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Abstract

The increase in the number of dependent individuals means that more and more families find themselves in the situa-
tion of caregivers, with all the consequences that performing this role entails. Based on this reality, we considered it to
be completely relevant to systematize knowledge in this area. This study aimed to identify the information needs of the
family caregiver-dependent individuals in the available scientific literature, having performed an integrative review of
the literature. The main results and conclusions indicate that the information needs of family caregivers can be grouped
into three main themes: 1) caregiver knowledge and skills, 2) potential resources for the caregiver and 3) caregiver cop-
ing strategies and well-being. The comprehensive nature of the integrative review as the chosen method allowed us
to get a good understanding of the information needs of family caregivers of dependent individuals. The relevance of
this study to clinical practice is that, although it is still necessary to expand and enhance the scope of research in this
area, we consider this information essential for all health professionals seeking to provide effective support to family
caregivers, as well as to serve as support for the development of intervention projects and health services.
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Introduction

According to the World Health Organization [1], the
world has an unprecedented reality where, in 2030, the
number of elderly people will surpass the number of chil-
dren for the first time since censuses have been taken.

The increase in the elderly population, who are bearers
of chronic and disabling diseases, and the increased surviv-
al of people following critical health events, has the con-
sequence of increasing the number of people who depend
on others for their self-care. This scenario leads to more
and more families finding themselves in the situation of
caregivers, which, despite being an increasingly common
situation, is a major challenge for family members exposed
to a relationship of providing care [2-4].

According to the literature, care provided by family or
informal caregivers, tough varying depending on the clinical
severity and the type of family dependence, has consequenc-
es at the family, social, economic and professional levels [5].

Associated with this reality, it has been established that
an adequate level of health literacy is associated with better
health outcomes, as well as a more effective use of health
services and resources. On the contrary, low health literacy
is typically associated with a higher number of hospitaliza-
tions, poor adherence to treatments [6] and a significant
percentage of caregivers who present difficulties in follow-
ing drug regimens or other tasks related to the care [7, 8].

Despite recent advances in Portugal, both at the re-
search and policy levels, there is still much to investigate
and understand. However, there are few programmes with
validated educational content for family caregivers, and
made available online with resources that respond to the
real needs of caregivers. Their development is essential
for family caregivers, but also for health institutions and
health professionals.

This work seeks to identify and catalog the information
needs which are shown most by family caregivers through
research and analysis of the literature. This review is part
of a broader project which intends to elaborate a family
caregiver training program, in terms of literacy, for pro-
viding care.

Materials and methods

A literature review was conducted in order to identify the
currently most advanced ways to transmit information
that family caregivers need in order to exercise their role.

‘We considered that family caregivers are people who are
centrally involved in providing and/or coordinating the care
of dependent individuals, without financial compensation.

Information needs are understood as gaps in health lit-
eracy that caregivers need to see supplied with informa-
tion, education and support.

Finally, a dependent individual is understood to be a
person who, due to their clinical condition, age or disabili-
ty, needs support and supervision in their self-care.

Information needs of family caregivers of dependent individuals

The literature review was guided by a set of well-de-
fined criteria for data collection, analysis and presentation
of results. We followed the following steps as the research
protocol [9, 10]: 1) issue identification and selection of the
hypothesis or research question for the preparation of the
review; 2) establishment of criteria for inclusion and exclu-
sion of studies/sampling or literature search; 3) definition
of the information to be extracted from selected studies/
characterization of the studies; 4) evaluation of the studies
included in the review, 5) interpretation of results; 6) pres-
entation of the review/knowledge synthesis.

Two reviewers, with experience in these themes, se-
lected studies independently and the disagreements were
resolved by consensus in a meeting specifically scheduled
for this purpose.

To identify the categories of information, an analysis of
the content of the results of the studies integrated in this
review was conducted.

Research question: What are the information needs of
family caregivers of dependent individuals?

From this research question, the following search descrip-
tors were established: "family caregiver", "informal care-
giver", "information needs", "health literacy needs", "infor-
mation seeking", "dependent"”, "frail elderly" and Boolean
characters "and " and "or " were used to combine the dif-
ferent descriptors.

A bibliographic search was carried out between Novem-
ber and December 2014, using English as the language of
choice, in the following databases: EBSCO (Cinahl Plus with
Full Text, Medline with full text, Psychology and Behavioral
Sciences Collection and Educational Resource Information
Center), Pubmed, Academic Search Complete and Scielo.

The following inclusion/exclusion criteria were es-
tablished: works on family caregivers of adult/elderly de-
pendents, excluding family caregivers of minors. Articles
available in indexed, peer-reviewed databases, published
between the years 2004 and 2014, with free access and full
text were included. Duplicate articles were eliminated.

Studies included in the literature review

We obtained 857 articles distributed as follows, by data-
base: 44 from Cinahl plus with full text; 76 from Medline
with full text; 26 from Psychology and Behavioral Scienc-
es Collection; 12 from Educational Resource Information
Center; 443 from Pubmed; 164 from Academic Search
Complete; and 92 from Scielo.

Of the 857 articles, 599 were excluded after reading the
title, 201 articles were excluded after reading the abstract
and an additional 6 articles were excluded due to lack of
access to the full article.

Fifty-one articles were included for full-text analysis, 11
of which were chosen for the integrative review through
consensus by the two reviewers.
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The analysis of 11 articles included in this integrative
review (Table 1), performed by the main author of the ar-
ticle, showed that they were obtained from ten countries:
the UK, Japan, Northern Ireland, Canada, Australia, the
Netherlands, Italy, New Zealand, Portugal and Iran, and
their publication years varied between 2004 and 2014.

There were various clinical situations that caused some
kind of dependence which were analyzed in the studies,
from elderly people with dementia, epilepsy, heart failure
and brain damage to cancer at an advanced stage.

Of these 11 articles, two were literature reviews on the
needs of caregivers that were included after their analysis
to reveal that even though they had a different focus from
this review, they added relevant information to our work.

Results

After analyzing the 11 articles, three dimensions emerged.
The first dimension is related to the knowledge and skills
to perform the role of caregiver. A second dimension re-
lated to external resources provided by the community or
health services, among others. And a third dimension re-
lated to the internal resources of the caregiver himself to
meet the demands of the role he plays.

Caregiver knowledge and skills
This dimension cuts across all studies. Caregivers need to
get information about their family member's illness [12-21].

Many caregivers consider that they have knowledge
about a particular disease or dependent condition, but
demonstrate the same need to validate it with a profession-
al, that is, to obtain information from what is considered a
reliable source [13-15, 20].

Information on the disease and its clinical implications
can be transmitted by the professional who makes the di-
agnosis, as well as by professionals who provide the so-
called community support [13, 20, 21].

Knowledge of the symptoms [14, 16, 19, 20] that may
be present in a certain disease is also a focal point that was
mentioned by the caregivers in the studies analyzed, espe-
cially when the disease has a large diversity of symptoms
that need to be recognized and controlled [11, 14, 15, 19].

Information needs also are found with the anticipation of
care [11, 14, 15, 19], i.e. what the prognosis and the progress
of the health status of their family member is. This knowl-
edge also has implications for the caregiver himself because
it is this knowledge about the evolution and prognosis of the
disease or their family member's dependent condition that
allows caregivers to program the care in their daily lives [16]
and acquire support for the care [13, 15, 18].

The proper time for receiving or soliciting informa-
tion and the availability that professionals should show to
transmit it is also covered. Caregivers report that the pro-
fessionals are not always available when they are needed
[14, 20] or, being present, they are not able to maintain
adequate monitoring [14, 15, 16, 21].

In addition to knowledge, caregivers feel the need for
training to develop skills to perform the role of a care pro-
vider [11, 13, 16, 18], since they do not always feel able to
provide all of the necessary care.

The amount of time they have played the role of car-
egiver, despite helping with the feeling of being able to
provide quality care, does not prevent other needs from
arising due to clinical changes in their family [13, 16].

The way in which these skills can be learned or trained
requires a prior needs assessment by professionals [20],
so that psycho-educational programs or other measures
within the scope of providing information or learning are
appropriate for caregivers [11, 12, 16, 18, 21].

Potential caregiver resources

The caregivers' information needs are also felt at the lev-
el of potential resources for the caregiver. Knowing what
social and community resources are available for their par-
ticular case [17], such as back office services, public, pri-
vate and social support institutions, patient organizations
or teams of professionals to assist with care at the patient's
home [13, 17, 20].

Most studies in this review report that the caregiver
demonstrates the need to obtain care for their family mem-
bers, or at least consultation and supervision in regards to
the care they provide, from health professionals with spe-
cific expertise in the type of care required by the clinical
situation [12, 13, 15-17, 20, 21].

Information regarding financial support [13, 17, 21] is
also a concern of the family caregivers. Effectively provid-
ing quality care and use of necessary technical aids, such as
diapers, is necessary and costly. Added to this fact, the vast
majority of family caregivers do not work because they are
abdicated to provide care to their family member or they
are retired [17, 21].

The existence of specific programs or interventions for
caregiver training for performing the role of a care provid-
er is described in several studies [16, 18, 19, 21] as a need
felt by the caregiver.

There are a variety of clinical conditions that can lead
to some kind of dependence in a person's self-care. Thus,
caregivers feel the need to be trained to perform various
tasks, from changing a diaper to controlling symptoms
through using medication.

This situation leads them to stress the need for such
support caregiver programs to be available in the form of
educational programs that can be more generic in content
and in the recipients since certain situations and contexts
are common to many caregivers, but also specifically di-
rected to each of the caregivers according to their specific
needs and preferences [11, 18, 21].

Above all, professionals are expected to recognize the
diversity of learning styles, the specific needs of each car-
egiver and that such information be accessible at times, lo-
cations and in forms of information transmission that suits
the caregivers [13; 21].
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Table 1. Articles included in this integrative review.

Information needs of family caregivers of dependent individuals

Title of the article
Author (s), country and
year of publication

Objective

Methodology and
Sample

Key Findings / Conclusions

“The information needs of
carers of adults diagnosed
with epilepsy”

Kendall, S. et al.
United Kingdom, 2004

"Information needs and the
related variables of Japanese
family caregivers of termi-
nally ill cancer patients"

Fukui, S.
Japan, 2004

"Dementia and challenging
behavior: the needs of family
caregivers"

Scott, A. Et al.
Northern Ireland, 2005

"Assessment of family needs
Following acquired brain
injury in Saskatchewan"

Murray, H., Maslany, G., Jef-
fery B.
Canada, 2006

"Service and support needs
of Australian carers support-
ing the family with disability
at home"

Burton-Smith, R. et al.
Australia, 2009

“Informal caregivers of
persons with dementia, their
use and needs for specific
professional support: a sur-
vey of the National Demen-
tia Programme;

Peeters, J. et al.
Netherlands, 2010

“Burden and needs of 487
caregivers of patients in
vegetative state and in
minimally conscious state:
Results from a national
study "

Leonardi, A. et al.
Italy, 2012

"Essential knowledge for
family caregivers: a qualita-
tive study"

Angelo, J,, Egan, A, Reid, K.
New Zealand, 2013

“The needs of informal
caregivers of elderly people
living at home: an integra-
tive review”

Silva, A. et al.
Portugal, 2013

Explore the infor-
mation needs of
caregivers and how
the information from
the professionals
can become more
effective;

To identify the
information needs
of family caregivers
of Japanese patients
who are terminally ill
with cancer;

Identify the needs
of family caregivers
of patients with de-
mentia, particularly
to deal with their
behavior;

Explore the needs
of the family and to
what extent these
needs are being or
can be met;

Understand what the
needs of caregivers
of family members
with addiction in
their homes are;

Understand what the
uses, support needs
and professional
information are for
informal caregiv-

ers of people with
dementia;

Understand the main
needs and the level
of wear on caregiv-
ers of patients in

a vegetative state

or minimal state of
consciousness;

Identify what infor-
mation the palliative
care teams routinely
provide to family
caregivers;

Literature review on
the knowledge of
informal caregivers.

Mixed Method Inter-
view with 12 caregiv-
ers who provided the
basis for the preparing
a questionnaire applied
to 70 other caregivers;

Qualitative method us-
ing the an interview of
66 caregivers;

Qualitative method us-
ing the "Focus-Group"
technique with seven
caregivers.

Exploratory and
descriptive study using
a questionnaire called
the "Family Needs
Questionnaire (FNQ)",
applied to 66 caregiv-
ers;

Mixed methods, with
448 caregivers who re-
sponded to a question-
naire and open-ended
questions;

Quantitative method
using an exploratory
and descriptive study,
by applying the
"National Dementia
Programme Question-
naire" to 984 caregivers
between 2006 and
2007;

Quantitative method
using a multi-center
observational study.
487 participants were
assessed using various
tests;

Qualitative method us-
ing the Nominal Group
Technique (a type of
Focus Group) with 17
health professionals in
community palliative
care;

Quialitative method:
integrative literature
review;

- Need to improve knowledge and levels of information;
- Professionals are not able to properly accompany this
process;

- They indicate needing other sources of information,
not just leaflets;

- Reliable needs information on the disease and its
evolution;

- Being informed is a prerequisite for more effective
coping and fewer cases of anxiety and stress for care
providers;

- Unpreparedness of the family to provide care;

- Coping strategies, support network and nursing staff
for home care are reported needs;

- Information on the symptoms and progression of the
disease;

- Importance of having innovative methods to support
the caregiver, such as videos;

- Information on the health status and disease progres-
sion;

emotional support;

- Caregivers report that many needs are not perceived
by the professionals that could be addressed by the
existence of specific support programs and caregiver
support;

The main needs are the level of information about
the health of their family members; the services and
resources available;

- Need for support to prevent situations of exhaustion
related to the care;

- The existence of specific support programs on "be-
coming" a caregiver;

Caregivers report that additional information is needed
on the course of the disease; and on the control and
evolution of the most difficult symptoms, such as
confusion;

- Support for the development of effective coping
strategies;

- Information on health and social resources available;

Over 75% of the participants reported six needs for
information and communication that the authors have
cataloged: 1) information from health care profession-
als regarding the disease and prognosis, 2) the need

to cooperate and participate in decisions, 3) the need
to satisfactorily communicate with all health team
professionals, 4) the need to be able to easily contact
the healthcare professionals, 5) the need to know what
problems may eventually arise in the course of the
disease and 6) be trained to perform all tasks related to
the care;

The three main categories of needs:

- Taking Care of oneself (maintaining activities and
interests, what support can be used from the institu-
tions);

- Learn practical skills (control and recognition of symp-
toms; proper use of medical equipment and technical
aids);

- Knowing what to expect (report that care is a continu-
ous act; anticipation care needs);

The needs are grouped into 4 groups: 1) information
and communication, 2) professional support, 3) effec-
tive communication and 4) legal and financial support;
Many gaps were also found in the studies on these
subjects;

ARC Publishing



Neves et al.

Table 1. Articles included in this integrative review. (cont.)

Title of the article
Author (s), country and
year of publication

Objective
Sample

Methodology and

Key Findings / Conclusions

Conduct a literature
review of the needs
of informal caregivers
caring for dependent
individuals;

"Needs of informal caregiv-
ers for the care of a depen-
dent individual: an integra-
tive literature review"
analyzed;
Melo, R .; Rua, M. and Santos,

C.

Portugal, 2014

"Informational needs and
related problems of family
caregivers of heart failure
patients: A qualitative study"

To explore the needs
of family caregivers
of patients with heart
failures;

Bahrami, M. et al.
Iran, 2014

Quialitative method
using an Integrative
Literature Review.
21 articles were

Qualitative study
using the interviews
of 19 caregivers;

The authors grouped the needs found in the literature
according to the Meleis Transitions Theory: a) community
and social resources, b) knowledge and preparation, c)
personal meaning, beliefs and attitudes, d) socio-economic
condition;

The correct diagnosis of needs allows for proper planning
and greater health gains for the caregiver and the depen-
dent individual;

Four major needs arose: 1) lack of knowledge to provide
care, 2) inaccessibility to safe sources of information, 3)
lack of guidance from health teams and 4) ambiguity of
feelings related to care due to the unpredictable nature of
the disease;

Health professionals should develop educational programs
and effective support for caregivers;

Since the act of providing care is very demanding, in-
cluding in terms of time required for the care, it is often
difficult for informal caregivers to find answers to their
needs at normal times and places, so new approaches that
are more innovative and flexible are desirable [12, 17, 20].

Coping strategies and caregiver well-being

Receiving support and information on how to develop ef-
fective coping strategies [14, 18, 19] are information needs
identified by caregivers.

The care process, usually long and exhausting, is con-
ducive to the development of ambivalent feelings [20], be-
cause the care takes time away from other tasks, such as
accompanying other family members [21].

Information needs on how to recognize the signs of ex-
haustion, depression and distress [13, 16], inherent to the
act of caring, as stated earlier, is always a demanding and
exhausting challenge [19].

Caregivers also expressed the desire to see their beliefs
and attitudes [17] recognized by health professionals when
they are provided with emotional support [18].

Discussion and implications for clinical practice

Despite the large number of articles focused on the infor-
mal caregivers, few are targeted exclusively toward the in-
formational needs of caregivers who care for relatives with
a clinical condition that results in dependency.

The choice of the qualitative methodology in most
studies prevents further analysis, such as meta-analysis. In
this study, we have chosen to exclude data not obtained by
means of researching the databases, as well as articles that
did not have at least a summary in English and did not un-
derwent peer-review, which may have taken away some in-
teresting information for analysis. However, we considered
that by using an integrative literature review, carried out
accurately and with transparency in the research method-
ology, we can contribute useful knowledge about the infor-
mation needs of family caregivers of dependent individuals.

The studies analyzed here cover a variety of countries,
which helps us to have a more global and comprehensive
view of the phenomenon, although it impedes compari-
sons between studies.

The need for information in terms of skill levels, abil-
ities and knowledge is a cross-cutting issue for all studies,
demonstrating its importance for caregivers, and these
data should be at health professionals' center of attention.

Knowledge of the needs can help institutions and pro-
fessionals tailor their approach to the caregiver and de-
velop information, education and support strategies, thus
making these interventions more effective, with expected
gains for caregivers and dependent individuals, as well as
for healthcare systems in general.

Conclusions

The recognition of the information needs of family care-
givers of dependent individuals constitutes the first step to
be undertaken by professionals before planning any inter-
vention directed at caregivers.

From the analysis of these 11 articles, three dimensions
emerged with regards to the information needs of caregiv-
ers of dependent individuals: 1) caregiver skills, abilities
and knowledge, 2) potential resources for the caregiver, 3)
caregiver well-being.

The literature review revealed the existence of a short-
age of quality studies on this topic, because most studies
have a small sample, so it would be important to conduct
more studies on this subject.

As future challenges, we consider the broadening and
deepening of research in this area so that by increasing and
deepening the knowledge available, interventions among
family caregivers may become more effective.
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