2), ‘outpatient acute non-mobile health related care’ (03.1), ‘self-help an volunteer care with non profes-
sional staff for accessibility to care’ (S1.2), ‘low intensity social and culture structured care’ (D8.3) and ‘res-
idential with daily support’ (R12). The agreement was nearly perfect for the rest of the DESDE-LTC codes
except for 5 codes with low levels of concordance.

There was no agreement for ‘non interactive information” (I2.2), ‘self-help an volunteer care with non pro-
fessional staff for outpatient care’ (S1.3) and ‘self-help an volunteer care with professional staff for accessi-
bility to care’ (52.2), as only one of the judges considered it; no agreement either for ‘outpatient home and
mobile (non acute) care, related to health, 3 to 6 days a week’ (05.1.1) and ‘outpatient home and mobile
(non acute) care, not related to health, 3 to 6 days a week’ (05.2.1) as for the same services raters consid-
ered different codes.

Table 4. DESDE-LTC inter-rater reliability: “main types of care” (MTC) in main and final branches (Kappa) (G Theory) (n= 435)

DESDE-LTC CODES (MTC) | n (Alfa+ Beta) Kappa (k) * G Theory *

Information for Care (I) 15 - -Coef_G absolute: 0.95
Il 2
I1.1 2 K: 1.00 (1.00-1.00) Coef_G absolute: 1.00
I1.2 - - -
11.3 - - -
11.4 - - -
11.5
12
12.1
12.1.1
12.1.2
12.2
Accessibility to Care (A)

-

1.00 (1.00-1.00) Coef_G absolute: 1.00
.79 (0.40-1.00) Coef_G absolute: 0.89

VIR RIR
o
~
©

1.00 (1.00-1.00) Coef_G absolute: 1.00

Coef_G absolute: 0.97
66 (0.04-1.00) Coef_G absolute: 0.80
0.66 (0.04-1.00) Coef_G absolute: 0.80

~

(1.00-1.00) Coef_G absolute: 1.00
(1.00-1.00) Coef_G absolute: 1.00
(-0.10-1.00) Coef_G absolute: 0.66

no
AIRF T IAF

: 1.00
: 1.00
: 0.49

Self-help and Volunteer care (S)
S1

S1.1

S1.2

S1.3

S1.4

S1.5
S2

S2.1

S2.2

S2.3

S2.4

S2.5 - - -
Outpatient Care (0) 120 - Coef_G absolute: 0.95
01 - - -

01.1 - - -

01.2
02

02.1

02.2
03 19 - -

03.1 18 K: 0.64 (0.38-1.00) Coef_G absolute: 0.79

03.2 -
04 -

04.1 -

04.2 -
05 26

05. 10 K: 1.00 (1.00-1.00) Coef_G absolute: 1.00
6 - N

K: 0.79 (0.40-1.00) Coef_G absolute: 0.89

>
)
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: 1.00 (1.00-1.00) Coef_G absolute: 1.00
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: 1.00 (1.00-1.00) Coef_G absolute: 1.00

=1

: 1.00 (1.00-1.00) Coef_G absolute: 1.00

1.00 (1.00-1.00) Coef_G absolute: 1.00

08.1 22 K: 1.00 (1.00-1.00) Coef_G absolute: 1.00

08.2 - - -

09.1 35 K: 0.96 (0.90-1.00) Coef_G absolute: 0.98

09.2 - - -

010 10

010.1 10 K: 1.00 (1.00-1.00) Coef_G absolute: 1.00

010.2 - -

Day Care (D) 129 - Coef_G absolute: 0.97
Do

Do.1 - - -

Do.2 - - -

D1 27

D1.1 - -

D1.2 27 K: 0.95 (0.88-1.00) Coef_G absolute: 0.98

D2 8

D2.1 - -

D2.2 8 : 1.00 (1.00-1.00) Coef_G absolute: 1.00

=

D3 16

D3.1 -

=1

D3.2 16 0.93 (0.79-1.00) Coef_G absolute: 0.96

D4 74

D4.1 42 : 0.97 (0.92-1.00) Coef_G absolute: 0.99

D4.2 4

0.9
1.00 (1.00-1.00) Coef_G absolute: 1.00
0.8

D4.3 28 : 0.92 (0.81-1.00) Coef_G absolute: 0.98

FSESFS

D4.4 -

D5 - - -

D6 - - -

D6.1 - - -

D6.2 - - -

D7 - - -

D7.1 - - -

D7.2 - - -

D8 4

D8.1 - - -

D8.2 - -

D8.3 4 K: 0.79 (0.40-1.00) Coef_G absolute: 0.89

D8.4 - -

Residential Care (R) 126 - Coef_G absolute: 0.99

RO - - -

R1 - -

R2 20 K: 1.00 (1.00-1.00) Coef_G absolute: 1.00

R3 -

R3.0 - -

R3.1 N -

R3.1.1

: 0.84 (0.67-1.00) Coef_G absolute: 0.92

=

(S

=y

(Sa)
'RIRIR !

0.6
: 0.93 (0.79-1.00) Coef_G absolute: 0.96
: 1.00 (1.00-1.00) Coef_G absolute: 1.00

: 1.00 (1.00-1.00) Coef_G absolute: 1.00

=
®
N
INE-NFNERES
R p—_

0
: 1.00 (1.00-1.00) Coef_G absolute: 1.00

R9.2 - - -

R10.1 - - -

R10.2 -

R11 27 .88-1.00) Coef_G absolute: 0.98

R12 5 Coef_G absolute: 0.89

===
1=
~
o
I~
—~Sc
o|n |
?
AN
o
S
2

R13 14 .00-1.00) Coef G absolute: 1.00

R14

*Kappa: (poor) < 0, (low) 0-20; (fair) 0.21-0.4; (moderate) 0.41-0.6; (strong) 0.61-0.8; and (nearly perfect) 0.81-1.
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2.3.4. VALIDITY

A) DESCRIPTIVE ANALYSIS OF THE BRANCHES OF THE INSTRUMENT

DESDE-LTC was used to evaluate and classify 1339 services representative of different European countries and
regions of Spain. Information on the diagnostic group covered by the service was also given. (Table 5)

Table 5. Type of service and setting

BT e

Mental disorder 1269 6 1275
Physical disability 4 2 6
Intell. Disability.- Develop.Dis.. 18 5 23
Elderly 9 1 10
Non specific 15 6 21
Other 4 0 4

TOTAL 1319 20 1339

Regarding the information gathered in Spain table 6 shows the distribution of the 1319 services studied by

regions and diagnostic groups.

According to the branches structure of the instrument, 4 levels of analysis were established:

Table 6. Distribution of services in Spain

PROVINCE
INL.DIS- £ periy  NON SPE MENTALD  TOTAL
DEV.DIS
Andalucia Almeria 21 21
Cadiz 41 41
Cordoba 21 21
Granada 32 32
Huelva 17 17
Jaén 23 23
Maélaga 44 44
Sevilla 52 52
Total 251 251
Cantabria Santander 1 20 21
Total 1 20 21
(astilla-La Mancha Albacete 23 23
Ciudad Real 24 24
Cuenca 11 11
Guadalajara 11 11
Toledo 27 27
Total 96 96
Cataluna Barcelona 3 367 370
Girona 1 40 41
Lleida 0 35 35
Tarragona 2 37 39
Total 6 479 485
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PROVINCE
PHYDIS  DOOSC ELDERY  NONSPE  OTHER  MENTALD  TOTAL
Islas Baleares Islas Baleares 12 1 37 50
Total 12 1 37 50
Madrid Madrid 4 3 15 4 313 339
Total 4 3 15 4 313 339
Murcia Murcia 2 43 45
Total 2 43 45
Navarra Navarra 2 30 32
Total 2 30 32
Total 4 18 9 15 4 1269 1319

Level 0: composed by the main 6 branches ‘T, ‘A, ‘S, ‘0’, ‘D" and R’

Level 1: primary branches into which the main branches are divided. Number of codes for this level is 42.
Level 2: intermediate level where some of the level 1 branches reach their final division and where others
still subdivide in a new branch.

Level 3: final subdivision of branches were a total of 89 codes explain each branch to its final characteris-
tics. (Table 7).

Table 7. Primary branches division

Level 0 RHELH N Branch A ‘ Branch S | Branch O | Branch D Branch R Total

Level1 2 5 2 10 9 14 42
level 3 8 5 10 24 22 20 89

To evaluate presence (1) or absence (0) of the main branch all the subdivisions have been analyzed, there-
fore, the main branch (A, I, S etc.) will be present (1) as long as one of the secondary branches is present
(A1, I2.1.1 etc.). The starting point was level 3 where final characteristics of the codes are represented, then
level 2, 1 and 0. 45 of the 89 codes considered in level 3 do not appear in any of the 1339 services evalu-
ated.

To analyze the overall validity it is intended to examine the underlying dimensions of the instrument, that
is, studying to what extent the codes of the instrument evaluate independent characteristics (of a service)
or on the other hand are redundant and therefore disposable.

Level O: it shows a matrix of 8034 values, 6439 ‘0" and 1595 ‘1" It was not possible to explain the 6 branch-
es with a number of factors smaller than 6.

Level 1: it shows a matrix of 41509 values, 39872 ‘0" and 1637 ‘1" A 17 factor model adjusts 95% of the
positive discrepancies, but this model does not explain 11 codes (I1, A5, 06, 010, D2, R5, R6, R8, R9, R10
and R12) being the ‘R” branch the worst adjusted of all. Using a 23 factor model still 6 codes with preva-
lence lower than 5 are not explained, the percentage of positive discrepancies is 0,9% .Finally a 29 factor
model explains the totality of the codes and shows 0% of positive discrepancy. Association between 03 and
R2 remains constant for all the models; a new connection appears between I1 and A5.

Level 3: it shows a matrix of 56238 values, 54595 ‘0" and 1643 ‘1. To explain more than 95% of positives it
is needed a 24 factor model. 12 codes remain unexplained. Again the worst adjusted is branch ‘R. A 29 fac-
tor model explains all codes with a prevalence higher than 5 except for D4.2. Table 8 summarizes the asso-
ciations found in level 3 with a 29 factor model.
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Table 8. Codes associations in a 29 factor model

FACTOR 1 111 112 122 A5
FACTOR 2 D41

FACTOR 3 1212

FACTOR 4 Al

FACTOR 5 A2

FACTOR 6 A4

FACTOR 7 I S12 D83
FACTOR 8 091

FACTOR 9 0521 S13
FACTOR 10 S21

FACTOR 11 S22

FACTOR 12 081

FACTOR 13 0511

FACTOR 14 0523

FACTOR 15 R13

FACTOR 16 D12

FACTOR 17 R11

FACTOR 18 031 R2
FACTOR 19 R4

FACTOR 20 0101

FACTOR 21 1211

FACTOR 22 D43

FACTOR 23 D11

FACTOR 24 D32

FACTOR 25 D22

FACTOR 26 R6

FACTOR 27 061

FACTOR 28 R102

FACTOR 29 R5

In factor 1, (table 8) codes I1.1, I1.2, I2.2 and A5 are associated; this is mainly explained by the low preva-
lence of these codes in the data base, 1 time for I1.2, I2.2 and A5 and 3 for I1.1, which probably describes
a very particular type of care of one service. In factor 7, codes I1.1, S1.2 and D8.3 appear together which
can be explained basically in the same way than before, nonetheless, low intensity social and culture struc-
tured care (D8.3) is commonly but not necessarily associated to volunteer care (non-professional staff-acces-
sibility to care S1.2). Factor 9 shows codes 05.2.1 and S1.3 connected which again is explained by low
prevalence (1 appearance). Finally in factor 18, codes 03.1 and R2 appear together 114 times (100% of
appearances) which indicates a very strong connection; facilities with hospital acute care (R2) usually offer
outpatient acute care (03.1) too and this is the case for the services collected in the data base but for exam-
ple in Catalonia this type of care is described independently in some general hospitals.
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2.4. CONCLUSION

eDESDE-LTC showed a high feasibility in its four domains: applicability, acceptability, practicality and rele-
vance. It important to note that previous expertise on the ESMS/DESDE system had a notorious influence
on the assessment of feasibility. Every feasibility-dimension was better rated from participants with
ESMS/DESDE experience, particularly acceptability and practicality. There were no major differences across
countries in the rating of the practicality while significant differences were identified in the assessment of
the acceptability, practicality and relevance of three DESDE-LTC system.

From an ontology point of view, the classification scheme of eDESDE allows for the capture and representa-
tion of knowledge, accepted and shared by consensus by all the participants of this transnational project,
which initially has been formalized in natural language (specification of conceptualization). The ontology
analysis executed has allowed for the development of a decimal notation of LTC services based on ‘Main Types
of Care’ (MTCs). Each code (decimal notation) is accompanied with a identification labels and [ description
at the eDESDE-LTC instrument (Annex I). The labels included in the classification scheme facilitates the stan-
dardised description and classification of services for Long-Term Care (LTC) in Europe (terms assigned to con-
cepts). eDESDE classification scheme also gives a specific meaning to each label as it determines
dependency relations of specific concepts from general concepts (bi-univocal correspondence). Description
accompanying every label facilitates the characterization of concepts (Intrinsic properties). These properties
are the main information sources for the formal description of an ontology (explicit specification of a con-
ceptualization) through a computing language of knowledge representation, this will facilitate the semantic
interoperability in different computer-based information systems.

Structural consistency is adequate according to the factor Boolean analysis. The eDESDE-LTC codes are well
defined and make a consistent structure within the instrument. This analysis confirmed that main branches
and secondary of eDESDE-LTC are made by codes or items that measure independent characteristics of the
services being assessed.

The external reliability obtained a high inter-observer agreement. DESDE-LTC showed high inter-rater relia-
bility for main branches. Reliability was also high for final branches which correspond to MTCs. The branch-
es with lower inter-observer agreement where some Information and self-support codes and special forms
of outpatient mobile care. These results are better than those of the parent instruments (ESMS/DESDE)
(Salvador-Carulla et al, 2000, Salvador-Carulla et al, 2006), mainly due to the improvement of the training
system which has added an online training toolkit, ant to a better formalisation of the service assessment
instrument and its coding system. Descriptive validity and the structural analysis of the system were appro-
priate.
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3.1.  QUALITY ASSESSMENT PLAN

The Quality Assessment Plan introduced shortly to the topics of quality and quality assessment, measurement
strategies of the main goals of the eDESDE-LTC outcomes and concluded with a time plan which was incor-
porated into the general time frame of the project. Quality can be defined as “result of care”, meaning a
process characterized by feedback-loops improving a product or a work. In general, the term “quality” refers
to the degree of excellence or lack and measuring quality means assessing user’s expectations with respect
to an object, product or work. Thus, quality has no specific meaning unless related to a specific function
and/or object, product, work or service. Quality is a perceptual, conditional and somewhat subjective attrib-
ute.

In eDESDE-LTC, quality was addressed mostly with respect to conformance to requirements (e.g. applicabili-
ty, acceptability and practicality). However, requirements may not fully represent user expectations. Thus it
is suggested to include the aspect of “fitness for use”, with fitness being defined by the user.

When speaking about quality in the context of eDESDE-LTC the consortium is aware of the two-dimensional
model of quality: the "must-be quality" and the "attractive quality." With the “must-be quality” being close
to the "fitness for use" and the “attractive quality” representing what the user would like to have, but has
not yet thought about. This latter aspect goes in line with Drucker’s definition, stating “quality in a prod-
uct or service is not what the supplier puts in. It is what the user or customer gets out.”

Looking on how quality is viewed by scientific and professional societies, one can conclude that quality is a
subjective term and the technical use of the term provides two meanings:

e The characteristics of a product, work or service referring on its ability to satisfy explicit (stated) or impli-
cit (implied) needs;

e A product, work or service free of deficiencies.

In general, during quality assessment an object, product, work or service is evaluated according to its defined
aims. Besides assessing an object, product, work or service itself, an analysis of existing analogue objects,
products, works and services can be included and discussed comparatively to the object, product, work or
service of interest. Also, product quality (the eDESDE-LTC instrument) needs to be distinguished from process
quality (focus on management and coordination of the project). Process and quality indicators were defined.

3.2. PROCESS EVALUATION (Process and Quality)

This section summarizes the quality assessment of the eDESDE-LTC action. eDESDE-LTC is aimed at develop-
ing an operational system for coding, mapping and comparing services for Long Term Care (LTC) across the
European Union. The main aim of the project was to contribute to the improvement of access to relevant
sources of information on LTC services and to develop a classification system with a common semantic. This
project was developed to facilitate the understanding of care systems and structures between EU member
countries and abolish barriers to information for various users (EU GD Health and Consumer Protection, OECD,
WHO, national LTC services within their European networking as well as the individual user). Overall the out-
comes of the action should contribute to the right of “having access to high-quality healthcare when and
where it is needed” by EU citizens.

PROCESS INDICATORS

Five process indicators were registered. Four were related to the project’s objectives whilst the fifth was a
formative indicator.
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a. Indicator of objective “1”: Availability of a paper version of the DESDE-LTC European Classification &
Coding System.

b. Indicator of objective “2”: Availability of a paper version of the DESDE-LTC Instrument. A paper version
of the instrument will be developed. It incorporates four sections: 1) General instructions and glossary,
2) Classification and Coding system, 3) Utilisation, and 4) General characteristics (service listing). The
system which incorporates basic descriptors and indicators will be translated and available in 6 European
languages: English, Spanish, German, Norwegian, Slovenian, and Bulgarian.

c. Indicator of objective “3”: Availability of the webpage eDESDE-LTC: A webpage will be developed which
will incorporate the electronic version of the DESDE-LTC instrument.

d. Indicator of objective “4": Availability of the eDESDE-LTC Training Package on semantic interoperability
via a standard coding system of services for LTC. The professional training package will be an on-line
document available at the eDESDE-LTC project webpage. It will include a general guide to the use of the
instrument, FAQ questions and answers, vignettes, reference material and contact address.

e. Formative evaluation: Indicators will include Availability of three reports: two interim project reports
plus a Usability report. Interim reports include:

1)  Review of eDESDE-LTC at year 1 meeting (year 1 project report), at the Mo15.
2) Review of eDESDE-LTC after the Pilot testing and at the final usability report.

QUALITY INDICATORS
The eDESDE-LTC grant agreement referred to four quality indicators to be applied for quality assessment:

a. Feasibility
b. Impact Analysis (see WP2 - Dissemination McDaid et al, 2011)
c. EQM Analysis = Quality assessment plan (QAP) and accomplishment of indicators

d. Geographic availability (see “Evaluation of the translation”)

3.2.1. DATA COLLECTION

Within the eDESDE-LTC action eight partners of six EU countries (Bulgaria, United Kingdom, Austria, Norway,
Slovenia and Spain) were participating. The University of Vienna, the only Austrian Partner, was responsible
for the Work Package Evaluation. During the first year of the project the team members developed a Quality
Assessment Plan including all points of evaluation, which was discussed and approved by the project coor-
dination. This final report on the evaluation of the project follows the structure of the Quality Assessment
Plan and includes results and further points of discussion.

The leader of WP3 (UNIVIE) planed and prepared the evaluation (Quality Assessment Plan). A series of eval-
uation tools were designed according to UNIVIE guidelines by one subcontracted company (Lebenshilfe
Austria). The leader of WP3 included all evaluation dates into the general project timetable and reminded
partner and project management via email or Skype on upcoming evaluation tasks and deadlines. The Quality
Assessment Plan was adapted taking into account the amendment of the project (June,2010).

Initially UNIVIE suggested evaluating the other Work Packages and the main eDESDE-LTC outcomes (eDESDE-
LTC standard Classification and Coding System, the Web-Page and the Training). Finally the working plan was
adapted to the actual project-processing and the project’s amendment. Therefore a new Quality Assessment
Plan was created (Table 9).
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Table 9. Evaluation plan of the eDESDE-LTC project workpackages

Work package  |Coordinator| Evaluation Tool Conducted by Comments
WP 1. Project PSICOST UNIVIE EMC Partners Evaluation at
coordination partner meetings

WP 2. Dissemination | LSE PSICOST & LSE Impact D. McDaid & L Impact Analysis
of results Analysis Salvador-Carulla

WP 4. Development of | PSICOST UNIVIE Evaluation of Partners Reported

the coding system and translation. Partners, focus- by partners

instrument (DESDE-LTC) Feasibility: F-Q group members and Filled out by part-

external experts ners, nominal
group participants

and international

experts
WP 5. Website FCC UNIVIE WS-C-Q Partners Implications:
Meta-tags Partners 1.) Use results of

partner-evalua-
tion for a modifi-

cation of website.

WP 6. Training package = PSICOST UNIVIE Trainer Trainer Filled out by trai-

Trainees Trainees nes and trainees

WP 7. Pilot and usability | SINTEF PSICOST Partners PSICOST Technical report

& SHA
External Evaluation Univ. Alacant  Ontology Collab Partner:  Qualitative analy-
Analysis T. Roma-Ferri sis of the formal

ontology

EVALUATION QUESTIONNAIRES

A series of evaluation questionnaires have been developed for this Workpackage. The battery of evaluation
questionnaires has been included at Annex 1. Specific comments on the development of these questionnaires
are made at the evaluation of the different project workpackages.

UNIVIE prepared an evaluation tool for project partners to evaluate the project meetings and contacts. The
construction of the questionnaires was made by an external expert, paid by the subcontracting organisation
“Lebenshilfe Austria. They included an evaluation questionnaire of the Project Management and the coordi-
nation of the project, including the organization of the partnership, the communication strategy, the effec-
tiveness of the partnerships communication and the appropriateness of the communication tools; evaluation
of the translations of eDESDE-LTC; evaluation of the webpage was made by an external expert following the
guidelines stated in the Quality Assessment Plan. Twelve eDESDE team members, at least one partner from
each participating answered the questions. Three team members of Austria, Slovenia and Spain did partici-
pate in the evaluation. The English partner did respond to this evaluation tool.
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The training package was assessed using two different instruments addressing two different target groups
were designed by UNIVIE: trainers and trainees. Three trainers from Spain and one from Bulgaria with expe-
rience in the use of eDESDE-LTC participated in the delopment and implementation of the training course and
in the monitoring of use of the instrument by trainees throughout the demonstration phase. Nine trainees
from Spain and Bulgaria with different backgrounds in health service research and management and also dif-
ferent experience in the use of previous instruments (ESMS/DESDE) attended this training. The four trainers
who participated in the coordination and training (three from Spain and one from Bulgaria), evaluated their
conducted training on the correct use of eDESDE-LTC. The trainers answered to 9 questions concerning the
training.A total of nine trainees, seven from Spain and two from Bulgaria, were asked to evaluate the DESDE-
LTC training they participated. For this purpose, each trainee completed a questionnaire covering 10 ques-
tions, as described below.

3.2.2. ANALYSIS OF PROCESS EVALUATION DATA
WORKPACKAGE 1: PROJECT'S MANAGEMENT AND ORGANISATION

The detailed description of the quality assessment of the meetings, teleconferences (group and individual),
management coordination meetings and project meetings is available at the full quality report (Zeilinger et
al, eDESDE-LTC: Quality Assessment and Evaluation Package [Internet]. Jerez (Spain). PSICOST and Telnet;
2011)

a) Conceptual evaluation

1) When questioned if the members recognise defined goals in the DESDE project, all eight participants
responded positively, however differences could be found in the goals identified. Below is a list of the goals
noted by the team-members in relation to the project (in brackets the number of instances the respective
goal was mentioned):

- Ageing.

- Assessment.

- Classification (5)

- Creating a coding system (4)

- Decision making.

- Disability.

- IT.

- Instrument (3)

- Long-Term-Care.

- Mental health.

- Ontology.

- Webpage (2)

2) When questioned if they recognise a defined concept of concerted project steps/activities of the DESDE
project, six of the eight participants responded positively, while two agreed partly. Below the list of the key-

words noted by participants in relation to the concept (in brackets the number of instances the respective
goal was mentioned):

- Adapting training (4)
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- Adapting instrument.
- Basic.

- Coding system.

- Description of services.
- Evaluating instrument.
- Feasibility study.

- MTC.

- Policy relevance.

- Ontology.

b) Structural evaluation

Participants were questioned on the structure to realise activities within the DESDE project. For this report
the arithmetic mean was calculated for each assessment of the different categories, whereas a value of 2
denotes the best, and 0 the worst assessment.

The most relevant structures, with arithmetic means between 1,63-2,0 as identified by participants were:

- Identified coordination of the activities (1,88)
- Defined responsibilities (1,75)

- Structured e-mail contacts (1,63)

- Defined resources (1,63)

- Defined project language (1,88)

- Defined behavioural recommendations (2)

- Defined documentation (1,86)

The monitoring structure, with an arithmetic mean of 1,25 was considered less relevant for realizing the
DESDE project activities. Furthermore, one participant mentioned dissemination coordination and informat-
ics coordination as important points for realizing the activities within the DESDE project.

c) Result evaluation

At this point of the evaluation, participants were asked if they recognise clear products of the project. Six
of eight participants were able to recognize clear products of the project, while two responded that they can
partly recognise them. In a second step, participants had to assess (in percentages) to which extent they
see finalised products. For each product the arithmetic mean was calculated:

The instrument itself (80%)

Translation in all partner languages (67%)

Workshops for participants (50%)
- Website (60%)

According to these results the participants see the instrument itself as the most finalised product of the proj-
ect, whereas the workshops for the participants and also the website are considered the least finalised.
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When asked about further aspects which are still open, participants mentioned the following:

- Additional feasibility evaluation.
- Dissemination (2)

- Coding.

- Training package.

- Translations.

- Workshops (especially in the UK)

d) Sustainability evaluation

Participants were asked to assess the sustainability of the instrument, the translation, the workshops, and
the homepage. For this report the arithmetic mean was calculated for each of these four assessments, where-
as a value of 3 denotes the best, 1,5 an average, and 0 the worst assessment:

- Instrument (2,63)
- Website (1,88)
- Translation (1,63)

- Workshops (1,57)

According to these values one can identify that participants view the instrument itself as fulfilling the aspect
of sustainability best, whereas the sustainability of the website, the translation, and the workshops is con-
sidered positive, but lesser than for the instrument itself.

Participants mentioned the following factors positively influencing the sustainability:

- Clear structure of the instrument.

- Good content of the project.

Participants mentioned the following factors negatively influencing the sustainability:

- Instrument is complicated and requires extensive training.
- Sustainability requires training of trainers not just training alone.
- Training needs to be as clear as possible and needs to be computerised with easy use.

- Workshops and homepage needed to be more developed.

a) Assessment contributions by partners
- Presentations were of high quality, offering the central information.
- Consistent and congruent structure of dissemination programme.

- Substantial and careful scientifically interpretations of the projects achievements in a highly unders-
tandable way.

- First results of the study with the pilot in Sophia and Madrid allowed opening an interesting deba-
te of types of services policy in every country.
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b)  Assessment of contributions by external experts

- Contributions were of a significant added value to the programme.
- Excellent amendment to the projects achievements.

- Outlook of adjacent activities within OECD programmes.

- The contribution of external experts made possible the main objective of dissemination of the mee-
ting.

c) Assessment of the dissemination meeting overall
- Meeting was very useful.

- Interesting debates with and feedback from external experts, who were very supportive with respect
to future e-Desde-LTC activities.

- Meeting fulfilled expectation.

- It motivated for pilot application of the instrument in selected European regions.

WORKPACKAGE 2: EVALUATION OF DISSEMINATION

The WP2 leader (D. McDaid) was asked to provide a structure for partners to report their dissemination activ-
ities, including a section for qualitative report where every partner could describe if the main target groups
were reached by the dissemination activity. Forms were sent by partners via eMail to WP 2 leader for the final
Work Package report. The full report on dissemination is available from the the eDESDE-LTC group.

WORCKPACKAGE 4: EVALUATION OF DEVELOPMENT OF THE CODING SYSTEM AND THE INSTRUMENT

The evaluation of the eDESDE-LTC instrument and coding system included 1) an assessment of the translation in
every language, 2) A feasibility study (see Quality Indicators) and 3) An ontology analysis (external evaluation).

The evaluation of country translations in 6 EU languages (English, Spanish, Bulgarian, Norwegian, German
and Slovenian) (three versions) is available at the full evaluation report (Zeilinger et al, 2011) and at the
project’s webpage.

At the 2nd project meeting in Barcelona, it was decided to run by an ontology analysis by an external eval-
uator, professor Roma-Ferri (Universitat d’Alacant, Spain). Her recommendations have been incorporated into
the classification system and this report will be published in a separate paper.

WORKPACKAGE 5: EVALUATION OF WEBSITE

Except for one person, none of the raters had problems to find the Website (91,7%). Eleven persons (91,7%)
could find the desired information fast and easily. All managed to use the menu navigation fast and easily
and found the content intelligible. Ten persons (83, 3%) had the impression that the content was clearly
arranged, 2 participants answered “partly”. Nine persons (75 %) did not use the search function - two stat-
ed that (at the time of the evaluation) there was still no search function available and asked for inclusion
of this function. Eleven persons had the impression that the Website's content was correct (91, 7%). Two
persons (16, 7%) could not recognize responsible institutions on the Website, one partly could (8, 3%). Four
persons (33, 3%) did not look for the legal notice and two could not find it (16,7%). Four persons (33, 3%)
were unsure whether the information by external authors is presented adequately. Five persons (41, 7%)
could not find the date of the last update - five could (41, 7%). Eleven persons (91, 7%) had the impres-
sion that the Website is a useful tool for the eDESDE-LTC project and would recommend it to other projects
partners and even to persons, who are currently not involved in the project. One person had the impression
that the content is too complex for non-project partners.

Partners decided that a second evaluation of the website will not be necessary. To fulfill the important cri-
teria of retrieval , every partner should provide the website manager with suggestions for meta-tags. There
is a list of the most important terms by which the webpage should be found using search-engines. These
results are described in the quality report (Zeilinger et al, 2011).
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The Website is seen as a very important tool for dissemination, with intelligible content. The proposed terms
by which the webpage should be found using search-engines, were transferred to the website-manager to
improve the website. The sustainability of the website should be ensured, even after projects end. The full
report on the development of the webpage is available elsewhere (Bendeck et al, 2011)

WORKPACKAGE 6: EVALUATION OF THE EDESDE-LTC TRAINING PROCEDURE AND PACKAGE

The evaluation of trainers and trainees is fully described at the quality report (Zeilinger et al, 2011). In sum-
mary trainers found the adequacy of the length of training too long. Just one trainer answered positively,
while the remaining three agreed partly. They mentioned that another half day and an additional support via
e-mail or skype would be necessary. When questioned if it was necessary to provide further support or assis-
tance to the trainees after the training, three of the trainers responded with yes, while one agreed partly.
Two types of support were mentioned by the trainers: face-to-face discussions, and online and conference
contact via e-mail or Skype. Trainees comments are registered at the full Quality assessment report (Zeilinger
et al, 2011) and additional aspects are revised at the pilot study report (Salvador-Carulla et al, 2011).

WORKPACKAGE 7: EVALUATION OF THE PILOT STUDY OF EDESDE-LTC

The qualitative report on the pilot study (description of course, content, materials, etc.) was planned in the
Quality Assessment, but this evaluation was not conducted as the final report of the Pilot study was com-
pleted at the end of the study due to the need to revise the codes in Sofia after the final project meeting
in Reus (Spain), in November 2010.

3.2.3. QUALITY INDICATORS OF THE eDESDE-LTC PROJECT

The quality indicators of the project are described at the full quality assessment report (Zeilenger et al,
2011).The final version of the DESDE-LTC instrument, compared to the beta version, is much easier under-
standable and applicable. Most of the major goals have been achieved, notably obtaining an instrument
which i) enables international and interregional comparisons in standardized manner, and ii) enables map-
ping of all long-term-care services, allowing for detecting gaps or oversupply of services. However, the eval-
uation of the quality of services could not yet be achieved through DESDE-LTC, and would require
modifications to the instrument. One possibility would be to add quality indicators to DESDE or to develop
an own instrument for quality evaluation.

As a result of the complexity of long-term-care systems, the access to information needed for the correct use
of DESDE as well as the coding are seen as very complex and difficult. Concerning access to information need-
ed for DESDE, not all services can provide reliable data, as several services do not yet have statistics at that
level. Furthermore, information about the services should be clearer arranged. In many other cases, especial-
ly facilities from the private sector are not very cooperative when it comes to providing data, since many of
them are funded based on their capacity and not in respect to actual occupancy. All these points would need
to be addressed so the use of the coding becomes more understandable.

Another point which has been mentioned is the application of the DESDE-LTC. The application of the instru-
ment requires a well trained person, which should be also very well acquainted with overall organization and
characteristics of LTC services in the particular region, to assure that obtained data are reliable and accurate.
It would be useful to improve the methodology to further improve the user-friendliness.

Finally, some countries are still at the beginning of developing the concept of long term care, and even in
questions relating to legislation or insurances there may be an absence of consensus between different actors
engaged in the field of LTC. Furthermore, some definitions of LTC and terminology applied in the final DESDE-
LTC instrument do not fit well in the systems of LTC as seen by some of the stakeholders. Thus, the future
version of DESDE-LTC could be updated with more practical examples, norms and definitions of LTC accepted
in all countries at that time, in order to make the instrument more understandable to stakeholders from both
the social and medical sector.

DESDE-LTC: EVALUATION AND CLASSIFICATION OF SERVICES FOR LONG TERM CARE IN EUROPE m



Apart from these points, which should be still considered in the future, DESDE is seen as an instrument of
great practical value for the process of planning of services for people with disabilities, both mental health
and physical disorders, in need of long term care. The map, realised with DESDE, can provide instant visu-
alization of the existent and the lacking service resources in a certain administrative or geographical region.
Thus, people unspecialised in the fields of public health, or public social work, but with decision making
power (such as state and municipal officials) can quickly familiarize themselves with the situation.
Furthermore DESDE could be used as an excellent training exercise and training tool. For example, trainees
in psychiatry, in psychosocial rehabilitation, social work, etc. could learn how to orientate themselves in the
system of services in the areas of their activities.

3.2.4. EQM ANALYSIS

The EQM analysis was made taking into account previous information on Feasibility and Impact This analy-
sis was related to the accomplishment of the project objectives in relation to the defined key outcomes. All
the objectives have been completed. (Table 10)

SUGGESTION FOR IMPROVEMENT

The suggestions for improvement are explained at the end of every workpackage assessment report (Zeilinger
et al, 2011). In relation to the Website it was considered important to expand the number of publications,
include search function , include examples of coding and case vignettes, include a self-training for users and
inform them on their achievement, a legal notice, and an easy-to-read description of the project and its
aims

As regards to the training package it was suggested on the one hand that computerised algorithms should
be developed to make the completion simpler, and on the other hand that the supervision of an experienced
eDESDE trainer would be helpful.

DESDE-LTC is seen as a classification-instrument with high innovative potential, which enables: a) an inter-
national standardized description, b) a mapping of all long-term-care services, which allows for detecting
gaps or oversupply of services, c) improving the international communication and semantic interoperability
by using the service-codes, d) the exchange of information very well. The evaluation of the quality of serv-
ices could not yet be achieved through DESDE-LTC, and would require modifications to the instrument (for
example: adding quality indicators).

As a result of the complexity of long-term-care systems:

- The access to information needed for the correct use of DESDE is difficult.
- The coding is very complex and difficult.

- Expert knowledge is a pre-condition for applying the instrument.

- A development of a computerised version using standard algorythms.

- A better link with other instruments in health service research (eg quality assessment instruments).
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Table 10. Summary of the Evaluation — EQM of the eDESDE-LTC Project

Indicators

Description ‘ Outcome

Process

a. Objective 1 Availability of paper Completed
versions of DESDE-
LTC European
(lassification &
Coding System

‘ Comments References (*)

It uses a decimal classification Romero, C., Salvador-
Carulla, L., Poole,

M.,Roma-Ferri M. for the
eDESDE-LTC Group.
eDESDE-LTC:
Classification and
Coding System [Internet].
Jerez (Spain): PSICOST
and Telnet; 2011.
Available from:
http://www.edesdepro-
ject.eu

system

b. Objective 2 Availability of a Completed

paper version of the

It incorporates four sections and it is salvador-Carulla, L.,

Romero, C., Poole, M., for

available in 6 European languages: i, epespr-iTc Group.

DESDE-LTC English, Spanish, German, eDESDE-LIC: Classification
and Coding System

Instrument. Norwegian, Slovenian, and Bulgarian. [Intemet]. Jerez (Spain):
) ) PSICOST and Telnet; 2011.

The evaluation of the translation was Available from:
. http: .edesdepro-
also performed in every country J-et;T_ e/L{ nedesdepro
c. Objective 3 Availability of the Completed It includes the electronic version http://www.edesdepro-

webpage eDESDE-LTC of the DESDE-LTC instrument ject.eu

d. Objective 4 Availability of the

training package

Completed

Romero et al. eDESDE-

. . LTC Training Package
use of the instrument, FAQ questions [Internet]. Jerez

(Spain): PSICOST and
Telnet; 2011.

contact address. http://www.edesdepro-
ject.eu/training.php

It includes a general guide to the

and answers, vignettes, reference

material and

e. Formative  Availability of three Completed

evaluation reports

It includes 1) Review of eDESDE-LTC at 1) was delivered at
year 1 meeting (year 1 project report), month 15 to EAHC
2) Review of eDESDE-LTC after the
Pilot testing and at the 3) final pro-

ject report.

Salvador-Carulla et al.

a. Feasibility = Applicability, Completed It has incorporated a forth domain ¢, e eDESDE-LTC
Acceptability & of feasibility: Relevance. A five- 0roup. eDESDE-LTC:
Dissemination and com-
Practicality point likert scale was used: 1 best munication [Internet].
. Jerez (Spain): PSICOST
to 5 lowest rating and Telnet; 2011
b. Impact Screening, scoping Completed  Review of available instruments.
analysis and appraisal Uses likert scale
c. EQM Quality Assessment Completed Zeilinger et al: Quality
Assessment and
analysis Plan Evaluation Package

[Internet]. Jerez (Spain):
PSICOST and Telnet; 2011

d. Geographical Instrument availabi- Completed

availability lity

The instrument is available in 6 http://www.edesdepro-

countries (see objective 2) ject.eu

(*) Zeilinger et al: Quality Assessment and Evaluation Package [Internet]. Jerez (Spain): PSICOST and Telnet; 2011.
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3.3.  EFFECT EVALUATION (IMPACT ANALYSIS)

3.3.1. DATA COLLECTION FOR PROCESS EVALUATION

Effect evaluation / Impact analysis has followed the recommendations made for this type of analysis in Europe
(EUROSTAT, 2003; European Union High level group on Health Services and Medical Care, 2004), based in a pre-
vious approach developed to assess health interventions (Parry and Stevens, 2001). Due to the time frame of
the study the first three phases of the impact analysis process have been carried out by the PSICOST group.

- Screening: Review of available instruments and literature on the topic with a focus on European Union

- Scoping: Identification of scope at European, National, Regional and Local level at every participating
country: A listing of key stakeholders in every country will be performed. Identification of impacts on the
care system at every level of eDESDE-LTC (Listing)

- Appraisal: of the classification, instrument, webpage and training package using the mapping developed
at the Scoping phase (Best to lowest / 5-point likert). A descriptive analysis is provided on three main
areas: 1) Care policy (awareness, practice, services and governance) at the four levels (Europe, National,
Regional and Local) 2) Information systems at the four levels (Europe, National, Regional and Local), and
3) Key stakeholders.

3.3.2. ANALYSIS OF EFFECT EVALUATION

SCREENING

The availability of instruments for the international assessment of territorial availability and use of services for
Long Term Care was carried out by PSICOST in cooperation with LSE. Available instruments comprising interna-
tional studies were mainly designed for assessing activities, utilisation and quality of individual services, but
did not allowed international comparisons of small or large health areas and mostly relied on the names of serv-
ices at local level to classify them without providing alternatives for improving semantic interoperability.
Examples are care utilisation instruments such as the Client Service Receipt Inventory (CSRI) (Chisholm et al,
2000), or the Resident Assessment Instrument-Mental Health (RAI-MH) (inter-rater reliability and convergent
validity) (Hirdes et al, 2002).

Apart from the original instruments previously developed for the assessment of mental health services
(European Service Mapping Schedule - ESMS) (Johnson and Kuhlman, 2000; Salvador-Carulla et al, 2000) and
its adaptation for the assessment of services for persons with disabilities (DESDE) (Salvador-Carulla et al,
2006), no instrument was identified with the objectives and characteristics of eDESDE-LTC. This was also
checked with key experts working on the new classification of functions of care and health services at the
OECD (V Moran and G Monaco) and at WHO (P Hernandez); and it has been acknowledged at the Pre-Edited
Version of the System of Health Accounts Version 2.0 (OECD, WHO and EUROSTAT, 2011).

SCOPING

The identification of key stakeholders was made at PSICOST. A series of files were compiled. These files have not
been included in the report due to data protection. More information is available from PSICOST. The list included:

- List of ESMS/DESDE Experts: This excel file incorporated all researchers who have used ESMS/DESDE or
who contacted any of the original EPCAT members for further information, or published in related areas
until 2009. This excel file listed 483 experts from 61 countries (all European countries and all world
regions).

- List of Participants at the Bridging Conference, Barcelona, 2009. This excel included 82 participants at the
International Bridging conference who attended any of the events related to the project. The bridging con-
ference was funded by EAHC and it was co-organised by LSC, PSICOST and Catalunya Caixa and all members
of the eDESDE-LTC consortium participated in it. The eDESDE-LTC was first presented at this conference.
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- List of experts and stakeholders contacted for eDESDE-LTC. This dataset gathered all experts and
stakeholders which were contacted during the duration of the project either face-to-face or by email in
relation to the eDESDE-LTC. This list included 163 experts and stakeholders from the main European and
international health organisations, 23 Countries from Europe (Austria, Belgium, Czech Republic, France,
Finland, Germany, Hungary, Italy, Netherlands, Norway, Poland, Rumania, Slovenia, Spain, Sweden,
Switzerland, UK) and elsewhere (Canada, Chile, Israel, USA).

- Other organisation listings not directly related to DESDE-LTC

- International: ENMESH. This list comprises 583 researchers and planners in mental health epidemi-
ology and policy from most European countries.

- National (Spain)

- SESPAS. This umbrella organisation includes major research and professional organisations in epi-
demiology, public health, health economics and management. SESPAS does not facilitate the data-
base but distributes information to their associated partners via Support Serveis.

- Spanish listing of Chronic care. This listing includes attendants to the Congress of Chronic Care
which is directly related to LTC.

APPRAISAL

The appraisal of the goals of a health policy related project is difficult to assess during the duration of the
time-span of the project. First, the actual appraisal should be assessed after the completion of the project.
Second it is not clear to what extend the achivements made are related to the project itself, to previous work
or to collateral factors. The activities and the contacts made by the consortium are listed in the
Dissemination report (McDaid et al, 2011). Indicators of impact have not been developed to assess instru-
ments in the public health area. Awarenes has been assessed by level of direct contacts and participation
in eDESDE-LTC related activities of policy makers and planners. Table 11 provides an appraisal of the impact
analysis by the coordination partner PSICOST.

Table 11. Appraisal of the impact analysis of eDESDE-LTC (*)

IMI;Q%';? A".:.gk?ls International National Regional Local
Policy

Awareness 1 1 1 3
Practical

Services & 4 4 4 4
Governance

Information

Systems

Awareness 3 2 2 4
Practical 5 2 2

Services & 5 5 5 5
Governance

Stakeholders

Awareness 1 1 1

Practical 2 2 2 4
Services & 4 3 3

Governance

(*) Likert scale 1: high to 5: Absent
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.-

Care policy (awareness, practice, services and governance)

Europe (International): The level of awareness indicated by direct contacts and participation in eDESDE-
LTC activities by policy makers and planners has been mainly described at the dissemination report
(McDaid et al, 2011). Decision makers and planners from the key international organisations have been
contacted and have participated in eDESDE-LTC related international conference as well in eDESDE-LTC
meetings. These officers at WHO-Geneva (B. Ustun, N. Kostancek, P Hernandez), WHO-Europe (C
Wahlbeck), OECD (V Moran, F Colombo), European Observatory (D. McDaid). The participation of several
members of the consortium (members and collaborating members) in key international institutions has
played a major role in rising awareness on the eDESDE-LTC system at international care policy level. A
major practical output of this awareness strategy has been the incorporation of the eDESDE reference to
the pre-edited version of the new System of Health Accounts (v2.0) edited by OECD, WHO and EUROS-
TAT (OECD et al, 2011; p77). The interest shown by key umbrella organisations such as EASPD or MHE in
the system is also a key practical output of this project.

The incorporation of eDESDE-LTC instrument in the 7th framework project REFINEMENT (2011-2013) may
have large implications for the sustainability of the system. Its improvement, for its dissemination and
eventually for its use in services as well as for governance.

The eDESDE-LTC has also been used to describe and code mental health service provision and utilisation
in Chile, following prior use of ESMS (Salvador-Carulla et al, 2008).

National: Although contacts with national social and health planners have been made by all partners,
main activities were recorded in Spain, Bulgaria and Slovenia (see dissemination: McDaid et al, 2011).
Whilst the awareness raised in Bulgaria and Slovenia did not developed into practical implementation,
the results in Spain have been outstanding, particularly in the mental health and the disability sectors.
The previous instrument (DESDE) was used for coding the services at the Spanish Listing of Disability
Services made by he General Directorate of persons with Disabilites at the Spanish Ministry of Health,
Social policy and Equity. In 2010 eDESDE-LTC was adopted as the reference system for mapping and cod-
ing mental health services by the National Strategy on Mental Health (Spanish Ministry of Health, Social
policy and Equity) and it has been used for coding MH services in 8 Autonomous Communities or regions
in Spain (to be completed in 2011).

Regional: Again main awareness and practical impact has been reached in Spain and in the mental health
sector. The eDESDE-LTC instrument and its coding system has been used to describe the Mental Health
system in the three regional agencies which participated as collaborating partners in the eDESDE-LTC proj-
ect: Cantabria (Vazquez-Barquero et al, 2010), Catalonia and Madrid (to be released next June 2011).
Navarra has requested further information fro implementation of this system in 2011.

Local: There has been an increase of awareness at local level in the municipality of Madrid which par-
ticipated in the pilot study. A similar impact is expected in Sofia when the final results of the pilot study
are published. Two other Spanish municipalities have participated in this project; one as collaborating
partner (Jerez, Spain) and other one hosted a project meeting (Reus, Spain). However the impact in this
two territories have been scarce.

b.- Information systems: contacts with international information systems have been listed at the dissemi-
nation report. No impact was expected due to the need of long periods of time to introduce any reform in
these systems. However DESDE is already implemented at the national registry of services for disabilities in
Spain, and eDESDE has been considered in the Spanish registry of mental health services.

c.- Key stakeholders: contacts and awareness of stakeholders have been reported at the dissemination
report. It is expected that the awareness of experts and stakeholders will raise after publication of the
eDESDE-LTC reports, scheduled presentations at congresses during 2011 and scientific and public policy pub-
lications.
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3.4. LIMITATIONS

The main problem encountered was the adjustment of the project due to the delay in the full incorporation
of two partners to the project activities and the delay in the approval of the project amendment. On the
other hand, Workpackage 7 could not be assessed due to the coincidence of its completion with the end of
the project so it was not included in the final evaluation assessment.

The process and quality indicators have been summarised in evaluation of translation, website, and the
instrument itself were conducted and also the training was evaluated, both for trainers and trainees. The
most promising task of UNIVIE was the feasibility assessment of the DESDE-LTC coding tool. The most impor-
tant product of this project, the eDESDE-LTC instrument was evaluated as very useful and promising, even if
further modification needs to be done. Further products, like the website and the training material were rated
as very important for the project, the dissemination and the application of the instrument itself. Impact and
EQM analysis produced good results. The project and its partnership fulfilled the promised tasks of the proj-
ect in a high quality standard.

Other relevant issue is the applicability of eDESDE-LTC to specific population target groups where the broad
perspective provided by DESDE-LTC may hamper the assessment procedure. A case raised by some members
of the experts group was the appilcability of DESDE-LTC to mental health, particularly as this instrument was
developed from the European Service Mapping Schedule (ESMS) to sort out this problem it was agreed that
adapted versions of this instrument would be developed for specific target groups, in the case of mental
health this version will be called ESMS-R (European Service Mapping Schedule Research version) to adjust it
to the historical development of this clasification system in the mental health sector.
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4.1. eDESDE- LTC DISSEMINATION
AND COMMUNICATION STRATEGY

The dissemination strategy identified a number of communication channels used to disseminate materials
related to the e-DESDE-LTC study. Overall, the dissemination activities were highly dynamic including a range
of outputs and different communication techniques intended to reach the many different stakeholders.
Target audiences included professionals in the area of long-term care, academics, policy makers, and servic-
es users. The dissemination strategy involved a combination of activities undertaken at the project-level,
together with activities carried out at individual country-level.

In developing the dissemination strategy main objectives were defined following the dissemination experi-
ences and activities within other European projects, including the Mental Health Economic European Network
(MHEEN) and the Content materials to Raise Employability and Reinforce Skills of carers (CARERS). Our key
guiding principles for dissemination and knowledge transfer are outlined in Box 1. To ensure longer-term sus-
tainability, the eDESDE-LTC dissemination strategy had built on a previous successful experience of the group
with the European Service Mapping Schedule (ESMS), which has previously been adapted for application to
the assessment of services for people with disabilities in Spain (DESDE).

Box 1. Key objectives for dissemination and knowledge transfer

Raising awareness and interest in different stakeholders

Building links with stakeholders, other projects/activities

Providing opportunities for stakeholders to communicate with the e-DESDE team
Communicating results in accessible way

Increasing likelihood of long term sustainability of ides in project

Having some academic impact

Effective dissemination is not a simple linear process whereby the findings are presented to policy makers
and other stakeholders, who then in turn change policy and practice. Instead knowledge transfer is a much
more complex and messy process involving many iterative communications between the research and policy
and practice communities. The evidence has shown that to be effective any dissemination strategy must be
multi-faceted, focusing not only on the publication of academic outputs but also producing outputs such as
printed products, web based products, seminars and opportunities to interact with policy makers on a face-
to-face basis.
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DESDE-LTC ‘Classification and Coding System’ is an adaptation of the coding system of the ESMS
(European Service Mapping Schedule’) (Johnson et al, 2000) (it also incorporates modifications
included in ESMS-II), and the coding system of the ‘Description and Evaluation of Services for
Disabilities in Europe’ (DESDE) (Salvador-Carulla et al, 2006) and related instruments (DESDAE and
DESDE).

Johnson S, Kuhlmann R, EPCAT Group. European Psychiatric Assessment Team.

The European Service Mapping Schedule (ESMS): development of an instrument for the description and clas-
sification of mental health services.

Acta Psychiatr Scand Suppl. 2000;405:14-23.

Salvador-Carulla L, Poole M, Gonzalez-Caballero JL, Romero C, Salinas JA, Lagares-Franco CM for RIRAG/PSI-
COST Group and DESDE Expert Panel.

Usefulness of an instrument for the standard description and comparison of services for disabilities based on
a mental healthcare assessment model (DESDE).

Acta Psychiatr Scand 2006; 111(Suppl. 432): 19-28

For any further information on ESMS please contact Sonia Johnson (s.johnson@ucl.ac.uk)
For any further information on DESDE please contact Cristina Romero

(cristina.romero@uca.es), Asociacion Cientifica Psicost asociacionpsicost@telefonica.net.,
www.bridgingknowledge.net or http://www.edesdeproject.eu/
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1. INTRODUCTION

The ‘Description and Evaluation of Services and Directories in Europe for Long Term Care” (DESDE-LTC) is a
system focused on:

- Providing a standard description of the main characteristics that identify the services and care provided.
Each description is identified with a brief descriptor based on DESDE-LTC instrument.

- The descriptors are organized into a classification scheme of hierarchy types. The hierarchy is determined
by the common and specific characteristics of each component of the scheme (services).

- Each descriptor is associated with an alphanumeric code or identifier (DESDE-LTC Classification). The
identifier provides accurate identification of the descriptor and facilitates grouping the information for a
later statistical processing of data.

- The system is reusable to formalize an ontology. It has the explicit and accepted knowledge of the ser-
vices for long-term care (descriptors, description and hierarchy).

The classification scheme corresponds with a DESDE-LTC coding that provides an internal code also associat-
ed to the descriptors (DESDE-LTC Coding List). This information is complemented with a Glossary of Terms
that compiles an alphabetical list of definitions of key concepts that appear on DESDE-LTC Instrument.

2. DESDE-LTC CLASSIFICATION

DESDE-LTC Classification provides three elements of information from every code:

ID (identifier) — DESDE-LTC descriptor — [DESDE-LTC label]

Decimal
DESDE-LTC DESCRIPTOR Label
_ INFORMATION AND ASSESSMENT OF NEEDS FOR CARE

10100000000 2 Information And Assessment: Guidance and assessment I1
10101000000 3 Information And Assessment: Guidance and assessment, Health related 111
10102000000 3 Information And Assessment: Guidance and assessment, Education & training related I1.2
10103000000 3 Information And Assessment: Guidance and assessment, Social and culture related 11.3
10104000000 3 Information And Assessment: Guidance and assessment, Work related 11.4
10105000000 3 Information And Assessment: Guidance and assessment,, Other (non work) related I1.5
10200000000 2 Information And Assessment: Information 12
10201000000 3 Information And Assessment: Information, Interactive 121
10201010000 4 Information And Assessment: Information, Face to face 12.11
10201020000 4 Information And Assessment: Information, Other Interactive 12.1.2
10202000000 3 Information And Assessment: Information, Non interactive 12.2
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Decimal

Identifier DESDE-LTC DESCRIPTOR

_ ACCESSIBILITY TO CARE

A0100000000 2 Accessibility to Care: Communication Al
A0200000000 2 Accessibility to Care: Physical mobility A2
A0300000000 2 Accessibility to Care: Personal accompaniment A3
A0400000000 2 Accessibility to Care: Case coordination A4
A0500000000 2 Accessibility to Care: Other accessibility care A5

Decimal DESDE-LTC DESCRIPTOR

Identifier

_ SELF-HELP AND VOLUNTEER CARE

S$0100000000 2 Self-help and volunteer care: Non professional staff S1

$0101000000 3 Self-help and volunteer care: Non professional staff information on care S1.1
$0102000000 3 Self-help and volunteer care: Non professional staff accessibility to care $1.2
S0103000000 3 Self-help and volunteer care: Non professional staff outpatient care S1.3
S0104000000 3 Self-help and volunteer care: Non professional staff day care S1.4
$0105000000 3 Self-help and volunteer care: Non professional staff residential care S1.5
$0200000000 2 Self-help and volunteer care: Professional staff S2

$0201000000 3 Self-help and volunteer care: Professional staff information on care S2.1
$0202000000 3 Self-help and volunteer care: Professional staff accessibility to care S2.2
$0203000000 3 Self-help and volunteer care: Professional staff outpatient care S2.3
S0204000000 3 Self-help and volunteer care: Professional staff day care S2.4
$0205000000 3 Self-help and volunteer care: Professional staff residential care S2.5

Decimal DESDE-LTC DESCRIPTOR

Identifier

_ OUTPATIENT CARE

00100000000 2 Qutpatient care: acute

0010100000 3 Outpatient care: acute, Home & mobile

00101010000 4 Qutpatient care: acute, Home & mobile, 24 hours 01
00101010100 5  Qutpatient care: acute, Home & mobile, 24 hours, Health related care 011
00101010200 5  Qutpatient care: acute, Home & mobile, 24 hours, Other care 0.1.2
00101020000 4 Qutpatient care: acute, Home & Mobile, Limited-hours 02
00101020100 5 QOutpatient care: Acute, Home & Mobile, Limited Hours, Health related care 02.1
00101020200 5 Qutpatient care: Acute, Home & Mobile, Limited Hours, Other care 02.2
00200000000 2 Outpatient care: non acute

00201000000 3 Qutpatient care: non acute, Home & mobile

00201010000 4 Qutpatient care: non acute, Home & mobile, High intensity 05
00201010100 5 Qutpatient care: non acute, Home & mobile, High intensity, Health related care 05.1
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00201010101 6  Outpatient care: non acute, Home & mobile, High intensity, Health related care, 3 to 6 days 05.1.1
a week care

00201010102 6 Outpatient care: non acute, Home & mobile, High intensity, Health related care, 7 days a 05.1.2
week a minimum of 3 hours/day care

00201010103 6  Outpatient care: non acute, Home & mobile, High intensity, Health related care, 7 days a 05.1.3

week including overnight care

00201010200 5  Outpatient care: non acute, Home & mobile, High intensity, Other care 05.2

00201010201 6  Outpatient care: non acute, Home & mobile, High intensity, Other care, 3 to 6 days a week 05.2.1
care

00201010202 6  Outpatient care: non acute, Home & mobile, High intensity, Other care, 7 days a week a 05.2.2

minimum of 3 hours/day care
00201010203 6  Outpatient care: non acute, Home & mobile, High intensity, Other care, 7 days a week inclu- ~ 05.2.3

ding overnight care

0020102000 4 Qutpatient care: non acute, Home & mobile, Med.inten. 06
00201020100 5  Qutpatient care: non acute, Home & mobile, Medium intensity, Health related care 06.1
00201020200 5  QOutpatient care: non acute, Home & mobile, Medium intensity, Other care 06.2
00201030000 4 Qutpatient care: no acute, Home & mobile, Low intens. 07
00201030100 5  Qutpatient care: Non acute, Home & mobile, Low intensity, Health related care 07.1
00201030200 5  Outpatient care: Non acute, Home & mobile, Low intensity, Other care 07.2
00202000000 3 Qutpatient care: Non acute, Non- mobile

00202010000 4 Qutpatient care: Non acute, N-mobile, High intensity 08
00202010100 5  Outpatient care: Non acute, Non- mobile, High intensity, Health related care 08.1
00202010200 5  QOutpatient care: Non acute, Non- mobile, High intensity, Other care 08.2
00202020000 4 Qutpatient care: Non acute, N-mobile, Medium intensity 09
00202020100 5  Outpatient care: Non acute, Non- mobile, Medium intensity, Health related care 09.1
00202020200 5  Outpatient care: Non acute, Non- mobile, Medium intensity, Other care 09.2
00202030000 4 Qutpatient care: Non acute, No- mobile, Low intensity 010
00202030100 5  Outpatient care: Non acute, Non- mobile, Low intensity, Health related care 010.1
00202030200 5  Qutpatient care: Non acute, Non- mobile, Low intensity, Other care 010.2

—
m
<
m

Decimal
Identifier | DESDE-LTC DESCRIPTOR .

D0100000000
D0101000000
D0101010000
D0101020000
D0102000000
D0102010000
D0102020000
D0200000000
D0201000000

Day Care: Acute

Day Care: Acute, Episodic acute DO

Day Care: Acute, Episodic acute, High intensity D0.1

Day Care: Acute, Episodic acute, Other intensity D0.2

Day Care: Acute, Continuous care D1

Day Care: Acute, Continuous care, High intensity D1.1

Day Care: Acute, Continuous care, Other intensity D1.2

Day Care: Non Acute.

UJI\)-’-\-JNI—\I\)-JSU-)I\).

Day Care: Non Acute, Work related
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D0201010000 4 Day Care: Non Acute, Work related, High intensity D2
D0201010100 5 Day Care: Non Acute, Work related, High intensity, Ordinary employment D2.1
D0201010200 5 Day Care: Non Acute, Work related, High intensity, Other work D2.2
D0201020000 4 Day Care: Non Acute, Work related, Low intensity D6
D0201020100 5 Day Care: Non Acute, Work related, Low intensity, Ordinary employment D6.1
D0201020200 5 Day Care: Non Acute, Work related, Low intensity, Other work D6.2
D0202000000 3 Day Care: Non Acute, Work related

D0202010000 4 Day Care: Non Acute, Work related, High intensity D3
D0202010100 5 Day Care: Non Acute, Work related, High intensity, Time limited D3.1
D0202010200 5 Day Care: Non Acute, Work related, High intensity,Time indefinite D3.2
D0202020000 4 Day Care: Non Acute, Work related care, Low intensity. D7
D0202020100 5 Day Care: Non Acute, Work related care, Low intensity, Time limited D7.1
D0202020200 5 Day Care: Non Acute, Work related care, Low intensity, Time indefinite D7.2
D0203000000 2 Day Care: Non Acute, Non-work structured

D0203010000 4 Day Care: Non Acute, Non-work structured. High intensit. D4
D0203010100 5 Day Care: Non Acute, Non-work structured, High intensity, Health related . D4.1
D0203010200 5 Day Care: Non Acute, Non-work structured, High intensity, Education related D4.2
D0203010300 5 Day Care: Non Acute, Non-work structured, High intensity, Social and culture related. D4.3
D0203010400 5 Day Care: Non Acute, Non-work structured, High intensity, Other structured D4.4
D0203020000 4 Day Care: Non Acute, Non-work structured, Low intensity. D8
D0203020100 5 Day Care: Non Acute, Non-work structured, Low intensity, Health related D8.1
D0203020200 5 Day Care: Non Acute, Non-work structured, Low intensity, Education related D8.2
D0203020300 5 Day Care: Non Acute, Non-work structured, Low intensity, Social and culture related D8.3
D0203020400 5 Day Care: Non Acute, Non-work structured, Low intensity, Other structured day care D8.4
D0204000000 3 Day Care: Non Acute, Non structured day care

D0204010000 4 Day Care: Non Acute, Non structured day care, High intensity D5
D0204020000 4 Day Care: Non Acute, Non structured day care, Low intensity D9

Decimal
Ident1f1er

RESIDENTIAL CARE

DESDE-LTC DESCRIPTOR
Label

R0100000000 2 Residencial Care: Acute

R0101000000 3 Residencial Care: Acute, 24 hours physician cover

R0101010000 4 Residencial Care: Acute, 24 hours physician cover, Non-hospital RO
R0101020000 4 Residencial Care: Acute, 24 hours physician cover, Hospital

R0101020100 5 Residencial Care: Acute, 24 hours physician cover, Hospital, High intensity R1
R0101020200 5 Residencial Care: Acute, 24 hours physician cover, Hospital, Medium intensity R2
R0102000000 3 Residencial Care: Acute, Non-24hours physician cover R3
R0102010000 4 Residencial Care: Acute, Non-24hours physician cover, Hospital. R3.0
R0102020000 4 Residencial Care: Acute, Non-24hours physician cover, Non-hospital. R3.1
R0102020100 5 Residencial Care: Acute, Non-24hours physician cover, Non-hospital, Health related care. R3.1.1
R0102020200 5 Residencial Care: Acute, Non-24hours physician cover, Non-hospital, Other care R3.1.2
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R0200000000 2 Residencial Care: Non Acute

R0201000000 3 Residencial Care: Non Acute, 24 hours physician cover.

R0201010000 4 Residencial Care: Non Acute, 24 hours physician cover, Hospital.

R0201010100 5  Residencial Care: Non Acute, 24 hours physician cover, Hospital, Time-limited R4

R0201010200 5  Residencial Care: Non Acute, 24 hours physician cover, Hospital, Indefinite stay R6

R0201020000 4 Residencial Care: Non Acute, 24 hours physician cover, Non Hospital

R0201020100 5  Residencial Care: Non Acute, 24 hours physician cover, Non Hospital, Time limited R5

R0202020200 5 Residencial Care: Non Acute, 24 hours physician cover, Non Hospital, Indefinite stay R7

R0202000000 4 Residencial Care: Non Acute, Non-24hours physician cover.

R0202010000 4 Residencial Care: Non Acute, Non-24hours physician cover, Time limited

R0202010100 5  Residencial Care: Non Acute, Non-24hours physician cover, Time limited, 24-hours support R8

R0202010101 6  Residencial Care: Non Acute, Non-24hours physician cover, Time limited, 24-hours support, R8.1
Less than 4 weeks

R0202010102 6 Residencial Care: Non Acute, Non-24hours physician cover, Time limited, 24-hours support. R8.2
Over 4 weeks

R0202010200 5  Residencial Care: Non Acute, Non-24hours physician cover, Time limited, Daily support R9

R0202010201 6 Residencial Care: Non Acute, Non-24hours physician cover, Time limited, Daily support, Less R9.1
than 4 weeks

R0202010202 6  Residencial Care: Non Acute, Non-24hours physician cover, Time limited, Daily support, Over R9.2
4 weeks

R0202010300 5  Residencial Care: Non Acute, Non-24hours physician cover, Time limited, Lower support R10

R0202010301 6  Residencial Care: Non Acute, Non-24hours physician cover, Time limited, Lower support, Less R10.1
than 4 weeks

R0202010302 6  Residencial Care: Non Acute, Non-24hours physician cover, Time limited, Lower support, Over ~ R10.2
4 weeks

R0202020000 4 Residencial Care: Non Acute, Non-24hours physician cover, Indefinite stay

R0202020100 5  Residencial Care: Non Acute, Non-24hours physician cover, Indefinite stay, 24-hours support R11

R0202020200 5  Residencial Care: Non Acute, Non-24hours physician cover, Indefinite stay, Daily support R12

R0202020300 5  Residencial Care: Non Acute, Non-24hours physician cover, Indefinite stay, Lower support R13

R0202020400 2 Residencial Care: Other non-acute R14
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3. DESDE-LTC CODING LIST

DESDE-LTC Coding List provides a list of descriptors associated to DESDE-LTC codes or labels. Every label cor-
responds with a decimal identifier in the classification system. It allows a quick search by DESDE-LTC codes.

INFORMATION SERVICES FOR CARE CODING BRANCH

Facilities whose main aim is to provide information and assessment to users with long term care needs. This
care does not entail a subsequent monitoring/follow-up of the user.

I1: Guidance and Assessment. Facilities that offer professional assessment and guidance.

I1.1: Guidance and Assessment, Health related.

I1.2: Guidance and Assessment, Educational related.

I1.3: Guidance and Assessment, Social and culture related.

I1.4: Guidance and Assessment, Other (non work) related.

I1.5: Guidance and Assessment, Work related.

I2: Information. Facilities intended exclusively to provide information to users with long term care needs.

I2.1: Information, Interactive. Information facilities where information exchange requires an interaction
between the user (person with long term care need) and the professional.

12.1.1: Information, Interactive, Face to face. Information facilities intended to inform users with long
term care needs in a face to face interaction.

12.1.2: Information, Interactive, Other interactive. Information facilities intended to inform users with
long term care needs through information technologies.

I2.2: Information, Non interactive. Information facilities aimed at informing users with long term care needs
where there is no interaction with the user and/or where information is not updated on a monthly base.

A. ACCESSIBILITY TO CARE CODING BRANCH (A)

Facilities which main aim (Main Type of Care- MTC) is to provide accessibility aids for users with long term
care needs.

A1: Communication. Facilities which main aim is to facilitate the access to information.

A2: Physical Mobility. Facilities which main aim is to facilitate the physical mobility of users with long term
care needs.

A3: Personal accompaniment. Facilities which main aim is to facilitate the paid personal accompaniment
by non-care professionals of users with long term care needs.

A4: Case coordination. Facilities which main aim is to facilitate the care coordination and the related acces-
sibility to different types of services, professionals and tests by users with long term care needs.

A5: Other accessibility care. Intended to facilitate the access to care which do not include any type of
direct care provision.

SELF-HELP AND VOLUNTARY CARE CODING BRANCH (S)

The aim of these facilities is to provide users with long term care needs with support, self-help or contact,
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with un-paid staff that offers accessibility, information, day, outpatient and residential care (as described in
other branches).

S1: Non-professional staff. Self-help and voluntary facilities where professionals providing assessment,
interventions or support to users with long term care needs are below 60% of the total personnel. The 100%
of the staff is unpaid.

S1.1: Non-professional staff, Information on Care. Self-help and voluntary facilities where professionals
providing information on care to users with long term care needs are below 60% of the total personnel. The
100% of the staff is unpaid.

$1.2: Non-professional staff, Accessibility to Care. As in S1.1 except that these facilities provide accessi-
bility to care.

S1.3: Non-professional staff, Outpatient Care. As in S.1.1 except that these facilities (i) involve contact
between the staff and users with long term care needs and its associated clinical and social difficulties and
(i1) is not provided as a part of delivery of residential or day and structured activity services, as defined above.

S1.4: Non-professional staff, Day Care. As in S.1.1 except that these facilities (i) are normally available to
several users at a time (rather than delivering services to individuals one at a time); (ii) provide some com-
bination of treatment for problems related to persons with Long-Term care needs: structured activity, social
contact and/or support; (iii) have regular opening hours during which it is normally available: and (iv)
expect patients to stay at the facilities beyond the periods during which they have face-to-face contact with
staff (i.e. the service is not simply based on patients coming for appointments with staff and then leaving
immediately after their appointments).

S$1.5: Non-professional staff, Residential Care. As in S.1.1 except that these facilities provide beds
overnight for users for a purpose related to the clinical and social management of their long term care needs
- users are not intended to sleep there solely because they have no home or are unable to reach home.

S2: Professional staff. Self-help and voluntary facilities designed for users with long term care needs that
regularly at least 60% of staff are trained or specifically qualified for providing assessment, intervention and
support to users with long term care needs. The 100% of the staff is un-paid.

$2.1: Professional staff, Information on Care. As in S1.1 except that at least 60% of staff is trained or
specifically qualified.

$2.2: Professional staff, Accessibility to Care. As in S1.2 except that at least 60% of staff is trained or
specifically qualified.

$2.3: Professional staff, Outpatient Care. As in S1.3 except that at least 60% of staff is trained or specif-
ically qualified.

S2.4: Professional staff, Day Care. As in S1.4 except that at least 60% of staff is trained or specifically
qualified.

S2.5: Professional staff, Residential Care. As in S1.5 except that at least 60% of staff is trained or specif-
ically qualified.

OUTPATIENT CARE CODING BRANCH

These are facilities which (i) involve contact between staff and users for some purpose related to manage-
ment of their condition and its associated clinical and social difficulties and (ii) are not provided as a part
of delivery of residential or day services, as defined above.

01: Acute, Home & Mobile, 24-h: Emergency facilities (i) provide assessment and initial treatment in

response to a crisis, deterioration in physical or mental state, behaviour or social functioning which is relat-
ed to the condition; and (ii) can usually provide a same day response during working hours. In Home &
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mobile services, contact with patients occurs in a range of settings including patients” homes, as judged most
appropriate by professionals and patients. For a service to be classified as ‘home & mobile’, at least 50% of
contacts should take place away from the premises at which the service is based. If mobile care is provided
at least for 20% of contacts a secondary mobile code should be added to the MTC Non-mobile code. In other
cases of mobile outpatient care an additional qualifier “d” could be provided to describe its mobile activity.
For some services, the main site of provision may vary from day to day (e.g. services in rural areas which
move from village to village) - this does not mean they should be classified as ‘home & mobile” unless staff
go and do work at locations away from that day’s main site. 24-hours are services which are available 24
hours a day, 7 days per week.

01.1: Acute, Home & Mobile, 24-h, Health related care. As in 0.1 except that main goal of these facili-
ties is the specific clinical care, during the period described by the code, and where some of the staff is qual-
ified health care professionals (Medicine, Nursing, Physiotherapy, Rehabilitation Medicine and Psychology).

01.2: Acute, Home & Mobile, 24-h, Other care. As in 01 except that these facilities do not meet the cri-
teria for health related care services.

02: Acute, Home & Mobile, Limited hours: As in 01 except that these services are not always available
(opening hours less than 24 hours, 7 days per week).

02.1: Acute, Home & Mobile, Limited hours, Health related care. As in 01.1 except that these services
are not always available (opening hours less than 24 hours, 7 days per week).

02.2: Acute, Home & Mobile, Limited hours, Other care. As in 01.2 except that these services are not
always available (opening hours less than 24 hours, 7 days per week).

03: Acute, Non-mobile, 24-h: As in 0.1 except that these services do not meet the criteria for ‘Home & mobile’.

03.1: Acute, Non-mobile, 24-h, Health related care. As in 01.1 except that these services do not meet the
criteria for ‘Home & mobile’.

03.2: Acute, Non-mobile, 24-h, Other care. As in 01.2 except that these services do not meet the criteria
for ‘Home & mobile’

04: Acute, Non-mobile, Limited-hours: As in 02 except that these services do not meet the criteria for
‘Home & mobile’

04.1: Acute, Non-mobile, Limited-hours, Health related care. As in 02.1 except that these services do not
meet the criteria for ‘Home & mobile’.

04.2: Acute, Non-mobile, Limited-hours, Other care. As in 02.2 except that these services do not meet
the criteria for ‘Home & mobile’.

05: Non acute, Home & Mobile, High intensity. These facilities provide service users with continuing care
including regular contact with a health professional, which may be long term if required. For a service to be
classified as ‘home & mobile’, at least 50% of contacts should take place away from the premises at which
the service is based. If mobile care is provided at least for 20% of contacts a secondary mobile code should
be added to the MTC Non-mobile code. For some services, the main site of provision may vary from day to
day (e.g. services in rural areas which move from village to village) - this does not mean they should be
classified as ‘home & mobile” unless staff go and do work at locations away from that day’s main site. These
are facilities which have the capacity to make face to face contact with users at least three times per week
when clinically indicated.

05.1: Non acute, Home & Mobile, High intensity, Health related care. As in 05 except that main goal of
these facilities is the specific clinical care, during the period described by the code, and where some of the staff

is a qualified health care professional (Medicine, Nursing, Physiotherapy, Rehabilitation Medicine, Psychology).

05.1.1: Non acute, Home & Mobile, High intensity, Health related care, 3/6 days/week. As in 05.1
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except that these facilities offer their users a specific clinical care with a frequency lower than 7 days/week
3 hours/day.

05.1.2: Non acute, Home & Mobile, High intensity, Health related care, 7 days/week. As in 05.1 except
that these facilities offer their users a specific clinical care with a frequency at least 7 days/week 3
hours/day.

05.1.3: Non acute, Home & Mobile, High intensity, Health related care, 7d/w including overnight. As
in 05.1 except that these facilities offer their users a specific clinical care with a frequency of 7 days/week
including overnight.

05.2: Non acute, Home & Mobile, High intensity, Other care. As in 05.1 except that these facilities do
not meet the criteria for health related care services.

05.2.1: Non acute, Home & Mobile, High intensity, Other care, 3/6 days/week. As in 05.1.1 except that
these facilities do not meet the criteria for health related care services.

05.2.2: Non acute, Home & Mobile, High intensity, Other care, 7 days/week. As in 05.1.2 except that
these facilities do not meet the criteria for health related care services.

05.2.3: Non acute, Home & Mobile, High intensity, Other care, 7d/w including overnight. As in 05.1.3
except that these facilities do not meet the criteria for health related care services.

06: Non acute, Home & Mobile, Medium intensity. As in 05 except that these services do not have the
capacity to supply three times weekly contact to patients, but which can provide contacts at least once a
fortnight when indicated.

06.1: Non acute, Home & Mobile, Medium intensity, Health related care. As in 06 except that main goal
of these facilities is the specific clinical care, during the period described by the code, and where some of the
staff is qualified on health care (Medicine, Nursing, Physiotherapy, Rehabilitation Medicine and Psychology).

06.2: Non acute, Home & Mobile, Medium intensity, Other care. As in 06 except that these facilities do
not meet the criteria for health related care services.

07: Non acute, Home & Mobile, Low intensity. As in 05 except that these services do not have the capac-
ity to see patients as often as once a fortnight.

07.1: Non acute, Home & Mobile, Low intensity, Health related care. As in 07 except that main goal of
these facilities is the specific clinical care, during the period described by the code, and where some of the

staff is qualified on health care (Medicine, Nursing, Physiotherapy, Rehabilitation Medicine and Psychology).

07.2: Non acute, Home & Mobile, Low intensity, Other care. As in 07 except that these facilities do not
meet the criteria for health related care services.

08: Non acute, Non-mobile, High intensity. As in 05 except that these services do not meet the criteria
for ‘Home & mobile’

08.1: Non acute, Non-mobile, High intensity, Health related care. As in 08 except that main goal of these
facilities is the specific clinical care, during the period described by the code, and where some of the staff

is qualified on health care (Medicine, Nursing, Physiotherapy, Rehabilitation Medicine and Psychology).

08.2: Non acute, Non-mobile, High intensity, Other care. As in 08 except that these facilities do not meet
the criteria for health related care services.

09: Non acute, Non-mobile, Medium intensity. As in 06 except that these services do not meet the crite-
ria for ‘Home & mobile’.

09.1: Non acute, Non-mobile, Medium intensity, Health related care. As in 09 except that main goal of
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these facilities is the specific clinical care, during the period described by the code, and where some of the
staff is qualified on health care (Medicine, Nursing, Physiotherapy, Rehabilitation Medicine and Psychology).

09.2: Non acute, Non-mobile, Medium intensity, Other care. As in 09 except that these facilities do not
meet the criteria for health related care services.

010: Non acute, Non-mobile, Low intensity. As in 07 except that these services do not meet the criteria
for ‘Home & mobile’

010.1: Non acute, Non-mobile, Low intensity, Health related care. As in 010 except that main goal of
these facilities is the specific clinical care, during the period described by the code, and where some of the
staff is qualified on health care (Medicine, Nursing, Physiotherapy, Rehabilitation Medicine and Psychology).

010.2: Non acute, Non-mobile, Low intensity, Other care. As in 010 except that these facilities do not
meet the criteria for health related care services.

DAY CARE CODING BRANCH (D):

These are facilities that (i) are normally available to several users at a time (rather than delivering services
to individuals one at a time); (ii) provide some combination of treatment for problems related to long-term
care needs: e.g. providing a structured activity, or social contact and/or support; (iii) have regular opening
hours during which they are normally available: and (iv) expect service users to stay at the facilities beyond
the periods during which they have face-to-face contact with staff (i.e. the service is not simply based on
individuals coming for appointments with staff and then leaving immediately after their appointments). The
care delivery is usually planned in advance.

DO0.1: Acute, Episodic, High intensity. Facilities that usually provide high intensity acute day care to
patients with a deterioration of their health state on a single or a limited number of episodes of care dur-
ing a defined period of time. The care episode last less than 24 hours and the user is admitted and discharged
during the same day. The care episode includes complex and coordinated care activities such as diagnosis
and assessment, interventions, and other type of health care which require highly trained professional staff
and which is not limited to a single face-to-face contact such as in planned outpatient care.

D0.2: Acute, Episodic, Other intensity. Facilities that usually provide episodic acute care but which do not
fulfil high intensity criteria.

D1.1: Acute, Continuous, High intensity. Acute facilities where (i) users are regularly admitted because of
a crisis or a deterioration in physical or mental state, behaviour or social functioning related to their health
condition; (ii) alleviating this crisis/deterioration is the main purpose of the facility; (iii) Care is provided
on a continuous base —non episodic, at least 5 days a week- during a limited period of time. These day facil-
ities are organised to provide an alternative to hospitalisation or to accelerate discharge from inpatient units
before the crisis is ended or the user is stable. Admission to the facility is usually available within 72 hours.
At least 20% of the users in the last twelve months are admitted within 72 hours.

D1.2: Acute, Continuous, Other intensity. As in D1.1 except that admission to the facility is usually avail-
able within less than 4 weeks for user discharged from an acute unit (R2 or R3). At least 80% of the users
in the last twelve months are admitted.

D2: Non acute, Work, High intensity. Day care facilities that do not meet criteria for acute care for crisis.
Work facilities provide users with the opportunity to work for pay. These are usually sheltered work services
or opportunities on the open labour market. High intensity facilities are available for patients to attend for
at least the equivalent of four half days per week. Not all the patients need attend as frequently as this for
the service to be classified as ‘high intensity’, but it should at least be possible for them to do so.

D2.1: Non acute, Work, High intensity, Ordinary employment. As in D2 except that these are facilities where
users with registered disabilities are paid at least the official minimum wage and the organisation follows stan-
dard work regulations in the open market. Where there is no minimum wage, DESDE-LTC suggest calculating an
expected level based on starting salaries for similar jobs advertised in the local press over the past month.
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D2.2: Non acute, Work, High intensity, Other work. As in D2 except that these are facilities where the
organisation follows specific work regulations for users with registered disabilities. Employees are paid at
least 50% of the usual local minimum wage for this form of work. Where there is no minimum wage, we sug-
gest calculating an expected level based on starting salaries for similar jobs advertised in the local press
over the past month. The work may be in a sheltered setting or in a setting where some workers are not users
with Long-Term Care needs.

D3: Non acute, Work related care, High intensity. As in D2 except that these are services where users carry
out an activity which closely resembles work for which payment would be expected in the open market, but
where users are not paid or are paid less than 50% of the usual local expected wage for this form of work.
Where there is no minimum wage, we suggest calculating an expected level based on starting salaries for
similar jobs advertised in the local press over the past month.

D3.1: Non acute, Work related care, High intensity, Time limited. As in D3 except that these are facili-
ties where users perform a work related activity that has a time limit.

D3.2: Non acute, Work related care, High intensity, Time indefinite. As in D3 except that these are facil-
ities where users carry out a work related activity that does not have a fixed time limit.

D4: Non acute, Non-work structured care, High intensity. As in D2 except that these services provide struc-
tured activities different from work and work-related care. Such activities may include skills training, cre-
ative activities such as art or music and group work. These activities should be available during at least 25%
of the service’s opening hours.

D4.1: Non acute, Non-work structured care, High intensity, Health related care. As in D.4 except that these
facilities meet the criteria for programmed availability day care whose main function is to provide clinical long
term care (physical, psychological and/or social). At least 20% of the staff is qualified health professionals.

D4.2: Non acute, Non-work structured care, High intensity, Education related care. As in D.4 except that
these facilities offer training registered and approved as part of the official national or regional education
and training system, with an official curriculum.

D4.3: Non acute, Non-work structured care, High intensity, Social and cultural related care. As in D.4
except that these facilities offer structured activities related to social and culture participation.

D4.4: Non acute, Non-work structured care, High intensity, Other non-work structured care. As in D.4
except that these facilities do not meet criteria for “health promotion, education or social and culture par-
ticipation activities” which offer some kind of structured activity.

D5: Non acute, Non-structured care, High intensity. As in D.2 except that, although these services fulfil
the criteria for non-acute day services, but where work or other structured activities are not available, or
available only during less than 25% of opening hours, so that the main functions of the service are the pro-
vision of social contact, practical help and/or support.

D6: Non acute, Work, Low intensity. As in D2 except that in these facilities patients usually attend for less
than the equivalent of four half days per week.

D6.1: Non acute, Work, Low intensity, Ordinary employment. As in D2.1 except that in these facilities
users usually attend for less than the equivalent of four half days per week.

D6.2: Non acute, Work, Low intensity, Other work. As in D2.2 except that in these facilities users usually
attend for less than the equivalent of four half days per week.

D7: Non acute, Work-related care, Low intensity. As in D3 except that these are facilities where patients
usually attend for less than the equivalent of four half days per week.

D7.1: Non acute, Work-related care, Low intensity, Time limited. As in D3.1 except that these are facili-
ties where patients usually attend for less than the equivalent of four half days per week.
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D7.2: Non acute, Work-related care, Low intensity, Time indefinite. As in D3.2 except that these are facil-
ities where patients usually attend for less than the equivalent of four half days per week.

D8: Non acute, Non-work structured care, Low intensity. As in D4 except that these are facilities where
patients usually attend for less than the equivalent of four half days per week.

D8.1: Non acute, Non-work structured care, Low intensity, Health related care. As in D4.1 except that
these are facilities where patients usually attend for less than the equivalent of four half days per week.

D8.2: Non acute, Non-work structured care, Low intensity, Education related care. As in D4.2 except that
these are facilities where patients usually attend for less than the equivalent of four half days per week.

D8.3: Non acute, Non-work structured care, Low intensity, Social and cultural related care. As in D4.3 except
that these are facilities where patients usually attend for less than the equivalent of four half days per week.

D8.4: Non acute, Non-work structured care, Low intensity, Other structured day care. As in D4.4 except
that these are facilities where patients usually attend for less than the equivalent of four half days per week.

D9: Non acute, Non-work structured care, Low intensity. As in D5 except that these are facilities where
patients usually attend for less than the equivalent of four half days per week.

RESIDENTIAL CARE CODING BRANCH (R)

Facilities that provide beds overnight for patients for a purpose related to the clinical and social manage-
ment of their long term care needs - patients are not intended to sleep there solely because they have no
home or are unable to reach home.

RO: Acute, 24 hours physician cover, non-hospital. On acute facilities (i) users are admitted because of a
crisis, a deterioration of their physical or mental state, behaviour or social functioning which is related to
their health condition,; (ii)admissions usually available within 24 hours; (iii) users usually retain their own
accommodation during the admission. “24 hours physician cover” are facilities where there is 24 hour cover
by a registered physician (including medical residents). Non-hospital facilities attend users outside the loca-
tion of a registered hospital.

R1: Acute, 24 hours physician cover, hospital, high intensity. As in RO except that services are located in
a registered hospital. Hospitals are meso-organisations with a legal recognition in most countries. Exceptions
are units that have fewer than 20 beds and/or no 24 hour physician resident cover (these should be classi-
fied as non-hospital facilities even if they have the legal status of hospitals). In those countries where there
is no legal basis for deciding what are hospital services and what are not and where doubt exists, services
should be classified as hospital services if they have 24 hour resident physician cover. A stakeholder group
and/or local or regional health officers should be consulted where there is doubt about which services should
be viewed as hospital services or not. In these facilities, users are admitted due to a deterioration of their
physical or mental status severe enough to require continuous surveillance during 24-hours a day, and/or to
require special isolation measures.

R2: Acute, 24 hours physician cover, hospital, medium intensity. As in R1 except that provide regular care
(medium intensity) of surv