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ABSTRACT: An academic experience report of the university extension project: Mutual Help Group for Relatives of Elderly Living 
with Alzheimer’s or Related Diseases. Alzheimer’s is a progressive neurodegenerative disease, which is part of the group of dementias, 
being characterized by the deterioration of the mental functions resulting in cognitive impairment. Therefore, the family caregivers of 
elderly patients with Alzheimer’s needs care and guidance to promote management and care for themselves and for the patients. It is 
important to involve health professionals in this scenario, especially nurses, acting directly in the health education process. Thus, the 
academic involvement in the extension project enriches the college education based on the contact with a certain community and, in 
this context, provides for further interaction with the complexity involving families and elderly people with Alzheimer’s. 
DESCRIPTORS: Elderly. Family. Alzheimer’s disease. Nursing.

ATENÇÃO AO FAMILIAR CUIDADOR DE IDOSO COM DOENÇA DE 
ALZHEIMER: UMA ATIVIDADE DE EXTENSÃO UNIVERSITÁRIA

RESUMO: Trata-se de um relato de experiência acadêmica no projeto de extensão universitária: Grupo de Ajuda Mútua aos Familiares 
de Idosos com Doença de Alzheimer ou Doenças Similares. A doença de alzheimer é uma enfermidade neurodegenerativa progressiva, 
que integra o grupo das demências, sendo caracterizada pela deterioração das funções mentais, ocasionando alterações cognitivas. 
Assim, o familiar cuidador do idoso doente de Alzheimer necessita de atenção e orientação para que haja o manejo e o cuidado de si 
e com o próprio doente. É importante o envolvimento dos profissionais de saúde neste cenário, em especial o enfermeiro, atuando 
diretamente no processo de educação em saúde. Deste modo, o envolvimento acadêmico no projeto de extensão enriquece a formação 
universitária a partir do contato com determinada comunidade e, neste contexto, proporciona maior interação com a complexidade 
que envolve a família e o idoso com Alzheimer. 
DESCRITORES: Idoso. Família. Doença de Alzheimer. Enfermagem. 

ATENCIÓN AL FAMILIAR CUIDADOR DEL ANCIANO CON ALZHEIMER: 
UNA ACTIVIDAD DE EXTENSIÓN UNIVERSITARIA

RESUMEN: Relato de experiencia académica del proyecto de extensión universitaria: Grupo de Ayuda Mutua a los Familiares de 
Ancianos con Alzheimer o Enfermedades Similares. El Alzheimer es una enfermedad neurodegenerativa progresiva, que forma parte 
del grupo de las demencias, siendo caracterizada por el deterioro de las funciones mentales ocasionando alteraciones cognitivas. Así, 
el familiar cuidador del anciano con Alzheimer, necesita de atención y orientación para promover el manejo y cuidado de sí y con el 
propio enfermo. Es importante el involucramiento de los profesionales de salud en este escenario en especial del enfermero que actúa 
directamente en el proceso de educación en salud. Se concluye que el involucramiento académico en el proyecto de extensión, enriquece 
la formación universitaria a partir del contacto con determinada comunidad y, en este contexto proporciona mayor interacción con la 
complejidad que involucra la familia y el anciano con Alzheimer.
DESCRIPTORES: Anciano. Familia. Enfermedad de Alzheimer. Enfermería.
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INTRODUCTION
The Undergraduate Course in Nursing at 

the Universidade Federal de Santa Catarina (UFSC) 
was founded in 1969.1 Since its creation, the course 
curriculum has been through modifications that 
permit the further development of nursing, based 
on teaching, research and extension. Its objective is 
to prepare critical and reflexive generalist nurses 
with theoretical-scientific knowledge to work with 
individuals, families and society, at the different 
health care levels, with a view to the integrality of 
care.2 Nowadays, the course curriculum is orga-
nized to prepare nursing professionals in a five-
year period, with a total hour load of 4,788 class 
hours, totaling ten course semesters. The existence 
of a list of elective subjects should be highlighted. 
At the end of the course, the students should have 
taken at least 72 class hours in these subjects.2

In the final semesters, students also take 
the subject Supervised Training,2 with the aim of 
preparing future professionals for the job market, 
allowing them to act in a health service under the 
supervision of a nurse from the sector, develop-
ing and/or improving skills. In that context, the 
students have the opportunity to put in practice 
care and management in health and nursing. In the 
final semester, a course conclusion monograph2 
is developed as a requisite to obtain the degree 
of nurse.

Participation in the Research Group and 
extension activity

The teaching staff of the Nursing Depart-
ment at UFSC not only advises, but also supports 
and encourages the students to try out university 
research and extension, through their participation 
in research groups and, consequently, activities 
in projects.

During his college trajectory, the undergrad-
uate who wrote this article had the opportunity to 
take part in the Study Group on Health Care for 
Elderly People (GESPI) which, in turn, is affiliated 
with the Nursing Department and the Nursing 
Graduate Program at UFSC. 

This group started in 1982 and, since its 
foundation, has been certified by UFSC and reg-
istered in the Directory of Research Groups of the 
National Council of Scientific and Technological 
Development (CNPq). The GESPI researchers 
develop studies in Gerontology and contribute to 
the production of knowledge and the development 
of human resources in Gerontological Nursing.3

After being included in this research group, 
the students had the opportunity, after a pre-
liminary selection, to participate in the extension 
project “Mutual Help Group of Relatives of Elderly 
Patients with Alzheimer’s or Similar Diseases”, as 
a university extension grantee. In view of these 
experiences in his education, the student aimed 
to describe the university extension grantee’s role 
in the support to relatives of elderly patients with 
Alzheimer’s Disease (AD).

MUTUAL HELP GROUP: STRUCTURE 
AND FUNCTIONING

The Mutual Help Group for Family Caregiv-
ers of Elderly Patients with Alzheimer’s or Similar 
Diseases is a continuous extension project (func-
tions annually, between February and December), 
developed by GESPI NFR/PEN/UFSC, which in 
2014 completed twenty years of existence. This 
project is coordinated by a researcher and faculty 
member of the Nursing Department, but involves 
other faculty from the nursing, dentistry and 
speech, language and hearing therapy courses, 
besides professionals from the Interdisciplinary 
Group for Geronto-Geriatric Care, Teaching and 
Research (NIPEG), who work at the University 
Hospital (HU). This project also serves as a space 
for teaching and research for undergraduate and 
graduate students from different UFSC courses.

The meetings from the Mutual Help Group 
in question happen at the HU/UFSC, weekly, 
varying between the welcoming of relatives who 
are visiting the group for the first time and the 
actual meeting. The group is affiliated with the 
Brazilian Alzheimer’s Association (ABRAz), in 
which it represents the Region of the State of Santa 
Catarina since 2004. 

The care and the coordination of the meet-
ings are done by volunteers, mainly relatives of 
people with AD who are trained for this purposes, 
as well as professors from GESPI NFR/PEN/
UFSC. In addition, the group involves a university 
extension grantee who works 20 hours per week, 
divided between direct care for family caregivers 
during the meetings and receptions, and admin-
istrative activities.

The number of relatives of AD patients pres-
ent during the meetings varies, so that regular 
attendance is not a requisite for participation; 
this model aims to respect the countless personal 
demands of the family caregivers.
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The importance of the Mutual Help Group 
in Alzheimer’s Disease

AD is a neurogenerative, progressive disease 
in the group of dementias. AD is characterized by 
the deterioration of the mental functions, causing 
cognitive alterations, which include memory, 
language, orientation, among others, assuming a 
slow and progressive nature. This disease can af-
fect men or women of any ethnic origin. It is more 
common in individuals aged 60 years or older.4-5 
The occurrence of dementia disorders increases 
exponentially as age advances, from 1.4% between 
individuals between 65 and 69 years of age to 
20.8% between 85 and 89 years, reaching approxi-
mately 38.6% in people aged 90 years or older.6-7

Although there are cases of middle-aged 
people who developed the disease, AD generally 
manifests after the age of 60 years.8 It is estimated 
that, around the world, about 36 million people 
suffer from this disease, according to the most 
recent report of the International Alzheimer As-
sociation.9

In AD, neuronal death occurs, causing a re-
duction of neurotransmitters, especially acetylcho-
line, which in turn is related to memory control. It 
is known that the loss of the neuronal content is not 
homogeneous. Alterations in the brain morphol-
ogy are perceived even before the emergence of 
the symptoms.4-5,10 Memory changes tend to be the 
first manifestation. The recent memory is the most 
affected, like the operational memory for example, 
which permits keeping transitory information like 
messages, telephone numbers or addresses, what 
one has just eaten, among other current informa-
tion. On the other hand, older facts and automatic 
acts are preserved longer, such as basic activities of 
daily living. Besides these changes, in the course 
of the disease, the following emerge: affective 
lability, modifications in the intellectual capacity, 
disorientation in time and space and behavioral 
changes, the most frequent of which is depression.4 

AD can be classified in different phases, 
which are: mild, moderate and advanced,4 al-
though it is perceived in practice that many 
patients have symptoms from different phases 
at the same time, which makes the use of this clas-
sification more difficult. The mild stage is related 
to memory loss, spatial disorientation, depressive 
symptoms and even personality changes. In the 
moderate phase, there are limitations to accom-
plish activities of daily living, sleep alterations, 
nocturnal agitation and difficulty to recognize peo-
ple. In the advanced stage, a significant decrease in 

the vocabulary and appetite occurs, as well as loss 
of sphincter control, muteness and mobility loss.4 
It becomes impossible for the patients to develop 
basic tasks to maintain their own body, such as 
eating for example.11 Then, the patient becomes 
dependent for self-care.

Elderly people with AD lack comprehensive 
care which, in most cases, is delivered by a rela-
tive who serves as a caregiver. Over time, this care 
can cause a physical and emotional burden in the 
care providers.12 In many cases, AD also leads to 
the disorganization of the family,11 as the family 
caregiver not only has to attend to the patient’s 
needs, but also has personal demands that need 
to be reorganized.3 Because of the family dynam-
ics, the choice of the family members who will 
serve as caregivers often happens randomly and 
without preliminary discussion, making them 
feel burdened by the great care responsibility and 
crippled in their personal life: the relatives who 
serve as caregivers often end up forgetting about 
self-care.

This entire process may not be harmonious 
and cause anguish in the people involved.13 It can 
also cause tension, anxiety, stress and even depres-
sion.11 In view of these situations, the importance 
of support to the family members by health pro-
fessionals and mutual help groups is highlighted, 
as the caregivers are in a context in which effec-
tive information exchange is needed, capable of 
making them understand from the pathological 
process to the care they need to provide to the 
patients and to themselves.

The mutual help groups offer the possibility 
to include the relatives in a group they participate 
in, intervening based on the socialization that 
occurs in this space. The group meeting should 
be coordinated by professionals or people who 
share the same situation as, by sharing the same 
problem, they can support one another. Hence, 
the mutual help groups help to cope with certain 
situations, besides contributing for the family 
members to reflect on their problems and find 
possible solutions to their realities. These groups 
also help to mobilize and value the potentials of 
each individual. It should be highlighted that the 
coordinator of the meeting should organize and 
conduct the group, guaranteeing the dialogue 
among the participants without ever taking power 
over other people.13-14

Care delivery to family caregivers is ex-
tremely important for successful care delivery to 
elderly people with AD. Investments are needed 
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in social life, as it helps to administer the changes 
that occur in the routine of the family members 
involved in care. Attending a mutual help group 
can be convenient, departing from the premise 
that, in this space, the family caregivers find the 
opportunity to socialize their fears, reflecting on 
coping strategies, besides learning from other 
people when listening to people going through 
similar situations.13-14  

When the elderly suffer from a disease, es-
pecially in case of autonomy loss to accomplish 
activities of daily living, the families experience 
changes in their dynamics.15 Hence, when the family 
members assume care for elderly people with AD, 
often, the negative points of this function (anxiety, 
depression, among others) are questioned, besides 
dissatisfying the caregivers themselves.

Nevertheless, it should be highlighted that 
not all caregivers become dissatisfied with this 
role, and this is due to the strategies used to cope 
with situations of exhaustion.16 The support group 
meetings grant the family caregivers support to 
cope with the elderly patients, offering them access 
to information, favoring acceptance and a better 
understanding of the demented patients’ needs. It 
is important to highlight that the collective search 
for effective strategies contributes to increase the 
quality of life of patients and family caregivers.4

Activity of university extension grantee 
The practice of university extension activities 

in Brazil goes back to the start of the 20th century, 
practically coinciding with the creation of higher 
education.17 University extension can be described 
as an interdisciplinary, educative, cultural and sci-
entific process, which permits interaction between 
university and society and favors the exchange of 
knowledge between common sense and science.18

In this perspective, with a view to strength-
ening the relation between university and society, 
first, the university extension grantee needs to en-
gage in the reality he will be immersed in. Hence, 
as regards the Mutual Help Group, at the start of 
his extension activities, the grantee is presented to 
the coordinators of the meetings/welcoming and, 
next, to the place where the meetings are held.

Before the first meeting with the relatives, the 
grantee starts to get to know the group history and 
the bonds, dynamics, target public, annual calen-
dar, programs, among other relevant information.

To be able to act in integration with the meet-
ing coordinators and grant them support when 

necessary and/ore requested, the university ex-
tension grantee needs to receive focused training, 
which can be didactically divided in two phases. 

The first phase is based on the study about 
AD and observation. In this phase, the grantee 
follows the meetings, mainly focusing on how 
they are conducted and how the family members 
should be addressed.

The second phase marks the grantee’s ef-
fective participation during the meetings, under 
the coordinators’ supervision. In the course of the 
training, the grantee’s evolution is assessed and, 
next, he starts to engage in the evolution of the 
meetings together with the coordinators and gains 
further autonomy to intervene.

After the training, the grantee is apt to pro-
vide health and nursing orientations, regarding 
the care the family caregivers need to provide to 
elderly AD patients as well as their own health. 
These orientations are particularly focused on 
aspects of hygiene and comfort, sleep and rest, 
nutrition, ambience and daily safety, interaction 
between family members and patients. They also 
highlight the importance of caregivers taking care 
of themselves and seeking help with other family 
members to share the activities and care respon-
sibilities for the elderly.

Besides the above, orientations can be pro-
vided on the physiopathology of AD, advising the 
family members, using appropriate language, on 
the development and progression of the disease, 
behavioral changes of the elderly, identifications 
of the symptoms and management of related situ-
ations, always based on the literature, indicated/
provided by the professor who coordinates the 
extension project.

The importance of attentive and interested 
listening is highlighted, of the relatives’ dialogue 
and observation as essential points for welcoming 
and the elaboration of welcoming reports.

It is important to highlight that the grantee 
also has other tasks, such as: organization of the 
meeting place, verification of electronic secretary, 
scheduling of new families for welcoming, as well 
as attendance to the public forwarded, organiza-
tion of the snack offered during the meetings, 
provision of documents, accomplishment of 
document typing, copies of educative material, 
preparation of annual timetable of group meetings 
and welcoming. In addition, the grantee needs to 
participate in the organization of scientific events, 
like the Symposium on Alzheimer’s Disease for 
example.
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Thus, based on a subjective and personal 
analysis, one might say that the experience of being 
an extension grantee in the Mutual Support Group 
for Family Members of Elderly Patients with 
Alzheimer’s or Similar Diseases was extremely 
relevant for my education as a nurse. This asser-
tion is based on the possibilities to understand 
the challenges of care from different perspectives, 
including: the family caregiver, the nursing pro-
fessional, offering support and orientations in a 
group context, the volunteers who are willing to 
learn about AD and offer their time for the work. In 
addition, the meaning of the social responsibility 
the nursing faculty assume when they offer work 
to the community that continues for that many 
years, like in the case of GAM/GESPI/UFSC. 

FINAL CONSIDERATIONS
Participating in the extension project is chal-

lenging, as it allows the student to go deeper into 
a context in which the subjectivity is present all 
the time. The hope that sprouts in each relative at 
the end of the meetings reveals the importance of 
the support the group delivers to this population. 

In view of this context, it is undeniable that 
the family caregivers of Alzheimer’s patients need 
updated information on the disease, with a view to 
appropriate management and care for themselves 
and the patients. Hence, the importance of health 
professionals’ actions in this context is highlighted, 
especially nurses, in the health education actions. 
The nurses’ work permits access to qualitative 
and support orientations, besides strengthening 
the bond, so that these professionals turn into a 
reference for the family caregivers who attend 
the group.

Although the nurses work directly in the 
health education process and possess the neces-
sary theoretical-scientific background for this 
purpose, having a partnership among the profes-
sionals from different knowledge areas is funda-
mental too, constituting an interdisciplinary team 
in which complementary care takes place.

It should also be highlighted that the volun-
teers play a relevant role as, although they often do 
not have an academic background in health and 
have scientific knowledge on this disease, their 
vast experience as family members and often care-
givers of AD patients allows them to contribute 
directly in the health education process, adding 
their personal experiences to the theoretical reflec-
tions brought to the group.

The nursing student’s participation in the ex-
tension project is a tool to expand their education, 
providing not only a critical view on the theme, 
but also interaction with the group and academic-
professional growth, based on competency devel-
opment, such as: sensitive listening, observation, 
communication, interventions and orientations to 
the community, as well as incentives in the search 
for updated knowledge on AD.

Participating in the group also arouses re-
flections on the importance of developing studies 
in this area, with a view to constant professional 
updating and, thus, scientific support needed for 
care in health and nursing to family caregivers and 
elderly demented patients.

Finally, the relevance of the academic in-
volvement in extension projects should be high-
lighted, an experience that enriches the college 
education based on direct contact with a certain 
community and, in this perspective, contributes 
to professional practice, with a view to further-
ing interaction with the complexity involving the 
family and the elderly with AD or similar diseases. 
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