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Abstract

Alzheimer's disease (AD) represents one of the most important health issues in the western world.
The ongoing care that the AD patient requires typically causes high stress levels, fatigue, irritation
and depression in the caregiver, as well as socio-economical problems. The current study aimed to
introduce a support program for carers of AD patients, in order to improve their quality of life. A
Questionnaire for Carers and an Anxiety State Feature Questionnaire (STAI) was used to assess the
carers. Results showed an overall improvement in the carers' health. Their subjective wellbeing
increased, and though their situation had not changed, they nevertheless described feeling les s
trapped. It can be concluded that possibly the mere fact that the carers feel that they have help
available is enough to endorse the value of the programo.
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1.Introduction

Alzheimer's disease (AD) represents one of the most important health issues in the
western world. It is estimated that by the year 2000, more than 20% of the European
population will be over the age of 60, implying an increase in the possibility of suffering
this age related pathology.

According to Mortimer (1981), Jorm (1990), the prevalence of dementia in
individuals over the age of 65 is 5% in moderate and severe forms, and 10% in minor
forms. Within these, AD represents 50-75% (Mortimer, 1981; Jorm, 1985, 1990;
Cummings et al., 1996), with the prevalence doubling every 5 years from 65 onwards,
and establishing an incidence of 0.9% annually for those over 65. In Galicia these
figures translate to 3500 new cases each year.

Because there is no cure for AD, the aim has been to minimize the symptomology
using palliative measures, and providing social and psychological support for the
patient and their carers.

It is estimated that ~ 90% of people who suffer with dementia rema in in their homes
(Herrero et al., 1994) and that of these, the home care falls on a member of the family in
80% of cases.

The figure of family carer, therefore, emerges as the person who provides the
majority of care and supervision that the patient requires (Bergmann et al., 1978).
Because AD is an incapacitating illness, the level of dependency of the patient on their
carer will increase over time.

The ongoing care that the carer is required to pro vide for the AD patient causes high
levels of stress, irritation and fatigue (Lowenthal, 1964; Zarit et al., 1980; Ravins et al.,
1982; Boykin and Winland Brown, 1992; Jones and Peters, 1992).

In this situation, family relationships also tend to deteriorate and it is recognized that
the availability of family support is one of the most important factors in preventing the
institutionalization of patients with dementia (Levine and Lawlor, 1991; Mittelman et
al., 1995, 1996; Haley, 1997).

Zarit et al. (1980) introduced the term 'burden’ to reflect the feelings of 'oppression’,
‘obligation’, 'without rest', and 'for long periods of time', that families can feel when
faced with the level of care generated by the patient with dementia.

It is as important for health professionals to assess the level of physical care required
by the patient, as it is for them to assess the emotional implications, degree of social
isolation, economic repercussions, personal wellbeing, and the extent of 'burden’ on the
carer (Pérez et al., 1993; Ernst and Hay, 1997).

Aside from improving their quality of life, an appropriate assessment of the carer can
provide an important contribution in predicting or delaying the likelihood of
institutionalising the patient (Maddox and Burns, 1997). Once obtained, the assessment
can be used to design intervention programmes with the aim of reducing as much as
possible the problems faced by family carers (Knight et al., 1993; Bourgeois et al.,
1996; Winslow, 1997).

The objectives of the present study are:

1. To provide a support program for carers of patients with Alzheimers.
2. To assess the results obtained after 1 year of the program



2.Subjects and methods

The current study was carried out by the Galician Gerontological Institute, with
funding provided by the council of Santiago, in collaboration with the Galician
Association of Alzheimers' Sufferers, the Universities of La Corufia and Santiago de
Compostela. The sample being family carers of individuals with AD resident in this
municipality.

The sample consisted of fourteen carers with an age range of 36- 73 years, with a mea
n age of 54.61 years; 92.3% being women.

The patients were aged between 57 and 93 years, with a mea n age of 78.71 years;
nine were women (64.3%) and five men (35.7%).

The assessment protocol which was followed consisted of two completely
differentiated sections; one in which the carer was assessed and another in which the
patient was assessed. The assessments were carried out by a specially trained research
team.

The assessment of the patients, was carried out using two guestionnaires: the 1IGG
guestionnaire to assess the dependence of the patient with cognitive deterioration and
the Lobo Mini Cognitive Exam (Mini Mental State Examination, Spanish version)
(Lobo et al., 1979).

Carers were assessed using the Carers' Questionnaire of 56 items (Millan et al.,
1998), which included personal data, level of physical and mental health, sociallife,
perception of support, and assessment and index of burden. The Anxiety State-Feature
Questionnaire (STAI) was also used (Spielberger et al., 1970), which consists of 40
items and assesses two independent concepts of anxiety: the A State, marked by the
changing levels of anxiety; and the A Feature, anxiety as an 'innate’ characteristic of the
subject.

In as much as thesupportive activities of the program, these were divided into two
parts

(A) Volunteer Intervention in which volunteers from the University Volunteer Office
of Santiago de Compostela, educated about AD, visited the patients' homes, to provide
support for the carer in looking after the patient, as well as providing company to both.

These volunteers were able to take on the responsibility of the patient on occasions
when the carer needed to leave the home, and as such provide respite for the carer.

(B) Intervention by professionals specialized in care of the elderly who met regularly
every fortnight with the carers, to develop a theoretical-practical program which was
concerned issues such as: information about AD and its nursing care (Adkins and
Mathews, 1997; Baxter, 1997); safety in the home and the removal of environmental
obstacles (Teri, 1997); facing the development of AD (Saad et al., 1995); benefits and
social services (Homer and Gilleard, 1994; Cox, 1997); and group psychotherapy,
among other issues.

The theoretical part of the program was completed with visits to the patients' homes
by the professionals, so that the information learnt about the patients' abilities in terms
of their mobility, hygiene, safety, and management of disturbing or dangerous behavior
etc. could be applied.



3.Results

Functional as well as cogrutrve deterioration was observed in the patients, as would
be expected with the development of Alzeihmer's, and bearing in mind this program not
having been designed with a specific course of action aimed at the patients.

The first assessment showed a mean dependency value of 56.78%, and a score on the
Mini Mental State Examination, Spanish version (Lobo et al., 1979) of 8.92, while in
the second assessment, the mean dependency scores were 60% and 9.21 points on the
Lobo's questionnaire.

The carers' overall health was observed to have improved (Table 1), such that at the
first assessment 38.5% considered themselves well and 53.8% usual, while at the
second assessment 53.8% considered themselves well, and 46.2% usual.

As far as visits to the doctor were concerned, the carers began to worry more about
their health, with 38.5% going to the doctors' by the time of the second assessment,
while at the first assessment it was just 7.7% who regularly sought check-ups. However,
medication intake had not varied.

At the time of the second assessment (one year from baseline) 60% of carers asserted
that they now knew how to respond to situations compared to 46.2% at the previous
assessment. By the end of the study, 92.3% of carers stated that the care of the patient
demanded some sacrifice compared with 84.6% previously. In line with these results,
61.7% of carers at the beginning of the program asserted that their plans for the future
were affected, at the time of the second assessment, this percentage increased to 69.2%.

At the beginning of the program 69.2% of the carers believed they had drastically
curtailed their social lives, but this was now the case for 46.2%. In the first assessment,
10% avoided being visited at their homes because of the patient, while by the end of the
program none of the carers avoided receiving visitors.

Table 1
The carers' assessment, by means of the carers' questionnaire

Assessment of the carer of the patient with Alzheimer's Carer's Assessment Questionnaire

Item First assessment Final assessment
They consider their health ... Good 38.5% Good 53.8%
Visits to the doctor Regular 7.7% Regular 38.5%
They respond to the situation ... Well 46.2% Well 60%
They have curtailed their social life Yes 69% Yes 46.2%
They avoid receiving visitors at home Yes 10% No 100%
They are aware of social service support Yes 15.4% Yes 76.9%
They have requested so me help Yes 20% Yes 46.2%
They have thought of the residence Yes 100% Yes 23.1%

There is another caregiver Yes 30.8% Yes 53.8%




Table 2
Carers' assessment by means of the ST Al

Assessment of the Carer of the patient with Alzheimer's

Assessment of anxiety by means of the ST Al

First assessment Final assessment
Anxiety feature (AF) 25.6 24.4
Grouping AF 6 6
Anxiety state (AE) 271.7 19.8
Grouping AE 6 5

The time taken to care for the patient had repercussions at work in 50-58.3% of cases,
with 16.7% feeling obliged to eventually give up work compared with 8.3% at the
beginning, an increase which can be explained by the development of the illness.

With regards to the problems of caring for the patients, at the first assessment 7.7%
did not know how to resolve them and for 15.4% they seemed difficult. Currently, 23.1
% found them difficult to resolve, but all have some idea of how to resolve them or who
to call on for help.

At the beginning of the program, only 15.4% of the carers knew about some of the
help offered by the sta te, but now following the information provided by the program,
the percentage had increased to 76.9%.

Previously the 66.7% of the carers believed that their homes met with adequate
conditions, while at this point 46.2% considered this to be the case. The district in which
they lived was also initially thought to have no infiuence by 46.2% of carers, while
46.2% felt their district was adequate; currently, due to the development of the illness
this now had no infiuence for 83.3% and was adequate for only 16.7%.

In relation to domestic duties, the patient had ceased to help, even interfering with
(23.1%), and increasing these duties (61.5%).

At the first assessment only 20% of the carers had asked for help, while at the second
assessment 46.2% asked for help. An emphasis was placed on family associations,
domestic help and some economic help.

When asked if they had thought about institutionalising the patient, all of the carers
said no, but at present 23.1% were thinking of doing so.

The number of carers who looked after the patient increased, with the majority of the
patients being looked after by two people (from 30.8 to 53.8% currently). This meant
that the principle caregiver had more time to carry out their own activities. The time
needed to care for the patient exceeded 10 h daily in 92.3% of cases, compared to 84.6%
previously.



To conclude, the carers felt less trapped (46%, 75% at the previous assessment) even
though their duties continued to have major impact on them (38.5%).

In relation to the anxiety assessment measured with the STAI (Table 2); the results
showed a decrease in the anxiety state, with anxiety feature decreasing to a lesser
degree.

The anxiety-state carne down from an initial score of 27.7 points to a final one of
19.8, bringing the carer down from an anxiety grouping of six to five. This differences
has significance using the T method, for a sample (safety 95%, 13 degrees of liberty).

The anxiety-feature, showed no significant decreases, going from 25.6 to 24.4%, but
remaining at a level six grouping.

4. Discussion

It should be noted to begin with that this was the first program of this type to be
developed with any group of carers in this country. Our objective was to address
specific issues (Homer and Gilleard, 1994; Saad et al., 1995; Adkins and Mathews,
1997; Baxter, 1997; Cox, 1997; Teri, 1997); and incorporate them in a comprehensive
programme in such a way as to involve the carers to as great a degree as
possible (Knight et al., 1993; Mittelman et al., 1993; Mittelman et al., 1995, 1996;
Bourgeois et al., 1996).

As expected no improvements were produced in the functional state of the patient nor
in their development; but there were improved expectations in the carer, which was one
of the aims of the intervention.

In general the carers had an improved perception of their health status, illustrated by
the fact that they took a greater interest in their own health, with the number of visits to
the doctor increasing. They also displayed an awareness that there were certain types of
tasks which could impact negatively upon their health and for which they needed to ask
for help.

They showed signs of being more receptive to receiving education and information,
and above all, outside help.

They attempted to attain a certain level of social life, despite the limitations placed on
them by caring for the patient. They also tried to ensure the issue affected family
relationships as little as possible, and in particular the marital relationship in those cases
in which the person responsible for the care was the patient's son/ daughter.

By the end of the help programme, the carers were aware of the whole range of help
available to them from the state. A fact which served as a source of support, in that they
knew that when they experienced high levels of stress, felt tired and burnt out, they had
a back up.

It appeared that the family took on more of the care and attention of the patient,
helping the carer in duties directly related to the care of the patient as well as in carrying
out general household tasks.

The group therapy also proved to be a very valuable part of the program because it
permitted the sharing of problems and the search for solutions by the carers themselves,
which improved their sense of wellbeing.



The carers subjective wellbeing improved, even though feelings of depression
required a more specific intervention. It appeared that their self-esteem as carers
improved since they believed that they offered a better quality of care to the patient, and
were able for the most part to resolve the daily problems which arose concerning the
care of the elderly person

At any rate, we were able to recognize that perhaps the magnitude of the problems
which carers face are simply too broad to successfully elimina te them all or even to
improve them dramatically with whatever intervention.

Maybe the fact that the carers commented that they felt supported is enough to
endorse the value of support programs. Such programs can be justified on the basis that
they have a positive impact on both the wellbeing of the carer as well as the elderly
person being cared for, who is the ultimate objective of the gerontological intervention.
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