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Introduction

The improvement of living conditions, although remjually distributed, is the main
reason underlying the current ageing phenomenordwite. Europe is particularly
affected by this global trend as it is the mostdagentinent of all the regions of the
world: on average 17% of the 501 million Europesnaged 65 or older. In the case of
the countries taking part in the RING project, ¢hés great variability: Italy, 20.1%,
Spain, 17.0%, Rumania, 14.9% and Turkey, 7.0% (&atp2010).

Ageing implies both an individual and a social dimsien, thus the changes in the
individual and those in the social structures argently in the policy and research
spotlight.

Moreover, ageing does not imply disability of degemcy, but it does bring along
frailty and the probability of suffering from whet called age-related diseases. One of
these diseases is dementia.

Dementia is an acquired syndrome of decline in migraad other cognitive and brain
functions sufficient to affect daily life. Alzheirmie disease (AD) is the most common
form of dementia. AD is a neurodegenerative dise¢hae causes impaired cognitive
functioning. Up to date, there is no known cure A@. The disease develops through
stages that may vary in length, and symptoms maylapy. Patients can suffer for up to
20 years from first symptoms until death. This nwalké a very socially complex
disease as it affects the patients’ families amtbsuding people for such a long period
of time.

The prevalence of dementia increases with ags. éstimated that prevalence doubles
every five years after the age of 65 and that geg)% of those aged 85+ have AD.
Currently, Alzheimer’s Disease International est@sa30 million people have dementia
in the world, most of them living in developing ecdties (66%). Moreover, 4.6 million
new cases are expected to happen annually to i€&chillion people with dementia in
the year 2050.

According to the European Community Concerted Actom the Epidemiology and
Prevention of Dementia Group (EURODEM study), peopith dementia in Europe are
estimated to be 5.5 million.

Another trend linked to ageing and increasing of tprevalence of dementia is
migration. Europe has transformed from a land ofigemtion to a destination of
immigration. In fact, around 31 million people imurGpe live in countries where they
were not born in (Eurostat, 2010). This situatian&s from country to country.

The more aged people there are, the more the presebf dementia increases and thus
the need of more extra care for very old people @eaple with dementia. Care giving
has become a market niche for many immigrant werkeEurope.

Many of these workers face a situation they wetenamed to deal with. Care giving is
both a rewarding and exhausting process. The RINgeq@ aims at identifying the
training needs of care givers and developing tnainools for fill the gaps they have.
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This report reviews the situation of care giverfor countries: Turkey, Romania, Italy
and Spain. It highlights the main statistics, tegal framework and the available
resources.

Secondly, a requirement analysis of care givergdeeon training is carried based on
the results of a survey conducted in the four coemtaforementioned. Both informal
and formal care givers answered a specifically giei questionnaire. Professional
trainers and health practitioners were surveyed, to
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1. SITUATION OF CAREGIVERS IN TURKEY

1.1 GENERAL FEATURES AND DEMOGRAPHIC DATA OF
TURKEY

Turkey is located at the meeting point of anciéingéé continents. This specific location
enables Turkey to be a part of different contenthsas Europe, Caucasus, Middle East,
the Balkans, and Mediterranean. All the interactitietween these different contexts
strongly effect Turkey’s political, economic andced structure. Republic of Turkey’s
economy stands upon industrial operations sinc€<.98lthough this transition from
agricultural based economy to industrial economy éféected Gross National Product
(GNP) in a positive way (R.T. Prime Ministry - SiaPlanning Organization, 2007),
Turkey still has a place behind the European Umtomntries (Turkey’'s General
Features). Turkey is divided into 81 individual yirewes which are ruled by central
government.

The latest census has been done in 2008 and thksrehow that consistent to the
world trends Turkey’'s population is growing oldéccording to the results of 2009
census Turkey has a total number of 71.517.109etif. The ratio between males and
females is similar (R.T. Prime Ministry- Turkey f$#ics Institution, 2008).

After the transition from agricultural economy talustrial economy there were a large
number of internal immigrations in Turkey. Accorgirto the governments data
approximately 2 million people has immigrated te timdustrially well developed
western cities in 2000. Consistent to these dat8 2@&ensus shows us that 75% of
Turkish citizens are located in city centers, abdb62s located in rural areas. These
results also show that approximately 18% of Turkgyopulation (12.697.164 people)
lives in Istanbul (R.T. Prime Ministry- Turkey S#dics Institution, 2008).

By the year of 2008 6.8% of Turkish populationl®ae 65 years old (approximately 5
million people). The ratio of other age groupsss28.3% for 0-14 and 66.9% for 15-64
ages (Fig 1).
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Figure 1. Population Pyramid, 2008

Data about the education level of Turkish citizen2008 shows that approximately 40
% of people aged above 65 are illiterate. Only Z%Ilderly people have a university

degree or above. Data about the marriage statymeable aged over 65 shows that
approximately 60% of elderly people are married 8686 of them have lost their

spouse (R.T. Prime Ministry- Turkey Statistics igion, 2008).

1.1.1 Demographic data of resting - nursing homesd day-care centers in
Turkey

Turkish legal system regulates all the activities elderly care under 4 different
regulations and these regulations define 4 diffetgpes of institutions for elderly
people. These institutions and their qualificatians defined as following:

1. Resting Home: Legal regulation defines “Resting home” as a sos@&ice
institution which is established with the aim obfacting, giving care, and meet
the psychological, social needs of the elderly peaged over 60 in a peaceful
environment (R.T. Prime Ministry, Social Services &rotection of Children
Department, 2001).
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2. Nursing Home: nursing homes provide services for elderly peopt® wieed
special care due to their disorders such as Alz&esndisease, dementia, stroke,
etc. which requires special care. Elderly peoplaataling these services should
have a report which indicates that it is proper dtterly person to live in an
institution. These care services can be given innatitution or a part of the
institution can be regulated appropriately to theaeng requirements (R.T.
Prime Ministry, Social Services and Protection bfl@en Department, 2008).

3. Day Care Center:This regulation notes that“a day care service” will be
provided to healthy elderly people who live witkeithfamily, relatives or alone
and who has dementia or Alzheimer’s disease inrdal@énprove life spheres,
gualify spare times, help to meet social, psychcklgand health needs, give
vocational consulting, support for the daily lifeeats which cannot be met by
their own opportunities, enrich their social redaships by regulating social
activity groups consistent to their interests, @algeir activities, improve the life
quality by providing support and share with theeotifiamily members (R.T.
Prime Ministry, Social Services and Protection bfl@en Department, 2008).”

4. Home Care Service:In the same regulation it is noted th&hdme care
services” will be provided to elderly people who have conglenental and
psychological health, do not need medical careconat have any disabilities,
under the conditions of insufficiencies of familmdaother support elements
(relatives, neighbors) caring services, in ordeenbance their life spheres and
support their daily life activities (R.T. Prime Mstry, Social Services and
Protection of Children Department, 2001).” Accoglirno this definition
dementia patients or elderly people with other lllgges can not receive any
kind of home care services by governmental institigt (R.T. Prime Ministry,
Social Services and Protection of Children Depantrriz008).

Resting and nursing homes in Turkey are manageeitner government or other
institutions. State’s resting and nursing homes warder the management of Prime
Ministry’s Social Services and Protection of ChéldrDepartment. There are 81 resting
— nursing homes with capacity of 8126 residenthisfstate department.

Other nursing-resting homes are belonging to diffetypes of institutions as private,
minorities, and associations- charitable institosioMost of the resting — nursing homes
belonging to minority groups are serving to the -Muslim members of the society.

Total number of these resting — nursing homes 4svitifh capacity of 8485 (R.T. Prime

Ministry, Social Services and Protection of Childi2epartment, 2010). In table 1 there
is a distribution of capacity depending on typénstitution.
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Table 1
Distribution of capacity depending on type of insti tution.

Institutions No. of Resting-nursing Capacity

homes

State institutions 81 8.126
Associations-charity 33 2.659
institutions
Minorities 7 991
Private institutions 114 4.826
Total 235 16.602

The centers under the name of “Elderly Service &@shtwork in four different cities
which are at the western part of the Turkey. Nuoatrdata about these centers are
shown in Table 2.

Table 2

Numerical data about elderly service centers

ELDERLY SERVICE MALE FEMALE NO. OF
CENTERS MEMBERS
ANKARA EMEK YHM 29 159 188
ANKARA MAMAK YHM 56 a4 100
CANAKKALE YHM 23 169 192
iZMIR NEBAHAT

DOLMAN YHM 64 324 388
ESKISEHIR YHM 12 - 12
TOTAL 184 696 880

1.2. GENERAL CONDITIONS OF ELDERLY IN TURKEY

During the history of Turkish nation elderly peoplas a respective position in society.
In the first centuries Turkish people believed mamanism in which elderly people are
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the leaders of the society due to their wisdom argerience through life. After
acceptance of Islam by Turks same attitude toweldksrly people remained (Turkey’s
General Features). However in the recent yearssindlization and urbanization
processes have affected Turkish society deeplychatiged general trends in family
life. Elderly people are affected by this changeessively; they started to lose their
position in family. As a result of this industrizdition process extended families are
replaced with immediate families. By the year 2@W57 % of Turkish families are
immediate families while the ratio for extended ilees is 13 % (R.T. Prime Ministry,
Turkey Statistics Institution, 2006).

In recent years general attitude towards instita#iacare is slowly changing yet the
society still discourages taking a parent to arititgon in their senility. Excluding
metropolitans (such as Istanbul, Ankara, Izmir ett)other city centers and rural area
society plays a crucial role in obstructing peofeapply to a resting home for their
parents. Most of the people think that this behaisounacceptable. The researches
made in 2006 shows that only 9.3% of Turkish citze¢hink that they would spend
their senility in a resting home. 55 % of Turkistizens think they will be taken care of
by their children when they become old, and 17,80¥sider having care at their homes
(R.T. Prime Ministry, Turkey Statistics InstitutioR006). Researches made between
elderly population of Turkey shows that importaatrtpof elderly people thinks that
their children are responsible for their care. 5@&fPelderly women and 27% of elderly
men consider their children as responsible forr tbaie.

Society’s attitude towards senility care determifiés spheres of elderly people in
Turkey. Most of the elderly people are living witieir children in the same house or
they live in a close district. Researches have shthat 70 % of elderly people live

either in the same house or in the same builditrgess or neighborhood with their

children (Turkey’s General Features). This kindifef style of an elderly is much more

beneficial for a senior than living in a restingi® Having a close relationship with the
other family members help elderly to protect oldciab status, provide social

stimulation, and have independency.

1.2.1.Turkey'’s political perspective on elderly (lgal rights of elderly)

Turkish legal system gives the responsibility a tksues about elderly peopleSocial
Services and Protection of Children Department (Sg®l Hizmetler ve Cocuk
Esirgeme Kurumu — SHCEK) which is subordinate to Republic of Turkey Prime
Ministry. General frame of the SHCEK’s obligatiotwsvards elderly people is defined
in the law as:

o To overcome social, moral, and physical deprivation

o To support prevention and analysis of social issues

10
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o To provide social services for enhancing and pramgotife standards in a
systematic and programmed way

The duties of this institution can be summarizedianntwo titles: 1- to provide

determination, protection, care, nurture, and réitation of children, disabled people
and elderly people who are deprived. 2- guidanceassociations and charity
organizations in their support programs, deterntiestandards for all Social Service
Institutions, investigate these institutions arapsctivities of the institutions if they are
insufficient in providing these standards. Thetfiide covers the activities which are
going to be held for elderly people by the stated @he second part covers the
management and investigation activities for nonegomental services.

First part of SHCEK’s legal obligations for elderheople is defined as following
activities in the law:

0 Arrangement, pursuing, coordination and investaratof the services about
determination, care and protection of the eldedpgle who are socially and
economically deprived.

o Establishment of resting homes and similarly qiedifinstitutions with regard
to the needs and areas.

o Planning, applying and performing of the activited®out dissemination of these
institutions.

o Provide arrangement and performing of the actizitibout protection of elderly
people in society (R.T. Prime Ministry, Social Sees and Protection of
Children Department, 2001).

The second part of SHCEK’s duty focuses on theicgiship with non-governmental
services for elderly people. The law gives SHCEK dities of
o Shaping activities of associations and charity oizgtions in social services
0 Leading these institutions for providing appropriand effective use of their
financial resources of social services
o Determining standards of establishment, financibds and performing activities
for social service institutions.
0 Investigating these social service institutions T(RPrime Ministry, Social
Services and Protection of Children Department8200

1.3. CAREGIVING IN TURKEY

1.3.1 General Features of care givers

11
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Different definitions made for “care giving” makeé$ard to compromise on a common,
shared concept of this profession in Turkey. As aiten of fact there is not a word
which is correspondent for the “care giver”, difet people choose different words for
the people who are working in this are. All thiseology confuses everybody’s mind
and makes it impossible to find a precise, appadenvork definition. This ambiguity

about the concept of care giving is the most ingrdgriobstruct which is preventing
formulation of a profession in this field.

General tendency of the society is to see thisgsgibn directly related to hospital care
regardless of age. In recent years, the need farlglcare either in institutions or at
homes enforced people to reconsider this definitibcare giving. Yet, people still have
neither a common definition nor common terminolagyhis area.

Care giving job was not accepted as a professiorchwhequires certain skills,
capabilities and education till recent years. Hosvarcreasing need and growing career
opportunities in this area have changed societgispective on care giving profession
in recent years, especially in the western paifiokey. Unfortunately Turkey does not
have sufficient formal and vocational training imst field; also most people do not
aware of the training opportunities.

Thus the need is tried to be met with care giveet tomes from other countries,
especially countries from former Soviet Union coig®t such as Moldavia, Ukraine,

etc. and Middle Asian Turkish countries such asrBagan, Uzbekistan, etc. It is

impossible to find a scientific data about the nemband qualification of these care
givers because most of them are working unregiiefbéese Asian or Balkan care
givers are chosen by the families because theylesstthan Turkish ones due to their
unregistered working process.

Another problem mentioned by the professions ia figld is the paucity of people who
are eager to work in this field. Compared to ingiinal care service, it is much harder
to find caregivers for home care. Turkish sociefy'sjudgments about working “inside
of the home of somebody” obstruct to find professim this field.

1.3.2 Training programs for care givers

Training programs for care givers are given eityeuniversities under the department
of Vocational School of Higher Education or by sonnaining courses ruling by
Ministry of National Education or municipalities.

Akdeniz University and Sakarya University have epartment namedElderly
Services Care”under the universities’ocational School of HigherEducation parts.
these universities are located in Antalya (southmart) and Sakarya (near Istanbul).
This department started vocational education in year 2005. Total 80 students

12
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graduate from these 2 universities per year. Taahtion of the education is 2 years
and there is compulsory internship in each progdf@kdeniz University, 2010;Sakarya
University, 2010).

General definition of their program is to train f@ssionals who are capable of handling
the elderly person with health and social aspe€tsaoe, integrating all the skills,
knowledge and values of care services, and beiadifigd of applying and developing
elderly care service.

Many different disciplines are effective on defigithe content of the lectures in this
department. There are medical lectures such ascBadi Gerontology, infectious
diseases, physical rehabilitation etc. Also theme social lectures such as Behavioral
sciences, sociology social services etc.

Training courses conducted by The Ministry of Na#ibEducation is given in each
region of Turkey. These training courses are ngaoized on a calendar; organization
of them is based on demands of the citizens. Ipé&@ple apply for this course, the
ministry finds out a qualified trainer and orgarsize course in the city. Training

program is consisted of 11 chapters and involves H@urs of training. This training

program’s general aims are

o ldentifying general features of elderly people

o Skills for daily care of elderly

o Having skills for physiotherapy and occupation&rtpy

0 Being capable of supporting the elderly in bed wraf bed

0 Being informed about monitoring medication and adny of the elderly

o Being informed about first aid (R.T. National Edtica Ministry, 2010).
One of the departments of Istanbul Metropolitan Mipality ISMEK (Istanbul
Occupational Training Courses) also organizes iaitiga course for elderly care. The
training course aims to gain people knowledge &ilts about the social, physical and

psychological needs of elderly people, communicgatuith elderly people. The course
consists of 150 hours of theoretical and 1250 hofimactical training.

Also there are some other training courses thagaen by different municipalities all
over Turkey. The total number of people who havenated to this education and the
effectiveness of these courses are still unknowetaBse these educational activities
have started just a few years ago and data abesk gprofessional care givers have not
been collected and processed yet.

13



****' /{:f -
A LD DD P lirfonoo o v

Education and Culture DG
“RING”

TransferRING Supports for Caregivers
LLP-LDV-TOI-09-IT-0446

1.3.2. Legal arrangements for caregivers

There are 4 different regulations in the elderlyecaystem and each of them has
different contexts. The work definitions and stamdaof care giving are defined as
following:

1. Regulation for resting homes of Social Servicesd Protection of Children
Department (Sosyal Hizmetler ve Cocuk Esirgeme Kurmmu — SHCEK)

This regulation encompasses resting homes of SHQHI&. regulation explains staff
working in a resting home as doctor, manager, @sgisnanager, social service worker,
psychologist, nurse, physiotherapist, technicdf stlad assistant staff. This regulation
does not mention any special staff for care givihg; responsibility of the care of the
elderly belongs to nurses. Regulation just menttbas nurse assistants are obligated to
help nurse in their work (R.T. Prime Ministry, SalciServices and Protection of
Children Department, 2001).

2. Regulation for Private Resting and Nursing Homes
This regulation encompasses private resting andimgirhomes. Private resting —
nursing homes are obligated to have a care givetl@nduties of care give are defined
as:
Doing all physical care activities, support thairtaring in case of need
Supporting elderly in the organization of room
Supporting in meeting social and physical needs
Informing super ordinates about the changes happaneelderly
person’s activities
Regulation states that 1 caregiver should be enegdidgr 10 healthy and 6 special care
needed elderly people. Regulation also statescHratgiver should have either a degree
of a vocational training from universities or atderate from a training course (R.T.
Prime Ministry, Social Services and Protection bfl@en Department, 2008).

O O 0O

3. Regulation for Establishment and Management of &sting Homes of
Governmental Institutions

This regulation encompasses resting — nursing hoofieswunicipalities, and other
governmental institutions excluding SHCEK. Accoglito this regulation care givers
are responsible for care and cleaning activitiegshef nursing home. 1 caregiver is
needed per 15 elderly people. Care givers are atbligto have a degree of primary
school education (R.T. Prime Ministry, Social Seea and Protection of Children
Department, 1987).

4. The regulation for the day care at elderly senge centers and home care
services
This regulation encompasses all day care centets laame care services of
governmental and non-governmental institutions. dé#nition of care giver is same as
the one in the Regulation for Private Resting andshhg Homes. Regulation states that

14
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1 care giver for an elderly at home care, and &giaer for 20 elderly people in day
care center is required (R.T. Prime Ministry, Sb8ervices and Protection of Children
Department, 2008).

Summary

7% of Turkish population is aged over 65 and thi® raf them gets higher every year.
Care giving profession for elderly will be neededrenin following years. Yet legal
arrangements and training opportunities are ndtcgerit for meeting these demands.
Thus special studies should be handled about infgyntraining and making legal
arrangements for care giving.

15
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2. CAREGIVERS NEEDS IN ROMANIA

At the worldwide at the end of last year were 30liom people affected by
Alzheimer’'s and that number is expected to growerlfone is exposed to the risk of
developing Alzheimer’s in old age, but there igsk if there were similar cases in the
family.

In Romania there are 300,000 Alzheimer’s diseasienia and their number is
growing. Most of the times the family takes respbitisy for them, because special
homes are not enough and extremely expensive.

By 2025, it is estimated that the number of perseitls dementia will increase
to around 600.000 in Romania (WHO). With the insreg prevalence of dementia,
issues of competency have become very importarsuets of competence are
fundamental to informed consent in research andtdine of demented people. Society
is equally interested in maintaining the autonomg well-being of its aging citizens as
well as protecting them from risks and dangers @alry their declining capacities.

2.2. The organisation of social support for peopldth dementia and
carers

The Ministry of Labour, Social and Family Solidgris responsible for social
support to people with dementia/dependent eldezbpfe. Since entering the European
Union, several projects have been started whicblwevcollaboration between the State
and No Governmental Organizations(NGO) which agplype partners for structural
funds with the intention of developing day caretoemiandnemoryclinics.

A new law (Law 448) has been passed which reguthtesghts and obligations
of handicapped people in order to promote theiiadanclusion and integration. The
methodological norms for Law 448 are not yet avdda

At the national level it was found Romanian Alzhem$ociety (1992), member
of the organization Alzheimer disease Internatioaatl of Help Age International
Network for Eastern Europe and Central.

Under the auspice of Romanian Alzheimer’'s Socies vdevelop a lot of
activities for sharing the information about Alzimerr in every part of our country the
country information that the disease is called demgewith the entire suite of problems
that it brings can be seen in Romania.

The Romanian Alzheimer Society has six brancheékercountry and there is a
continuing concern as their numbers grow. Comparbsigiaries develop programs
with the same parent company. Day care centresnafémisoara and Piatra Neam
Those interested are given the information for tteadition, it plugs up the case, is
granted telephone consultations.

Main branches are in:
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Bucharest
Piatra Neam
Timisoara
Brasov
Cluj
Constam@

The main activities develop are:

» Establishing a relation with local authorities

= Day center

= Developing the program for educate the people vake tcare the patient

with dementia

=  Community Information Center

Alzheimer Associations receive support from theteStar set periods of time,
usually several years. This support, which tendset@rovided by the local authorities,
consists of designated places for day care centhese the cost of utilities (e.g. water
and electricity consumption) is borne by the lcaathorities. Therefore, the Alzheimer
Society has not had to pay for utilities or rent.

2.3. Romanian legislation

Romania’s legislation is in keeping with principlsst out by the WHO and
international legislation concerning the protectadpeople with mental illnesses.

The most important principles derived from thesewthoents are: respecting the
human dignity, recognizing equal civil rights withe others persons, warranting the
medical care and treatment and the social, prafeakiand familial rehabilitation. The
legal rights, financial and other personal intesedtpatients with mental disorders must
be protected. According to the Madrid Declaratiomdathe psychiatrist should discuss
with the family and, when appropriate, seek legalnsel in order to safeguard the
human dignity and the legal rights of the patieritew he/she is unable to exercise
proper judgement due to mental disorder. All psgtists face situations where
compulsive interventions are required to safegtiaedatients and/or those surrounding
him/her.

Laws

= Law487- 8/8/2002 Law on Mental Health and ProtectiofPebple with Mental
Disorders

= Law 448 - 6/12/2006 - this law regulates the rigintsl obligations of handicapped
people in order to promote their social inclusiod antegration.

Decrees and regulations

= Order MSF726 -24/102002 Criteria for establishing the degree of handicap f
adults and application of the measures of speciéption

= H.G.1764-28/122005 Updating of the social allocation for blind adudtsd of the
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monthly fee granted to adults with a severe hapdather than blind people
Order of Ministry of Public Work649 25/42001 Approval of the norms
concerning the adaptation of civilian buildings amdan space for the special
requirements of handicapped people
Order SSPHr9 - 29/7/202 - Approval of average monthly cost for maintenaate
handicapped people in institutions of special ptbe
H.G. 329 -4/4/2003 - Approval of rules, organisational framework, gndctioning
of institutions for the special protection of hazapped people
Order MSF and MMSS491/180- 3/6/2003 -Approval of the grid for the medical
and social evaluation of people admitted into st institutions for medical and
social services
H.G. 729 21/7/2005- Establishes the amount of money allocated fotydaiod
provided by public institutions of public assistanc
Order ANPH 205 - 16/8/2005- Approval of minimal standards of quality for
residential centres for adult handicapped peopéy (care centres and sheltered
housing)
0.G. 30 - 31/1/2004 - Modification of OUG 170/1999 regauglithe gratuity of
medical assistance, drugs and prostheses for sategaties of people with special
needs
Order MTCT, MS and MMSSFL6/189/3469 1/7/2005- Approval of methodology
and norms regarding the gratuity of transportatignmetro and quantum for this
gratuity for severely handicapped people and feir thersonal assistants
H.G. 1175 - 14/10/2005 - Approval of the national strateggneerning the
protection, integration and social inclusion of ey handicapped people in
Romania from 2006 — 2013
Order ANPH367 - 30/11/2005 - Approval of criteria for the seleatof projects in
the field of protection, integration and socialluston of the handicapped
Order ANPH363- 7/12/2005 - Approval of the National Plan regagdthe training
of personnel from the system of protection of heagped people in 2006-2008 and
the framework for training and specific training thie personnel involved in the
protection and care of handicapped adults
H.G. 427 - 7/5/2001 - Approval of the methodological normeggarding the
conditions for hiring personal assistants, andriplets and obligations of personal
assistants of handicapped people
H.G.197- 1/3/2006 - Approval of the programmes of natlanterest in the field of
protection of the rights of handicapped people iarttie field of social assistance of
the elderly, the homeless and victims of familylerwe, as well as the financing for
these programmes
Order ANPH 175 - 12/12/2006 - Approval of minimal standards ofaliy for
homecare social services for handicapped adults

Some of our patients, particularly older peoplehwdementia, may not be able

effectively to represent their interests, managar thffairs or agree what they are
suggested. This is particularly problematic forguats who are alone and where there is
a conflict between individual and family or careirgerests
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2.4. Particularities in Romania

In terms of treatment, in Romania, the medicat®oeadampletely free, but these
costs represent only 20% of the total care of eepatwith Alzheimer’s.

The family is the main supporter of a patient, aife main problems
encountered are the lack of community care, thellsmmber of day care centres,
counselling centres, the hospital houses, howevgri®% of cases resolve

Prevalence in the population is small, about 1%, ibuncreases the elderly
population, or 20% in people over 70 years, rearbidPb in those over 80 years.

Beyond the statistics, although the number of ptties relatively small in our
country, when her mother or father is sufferingnirohis disease, maintenance and
patient care is a major issue in family life.

In Romania there are currently some private cliraos treating people with
Alzheimer’s, one of them in Pif, in Arges County, with a capacity of 23 seats.

Assistance with housework, shopping and laundryices exist but must be
totally funded by the service users. There arerasportation services. Help with the
delivery of meals is available and is usually pded by NGOs and the Church. The
NGOs are not directly involved in the preparatibmmeals but they transport food from
restaurants and canteens, as well as food packagied products, to people with
dementia from poor families. This service does fnaottion on a regular basis as it is
dependent on the availability of funds. The Chuatdo transports food to old people,
some of whom have dementia.

The priority objectives for the foreseeable futwesnain the detection of as
many cases of dementia in early evolutionary stageisas early initiation of specific
treatment, and increase the level of informatiomagithe general population

Prevalence of early diagnosis, the same as all Bueope, is a 3-5 per cent in
persons 65 years and it doubles every other fiaesyadded to age. The problem is that
only 10 percent of patients with Alzheimer's aregtiosed and treated another 10
percent.

People living in rural areas

There are many rural areas where a family doctootsavailable, so for minor
investigations or a simple medical consultatiore ferson has to go to the nearest
hospital or polyclinic which in some cases is almhtundred kilometres away.

People with different types of dementia

People with different types of dementia have ddferrights. At this moment in
time, only Alzheimer’'s disease is recognised asaaditap by the commissions
assessing handicap for adults. This means thatleewfth other types of dementia
cannot be granted the severe disability degreehwimuld entitle them to support and
services.

People from ethnic minorities

There is no specific support for people with denzeaind their carers from

ethnic minorities, they have the same right like thajority.
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Younger people with dementia

Access to services and support from the Statepsraient on eligibility for the
severe handicap category and not on age. Conséguaminger people with dementia
can access services (provided that they have Atares disease and not another form
of dementia) but these services are not necessadipted to the specific needs of
younger people with dementia.

2.5. The availability of treatments for Alzheimerig2ase

A positive list of medicines to be reimbursed isngaed annually by the
Ministry of Health and the National Health InsurancThis list determines which
prescription drugs are covered by health insurahwels. The list is based on
recommendations from the College of PhysicianstaadCollege of Pharmacists.

The reimbursement list applies to inpatients antpatients. In fact, there are
two lists: one containing substances that are 1@8%bursable for people suffering
from one or more of a list of diseases (cancererldosis, diabetes, etc.); the other
containing other substances on which the referprice system is applied and of which
70% of the reference price is reimbursed.

With the exception of galantamine, all other amtivebntia drugs are available
and reimbursable in Romania.

Treatment initiation and treatment continuation @stricted to specialists only
(neurologists, psychiatrists or old age psychityisThe National Health Insurance
approved guidelines that are in existence in Roaanmiich prescribe a series of
examinations that need to be carried out when ngakidiagnosis (neuropsychological
tests, CT or MRI scans and laboratory tests). Féehédimer medicines to be
reimbursed, these tests need to be carried ounahdied in a medical report.

Until recently, the system did not prescribe anparpor lower treatment limits,
but in some areas of the country, the Romanian élabr Society reports that health
insurance offices have restricted reimbursemenpeople with Alzheimer’s disease
with an MMSE score over 12.

Although there are no restrictions for people lgzelone or for people living in
nursing homes, the Romanian Alzheimer Society teptifficulties for these people in
accessing medication due to a lack of social suppor

The survey shows that the impact on the sick pé&damily and carers is very
important. All segments involved in Alzheimer’s elise management recognize that a
person Alzheiemer care is difficult, requiring picgd effort, morally and financially
and that family members feel overworked. Accestrdatment is difficult particularly
enough funds for free medicines in pharmacies dedlimited budget available to
doctors for free prescriptions.

Certified carers
There are two types of certified carers (as thepeap in the Romanian
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Occupational Code): home carers for people whoilaend home carers for elderly
people. They are certified on the basis of Govenmtrrdinance. 129/200 and they are
legally certified by the Ministry of Employment. &in training should be organised by
providers who have been accredited by the Nati@alncil for the Professional
Training of Adults.

In the Romanian Job Monitor, issued by the Minisbfy Employment, it is
specified that a person can become a certified edirer attending a six-month training
program. In order to be certified, home carerspeople who are ill should attend 720
hours of training, and home carers for elderly peaghould attend 620 hours of
training. This is the longest training in the fieldost people who are interested in it
cannot afford to pay for it and the authorities @nable to organise it.

Once they are trained however, they can be hiredliffgrent organisations
(state social departments, NGOs, private sectorithey can become authorised
personnel in the field (i.e. they can be self-epptband pay their taxes). Such training
courses are only organised by NGOs within differgpecific projects and the carers
have a chance of being hired afterwards.

Private companies avoid having certified carersabse the training period is
too long and expensive. Most of the private comgamvork with untrained personnel,
they only recommend “carers” and require a fee frdme carer and from the
beneficiary. Then the patient or the family illdggbays the carer. Taxes on wages are
so high that only rich people can afford to hireager legally.

Kinds of home care services available

Family members complain that there are no speledioe care services for people with
dementia.

Available services include:

+ State services — described above

« Services offered by NGOs — most of them are speemlin elderly care; some
of them even refuse to offer services to peoplé d@mentia

« Private services — they offer home care for peajptle dementia but they do not
have trained staff even if there are specific atitaéon regulations

Types of care
Home care

There are several laws which relate to home candces (but only medical
services). There are also laws regarding people Rahdicaps which also cover people
with dementia.

There are two laws regulating the activity of peedoassistants i.e. Law
519/12.07.2002 and Romanian Government Decision 4&7/2001 regarding the
approval of Methodological Norms for working, righind responsibilities of personal
assistants for people with handicaps.

Medical home care services are provided on thesbakicontracts signed
between the National Health Assurance Company aedplp or organisations
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accredited to provide such services, by GPs orialms who recommend medical
home care, taking into account the state of hexdlthe person in need (who must have
a health assurance) and the person’s dependendy. graere are 3 dependency grades:
totally dependent, partially dependent and indepatd
All Romanian citizens who have a health assurarmee access medical home
care but only for 56 days per year (art. 2, ann@2h order.1220/24.12.2003). In the
past, people were entitled to medical home car@a$dong as it was needed. This was
limited to 14 days maximum in 2003 and then externdes6 in 2005.
A person can apply for medical home care (not fpeesonal assistant, but for
medical personnel — nurses) on the following coods:
= they have been previously hospitalised for thesedse
= the specialist/GP recommends medical home care
» the doctor who made the recommendation has a cbnith the National Health
Assurance Company
= The medical home care providers (most of them NGDslld also have a contract
with the National Health Assurance Company
Patients are offered a basic medical services gackantaining 23 types of
medical interventions.

Day care

There are very few day care centres for people @ethentia in Romania. A few
were opened by the Romanian Alzheimer Society utfttePHARE LIEN programme
in Nehoiu, Galati, Bucharest and Timisoara but esitite local authorities stopped
supporting these projects, only the one in Timiaaarstill functional. In the past, the
State provided the premises and covered expensatiliies.

There have been several project proposals froml lgaorities (town halls) to
open day care centres but sometimes premises réhaniially proposed for day care
centres end up being used for other purposes, iefipetalternative usage is likely to
generate a profit. There is a growing number ofgmtoproposals and it remains to be
seen in the coming months or years if any of th@doe for people with dementia.

There are reports of two further day care centpestly funded by Dutch
organisations and partly by the local council istBia Nasaud County.

There are several day care centres in the courttighvbenefit from the support
of the Church but they are for elderly people vattial problems and not specifically
for people with dementia. Some NGOs have develafsd care centre projects but
without the support of local authorities (i.e. fmemises and utilities), they are unlikely
to last for more than a couple of years.

Respite care

There are no organised services covering respiteatdnhome. However, in rural
areas, there have been isolated cases of careng dkkir relatives to come and look
after the person with dementia for a couple of veeskthat they can have a break or go
on holiday.

Sometimes, when carers are no longer able to ¢bpg,try to arrange for the
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person with dementia to be admitted into a psydhbiatard for several days. This is
possible if they know a doctor who is understandang willing to admit the person
with dementia for a short time. Private homes ewisich accept people with dementia
for short periods of time. This usually costs beawdaUR 600 and EUR 1,400 per
month.

Long-term residential care

Long-term residential care services funded by tkegeSare not specifically
designed for people with dementia. Means testingpigied and there may be out-of-
pocket payments but property is not included inddleulation of available means.

There are long waiting lists for available placesnietimes over a year) and no
social assistants to carry out accurate assessmientmiake matters worse, there is a
tremendous amount of bureaucracy surrounding adits for places in these
institutions. As it is not possible to obtain atmise with the paperwork, this makes the
whole process very difficult for carers and virtyaimpossible for people with
dementia.

Private long-term residential homes also exist thety are not specifically
designed for people with dementia either.

Palliative care

Several discrete attempts have been made by NGevale palliative care at
home. The Casa Sperantei from Brasov is a good @eaaithough it does not just
provide this service for people with dementia. Apgaom these limited attempts to
provide palliative care, there are no palliativeecservices either at home or in centres.

Monitoring in the home via alarm systems

There are no tele-alarm systems whereby a persorsigaal for assistance in
case of emergency.

Personal assistance and home help
Personal assistants

In order to be provided with a personal assistanqterson has to obtain a grade

one handicap certificate. For a person with deragttte following procedure applies:

1. Diagnosis of dementia from a specialist (psyicisia neurologist) and a
form describing the evolution and symptoms. The cghst should
demonstrate that the patient needs permanent ssipenand recommend
either the necessity of a personal assistant ditutisnalisation in a long-
term institution

2. An Expertise Commission for Persons with Hargliegll examine the
patient and his/her medical documents and will deecdon the grade of
handicap.

3. The patient or the family should find a persoillimg to become the
personal assistant. The personal assistant willpbel by the local
authorities. Personal assistants must completeirigaiprogrammes offered
by local authorities.
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4. The patient’s condition is periodically revidegithe Commission.

Personal assistants are considered and treatedstde hired by the local
authority. They are paid for 8 hours’ work per daiiey have to have a daily schedule
and present an activity report every week. Thetivilg should be monitored by
representatives of the Social Protection Departsyeptit the Romanian Alzheimer
Society stresses that this is not always the case.

People who qualify for the severe handicap degsseed by the territorial
commissions responsible for assessing adult hgmdica entitled to the following
services, for which they must nevertheless conteilbowards the costs:

Assistance with personal hygiene
Supervision/assistance taking medication

Assistance with eating and drinking

Assistance with mobility (e.qg. lifting, movingé walking)
Assistance with incontinence

. Assistance with skin care

Services exist linked to companionship and assstamaintaining social
activities but the costs must be covered totallythg service users. There are no
services for occupational therapy/ergotherapy, stgsi devices and home
adaptation/transformation.

ok wNE

Psychosocial support and training for people with dmentia and carers

There is no general information service designedinform people about
available services in Romania.

Limited psychosocial support exists for people wdégmentia and their carers.
For example, individual counselling for people widementia may be offered by
psychiatrists but only if they are specifically otved in the field of dementia.
Psychiatrists are paid for a maximum of 14 consiolia per day and cannot make a
separate charge for counselling. Consequently, salimg is only offered by those who
are willing to do it freely.

For carers, there are support groups organisedhdyAtzheimer Society in
Bucharest. A token fee is requested from careenditg these groups. The rest of the
costs are covered by the Romanian Alzheimer AsBonia

Training is available for carers. This is partinfied by the State and partly by
the carers themselves.

There are no holiday services for people with deraesg. either alone, with
carers or with personal assistants. Similarly, g¢heme no provisions to enable carers to
take a holiday e.g. payment or a substitute carer.
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3. CAREGIVERS SITUATION IN ITALY

3.1 Epidemiology of dementia in Italy

Available data on the incidence and prevalenceemhehtia in Italy remains limited.
The most important study is the “ILSA Study” (l&ti Longitudinal Study on Aging, Di
Carlo et al., 2002 started in 1993 with 3,208 individuals rangingnfr 65 to 74 years,
screened with a standardized test for dementiaresedamined every 5 years to control
development of the different types of dementiastudy underlined that the incidence
of dementia in ltaly is similar to figures in inddalized countries: the average
incidence rates were 12.47 per 1,000 persons/ygaddmentia, 6.6 for Alzheimer’s
disease, and 3.30 for vascular disease. Around@6()ew cases a year are expected.
The annual incidence rate for males over 65 wa% h0d 1.3% for females.

The Italian Superior Institute for Health estimatest in Italy there are currently around
1 million people with dementia and around 3 milliohfamily caregivers involved in
caring for their relatives (Ruggeri & Vanacore, 800Given the constant aging of the
population, we expect that by 2020 we will be sge#13,000 new cases a year,
113,000 of which will correspond to Alzheimer’s ekise.

An extensive and qualitative analysis conducteltialy in 2007 by the Censis Research
Foundation (AIMA Censis) underlined that:
- people with dementia have an average age of 77.8;

- there is a high prevalence of women among persdthsdementia, largely due to their
longer expectancy of life;

- the majority of persons with dementia live in thewn homes: 48.1% live with their
spouses and 34.7% with a child or formal caregives.live in the homes of another
family member, particularly their children.

In 2000, the Italian public health system founded tChronos” Project (Ruggeri &

Vanacore, 2008), aiming to create a unique refergraint for the care and cure of
persons with dementia. This project involved theation of a multi-professional unit
(UVA: Unita di Valutazione Alzheimer) in all locgbublic health systems for the
diagnosis, evaluation and prescription of speaifiags, all approved by the Italian
Health System for Alzheimer’s disease: AchE inlitstand, for the last few months,
Memantine. This meant increased UVA activity in l&llian local health systems: as
things currently stand, these units are making dgheatest number of dementia
diagnoses (42%). 37.8% of these diagnoses are mmademultidisciplinary hospital
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team or by a family doctor and 18.2% by a specighisysician (neurologist or
geriatrician).

During the evolution of dementia, the needs of cifid persons and their caregivers
change, hence we could say that UVA is extremebfulsn the first stages of the
disease. People with dementia subsequently use tgfies of health and socio-sanitary
services: home-based care services, day care semtospitals and gerontological
centres.

Around 20% of Italian persons with dementia haveeas to ‘Integrated at-home
assistance’: a public service, managed by familgtals and social workers, offering
home care and to a certain extent preventing premaistitutionalization.

Around 30% of people diagnosed with some form oheetia have access to a day care
centre: depending upon the specific socio-econ@métcultural context. Health care in
Italy varies greatly between the north and thelsofithe country. Taking this situation
into account, we can estimate that around 35% opleeliving in the North of Italy
have access to a day care centre, while the ojstionly available to 10% in the South.
44.3% of the caregivers caring for people with detiaeinterviewed by the Censis
Foundations stated that, for the time being, puddivices are sufficient for their needs;
while 28.3% were not satisfied with health and abservices, due to considering them
insufficient for their specific needs. The most orant critical situation underlined by
caregivers was the lack of information and commatinn at the moment of diagnosis.
Around 64.8% of the caregivers judged insufficiéné information received from
doctors about the disease, while 76.8% judged ficgerit the information received
from doctors and other operators about public hesltd social services.

The second important shortfall lies in home-basadtises: the majority of caregivers
and persons with dementia interviewed consideradmae health and social service to
be the best option for managing this type of diseBsrmal or informal caregivers must
receive support from the public system in ordeprvent physical and emotional stress
often leading to premature institutionalizatiortlod person with dementia.

As far as the cost of dementia in Italy is concdrnde Censis research considers
‘Direct coststo be all costs of purchasing goods and servieggliired to manage a
person with dementia; anthdirect costs’ rather than a specific expense, to be the time
‘lost’ by informal caregivers when caring for a pen with dementia, i.e. time when
they could be doing a paid job.

The average annual cost of an Italian person watinahtia is approximately €61,000:
€14,886.89 in ‘Direct costs’ (UVA, day care centrepme-based health care,
hospitalization, pharmacological expenses, inforfmaie care), and €46,019.02 in
‘Indirect costs’: the time occupied by informal egiving and the lack of remuneration
by the ill person. Most direct costs (71.4%) ar@ gy the family or by the person with
dementia; only 28.6% is paid by the public heajtstem.

95% of indirect costs are supported by the caregihge to job loss and spending a
great deal of time caring for the person with detiaen
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3.2 Italian caregivers in ‘numbers’

In Italy, particularly in the last twenty years, time context of a general ageing of the
population, there has been an increase in the dkrfmnassistance within families.
These needs are twofold: on the one hand for attgrid housework and, on the other,
for taking care of a sick elderly relation, esplgithose with dementia.

The last ISTAT (National Institute of Statistic®search studyshows that 5% of the
Italian population is over 80, and that those whwenturned 100 number over 10,000.
One specific aspect of the Italian culture is tanily culture’. Respect for the elderly
and for those suffering from illness therefore nsetrat 75-80% of people affected by
dementia are cared for at home by a family memlmethe majority of cases by a
spouse, who is also likely to be elderly, or byndd; particularly a daughter.

Today our country has no specific policy for sugipgy caregivers. Given that, in Italy,
the responsibility for social services lies witle tmunicipalities and the responsibility
for health services with the regional governmeifterent initiatives exist at local level.
Certain public subsidies do exist, such as theegae di invalidita’, which is paid out
according to an evaluation of the degree of diggbilor the ‘Indennita di
accompagnamento’, introduced as a measure to aelpids with the cost involved in
managing the disease. Every region could therefsia@blish other services or economic
subsidies for supporting caregivers.

Changes in family social conditions and workingestiles making it more and more
difficult to organize life, often make it impossgbfor family members to perform the
necessary duties. The high demand for ‘outsidgd (felkmal caregivers), which doesn’t
seem to reflect a temporary phenomenon but loddedylito rise in the future, is mostly
covered by immigrants who work as family assistaAtsecent Italian report (Rapporto
Caritas e Fondazione Migrantes, 2009), statesttieatumber of people doing this kind
of job in Italy stands at around 700,000, of whaoetly 350,000 are in a regular situation
under the 2002 Bossi-Fini Law, with 150,000 assistéiving with the person for whom
they are providing care. Although the majority ismen, men are a growing reference
point. 13% of these family assistants are aged bOeyears, 29% are between 41 and
50 years and 40% are between 41 and 50 years.vEnage monthly cost of a formal
caregiver is around €819. Thousands of familiesnang discovering what it's like to
live with a foreigner: 35.6% of these family asaigs live in the homes of people with
dementia, taking most of the household tasks inéir responsibility besides looking
after the elderly person: they clean the housek eoeals, take care of basic expenses
and general everyday chores. This new form of citdiadn with formal caregivers is
causing major changes in our culture. This asdistdien coming from a very different
culture, becomes a constant part of our everydagsJisharing the physical spaces of
the house, a great deal of our time and many fahalbjits. The elderly person will have
to accept that she/he will not be assisted by gltteu or by a member of the family but
by an outsider and particularly by someone who gaid to do the job. Daughters and
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sons have to become the employers and must aoteamediaries between the elderly
parent and the assistant. Overcoming the manycdifies involved in this situation
often leads to extraordinary results: often we kew the foreigner provides highly
affectionate care, and it's not rare to observei@ feeling developing whereby the alien
worker becomes ‘one of the family’.

3.3 A look at the situation of caregivers in Itagnd the Lazio Region

According to the recent estimates in Italy, Alzheifa Disease (AD) patients stand at
around 520,000. New cases are estimated at appatdym80,000 a year (Rapporto
CENSIS). These figures will rise in the future. Gmiering current demographic trends
and the consequent aging of the population, wepeadict that by 2020 new cases of
dementia will rise to 213,000 per year, includink3,000 attributable to Alzheimer’'s
diseasé.

Compared to the previous CENSIS (Italian CentreStdtistical Analysis on the
Population) survey of 1999, the average age of Abepts has risen: 77.8 instead of
the 73.6 registered in 1999.

This figure has therefore changed in comparisaimédfindings of the previous survey.
Particularly, caregivers are mainly aged betweenrb 60 (51.6%), reflecting a higher
prevalence of caregivers among patients’ sons auaglders, who represent 64.1% of
the respondents, (while the spouses/partners amwbuiot the usual 25.2%). These
results confirm previous data that AD patients'ecarare mostly relatives of tfiemale
gender (76.6% women versus 23.4% men). Furthermangs take care of their
spouses, while female AD patients are mostly céoedy their daughters. We must
point out that most of these people have receivedraining. This percentage is
significantly lower than it was in the last survéyom 62.3% in 1999 to 52.6% In
2006), pointing towards a scenario in which reclimgiworking hours, caregiving and,
In many cases, also taking care of the family hextme a critical matter in caregivers’
lives (30% of cases are women who do not live withpatient).

In Italy, caregivers are usually patients’ relasiveéhis type of assistance is labelled
‘informal’ in order to distinguish it from the ‘fonal’ care provided by the institutions.
The majority of caregivers choose to live at homthwAD patients (65%); of these,
78% are women (wives or daughters) between 45 tge@ds old, and most of them
either don’'t work (31.95%) or are housewives (27).9%7).

Another survey conducted by CENSIS (8) shows tlest percentage of female
caregivers exceeds 80% at the severe stage ofsthasd, confirming the eternal female
role of caring.

% Dpi carlo A, Baldereschi M, Amaducci L, Lepore V,d8co L, Maggi S, Bonaiuto S, Perissinotto E,
Scarlato G, Farchi G, Inzitari D, for the ILSA Warg Group.“Incidence of Dementia, Alzheimer's
disease and Vascular Dementia in Italy. The ILSAIEt Journal of The American Geriatrics Society
2002; 50:41-48
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On average, ‘caregiving’ time is 7 hours of dirextsistance and 11 hours of
surveillance, which will respectively develop inid and 15 hours as the disease
progresses. This runs parallel to the averagetinee of 15 hours a week in the early
stages and 4 hours a week during the more advastagds. The forms of aid received
by the caregiver from their relatives or professiostaff are, in 36.5% of cases,
surveillance, and 45.9%, personal care.

The family cost of the disease, whether directralirect (often the caregiver either
chooses to resign from work or get a part-time ,jab)mportant. It has a significant
impact on their health, psychological conditionsl @ocial relationships, often pushing
them to use anxiolytics and antidepressants.

Hence, we can see that the pre-existing balandh, personal and relational, is put
strongly to the test by the onset and course oflitbease, putting a strain on the ability
to share and the closeness of family ties.

Beyond this general framework, there are many whffetypes of ‘caregivers’. Some
choose to be a caregiver, while others are pushteddoing the task for reasons of
necessity or ‘family designation’. The patient'snddion, the caregiver’s personal and
health situation and socio-environmental factorsessarily influence the style and
quality of caregiving.

CENSIS studies also point towards several typesodgivers. Most at risk of burn-out
are those defined as ‘worn out’ and ‘dedicatedtptal of over 50% of respondents,
mostly women over 60 years of age, who providetfaie attention to spouses already
in the advanced stage of the disease. They reoceivelp whatsoever, have poor social
relationships, a certain amount of conflictual tielaships within the family, health
problems and suffer from extreme psychological eshan.

Another category is that of multi-task daughter8.1%), working on several fronts
besides providing assistance, and who generallyaddive with the patient. They feel
tired, overloaded with responsibilities, and thmantinued commitment has a negative
impact mainly at the level of psychological andiabrelations.

The neo-caregiver type and caregiver supports r@ominantly family members who
deal with monitoring patients who are still relally autonomous; they therefore
experience no major changes in lifestyle; theywseally a son or a grandson of the
patient whose age ranges from 21 to 35 and havedesh involvement in monitoring
patients still in the early stages of the disease.

A recent retrospective survey was carried out imid.dRegion on 200 caregivers recruited
by randomselection (Ferrara, Langiano, Di Brango, De Vito, @occio, & Bauco)
focussing on stress, anxiety and depression

Data on caregivers and their patients were colieaising a specific form to assess
cognitive, behavioural, functional patient (MMSEdaADL-IAD) and caregiver stress
(CBI). The relationship between stress, depresasi@hdisease was assessed by means of a
linear regression, logistic analysis revealing thlationship between anxiety, stress and
depression and cognitive problems, age and theratincome.

Data emerging from this study indicate that theliguaf life of informal caregivers is
closely correlated to the severity of the behawabulisorders and to the duration of the
disease. Most of the subjects interviewed had smgl many of their own habits to meet
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the needs of patients living with the family. Theguation of forced adaptation causes
problems not only of an economic nature, due toettgensive care needed by the patient,
but also in family life since the entire nucleus tta adapt to the single patient. Hostility
towards relatives represents another variablertbgatively affects the health of the person
who in primistakes care of the patient, and this is also a soofstress. The most serious
problem concerning the large number of caregiversistently suffering from anxiety and
depression is that this situation stems from therwkielming responsibilities involved in
the role that they have to bear. The burden ofamspility significantly increases in
relationship to the complexity of the disease andstudy, in accordance with the national
and international scientific literature, clearlynfioms that the depressive state of the
caregiver depends on the severity of the AD, themsa@hstrating that the psychological
condition, and, therefore, anxiety and depressibthe caregiver, are closely related to
MMSE, ADL, IADL values, and to the several phasefs cognitive and physical
deterioration suffered by the patient; as in theecaf the depression, the caregiver's
condition is also linked to social situations, suad income. However, it has been
emphasized that some of the tension between tienpand caregiver stems from the type
of relationship that had existed before the ons&n

The complexity of the treatment, the constant cammint of the person taking care of the
AD patient, as well as the inadequacy of the pubBcvice; the consequent effects on
emotional and interpersonal relations; the direct imdirect costs of care also play a major
role in influencing the social, psychological artd/gsical wellbeing of the caregiver and of
his/her family. Caring is held to be very demandamgl emotionally involving. The main
complaint of caregivers is the lack of support frahe Public Health Service. The
continuous commitment to caring also leads to healioblems and depression with
negative repercussions on the family. Summing u@® #hould not be considered
exclusively as a health problem, but, most impdiyaras a social problem. This study
highlights and confirms fundamental data: the sewesf the disease plays the most
important role in re-organization of the familystture in those families that have to take
care of patients who are not hospitalized. It hasome mandatory to improve public
facilities capable of offering valid emotional afidancial support, and helping informal
caregivers to tolerate the burden of caring, bydasing the quality of the service provided.
It is vital to promote interventions capable ofuwenhg the strong impact that the AD patient
has on his/her own caregiver; these initiativesukhamprove the quality of life of the
patient. When planning these interventions, thesigay, psychological and economic
aspects of the patient and his/her caregiver meigaken into consideration. The planning
and putting into practice of support interventioggidance and aid to families could be a
valid solution to the loneliness and consequerg tarden experienced by the family and
the caregiver.

3.4 Integrated services network of Lazio Region aihé Municipality of
Rome — Italy

Organizing an integrated network of social and theeahre services has now become a
necessity for effectively dealing with the discomfof families helping an AD patient.
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This network should be able to take care of thepilent and his/her family from the
moment of diagnosis and throughout the courseetiibease.

For some years now, the Lazio Region has been topgra care network providing
assistance to patients suffering from Alzheimer #rer caregivers. The request for
‘access’ to the network services must be submited form to the Home Care Centre
of the Health Services District.

The backbone of the network lies in the 34 AlzheiBealuation Units (AEU) existing
throughout the region.

46% of all AEUs are to be found in hospitals, 35ké territorial units, 13% are in
university campuses and the remaining 6% are inhwospital facilities (for example,
residential care). Hospital AEUs provide normal dvand day hospital services, while
territorial AEUs usually operate outpatient actest The activity most practiced by
AEUs is the prescription of atypical neurolyticsliéwed by counselling, and only 44%
of the total (mainly found in hospitals or univéies) also offers laboratory tests,
neuroimaging and neuropsychological assessmeny Zi% of these AEUs do not
perform diagnostic tests.

Other government-run facilities to be consideredmagnthe support services available
for caregivers of AD patients are:

* Alzheimer's Home CareAHC), which is offered by all ASLs (Local Health
Services) in close collaboration with Home Care teer(HCC) CAD and
general practitioners.

* Another support service is theDCC (Alzheimer's Day Care Centre). The
ADCC offers a semi-residential service to patiahitgnosed with Alzheimer’'s
Disease, with priority for those residing in thelABM G (Roman Local Health
Centre G); however, the service is also availablsgecific patients of other
Local Health Centres. There are 443 beds for thelavihazio Region, 11
centres in the Municipality of Rome, one in Guido(a province of Rome), and
4 in other provinces of the Region. The specifialgoof the ADCC are:
planning, implementation and monitoring of progra@snfior the reactivation of
cognitive and motor functions through psycho-sepstimulation of the patient
intended to slow progression of cognitive functiafiected by the disease. The
ADCC staff consists of both health care profesdmit@eriatrician/neurologist,
nurse, physiotherapist, OTA staff), and social waf personnel
(psychologist/social worker/professional educaamimator, OSS-Social-Health
Aid). This service also provides information angport for the families of
guests, responding to questions regarding the cohngatients and trying to
alleviate, through practical advice and suggestitims burden of caring for a
dependent person in addition to the inevitableaisoh experienced by the
family. Among the services offered by the ADCC (ethiis open Monday to
Friday) to family members (payable and on requissf shuttle service from
their homes to the Centre and back.

e Other structures in the Lazio region are the Wangtdfor Dementia Patients of
the Alzheimer’'s typewhich are temporary residential facilities wher@dare
available for the homeless elderly. Here patieris stay for a maximum of
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twenty days per year. On days when the elderlygpeisa guest of respite care,
the service operates as an extension of the AlarsnDay Care Centre. These
units are therefore aimed to give families the appoty to have a period of
relief from their daily burden of care. There igremtly no accurate census of
how many units are operating in the territory nérhow many patients are
followed in this way.

The Lazio Region has also published a handbookfdornly members of patients
suffering from AD, in collaboration with the Alzheer's Association Onlus Rome, with
the cooperation of Fatebenefratelli Association Bsomedical Research and Health
(A.Fa.R.), the Saint Lucy Foundation in Rome, thaidn Hospital Group and the
Geriatric Department Area of the Alzheimer EvaloatiUnit of Geragogic Core
Training.

The City of Rome, in particular, has activated d@lihe serving as a&all centreand
providing information for patients’ families aboudacilities, specialized hospital
services (Alzheimer Evaluation Unit and the likeggnd structures operating in
municipalities and Local Health Service Units (ASkhich they can contact. It also
provides support in social and health care (home aad the like), psychological help
for patients and their caregivers, and legal amstst in terms of informing them about
the laws regarding the rights of patients and tfeemilies. Note should also be taken of
the efforts being made to develop understandinghefdisease for the purposes of
improving patient management (training coursespstpgroups for family members,
etc.).

Profile of a Family Caregiver
In the last five years, in addition to the inforneakegiver, emphasis and importance is
increasing around the figure of the formal caregidde phenomenon of ‘carers’ is a
spontaneous response to the inadequate trend putilie sector to provide assistance
to the elderly and the aging which has heavily pated the national fabric.
In this regard, the Lazio Region has approved thedescription and training of the
Family Caregiver defining the duration of the training requirenseifdr obtaining a
professional qualification and certification of sgie skills. This profile includes a
training course to acquire the skills needed tpoed as well as possible to the needs of
persons receiving care. A regional decree reqtirestandard duration of 300 hours of
training in order to issue the certificate of cotgmey and 120 hours of training for the
acquisition of scientific competence.
The family caregiver is a figure with practical aoderational characteristics, whose
activity is aimed at ensuring assistance to sdffesent and non-self-sufficient people
in their basic needs by promoting well-being antbaamy in the family atmosphere in
the home. Training the family caregiver is therefaaimed at providing useful
assistance to the families of sick persons. Sealeapplicants to the course are trained
in:

+ interacting with the patient and his or her family;

% guidance in the social and institutional context;
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% providing care and support, while respecting théeptis needs and psycho-
physical condition;

¢+ assisting the person in the preparation and intékeod;

% looking after the hygiene of the different partslo# house.

To help families find and identify qualified familyaregivers and to support family
caregivers’ professional development and insertionthe job market a National
Register of Family Caregivers has been createds Tdgister contains the names of
male and female workers who have undergone atigaicourse specifically addressing
those who provide family-care and are thereforeegspin taking care of the elderly.
Adult Italians and foreigners can add their nanweshis list. In the case of Italian
citizens, they should have completed compulsorycation; in the case of foreigners
they should have a resident’s permit for employnmmposes. Two key conditions are
indispensable for featuring on the register: theeabe of court conviction for any
offence related to professional and moral condarad, having attended a training course
with a qualifying final examination in the areapdrsonal assistance or possession of a
qualification/professional title related to the aref social and health services with
reference to personal care. Names remain on theteedpr three years and the loss of
even one of these requirements means automatio/egrobthe applicant from the list.
This register was created as a result of the préjegether we can’, funded by the City
of Rome. The main objectives of this project a:improve the quality of work
provided by family caregivers in the home; to pdevifamily caregivers with an
opportunity for professional growth and job placemé¢o facilitate families’ search for
trained family caregivers, and to support the &ddrough economic help and care.
The range of services available to senior citizentherefore extended and quality-
improved, reducing the demand for care of the feagiderly thanks to providing
training courses for family caregivers.

These courses on caring are available to thedrglhartially self-sufficient elderly (who
must be at least 65 years of age) having employedltio are about to employ) family
caregivers, and wishing to obtain an agreement tiéh City of Rome allowing the
employee to attend, for a period of one year, imgincourses organized by the
Municipality of Rome.

The training courses sponsored by the City of Raumeéer the project ‘Together we
can’ last for a total of 120 hours (60 hours ofcteag activity in the classroom and 60
hours of practice and training), are organisedadanaximum number of 25 students
(who will sit a written examination and an oralttasthe end of the course) per course,
and are divided into modules, each dealing witfed#t topics related to caring for the
elderly.

Training course for formal caregivers provided by he CEPSAG (Centre for the
Promotion and Development of Geriatric Care), Cathtic University of the Sacred
Heart

This course has been running at the Catholic Usityeof Sacred Heart in Rome since
1999. Students learn the ‘"art’ of professionaltyngafor the non-self-sufficient elderly.
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With an increasingly growing number of courses domestic helpers, the Catholic
University continues to obey its vocation of hefpito develop required attitude and
motivation and a wealth of theoretical and prattioals corresponding to the specific
job profile of the caregiver.

The course includes 120 hours of lectures on teeréiical basics of care and practical
training at a ward of the Policlinico Agostino Gdipdocussing on the development of
communication skills with the elderly. Caregivemsmpleting the course and passing an
examination are issued with a certificate by théh@Glec University of the Sacred Heart,
declaring them to have achieved the rank of farodyegiver and therefore allowing
them to add their names to the Citizen Registethef City of Rome. The training
includes a wide range of personal aspects: basief techniques, geriatric nursing,
medicine, aging concepts, how to prevent falls la@disores, nutrition and diets for the
elderly, how to manage, communicate and relate thighelderly, occupational therapy,
personal hygiene and clothing, assistive devicésranmabilitation techniques, the use of
drugs, issues related to incontinence, managemedbmestic emergencies, health,
issues of public interest, the cultural and religimeeds of the elderly and behaviour in
the home.

Until now, 1,581 people have attended the coursepassed the final exam. Most of
these people are women (84%). The prevailing agepgof course participants is over
40 years, in women and men alike, with a smallecgrgage falling to the younger age
groups. These students came from 42 different mationostly from Latin America
(48%), followed by Europe (36%) and to a lesseemtxtAfrica and Asia.

This type of training, initially for people of fagn nationality, was extended to Italian
citizens, so much so that, since 2002, the coase®pen to all without distinction of
nationality. The growing demand for training byliia citizens is explained by the
changing economic condition of the country and Iy increasingly urgent need for
practical and cultural baggage to ensure a morkstieachance of inclusion in the
working world.

Apart from training, CEPSAG promotes another itiiain the shape of a forum on the
elderly, which has, over the years, served almestraobservatory on the condition of
elderly and as a place for meetings and proposais. portal contains a database with
the names of those who have taken and successfigluded the family assistant
training course, offering families practical anssveaind a customised search for
caregivers. It has also shown itself to be usdiigtly as a way of protecting families,
who can communicate the outcome of their expererarel, secondly, of protecting
family carers in the peaceful going about of ttativities while serving in the homes
of sick AD patients or non-self sufficient patients

Voluntary associations and self-help/mutual aid grops

Alzheimer's Associations United (AU) is a natiomalunteer initiative based in Rome
with the mission of obtaining appropriate treatmfentAlzheimer's patients and support
for their families. It serves as a partner and sgplkrson for citizens in public and
private institutions, giving voice to the real m&éand spiritual needs of the sick and
of those who care for them.

34



****' /{:f -
A LD DD P lirfonoo o v

Education and Culture DG
“RING”

TransferRING Supports for Caregivers
LLP-LDV-TOI-09-IT-0446

This organization networks with regional, provincead municipal bodies based on
memoranda of understanding, helping to take chafgenore fragile and complex
patients while giving particular attention to stes the caregiver.

To share the difficult everyday path followed bytipats and their families, the
association has created a telephone number actngnaelement of information,
providing support and organizing training coursaspiractitioners at all levels (doctors,
psychologists, nurses, therapists, rehabilitati@mapists, occupational therapists, social
workers and health assistants, family members).

Since 2007, the association headquarters has egerah Alzheimers’ Centre
(accredited by the City of Rome on the correspomdiegister) divided into a day care
centre and home care service, aimed at reducingnib&ct on the disease of the degree
of self-sufficiency and providing relief to famiéen their difficult undertaking. Two
family support groups also meet monthly at the @ent

In order to promote socialization of the AU, thistiAlzheimer's Café has been up and
running since 2000 in Rome’s Garbatella districegdace of meeting and sharing for
families of AD patients. The Association also offea legal advisory service with
particular stress on administrative support.

The association offers a scholarship for young aedeers who turn their interest
towards the study of Alzheimer's Disease. It alsganises events with rewards for
caregivers, stands on caring for the sick, prizmsplays, photos and other artistic

expressions highlighting the problems of patiemd their caregivers and publishes
quarterly newsletterAlzheimer's U.S. Newsdn the endeavour to maintain ties with and betwign
members and people involved in the matter.

3.5. Care for the elderly non-self-sufficient indty-Report 2009 Sospiro
(Aa. Vv. Maggioli Editore, Ravenna 2009)

Home services consist of a series of services gimyiongoing assistance to the elderly
non-self-sufficient in their homes. These serviessleavour to tackle pathological
forms, deal with ongoing functional decline and re quality of life.

The main types of services are: planned home ¢d®), integrated home care (ADI),
hospitalized at-home services (OD) and home carialsassistance (SAD).

For ADP, ADI and OD the main responsibility corresds to the National Health
Service, while SAD is the social responsibility bfunicipalities. ADI and SAD
represent publicly owned home care centres basdtleosize and role of users in the
Italian welfare state network.

In Italy, home care is provided to 49% of the digewith 3.2% corresponding to ADI
and 1.7% to SAD. A significant pocket of unmet reeade grouped together under the
heading of ‘neither/nor’. These are elderly peopleo are neither poor enough to
receive the SAD service nor wealthy enough to payhother type of support. There is
yet another group whom, although they don’t hawdseserious enough to receive ADI
at present, do have problems requiring some kirabsistance.
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The intensity of the public effort devoted to eadbl user is measured by the number
of care-hours provided during the year. The averadae of 24 hours per year per user
demonstrates the unsuitability of an action aimea aide range of people. This is
approximately the same number of hours as suppli@®00 and indicates that the rise
in users appearing for this decade is a resultagdtire to increase the intensity.
Compared to the SAD, the only available indicatbth® intensity of services is the
average expenditure per user, amounting to €1,@28/yhis indicator is only one of
the factors contributing to our conclusions tha #malysis performed on the intensity
of sporadic SAD in Italy reveals a large preserfgeroblematic situations.

Expenditure figures show that the position heldhoyne care services in the Italian
welfare state is marginal in several areas. Inh#ndth system, the proportion of public
expenditure on ADI came to only 1.08%. The extamsib ADI occurring this decade
was solely due to the growing health expenditure mot to an increase in the amount
dedicated to the service; in fact, between 2001 20046 the increase was very small,
from 1.06% to 1.08%. Public spending on social ggttdon amounted to 26.4% of the
GDP and for home care services addressed to tedyetthly 0.1%. Home care services
account for 0.04% of the total expenditure devdtedocial protection in Italy, one of
the countries with the lowest percentage of udéabk; shares bottom place in Europe
with a group of countries in the Mediterranean bha$&reece, Spain, Portugal). The
small percentage of users means that the focus etderly people who are particularly
vulnerable: the beneficiaries of home servicedaty lhave much higher functional and
cognitive impairment rates than most other Europeamtries.

In the case of home care social assistance (SAIR)pervasiveness of the figure of
family assistant has kept requests for intervenitton giving rise to the need to rethink
this kind of service. Many professionals in the SA&rvice had to work with older
people often also cared for by a family member ws#barce experience and
qualification. The challenge is to coordinate tlaious professionals in such way that
the SAD service supports and accompanies famiigtass$s through forms of tutoring

Who do we carers work for?
(The places of careCarla Facchini, year VI, No.4: 7-10, 2008)

It is currently estimated that approximately 60@®@0 immigrants, the vast majority
of them women, live with elderly people who are 1s&ff-sufficient, assisting them

full-time or almost full-time in their homes. ReBog to ‘family assistants’ as carers is
a peculiar trait of welfare in certain (Mediterrang countries combining modestly
developed home and residential services with thsigience of a strongly family-

oriented cultural model. The objective of this waskto present information resulting
from a study (conducted on behalf of SPI-CGIL - lbardy Region) of a substantial
number of carers (almost 650) in the region.

In most cases, the people assisted are very el@f@dye than half are 85 years and
over), and more often than not women.

50% of these cases have motor problems, 18.8% toogmproblems and a small

percentage suffer from both problems (13.8%), wdeeia 17.5% of cases no specific
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problems are reported. The cognitive problems &eety related to various forms of
dementia (primarily Alzheimer's Disease).

The overall criticality of the situation of elderlgeople receiving care is obvious
considering the overall levels of self-sufficientlye overall rate of dependence (ADL)
is very high, standing at 30.9% of all cases, ayelia 28.1% and, only in 9.1% very
low, where the elderly person can be regardedsengally self-sufficient.

The situation in relation to cognitive problemsass follows: 18.3% very high, 19.7%
high, 33.5% average, 28.4% low. While those whoehao specific problems usually
require only a few interventions programmable ttoaut the day, those who have
problems (particularly cognitive and associatedhwhobility limitations) require
substantial continuous assistance which goes fgoriiethe interventions planned or
programmed. It is interesting to underline the rggraneterogeneity of the situations
considered, showing a large proportion of high esncmarked by a considerable
burden of care (about 60%), a smaller but stilhgigant part (around 30%) marked by
intermediate problems, and finally a similarly skaalyet not insignificant part (10-
15%) marked by demands of attention and reassufantee elderly and their families
rather than specific needs. In little over halftleé cases, the “intermediate” gravity of
the persons assisted can largely be suitably aes\Wweith the work of a caregiver, but
here we come across the situation that there @ afhly one person in charge of this
work, normally with no specific training (approxitely 20% of cases in which the
elderly are strongly affected by the disease).

A final consideration concerns the individual exgece of ‘carers’: if the carer has
positive feelings towards the person cared for,ekgerience is normally very trying,
marked by concerns for the future, sadness, edfatloneliness. If the use of ‘carers’
(in countries where it is adopted) is a model hgjgo meet the cost of caring for non-
self-sufficient family members, in reality for most those doing the work it translates
into a worsening of relations with the family anadmany cases, the tendency towards a
crisis in relations with its constituents.

3.6. Experience of caregiver’s support to patiemtgh dementia

AT ASL 1IN TURIN

The city of Turin has experienced a gradual in@aasthe number of senior citizens,
who stand today at a quarter of the population.

There are 487,126 inhabitants in ASL TO1. Of thd6&,691 (21.6%) are between the
ages of 65 and 84 and 13,570 (2.7%) ovef (8807 data )
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Data for the district of ASL TO1
Comparison between 2002-2007
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Fig. 2 Data for the district of ASL TO1

In 2005, Turin’'s ASL TO1 Department of Long-termsistance and the Elderly opened
a “Caregivers’ School”as part of the services network for people witmesetia.
Teaching and training courses on issues relatedetoentia were set up for primary
caregivers (primary caregivethe most responsible person in the taking of siecs
and daily care of a relative), secondary caregi{@®sondary caregivethe person who
develops a relationship of assistance but who isdivectly responsible for providing
the care), formal caregivers (carers), residentia staff (OSS) and hospital volunteers.
The courses mainly targeted caregivers of patid@®nging to the Alzheimer's
Network at ASL TO1: UVA (Alzheimer Evaluation Unitthe Day Centre for
Alzheimer Disease and health homes providing steslteelief.
Courses at th€aregivers’ Schoolare organized into a series of four sessions divide
into subject areas as follows:
1. Characteristics of dementia.
2. Cognitive problems.
3. Intervention strategies and adaptive prostisttategies.
4. Behavioural diseases of the patient.
5. Possible intervention strategies and knowldaigeed on family experiences.
6. Legal and forensic-related aspects of dementia.
The objectives of our work were to:

1. Analyse the impact of information on diseasparental stress management

2. Study whether or not non-pharmacological intetie& could reduce the

caregiver’s perceived care burden
3. Assess the presence of behavioural diseasesagnitive impairment of the
patient related to the burden experienced by thegoaer
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All of the above was measured using validated rmychiatric scales and
neuropsychological tests as indicators of the watietion effectiveness.
In the period between 2005 and 2009, 330 caregattended the course, distributed as
follows:

« 252 primary caregivers (including 160 spouses and®%ons/daughters)

« 30 secondary caregivers (including 20 daughters-ilaw and 10 sons-in-law)

« 48 formal caregivers (carers, hospital volunteer€SS).

+ 62% female 38% male

- Patients' average age: 74.4; caregivers’ averagga 57.5

MATERIALS AND METHODS
The patient and the caregiver were both intervieimace, separately, to ensure greater
reliability of response, before (TO) and after (11 course.
The interview with the patient involved adminisiva of the Mini Mental State
Examination in order to assess their level of cogmiimpairment. The interview with
the caregiver involved administration of the follog scales:

- ADL/IADL
- NPI
. CBI

Activities of Daily Living (ADL) is a test investigating individual autonomy in
everyday activities. The score ranges from 6 (maxrmindependence) to 0 (lack of
autonomy).

Instrumental Activities of Daily Living (IADL) is a test investigating autonomy in
several areas of daily life requiring more compiewlementation. The score ranges
from 8 to O for women, from 6 to O for men.

Mini Mental State Examination (MMSE) is a screening test to detect cognitive
impairment, to quantitatively assess its severity ehanges over time.

Neuropsychiatric Inventory (NPI) is a scale for the evaluation of behavioural dissa
encountered by the caregiver and requiring evaloatn terms of frequency and
severity.

Caregiver Burden Inventory (CBI) is a scale for assessing the burden of care, t@mpab
of analysing the multidimensional aspect develofmdcaregivers of patients with
Alzheimer's disease and related dementias. Thiséf-reporting instrument completed
by the primary caregiver, that is, the relativeaperator who supports most of the
patient’s burden of care. The caregiver is requie@nswer by ticking the box that
comes closest to his or her condition or persanakréssion. Divided into 5 sections, it
allows the evaluation of different factors of stre®bjective burden, psychological
burden, physical burden, social burden, emotioneddn.

RESULTS
Statistical analysis of the data obtained was cotdliusing the Pearson correlation
coefficient (r).
Examination of the TO data results in:
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« a significant correlation between the level ofigatts autonomy in daily
activities and the level of stress experienced Hey daregiver (r = 0.552, P =
0.0016)

« a significant correlation between the severitypehavioural diseases observed
in the patient and the level of the caregiver'secaurden (r = 0.719, p =
<0.0001)

+ a weak correlation, though not negligent, betwé#esm degree of cognitive
impairment of the patient and the caregiver’s danelen (r = 0.270)

Examination of the data at T1 showed a significketrease in scale scores collected at
the CBI (p <0.05)

CONCLUSIONS

Given the highlighted correlation between a patsedégree of autonomy in the ability
to carry out tasks of daily living and the caregiseCBI scale score, we can state that
the more energy, time and attention the patientiireg, the greater the level of the
caregiver’s perceived stress.
Moreover, the data also confirms that the mairr@®of stress in the caregiver lies in
behavioural changes in the patient’s disease. leasonable to state that the lack of
social support and/or conflicts with other familyembers are more keenly felt in
relation to the worsening of the patient's behandbdiseases, coinciding with the study
by Pearson and associates (1886)
The difference in collected data between the assest at TO and at T1 showed how
the non-pharmacological approach was useful foc#negiver to:

1. improve his/her understanding of clinical antidgoural manifestations closely

linked to disease
2. become more aware of his/her role and hisdheremotions.
3. adopt coping strategies aimed at reducing thddouof care and achieving a
kind of home-rehabilitation

The Caregivers’ School offers caregivers an effectiool enabling them to adopt
compensatory strategies for better managementeofelative or, in the case of formal
caregivers, the person under their care. Simplfyanganization of the patient's life
may bring an improvement in his or her autonomyisTis achieved with greater
awareness of care responsibilities, which are dedepy learning to recognize the
potential benefits for the patient. The comparistade between patient characteristics
and negative stress experienced by caregivers tmtvgome interesting data - useful
for operators to better recognize cases, whichotiesn caused by the same problems.
These included considerable differences relatedh& age of the patient, type of
dementia, cognitive and non-cognitive symptomsgtaiphical characteristics of the
person undertaking the task and responsibilityssisiing the patient.
The establishment of courses is part of a broadeject in which the ‘instrument
caregiver’ is used for a kind of home rehabilitati@f the patients’ cognitive
dysfunctions. Training of the person living withetpatient is a prerequisite for the use
of rehabilitation techniques, not only aimed at m&ning the patient's functional and
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cognitive skills, but also at achieving a reductianthe caregiver’s stress levels and
psychological well-being

4. CAREGIVERS SITUATION IN SPAIN

As of 1st January 2009, Spain’s general populatvas 46.6 million people, and 7.8
million were aged 65 or older, representing 16.6%e whole population (INE, 2009).

Table 3
Spain. Total population and population aged 65+.
65+ Women Men
% of % of
% of total Woman population Men aged population

Total Number  population | aged 65+ aged 65+ 65+ aged 65+
Populati
on 46.661.950 7.780.830 16,67% 4.471.023 57,46% 3.309.807 42,54%

Source: Instituto Nacional de Estadistica —INE- (2009). Avance del Padron a 1 de enero de 2009. Datos
provisionales. Comunidades auténomas y provincias. At: http://www.ine.es/jaxi/tabla.do. Last accessed: 10
julio 2009.

Around 700.000 people in Spain suffer from Alzheimdisease (F.A.E., 2009) and

around 100.000 are expected to become new suffexeny year. In relation to this

figures, a recent study on informal caregivers IMSERSO (2005), estimates that in
5.1% of the Spanish households (725,870 househthlds} is at least one person who
provides care to another person aged 60 or oldériiy activities, which this person

cannot carry out by themselves.

These 725.870 households can be split into twopgroane for those where the care
provided is family-related to the person being ddog (633,685 households, 4.5%) and
another group where the care provider is hiredgd (92,185 households, 0.6%).

Yet, in every household there can be more thanpengon proving care. The average
is 1.5 caregivers per family unit, which resultsainleast 950,528 informal care givers
in Spain. This figure represents more than 6% pedé Spain’s total population aged

18 and older.

According to the same study, the estimates for lge®p+ being cared for at home by
informal caregivers are 1.2 million, that is, méihan 16% of the total 65+ population

(Table 2). Likewise, the estimates for formal (dil®@ paid) caregivers are more than
100.000 people (Imserso, 2005).

In general, the most common profile of an inforrcale giver in Spain is a 53-year-old
woman, married, with primary schooling, who carreg basically house work in her

own house.
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4.1 Informal care givers in Spain

In fact, 83.6% are estimated to be women (TabRebarding caregivers’ age, they are
estimated to be mainly over 40, with a minimumrehaf the 20-29-year-old group
(3.6%). It is imperative to point out that the innfamt share of caregivers aged 70 and
over (14.9%), an age at which where one most peoplén need of care. It is then vital
to segregate this percentage (14.9%) by genderubecae hypothesis that most of
these care givers are women.

Table 4
Profile of informal caregivers in Spain.
% %
Sex Education
Women 16.4| No studies - llliterate 17.1
Men 83.6 | Elementary 43.0
High School 32.6
Age University 7.0
younger than 20 1.2 | Unknown 0.3
20-29 3.6
30-39 11.9| Employment
40-49 23.8 | Employed 26
50-59 28.7 | Unemployed 73.1
60-69 15.9 Retired 20.2
70 and older 14.9 Unemployed 7.0
Mean age 52.9 Unemployed*1st job 0.3
Housework 44.2
Marital Status Student 1.4
Single 14.8| N.A. 0.9
Matried 6.2 S IMSERSO (2005). Cuidados a |
Widow 5.1 pgrusr(;:r?e{s mayores e(n los )HogL;Ire?s gssp?aﬁ%sles.
Separated 2.1 | Madrid: IMSERSO.
Divorced 15
NA 0.3

4.1.1 Informal caregiver’s and care recipient’s agionship

Concerning the relationship between caregiversaand recipients, most recent
studies estimate that around 57.2% of caregivergiginer the daughter or the son
of the care recipient, generally the daughter (IRSP, 2005). A second group is
formed by the spouse (16.8%) Likewise, it is intéreg to notice that
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grandchildren are not generally involved in cariogtheir grand parents. (Figure
3). Estimations for formal caregivers are stillreea

57.2%

. O O & N QN
& K & & & ©
g T & &
\\6 {b’o Q @0 \é\
o~ 9

Figure 3. Informal care giver's and care recipient’s
relationship in Spain.

Informal caregiving is a continuous process. Ir,fa¢.2% of informal caregivers
surveyed by the same study declare to be permgnaithi the care recipient. A
figure not very surprising, taking into accountttimost of them are the care
recipient’'s children and are mainly women. On aosedcinstance, informal
caregivers declare to play that role on specifimgesuch as weekends, summer,
etc. (10.4%) or occasionally (9.4%) (Figure 4)
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Figure 4. Informal caregivers in Spain: ¢ How often do you take
care of the elderly person?

4.1.2 Tasks, activities and duties carried out hjormal caregivers
When asked about the type of activities they hkegpdare recipient with (or, in
some cases, assume to entirely do because of thereepients’ physical or
cognitive situation). There are basically threestypf activities:

* Housework: cleaning, ironing, preparing meals, etc.
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» Dalily activities: going out in the street, shoppigging to the bank,
paying bills, etc.
» Personal care: taking a shower, getting dressépl tbeat, etc.

Informal caregivers can carry out these three tygfeactivities separately or all
together. For example, 68.8% of them declare tp bate recipients with all the
three types aforementioned, 14.3% carry out onlyskwork and daily activities;
2.9% carry out only daily activities and personate; and 2.2% , perform only
housework and personal care. As it was said, merglr€ combine all the three
types, that is why 92.1% help those cared for whthir daily activities, 83.9% do
housework and 76.1% provided aid for personal (faigure 5).

0,
100.0% 92.1% 83.9%

80.0% | 68.8%
60.0%
40.0%

76.1%

14.3%

20.0% 2.9% 2.2%
0.0% - ‘ ‘ ‘ ‘ ‘ ‘
Combination Only Only daily Only Help with Housework Personal
of 3 housework activies housew ork daily care
activities and daily and and activities
activities personal personal
care care

Figure 5. Tasks, activities and duties carried out by informal care givers in Spain.

No differences are detected by the care giver'soseage, but they do seem to be
important according to the care recipient’'s sex.af§ge increases, people need
help to do many more tasks or activities. For eXamipoth the 66-70-year-old
ones and the 71-80-year-old ones need help manlg-B daily activities, but as
age increases (81-90 and 90+ groups), care retsprezed help generally for
more than 9 daily activities.
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Table 5
Number of daily activities elderly people need help with according to
age groups.
Total (%  60-65 66-70 71-80 81-90
column) years years years years 90+
1 activitiy 0.3% 1.9% 1.4% 0.2% 0.2% 0.0%
2-3 activities 3.1% 6.9% 4.7% 3.8% 2.5% 0.0%
4-8 activities 18.5% 18.5% 29.6% 23.4% 15.5% 5.7%
9 or more activities 77.8% 70.9% 62.8% 72.5% 81.8% 94.3%

There are not significant variations accordinght® ¢are recipient’'s sex, except in
three specific activities: preparing meals, takugplic transport and going out in
the street. As can be seen in Figure 6, aged neemare likely to need help as
regard preparing meals, while aged women are mketyIto need help when

using public transport or going out in the street .

Both
100.0% -
91.3% Men
90.0% | 86.4% 84.3% 85.0% = Women
81.9% 81.1%
80.0% - 75.4% 77.6%
70.0%
70.0% -
60.0% -
50.0%
Preparing meals Using public transport Going out on the street

Figure 6. Spanish informal caregivers: Significant differences by sex for those activities aged
people need help with.

4.1.3 Qualification and Skills

Taking care of another person is not an easy tgecially if this person suffers
from any particular disease. Caregivers can beetthined or not. In the case of
informal caregivers, they are usually not trainthough public administration is
doing great efforts to provide short-term coursegtos matter available for the
large scope of informal carers.

According to a study carried out by IMSERSO (200Bre than 65% percent of

informal caregivers have gone through formal schgoat either elementary or
high school level. Nevertheless, specific trainomgcare-related issues is scarce.
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That is why it is interesting to analyse what infiat caregivers say about the
skills needed for the job they carry out. When dskbout this subject, a
significant percentage, although not very large, that anyone can do their job
(35%). Those who say that training is always neexded bit less (32.6%). There
is also a considerable percentage who believetth@ing is needed only when
the persona cared for suffers from dementia (23 Fgure 7).

50.0% -

40.0% 35.0%
? 32.6%

30.0% - 26.3%

20.0% -

10.0% +

0.0% \ \ \

Anyone can doit Always necessary Onlyif dementiais
present

Figure 7. Spanish informal caregivers: ¢ Is training on
caregiving necessary?

4.1.4 Difficulties and challenges faced by care gjis

Being such a hard job, caregiving is both gratdyend exhausting. There are
many variables at stake, but scientific evidence $laown that caregivers are
likely to suffer from health and mental problemsu(® Haywood-Niler, &
Kielcot-Glaser, 1990). There is also evidence shgwiat the care giver's gender
and age are likely to increase the risk of sufefiom the so-called caregiver’s
overload (Vitaliano, Russo, Young, Teri, & Maiut®91).

For instance, in a study conducted by Crespo & kq@€08) with 208 Spanish
care givers (84.13% women, 15.87% men), researdéhens! that women tend to
care for those with more severe situations of ddeeay, assume the most
demanding tasks, are in conflict more often tham méh carrying out their
reproductive roles (family, housework, etc.), apersl more time providing care
than men. In fact, Crespo & Lépez (2008) foundhiaitt study that 74% of female
caregivers felt overloaded, but only 45% of memnifethat way. On the reason to
explain this abysm, they point out that female gers tend to have a greater
perception of overloading, have worse personaluess than men (self-esteem,
emotion-based schemes to face problems) anddat&l support.
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Moreover, the medication intake was higher in fenare givers (48.0%) than in
male ones (16.0%) and suffering from depression mwwage common in women
(26.0%) than in men (12.0%). More over, 68.0% ahdée caregivers were
psycho-pathologically diagnosed, versus 46.0% of (@xespo & Lopez, 2008).

Table 6
Caregivers' perception of overload and health problems by sex in
Crespo & Lopez (2008).

Caregivers’ Perception of Taking Psychopathologically
distribution overload medication diagnosed
Women 84.13% 74.0% 48.0% 68.0%
Men 15.87% 45.0% 16.0% 46.0%

n=208
Source: Crespo y Lopez (2008). Cuidadoras y cuidadores: el efecto del género en el cuidado no
profesional de los mayores. Madrid: IMSERSO

In a wider study (IMSERSO, 2005) including 1,504ecavers’ findings were
similar, 85.5% of care givers declared to faceusfes from at least one disease of
problem. When asked to identify this problem, maos$tthem referred to
limitations to their leisure time and to having énfior their family (80.2%),
followed by problems dealing with financial issu@swith not being able to fully
develop a professional career (61.1%) and heatihl@ms (55.6%). If separated
by sex, women (63.4%) claim to suffer from finahcidficulties more often than
men (49.4%). As regard to health problems, a simsituation takes place
(women, 58.3%; men 41.6%). (Figure 8) Curiously,nnmaore than women
declare not to have enough time for themselvesootheir families. Probably,
gender roles explain a great deal of this respdreag women the ones spending
more time with the care recipient, they are lesslyi to see this as an invasion of
their personal time, and more as a role they ape@®rd to assume.

m Women
58.3% Men
Health problems 41.6%
55.6% Both

Financial issues / 63.4%

0
career development 49.4%

61.1%

I 79.9%

Free time / family time 81.4%
80.2%

30.0% 40.0% 50.0% 60.0% 70.0% 80.0% 90.0%
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Figure 8. Spanish informal care givers: Difficulties / problems
faced by care givers according to sex.

4.2 Formal care givers

Although estimates for formal care givers are ssancSpain, some studies have
approached the matter as a very early stage adingselhe fact that a great share
of this sort of jobs are part of the informal mdrked the role of immigration
make any attempt to describe and analyse formad garing is extremely
difficult.

IMSERSO (2005) tackled this situation in its evied study Cuidados a las
Personas Mayores en los Hogares Espafioles. El mottamiliar’ (Home based
Care provision to elderly people in Spain. The fgn@nvironment The study
included 105 domestic workers who labelled thenmeselas care givers of an
elderly person and who are paid a salary for tvenk.

Women formal caregivers are more frequent tharr theie counter parts. In the
first national study carried out by IMSERSO (20089sults were conclusive:
96.6% women and 3.3% men. Concerning their agey, &ne slightly younger
than informal caregivers because their mean a@® igears old and those older
than 60 years hardly are beyond 4% (Table 7).

It is also interesting to point out that more tle5% of formal caregivers have
gone through some sort of schooling. There wasasignificant share of people
with university studies (11.6%).

Formal caregivers are more likely to be immigrdrart the informal ones. Even
though almost 60% are Spanish, we suggest thafp#rsent must be regarded
cautiously, not only because it might be out ofed@005) and the situation has
changed, but also because evidence have showmmibstt illegal workers are
under-registered in every survey or study. Yet, ithportant amount of people
from Ecuador, Colombia, Peru and Bolivia suggesat tmmigrant formal care
givers in Spain tend to be South American rathan tihom any other nationality.

Table 7
Profile of formal caregivers in Spain.

% %
Sex Education
Women 3.4 | No studies - llliterate 1.4
Men 96.6 | Basic literacy 5.3

Elementary school 31.9

Age High school 46.4
younger than 20 0.5 | University 11.6
20-29 17.9] Schooling unknown 2.9
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30-39 29.5|NA 0.5
40-49 31.4
50-59 16.4 | Nationality
60-69 3.9| Spain 59.9
70 and older 0.5| Ecuador 13.0
Mean age 39.4 years | Colombia 6.8

Peru 4.3
Marital Status Bolivia 2.9
Single 27.1 | Rumania 2.4
Married 48.8 | Bulgaria 1.9
Widow 6.3 | Dominican Republic 1.4
Separated 10.6 | Other 2.0
Divorced 4.3 | Source : IMSERSO (2005). Cuidados a las
NA 2.9 | personas mayores en los hogares espaiioles.

Madrid: IMSERSO.

As said before, estimates for formal caregivindn@te is very rare in Spain. In
the aforementioned study by IMSERSO (2005), only o% the Spanish

households surveyed had external aid for caringafoelderly person. This aid
did not imply the absence of family caregivers whwnformal caregiver was not
present.

In most cases, extra aid was hired for housewodkthus those carrying out this
job are referred to as domestic workers, even thdhgir job is linked to caring

for the elderly person. These formal care giverskwoainly on a hourly basis
(27.1%) or part time (26.6%). Those who work futhé can be split into hose not
living in the household (23.2%) and those who da{%o).

Most of those working full time and living in theare@ recipient's home are
immigrants. This explains why 73% of these worldwanot enjoy social security
(IMSERSO, 2005)

in the household;

22 7% Hourly basis;

27.1%

Full time - living in
the household;

23.2% Part time; 26.6%

Figure 9. Spanish formal caregivers’ time distribution.
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Caregiving is a very demanding job. That is whyO%4.of formal care workers
are entirely devoted to taking care of the eldpedyson, limiting the professional
and income potential. Those working as formal caren fixed terms only
represent 24.2% and those working seasonally rda&¥%. Out of this 71%
working only as formal care givers, most of thera #re sole type of aid the
elderly person has (39.1%).

Formal caregivers carry out their job along the,aagst work only on mornings
(31.4%), but a large share do an all-day-shift28. A great percent do both
mornings and afternoons (23.7%). On average, tt@k W hours a day and they
have taken care of the elderly person for more fhgear (69.0%).

4.2.1 Specific training and training needs

When asked about specific training for taking aaireome else, most caregivers
declare not having gone through any form of trajnif0.0%); the rest have either
taken a short course or read by their own. On ¢gasans to explain their weak
training, they believe they do not need any trgin{#2.0%) or have not even
thought about it (32.0%) Most of formal caregivbesieve that specific training
is needed to care for another person (40.0%); hewex large share (29%)
believes that “any one can do it". Many caregivarggest that specific training is
necessary only for specific situations (27.0%),hsas those cases when the one
cared for suffers from dementia or his/her degfedependency is important.

80.0% 1 70.0%
60.0% -
42.0% 40.0%
40.0% - 32.0% 29.0% 7. 0%
o . l
0.0% ‘ ‘ \ \
No trainig "I don't "l haven't "Training  "Anyone ‘"trainingis

need any thought is amust" candoit" needed for
training"  aboutit" specific

cases”

Figure 10. Training: needs, opinions and perspectives for Spanish formal caregivers.

As regards to the activities they do or help witt% of them declare to help care
recipients with housework (cleaning, ironing, prépg meals, etc.); daily
activities (going out in the street, shopping, goia the bank, paying bills, etc.)
and personal care (taking a shower, getting dredseld to eat, etc.): 9.2% |,
perform only housework and personal care; 7.2%ycaut only housework and
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daily activities; and 2.9% carry out only daily iaittes and personal care.
Nevertheless, most carers combine all the threestyfhat is the reason why
89.4% do housework, 84.5% provide aid for perscaat, and 83.1% help those
cared for with their daily activities (Figure 11).

0,
100.0% -+ 89.4% 84.5% 83.1%
80.0% | 70.0%
60.0% -
40.0% -
20.0% - 9.2% 7.2% 2.9%
00% T T T T
Combination Only Only Housework Daily
of 3 activities housework housework activities
and and
personal personal
care care

Figure 11. Activities and tasks carried out by formal caregivers in Spain

4.2.2 Available resources for care givers in Spain

When someone is diagnosed with Alzheimer’s diseakbdhose people around
them get involved. Care givers, both formal andimfal continuously declare not
having enough information about the disease andtahe resources available to
mitigate the burden and load they go through wlamg for some with AD.

According to a study carried out by Fundacion Alatey Espafia (2007) and
other four European organisations, including with81 caregivers from Spain,
France, Germanay, Poland and Scotland, inaccurtteriation about the disease
was pointed out as one of the main difficultiesethby caregivers (37%). Half of
caregivers highlighted that information on the ewion of AD was not
sufficiently provided by health staff. Even more498 declared not to have
received any information on thee medical treatnaeailable for AD.

In this study, only 4.0% of caregivers were givafoimation on the resources
available and 8.0% were told about associations sugport groups for AD
patient’s families. That is why, 80.0% of caregeequest more information on
resources and services (80.0%) and medical treasragailable for AD. (47.0%).

Resource and services have been aiming patiertsiobunecessarily caregivers.
Although recently there have been a change towana®re comprehensive and
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inclusive perspective. For instané®me assistancés a service usually provided
by local public administrations, including home ,atdle-assistance and other
financial support for reparations, informal cargegs, meals to go and assistive
technologies. Publicly supported home assistanggices covered 753,995
elderly people in 2007. This figure represents bditect help for dependent
elderly users and for family care givers (Imse2Q(8).

Respite _centresoffer temporal stays in residential setting, whistanother type
of service to help both dependent elderly persaastheir carers as it provides a
time free from care giving. In 2007, there were64,%eds in 724 residential
settings for respite services (Imserso, 2008). mbet common service is the so-
called “a weekend respite” provided for familiekite care of relatives on
weekdays.

Support groups and Family Associations are the mesiaurces available for care
givers in Spain. Founded in 1991, tRandacién Alzheimer de Espafia the
largestnational NGO grouping family and care givers of people suffgrfrom
Alzheimer’s disease. It provides support and gudato families and carers on
the medical development of the disease, the regsuawailable in their town,
recent calls for provision of financial supportfarmation on networks of smaller
or local associations, and in general, has stragiglemaking AE a public health
issue. Resources are limited, but the publicatioa e-newsletter and several e-
Guides on Alzheimer make this NGO the Spanish f@maht on the web for
informal care giverswww.fundacionalzheimeresp.grg

Another large, national NGO is the INAFAAgociacion de cuidadores y
familiares de enfermos de alzheimer y demenciagsfiFounded by care givers
and people with early-stage dementia, it aims atigdmg counselling, legal
assistance and nursing services to families. Sdnteeocentres of INAFA are
equipped with a respite centre and some other dp\elprogramme for children
living with people suffering from dementiafvw.inafa.e$.

Almost every Spanish region has its own associatiofamilies and care givers
of people suffering from EA. In San Sebastian,ifistance, AFAGI (Asociacion

de familiares de enfermos de Alzheimer de Gipuzkeaps founded in 1991 to
provide counselling, legal support, sociologicatl @ctonomical perspectives on
AE, medical dissemination, networking and makingsible care givers visible

to society and public authorities.

Some specific initiatives have taken place recenflgr example the GAM
project, backed by Ingema and Fundacion Matia (Sebhastian, Spain), is a
psycho-educational training programme for AD cakerg to improve emotional
management. The purpose is to modify negative em®tcare givers may have
when taking care of AD patients. GAM is an inputtlt®e RING Kit to be
developed later on in the project.
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ICT-based resource and services are recently takasition and settling as a
common and general choice. Internet has made kdgelexpand faster than
ever and care givers are more and more using &ttdm fill the gap health
practitioners have not been able to satisfy. Tlufgrums for care givers are
webbing the web in Spain:

» Social / Learninig communities:

» Emagister.com: There are 3 groups devoted to Alzbes
Disease, their carers and social implications: Gruje
Geriatria (717 members); Foro de Alzheimer (737
members); and, Grupo de Alzheimer (25 members).
http://grupos.emagister.com/grupo/search?g=alzhéigze
=Buscar&idGrupo=1300&scope=T

» Facebook: The largest social e-community, thereersev
groups aimed at both patients and carers, whellesr dre
family or non-relative. Some of the groups are:h&lner's
Society (7,156 members), The Alzheimer Project 5716
members); Links a paginas en Espafiol sobre la Beftad
de Alzheimer .

» Red Cross: Through its website, it provides updted
information on resources and services for familsewl
caregivers
(http://www.cruzroja.es/portal/page? pageid=659, 9832
5& dad=portal30& schema=PORTALBO

* e-Learning and Open Universities: Supply is endv@sen it comes to
distance training for care givers. For example, esavh the courses
available are:

» Distance training on caring for AD patients (Cursies
cuidador de enfermos de Alzheimer a distancia):
http://www.aprendemas.com/cursos/cursos-cuidader-de
enfermos-de-alzheimer-a-distancia-234048.html

» Oficial Certificate for AD Patients Care givers (Gador
de Enfermos de Alzheimer — Curso Oficial):
http://www.formazion.com/cursos_curso_cuidador_dé e
ermos_de_alzheimer_curso_oficial_distancia-4664#.ht

> Distance training for caregivers of AD patients (&ude
cuidador enfermos de Alzheimer a distancia 2010):
http://cursos.universia.es/cursos/1/3b8ce-cursaador-
enfermos-de-alzheimer-a-distancia.html
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4.2.3 Legal regulations in Spain

ACT 39/2006, of 14th December, on the PromotioR@fsonal Autonomy and Care
for Dependent Persons

This law took effect on the®lof January of 2008, and it was the first timetia field of
the socio sanitary system that it was regulatedqaradanteed the provision of care to
persons with dependency. This law allowed the actes wide services catalogue in
order to cover the provision of care to this popata To guarantee the implementation
of the law a specific system was created: the 8ydiwr Autonomy and Care for
Dependency, as mentioned this system guaranteelBafie conditions and common
content to which the A®9/2006, of 14th Decembegfers; serves as a common ground
for the collaboration and participation of the Rafl\dministrations, in the exercise of
their respective competences, on the subject gbtbiotion of personal autonomy and
protection for dependent persons; optimises thdigpaind private resources available
and contributes to improving the living conditiarfscitizens.

The System is configured as a network for publie theat integrates on a coordinated
basis, both public and private centres and servities fact of integrating the centres
and services referred to in this article in the t&ys for Autonomy and Care for

Dependency shall not bring about any alteratiothenlegal regime applicable to their
ownership, administration, management or secondtoesther bodies.

In the following lines there is described the cagale of services provided by this law:

1. The Catalogue of services includes the socralaas for the
promotion of personal autonomy and care for depecyeaccording
to the terms that are specified in this chapter:
(a) Services for the prevention of situations gfetedency and for
the promotion of personal autonomy.
(b)Personal Alert System.
(c) Home Help Service:
(I) Housekeeping tasks.
(I) Personal care.
d) Day and Night Centre Service:
(1) Day Centre for older persons.
(I1) Day Centre for persons under the age of 65g/ea
(111) Day Centre with specialised care.
(IV) Night Centre.
e) Residential Care Service:
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(I) Residence for dependent older persons.

(1) Centre offering care for dependent personspeding to

the various types of disability.
2. The services listed in item one are regulatadout detriment to the terms of article
14 of Act 16/2003, of 28th May, on the Cohesion apdality of the National
Healthcare System.
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Besides the listed before there are another asticated to financial benefit. In the
next paragraphs they are described:

Article 17. Financial benefit linked to service.

1. The financial benefit, which shall be receivedaoregular basis, shall only be granted
when it is not possible to access a public or slisil attention and care service,
depending on the degree and level of dependencyoaritie beneficiary’s economic
status, in accordance with the terms of the conwerteld between the General State
Administration and the Autonomous Community in dices

2. This personal financial benefit shall in anyed&® linked to the acquisition of a
service.

3. The competent Public Administrations shall sujsey;, in any case, the purpose and
use of these benefits to verify compliance with fheposes for which they were
granted.

Article 18. Financial benefit for care in the fayniketting and support for non-
professional carers.

1. On an exceptional basis, when the beneficiabeiag cared for in the family setting
and when the conditions laid down in article 14d met, a financial benefit for family
care shall be acknowledged.

2. Following agreement by the Territorial Coundiltbe System for Autonomy and
Care for Dependency, the conditions qualifying flois benefit shall be established,
according to the degree and level acknowledgedhirdependent person and his/her
economic status.

3. The carer must comply with the rules on affitiaf registration and contribution to
the Social Security that are laid down in the ragahs.

4. The Territorial Council of the System for Autong and Care for Dependency shall
promote initiatives to support non-professionalecsy which shall include training and
information programmes and measures to cater biperiods.

Article 19. Financial benefit for personal assis&n

The purpose of the personal assistance financiaflies to promote the autonomy of
the severely dependent persons. Its objective eomtribute to the hiring of a personal
assistant, for a number of hours, in order to mtevihe beneficiary with access to
education and employment, as well as a more autonsrfife in the exercise of the
basic activities of daily living. Following agreenteby the Territorial Council of the
System for Autonomy and Care for Dependency, tleeiip conditions for qualifying
for this benefit shall be established.
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Article 20. Amount of financial benefits.

The amount of the financial benefits regulatedha articles in this section shall be
agreed upon by the Territorial Council of the Sgstéor Autonomy and Care for
Dependency, for subsequent approval by the Governbnyemeans of a Royal Decree.

5. REQUIREMENTS ANALYSIS IN THE RING
PROJECT

The project aims to improve the quality of life tife caregivers, to strengthen its

position in the labor market and contribute to abcohesion with a relapse on assisted
people, family and on social and health servicesin€rease the skill level of the group

at risk, we intend to transfer the product formgd b

a. the Spanish program "Psychoeducational progranfooceised on the

emotional well-being of the Alzheimer's caregivetsised on an innovative
methodology of psycho-social intervention, usetuhbarding and enhance the
skills, communication and behaviour of people itiahor permanent training.

b. The book of relief for palliative care (SospFoundation - Cremona). Dvd
with movie fragments on the supportive relationgiMfaderna Centre - Stresa).
The final product, an aggregate, called "Ring Kitll be used as a tutorial in the
training module on supportive relationship.

In order to gather caregivers (informal and fornaad}l trainers’ needs within the Ring
project two,ad hog¢ questionnaires were created, one for caregivetsaaother one for
caregivers’ trainers. Formal and informal caregverere defined as follow$ormal
Caregiver is a paid worker in a Nursing Home /Rest Home aal mputworker, or a
volunteer who cares for the elderly and is remuieeranly with a refund of expenses.
Instead, thelnformal Caregiver is a family member or relative who cares for the
elderly at home or in a Nursing Home/Rest Home, &hd is not remunerated with a
refund of expenses.

The caregivers’ questionnaire was composed byrdiftesections:

Type of caregiving, identification of needs: psyshcal area, identification of needs:
organizational area, identification of training dsg and sociodemographic
characteristics (see appendix 1). Trainers’ questoes consisted of questions related
with their perception about caregivers needs omitrg (see appendix 2). A total
number of 311 questionnaires from caregivers ar@l fidm trainers from 4 different
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countries (Turkey, Romania, Italy and Spain) weslected. In the next section, the
results from the questionnaires are outlined.

Results from the questionnaires

5.1 Caregivers

A total of 331 questionnaires from caregivers wawkected in four countries: Turkey,
Romania, Italy and Spain. Caregivers were disteduinto two groups: formal or
informal. A total of 204 formal caregivers and 12dformal caregivers were
interviewed. The distribution of caregivers by ctwynis the following: Turkey, 60
questionnaires from formal caregivers; Romaniafdtthal and 6 informal caregivers;
Italy, 117 formal and 107 informal caregivers; afidally, Spain, 17 formal and 14
informal caregivers.

Roma- Roma-
nia nia Romania
5% 5%

Turkey
18%
Turkey
29%
Spain Italy
9% 58%
Italy
0,
68% Spain

8%

Italy
84%

Figure 12. Total Caregivers by Figure 13. Formal Caregivers Figure 14. Informal Caregivers
Country. by Country. by Country.

If we take a look at the ages of all the caregivieis particularly interesting to note that
formal caregivers are in general younger than médrcaregivers. As can be seen in
Figure 6, informal care givers’ age range is muatgér than the one for formal
caregivers. In fact, there are several 80+ inforoakegivers. For example, 50% of
formal caregivers range from 32 to 46 years of &98p of informal caregivers range
from 46 to 66 years of age (Figure 6). This sitaticonfirms the wide spread
hypothesis that informal care giving is a life cggiprocess.
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Type of care giver

Figure 15: Caregivers’ age distribution.

5.1.1 Informal caregivers

Description of the sociodemographic data of theonfnal caregivers

Data were gathered from 127 informal caregivers; gely 124 of the respondents did
answer this question. The mean age of informalgiaees was 55.62 years (SD=14.47),
ranging from 20 to 82 years. Being the range togelait is better to re-distribute the
data into age groups: one for the 20-40 year-adsecond group for the 41-60 year-
olds and a third group for the 61+ year-olds. ™k show a better description of the
groups and will lower the deviation (14.47 years).

The largest group is the 41-60 year-olds (43,5%)ovved by the 61+ group (39,5%).

The 20-40 group is the smallest one (16,9%). Asleaiseen, care giving is mainly a
“grown-ups’ thing, as young caregivers are noinamerous. Mean age for the 20-40
group is 32.76 years (SD=7.04), for the 41-60 gronpan age is 51.94 years
(SD=7.11), and for the 61+ groups, mean age is7ogedrs (SD=6.35)
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Table 8. ' 20-40 years
Informal care givers’ mean age old 18.90%
61+years
Num-ber old 39.50%
%
Mean Age (years)
All Informal care givers
124
100.0 4160 years
55.52 old 43.50%
Informal care
giver by age group
20-40 years old
21
16.9
32.76
41-60 years old
54
43.5
51.94
61+ years old
49
395
69.47

Figure 16: Informal caregivers by age group.

As can be seen in Table 9, most caregivers are w@B89%) and this is so for every
age group and country, although in the 41-60 grang the 61+ group men tend to
increase their participation as informal caregivgmobably because they engage in
couple relationships, a less likely situation ia 2#0-40 group.

The case of Romania is particularly remarkable@amale caregivers were interviewed
at all (no informal caregivers, either female orlenavere interviewed in Turkey) and
neither did 61+ care givers. On the contrary, dtdly and Spain included males in all
the age groups. Concerning elderly caregivershendase of Italy, there were some
male 61+ caregivers.

These figures confirm that the feminization of cgnéng is still a major gender divide
in every country.

60



***1. /_/'/ %
L NG LD DY PP lurfisovsoo o e

Education and Culture DG
“RING”

TransferRING Supports for Caregivers
LLP-LDV-TOI-09-IT-0446

Table 9. Informal care givers’ age groups according to gender by country
Number % (row) . Country % (row) .
Romania Italy Spain
All care givers
Female 104 83.9% 6 100% 85  82% 13 93%
Male 20 16.1% 0 0% 19 18% 1 7%
Total 124 100.0% 6 100% 104  100% 14 100%
20-40 year olds
Female 17 81.0% 4  100% 12 75% 1 100%
Male 4 19.0% 0 0% 4 2504 0 0%
Total 21 100.0% 4  100% 16  100% 1 100%
41-60 year olds
Female 47 87.0% 2 100% 36  86% 9  90%
Male 7 13.0% 0 0% 6  14% 1 10%
Total 54 100.0% 2 100% 42 100% 10 100%
61+ year olds
Female 40 81.6% 0 - 37  80% 3 100%
Male 9 18.4% 0 - 9 20% 0 0%
Total 49 100.0% 0 - 46 100% 3 100%

When asked about who they live with, most care rgiwtated that they lived with the
person they care for (55.6%) (Table 10). This i$ aogeneral situation in all the

countries. Although the numbers are small, the caddtaly and Spain are different.
While in Italy almost half of the caregivers livatlwthe care recipients, in Spain more
than 84% of all the informal caregivers interviewadthis country live with the care

recipients (Table 10).

Concerning the relationships of between the carergiand the care recipient, most of
caregivers were either the care recipient’s daugd®9%) or spouse (23.8%). (Table
6) Just a few percent were the recipient’s soactathat reinforces what was stated seen
previously as the feminisation of caregiving. Therformal care giving is mainly a
“family matter” as 85.7% of care givers are in avey or another family-related to the
care recipient: spouse, daughter, son, daughtlaminor sister (Table 11).
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Do caregivers live with those they care for?

Yes
%
No
%

All caregivers
69

55.6%

55

44.4%

% (country)
% (country)

By country

Romania
3
50.0%
3
50.0%

Italy
55
52.4%
50
47.6%

Spain
11
84.6%
2
15.4%

Yes

No

Table 11
Caregivers’ relationship with
the care recipient

Number
%
Spouse
30
23.8
Daughter
54
42.9
Son
11
8.7
Daughter-in-law
8
6.3
Sister
5
4.0
Caregiver
6
4.8
Others
12
9.5
Total
126
100.0
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Regarding their nationality, this is not a very fusevariable for informal caregivers
since they are by large related to the care retiffieable 6). If fact, most informal care
givers share the care recipient’s nationality (€ab). More than 95% are Europeans,
whether from the East (6.3%) or from the West (89.70nly did a small share of
informal caregivers come from Latin America (4%)ahey lived in Italy and Spain.
(Assigning oneself to Eastern of Western Europe avaelf-perceived assumption by
the respondents.)

Table 12

Informal caregivers: Continent of nationality.

Country Western Eastern La}tin Total

Europe Europe America

Romania 6 0 0 6
Italy 102 2 3 107
Spain 11 0 2 13
Total 119 2 5 126

In summary, most informal caregivers were femal8.5%), lived with the care
recipient (55.6%) and were either the care rectjgedaughter (42.9%) or spouse
(23.8%).

On average, caregivers have been caring for sonasador four years now. Although
the variability is great, ranging from 1 month t@ fears. They spend an average of
11.95 hours a day (SD=8.59) on care giving. Thenrhaip received in the care giving
task was given by family or friends (50.5%) andftaynal or volunteer staff (43.2%). A
minor share of caregivers (6.3%) stated gettingy lbiatmal and informal support.

Both
6.3%

Family-
friends
50.5%

Form
al-
volunteer
43.2%

Figure 17: Who do care givers get support from?

Descriptive results from the psychological and mealiproblems
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Regarding the question if they had some psychodbgicd medical problems in the last
year, the results show a high frequency of theserders among the caregivers that
participated in this study. Thus, the informal cgvers interviewed pointed out the

following problems: stress (60%), depression (33,8#%somnia (41.9%), and medical

problems (33.1%). They referred to consume medicat afford such problems in the

47.2% of the cases. (Figure 17).

100% ~

80% ~
52.8%

60% -

No

Yes
40% -
64.0%
49.1% 47.2%
05
20% 32.8% 33.1%
0% ; ;
Stress Depression  Insomnia Medical Medication
problems intake
Figure 18: Psychological and medical problems faced by care givers and their use of

medication for these problems
Training needs of the informal caregivers

When asked about training, there is an outstandesglt as only 24.6% of informal
caregivers have ever received any sort of trainagginst 75.4% that have never had
any type of training. For those who have had somd kf training, the average time
this training lasted was 41.26 hours (SD=149.4¢), Yhe variability of this result is so
large (SD=147.47), that is it is better not to téke figure as a good indicator of quality
and duration of the training informal caregiverséngone through (Figure 19).
Regarding their participation in a self-help groumly 28.3% of them have ever
participated in one them (Figure 19). The situatgosimilar in every country (Romania,
33.3%; Italy, 28.0%; Spain, 28.6%)
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100% ~
90% A
80% A
70% A
60% A
50% 4 = No
Yes
40%
30% A
20% A
10% | 24.6% e
0%
Training Self-help group

Figure 19: Training received and participationins  elf-help groups.

Identification of needs: psychological area

Concerning the perception of spare time caregivenge, the vast majority of them
(62.2%) think that they do not have enough timetf@mselves and 61.1% consider
that they do not have enough time to share withilfamembers and friends (Figure
20).
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100% -
90% A
80% A
70% A

60% -

m No
50% -

Yes

40% |
30% A
20% A 37.8% 38.9%
10% +

0% T
Time for themselves Time to share with

Figure 20: Caregivers’ time use.

Identification of needs: Organizational area

In this respect, most of the informal caregiverenmiewed believe they need support.
Thus 74.4% of caregivers estimate as valuablekdoadhelp and formal support. When

asked about the type of support they would asktfese are the results: housework
(47.5%); personal hygiene (40.8%); administratielated tasks such as paying bills,
legal aspects, etc., (26.9%); Public financial sup(25%), nursing (23.3)%, and finally

other type of help such as taking care of childf&8%). Respondents were able to
choose from more than one choice.
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50.0% - 47.5%
45.0% 4 40.8%
40.0% +
35.0% 1 29.4%
30.0% 1 25.0%
. 0,
25.0% | 23.3%
20.0% - 16.8%
15.0% -
10.0% +
5.0% 4
0.0% ‘
Housew ork Personal Nursing
hygiene

Figure 21: Type of help identified by informal care  givers
Identification of needs: training

In this respect, 90.6% of informal caregivers fiméeting with others in the same
situation interesting and 76.4% find psycholog@adl emotional support to be helpful.
A large share of caregivers (92%) considers hamoge information about the disease
as interesting as its evolution. In addition, m(&t.9%) caregivers would like to be
informed about how to relate with the person theycaring for (Figure 22).

100% ~

9.4% 8.0% 8.1%
90% 4 23.6%
80% -
70% -
60% -
50% - No

90.6% 92.0% 91.9% Yes
40% 1 76.4%
30% -
20% -
10% +

0% T T
Peer-to-peer  Psychological- More info onthe How to relate
meeting emotional disease w ith the person
support they care for

Figure 22: Areas of training identified by informal care givers

As regards to the topics they deem as the mosestirg topics to be trained in, these
are skills on to the management of the behaviopralblems of the patient (73.2%),
psychological and emotional support for the caregi®0%) and skills to improve the

67



***1. /_/'/ %
L NG LD DY PP lurfisovsoo o e

Education and Culture DG
“RING”

TransferRING Supports for Caregivers
LLP-LDV-TOI-09-IT-0446

relationship between the caregiver and other pe@#el%) (Figure 23). These results
can be related to those referring to the psychoddgand medical problems they
identified (see Figure 18) and their use of medboato face these problems. Let us
recall that 64% of caregivers feel stressed becatiiee work they do. Therefore it is
not surprising that they request training on manage of the behavioural problems of
the person they care for, or on psychological andtenal support for the caregiver or
on skills to improve the relationship between theegiver and other people. It is then
evident that they request training related to tlsgcho-medical problems. Besides
stress, they also pointed out depression (32.8%)resomnia (49.1%) (see Figure 18).

80.0% - 73.2%
70.0% -

60.0%
60.0% A

=0.0% + 42.4%
40.0% 1
30.0% A
20.0% -

10.0% A

0.0%

Management of patient's Psychological-emotional Skills to improve
behavioural problems  support for the caregiver relationship w ith relatives

Figure 23: Main topics for training identified by i nformal caregivers.

How to provide training to informal caregivers iseoof the most important aspects for
the RING project because it directly deals with pin@ject’s strategy and methodology.
When asked about the means by which they wouldtbkiee trained in, informal care
givers ranked meetings with professionals in thet fplace (73.4%), then training
courses (55%), followed by booklets (41.7%), specifebsites (31.4%), TV and radio
(26.5%), DVDs (26.3%) and other means (5.1%). Redeots were able to choose
from more than one choice (Figure 24). These peefms are to be seriously taken into
account for the training stage of the RING project.
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80.0% 1 73.4%
70.0% A
60.0% A 55.0%
04 4
50.0% 41.7%
04
40.0% 31.4%
30.0% - 26.5% 26.3%
20.0% A
10.0% A 5.1%
0.0% ‘ \ \ \ \
Meetings with Training  Booklets  Specific ~ Tv-radio DVD's Other
professionals courses w ebsites
Figure 24: Means of training preferred by informal caregivers.

5.1.2 Formal caregivers

Description of the sociodemographic data of therwall caregivers

Data were gathered from 204 formal care givers; gely did 199 of the respondents
answer this question. Their mean age was 39.44 18[@8), ranging from 20 to 80
years, although 80 years old is a “strange” agéhasext younger age is 66. Let us
recall the informal care givers’ mean age for congmam purposes:. 55.62 years
(SD=14.47). That is almost more than 16 years fiémince, let alone that there were
more frequent cases of 60+ caregivers in the infbigroup than in the formal group.
Being again the range too large, it is better tdistribute the data into age groups: one
for the 20-40 year-olds, a second group for thé&@irear-olds and a third group for the
61+ year-olds. This will show a better descriptiminthe groups and will lower the
deviation (10.40 years).

We find in these group younger carers than the émasd in the informal group. For
instance, the largest group is the 20-40 one (5h.38Howed by the 41-60 group
(41.7%). The 61+ group is really small (3.0%), utthg six cases, all of them from
Italy. Concerning their mean age, the results ardolows: for 20-40 group it was
32.24 years (SD=6.21), for the 41-60 group it wa98 years (SD=4.93), and for the
61+ group it was 67.17 years (SD=6.52) (Table IBFRigure 25).
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Table 13
Formal care givers’ mean age S
old; 3.0%
Num-ber
%
M A
ean Age (years) 4160 years
All formal care givers ol ALz 20-40 years
old; 55.3%
199
100.0
39.44
Formal care
giver by age group
20-40 years old
110
55.3
32.24
41-60 years old
83
41.7
46.98
61+ years old
6
3.0
67.17

Figure 25:; Forrmal caregivers by age group.

Most formal care givers are female (77.3%), whickans that male caregivers’ share is
greater in the formal group than in the informaéomm the case of Romania, all formal
caregivers are female. Turkey is the country whih largest percent of male formal care
givers. Moreover, 61+ formal caregivers were omyrfd in Italy. In summary, we can
see younger ages for the formal caregivers thath®informal.

Table 14. Formal caregivers’ age groups accordingt o gender by country

Number % (row) Country % (row)
Turkey Romania Italy Spain
All formal caregivers
Female 153 76.9% 34 56.7% 10 100.0% 94 83.9% 15 88.2%
Male 46 23.1% 26 43.3% 0 0.0% 18 16.1% 2 12.8%
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60 100.0% 10 100.0%
22 50.0% 10 100.0%
22 50.0% 0 0.0%
44 100.0% 10 100.0%
12 75.0% 0 100.0%
4 25.0% 0 0.0%
16 100.0% 0 100.0%

- 0 -

- 0 -

- 0 -

100.0%

112 100.0%

41  89.1%
5 10.9%
46 100.0%

49 81.7%
11 18.3%
60 100.0%

4 66.7%
2 33.3%
6 100.0%

17 100.0%

9 90.0%
1 10.0%
10 100.0%

6 85.7%
1 143%
7 100.0%

As regard who they live with, most formal care
recipient (78.7%). This is the most common situats formal care givers tend to be
not family-related to the care recipient. Therefatrés interesting to describe those who
did live with the one they care for (21.3%). These 43 formal care givers who are
generally women (77.2%) and live mainly in Italy2(¥%) and Spain (23.3%). In

Romania, only do two formal care givers live wikle tcare recipient and none did so in

Turkey (Table 15).

Table 15

Do formal caregivers live with those they care for?

Yes
%
No
%

All formal care givers

156

% (country)

46

77.2%

22.8%

Yes

No

gvelid not live with the care

Table 16

Informal care givers living
with care recipient

Gender

Number
%

Female
40
93.0%

Male
3
7.0%

Total

43
100.0%
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% (country)
By country
Country
Turkey
0 Turkey
0.0% 0
60
38.5%
. Romania
Romania 2
2 9
47% 4.7%
8
5.1% ”33"1’
Italy 72.1%
31 .
72.1% Sp?g
81
51.9% 23.3%
10 43
23.3% 100.0%
7
4.5%

On average, caregivers have been caring for somelseefor 4 years now and the
average hours per day dedicated to caring was($836.05).

When approaching their nationality or continent asfgin, there are two possible
approaches: one taking into account the four casénd another one splitting into two
groups: a group for Turkey and Italy, and a seamodp for Italy and Spain.

If we follow the first case, we can see that mosifal care givers are Europeans, on a
second place they are from Latin America and them fEastern Europe (Table 17).

72



***1. /_/'/ %
L NG LD DY PP lurfisovsoo o e

* ok .
Education and Culture DG
“RING”
TransferRING Supports for Caregivers
LLP-LDV-TOI-09-IT-0446
Table 17
Formal caregivers: Continent of nationality (number s)
Countr Western Eastern North Latin Asia
(%) y Europe Europe Africa America (1.5%) Total

(50.0%)  (21.3%)  (2.5%)  (24.8%) 7
Turkey 60 60
Romania 10 10
Italy 31 43 5 33 3 115
Spain 17 17
Total 101 43 5 50 3 202

What about the relationship between formal caréngivand immigration? If we take

data from Table 17, the relationship seems verykw¥at, it is a mistake to take all

countries altogether. That is why it is better pditsnto two groups: a sub-group for

Turkey and Italy, and a second sub-group for l@hgd Spain. The first sub-group

(Turkey-Romania) is composed by all European caeggi This is so because these
two countries are not immigrants’ destination, soegiving is mainly carried out by

nationals of the country. On the other side, theosd sub-group is formed by two

countries (Spain and lItaly) which are immigrantsstihation and where non-national
population is usually employed in low-qualified gb

As can be seen in Table 18, when taken only Itaty Spain, and taking out Western
European caregivers, this is a more realistic pectof the proportion of immigrant

informal caregivers. Most of them are from Latin &mca (49.5%) and from Eastern
Europe (42.6%). These results indicate that a asing number of immigrants are
becoming more and more the formal caregivers ofained persons in some

industrialized countries in Europe. North AfricandaAsian informal caregivers are

unusual, perhaps due to cultural reasons. Yetytbends to reach a conclusion on this
issue must be must further analysed.

Table 18
Formal caregivers in Italy and Spain. Continent of nationality.
Western  Eastern North Latin
Country Europe Europe Africa America Asia Total
(%) (42.6%) (5.0%) (49.5%) (3.0%)

Italy 31 43 5 33 3 84
Spain 17 17
Total 31 43 5 50 3 101
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Descriptive results from the psychological and meadiproblems

The most frequent problem thought formal caregiveas stress (54.2%), followed by
insomnia (25%), medical problems (22.5%), and enl#st place depression (11.1%). In
relation to the drug intake for the treatment ofsth disorders, 19.4% answered yes
when asked if they were in treatment for these Ipsiggical and medical problems
(Figure 26)

100% ~

90% -
80% -
70% 4
60% | 80.6%
No
50% -
Yes
40% -
04
30% 1 54.20
20% -
10% 1 B 22.5% 19.4%
11.1%
0% . .
Stress Insomnia Medical Depression Medication
problems intake
Figure 26: Psychological and medical problems faced by formal care givers and their use

of medication for these problems

Training needs of the formal caregivers
A large number of formal caregivers had receivathing (72.1%). This training lasted

on average 307.66 hours (SD=397.62). As regaiddasart in a self-help group, only
a small share (24.6%) of the formal care giversdagsart in one of them (Figure 27).
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100% +
90% -

80% -

70% A

60% -

m No
50% -

Yes

40% ~

72.1%

30% -

20% -

24.6%

10% -+

0%

Training Self-help group

Figure 27: Informal care givers: Training received and participation in self-help groups.

Identification of needs: psychological area

Half of the informal caregivers perceive having egio time for their own activities
(49.3%) and enough time to spend with their fanaihg friends (46.1%) (Figure 28).
These figures are a bit higher than the ones fonndformal care givers (see Figure
20), which stated 37.8% and 38.9% respectively.usetecall that most informal care
givers live with the one they care for (56%, Sdded0) and 84% are family-related.
Thus, it is more likely that formal caregivers p@ve to have more time for their own
and for their own people.
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I I . NO
Yes

SRIB 46.1%

100% -
90% A
80% -
70% A
60% -

50% A

40% -
30% A
20% +
10% +

0%

Time for themselves Time to share with

Figure 28: Formal care givers’ time use.

Identification of needs: Organizational area

In this respect, the vast majority of caregiverskithat they would like to ask for more
formal support. In the organizational area theysoer of interest to have support in the
following areas: Nursing (54.9%), Housework suctclasaning, shopping, etc. (50%),
administration including bank, doctors’ appointnggntegal issues, etc. (40.1%),
personal hygiene care and help with activities aifydlife (16.7%), Public financial
support from the Government (15.5%) and other kihbelp, e.g. help with child care,
other elderly people (14.4%) (Figure 29).

60.0% 7 54.5%

50.0%
50.0% -
40.1%
40.0% -
30.0% -
20.0% - 16.7% 15.5% 14.4%
10.0% -
0.0% ‘ ‘
Nursing Housew ork Administratio  Personal Public Other
n-related hygiene financial (children,

support  other people)

Figure 29: Type of help identified by formal caregi  vers
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Identification of needs: training

It is of interest to know the training needs ofstpiopulation in order to provide them
with useful tools to cope with their daily activitin this sense the 87.2% of the formal
caregivers estimate of interest to more informatedvout the characteristics and
evolution of the disease of the person they cargdchave more information about how
to relate to the person they care for (79.3%) andet psychological and emotional
support (39.7%).

100.0% -
90.0% -+
80.0% -
70.0% A
60.0% -+
50.0% -
40.0% -
30.0% -
20.0% +
10.0% -+

0.0%

87.2%
79.3%

39.7%

Characteristics and  Information about how to Psychological and
evolution of the disease relate emotional support

Figure 30: Main topics for training identified by f ormal care givers.

Regarding the topics they would like to be traimedhey address the following: skills
to the management of the behavioural problems @fpttient (60.8%), psychological
and emotional support for the caregiver (39.7%) skills to improve the relationship
between the caregiver and other people (43.1%).

They would like to get this information by means dfraining courses (62.8%),

meetings with professionals (58.8%), Booklets 7%d), Specific websites (18.3%),
DVDs (15.7%), TV, radio (10.1%), and other (4%).

5.2 Trainers

A total number of 106 questionnaires were gathdreoh trainers dedicated to offer
training or support to caregivers in four differeountries: Turkey, Romania, Italy and
Spain. The distribution per country is the folloginTurkey collected 5 questionnaires
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(4.7%), Romania 26 (24.5%), Italy 63 (59.4%) anthlily in Spain 12 questionnaires
were gathered (11.3%).

Spain; 11.3%

Turkey; 4.7%

- 0,
Romania; 24.5% taly: 54.9%

Figure 31: Distribution of the collected questionna ires by country

Sociodemogrhapic characteristics of the trainers
In general the average age of trainers was 41.B39%7) being the range from 24 to

60 years old. The majority of them were female 4%&). against the 23.6% that were
male (Figure 32).

trainers gender

female
76%

Figure 32: Trainers gender
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If we analyze the sex of the trainers by Countryfewend that again the majority of the
trainers are female (Table 19).

Table 19
Distribution by gender and country of the
trainers
female % (country) Male % (country)
By country
Turkey 4 80% 1 20%
Romania 22 84.6% 4 15.4%
Italy 44  69.8% 19 30.2%
Spain 11 91.7% 1 8.3%

Concerning the profession of the trainers, theyewaainly psychologists (26.4%),
followed by nurses (24.6%) or physicians (22.6%hcugh a little proportion of them
were social workers (9.4%) and other kind of prsi@s (15.1%) (Figure 24).

other kind
15%

psychologist
27%

social w orkers
10%

physician
23%
25%

Figure 33: Trainers occupation

Usually, they had received training in the caririghe elderly with dementia (84.9%)
and the most frequent place of work was a mediaailify (52.8%), followed by a
nursing home or rest home (24.5%), a voluntary megdion 20.8%, an association
17.9% and, in the last place, a day care centrd¥dp
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Kind of caregivers they train and methodologicabiges

Answering to the question abour the kind of caregithey use to train, they are in
contact more frequently with both formal and infaincaregivers (44.3%), although
there are some trainers that only train informaégaers (34.9%) or formal caregivers
(20.8%) (Figure 34). A huge amount of trainer'sdlelf-help groups (61.3%), in their
opinion, it is very important the training of canegrs (99.1%) and usually they assess
in some way the effectiveness of their training.8%8).

formal caregiver
21%

both
44%

informal
caregivers
35%

Figure 34: Kind of caregivers trained by trainers

Training needs of professionals

In the questionnaire several questions relatedhtodrs training needs were included. In
general professionals consider of interest to im@rekills on a specific context of their
work (92.5%). Regarding the means by which they ldidike to be trained in this
topics the answer that in the majority of the cagas that they would like to be trained
in team work (84.9%), in addition to Multimedia t90(59.4%), Lessons (54.7%),
Papery materials (51.9%), and Other menas (19.Biglie 35).
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84.9%
59.4%
54.7%
51.9%
19.8%
Papery materials Team work Multimedia tools Lessons Other

Figure 35: trainers training needs

In this section of the questionnaire another qoastelated to the training needs of the
caregivers was included. The question was whiclcsothey find of interest in the
training of caregivers. The main topics or fieldeyt estimate interesting caregivers to

be trained in

were: Information about the diseask its development (83%), Skills to

improve the emotional and psychological aspecthefcaregivers (81.1%), Strategies

for the imp
behavioural

rovement of the communication (70.8%jrategies to modify the
problems of the care recipient (68.980Q finally self-care of the

caregivers (54.7%) (Figure 36).

90.0% 1
80.0%
70.0% -
60.0% -
50.0% -
40.0% ~
30.0%
20.0% ~
10.0% A

0.0%

81.1% 83.0%

68.9% 70.8%

54.7%

Management of Psychological- Skills to improve Self care of the Information

patient's emotional relationship with  caregivers about the
behavioural support for the relatives disease
problems caregiver

Figure 36: topics of interest in the training of ca regivers
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