f(f' R
‘Q" T SEENRN
b ".. . o .“'\‘.'
£ - v 2N
e iR DEINEDEENE W
N°68 Octubre 2022

www.um.es/eglobal/

Identification of the needs of informal caregivers: an exploratory

study
Identificacion de necesidades de los cuidadores informales: estudio exploratorio

Rosa Noell-Boix'?

Mirari Ochandorena-Acha’
Gloria Reig-Garcia®

Maria Teresa Moreno-Casbas*
Joan Carles Casas-Baroy'

' Research group on Methodology, Methods, Models and Outcomes of Health and Social Sciences
(M30). Faculty of Health Sciences and Welfare. Centre for Health and Social Care Research
(CESS).University of Vic-Central University of Catalonia (UVIC-UCC), Vic, Barcelona, Spain.
mirari.ochandorena@uvic.cat

28anta Cruz University Hospital, Vic, Barcelona, Spain.

3 Faculty of Nursing, University of Girona, Girona, Spain

4 Research Unit in Health Care and Services of the Carlos lll Health Institute (Investén-isciii), Madrid,
Spain

https://doi.org/10.6018/eglobal.512191

Received: 22/02/2022
Accepted: 29/06/2022

ABSTRACT:

Introduction: Population aging is one of the main issues in public health within developed countries.
Informal caregivers play a central role in this scenario, which can affect them negatively.

Objective: The aim of this study is to identify the needs of informal caregivers related to the care of
dependent persons of a Basic Health Area.

Method: Qualitative and phenomenological study. Four informal caregivers in charge of non-
institutionalized patients took part. These patients expressed their opinions in a semi-structured
interview, that was deductively analyzed afterwards.

Results: The analysis showed three key subjects: the effects of caregiving (how this task negatively
affects the global health of the caregivers); difficulties related to care (related to the process of
adaptation once at home, prevention of wounds, accidents and mobility issues), and caregiving learning
strategies (by deductive reasoning, observation and formation).

Conclusions: Caregiving has a negative effect on the caregivers’ global health. They show some
difficulties in the execution of their tasks, and they declare that they are using various caregiving
learning methods. Interventions directed at informal caregivers should include aspects related to health
improvement and caregiving training.

Key words: Informal caregiver, care needs, qualitative investigation.
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RESUMEN:

Introduccidn: El envejecimiento de la poblacién es uno de los principales retos de la salud publica en
los paises desarrollados. Los cuidadores informales emergen como uno de los principales actores en
este escenario, y esto puede afectarlos de forma negativa.

Objetivo: El presente estudio tiene como objetivo identificar las necesidades de los cuidadores
informales relacionadas con el cuidado de una persona dependiente de una zona basica de salud.
Método: Estudio cualitativo y fenomenoldgico. Participaron en él cuatro cuidadores informales de
pacientes no institucionalizados, a quienes se le realizd6 una entrevista semiestructurada.
Posteriormente se realizé un analisis deductivo del discurso.

Resultados: El analisis mostro tres temas clave: efecto del cuidar (cuidar tiene efectos negativos en la
salud global de los cuidadores), dificultades relacionadas con el cuidado (relacionadas con las
adaptaciones en el domicilio, la prevencién de heridas, accidentes y movilizaciones) y estrategias de
aprendizaje del cuidar (por légica, observacion y formacion)

Conclusiones: Cuidar tiene un efecto negativo sobre la salud global de los cuidadores. Estos
presentan dificultades a la hora de cuidar, y manifiestan utilizar diferentes metodologias para el
aprendizaje de los cuidados. Las intervenciones dirigidas a los cuidadores informales deberian incluir
aspectos relacionados con la mejoria de su salud y su formacion en cuidados.

Palabras clave: Cuidador informal, necesidades de cuidado, investigacién cualitativa.

INTRODUCTION

The increase in life expectancy, improvements in public health and health care, as well
as the adoption of certain lifestyles, have determined a greater aging of the population
in Spain. Currently, life expectancy is 82.34 years old, and the country ranks fifth in life
expectancy in the European Union, below Sweden, Italy, Malta and Ireland™. This
aging of the population, however, results in a decrease in the functional capacity of
people and in an increase in chronic processes?3),

It is estimated that by 2050 there will be 1.5 billion people over the age of 60 in the
world. Approximately 45% of people pertaining to this group will have a disability, and
between 20% and 33% will require external assistance or care*®). In addition, aging
entails a limitation in the quality of life of the affected people and is associated with a
high demand for gerontological care, as well as having an economic impact on
families, communities and society. Therefore, population aging currently constitutes
one of the main public health challenges in developed countries®.The care model in
Spain is mainly focused on the family environment and frequently in the person's
home, with relatives assuming the task of caregiving”).

Consequently, the figure of the informal caregiver acquires great importance today in
the context of caregiving. The concept of informal care has been used to refer to a
type of support system developed by people in the social sphere of the recipient of
care, and it is provided voluntarily, without any organization or remuneration. In
informal care, three categories of support are usually distinguished: material or
instrumental support, informational or strategic support, and emotional support.
Studies indicate that 88% of care falls on a family caregiver and only 12% is assumed
by the healthcare system(3). According to Rogero®, men who live in households with
fewer socioeconomic resources are more likely to receive informal care. Caregiving
can be a source of satisfaction, but it can also can cause stress and emotional tension.
When informal caregivers feel that the care provided is insufficient, it can lead to
feelings of exhaustion, depression and guilt®.

Enfermeria Global



Previous studies have shown that caregivers are 25-50% more likely to suffer from
anxiety and/or depression?9). Sleep-related problems have also been described more
frequently among caregivers®19. Additionally, caregivers often encounter difficulties in
their social and relational spheres, especially when the care recipient has cognitive
issues('"). Caregivers are often isolated from their friends, relatives and work
environment(12),

Consequently, Ortiz{"® proposed the concept of caregiver overburden as the total
physical, psychological, emotional and financial cost of providing care for a person.
This overload affects their capacities as caregivers, which in turn has an effect on the
survival of patients('3).

According to Ortiz('3), it is essential that family caregivers know the basic aspects of
caregiving. In this sense, there is currently evidence on the effectiveness of some
nursing interventions to reduce the burden of informal caregivers. The educational
program "Caring for caregivers" ("Cuidando a los cuidadores" in the original in
Spanish), aimed at improving the knowledge and skills of caregivers about their own
work, would be an example of this(14).

Identifying the needs of caregivers is essential to minimizing their burden and stress
when providing care('®). However, the perception of health professionals about these
needs is insufficient, since it often differs from the opinion of caregivers('9).

The aim of this study is to identify the needs of informal caregivers related to the care
of a dependent person in a Basic Health Area.

MATERIAL AND METHODS

Study design

Qualitative and phenomenological approach study based on Judith Green & Nicki
Thorogood (2018)("6). Qualitative methodology offers the possibility of understanding
the complexity of a phenomenon from the different points of view of the informants('?).

Study area and participants

The study was carried out in the field of primary care, in a Basic Health Area of the
Girona health region, which provides care to a total population of 32,600 people.

The participants of this study are informal caregivers of dependent people in this area.
Recruitment of participants and data collection

The selection of the participants was conducted from an intentional sampling('®). The
selection criteria that were taken into account were: age, gender, family relationship
with the dependent person, care time, residence in the same home and whether they
shared caregiving responsibilities with other caregivers. Primary care nurses proposed
possible candidates within the basic health zone. Following the selection criteria, 4
profiles were finally obtained, which were the most representative within the caregiver
profile in the area.
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Sociodemographic data of the participants was collected to characterize the sample.
The level of dependency (Barthel index(18)) and the level of frailty (Frailty Index Frail-

VIG(19)) of the care recipients were also measured (Table 1).

Table 1: Profile of the Participants

Caregiver Dependent Relative
Level of
Relation |Care giving| Shared | Shared | Dependency | Frailty Index
Code | Gender | Ade | " i 1us Time Home (Care giving (Barthel (Frail-VIG)
Index)
20 0,44
1 M 72 Husband 8 years Yes No Total intermediate
dependency frailty
65
2 F 50 | Daughter | 5years No No Slight- interorﬁi%iate
9 y moderate .
frailty
dependency
S 0,72 advanced
3 M 63 Friend 13 years Yes No Total ’ .
frailty
dependency
S 0,64 advanced
4 F 70 Daughter | 10 years Yes No Total ' :
frailty
dependency

M: Male; F: Female

Primary care nurses initiated contact with the participants, who had no previous
relationship with the principal investigator. The nurses accompanied the main
researcher to the home of each participant to carry out individual semi-structured
interviews. The interviews lasted between 45-60 minutes, approximately. Prior to the
start of the interviews, a questionnaire based on the study by McCann(20) (Table 2)

was prepared.

Table 2: Semi-structured individual interview questionnaire

Questions for the participants

NoukswnN

1. What difficulties have you encountered when caring for your family member?

In what aspects of caring for your family member do you usually have more doubts?
At what time of day to day do you have the most difficulty helping your family member?
Could you explain how you deal with these difficulties?
Could you explain how you learned about caregiving?
Where do you find information on how to care for your family member?
Could you explain what type of support you receive for the care of your family member?
(from family, health system)?
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8. How do you think the information you receive to care for your family member (from the
nurse, doctor) could be improved?

9. What aspects would you expand upon with respect to instructions given by nurses?

10. How would you propose carrying out these instructions?

11. What does taking care of your relative mean to you?

12. How has caring for your family member changed your life?

13. How has your mood changed?

The interviews were recorded with the prior authorization from the caregiver by signing
the informed consent document, and at the end of each interview the interviewer
recorded her notes.

During the transcription, all data related to the interviewees was anonymized. In
addition, a copy of the transcript was given to each of the corresponding participants to
obtain their approval before data analysis started.

Data Analysis

A deductive discourse analysis of the transcripts was performed based on the Green
and Thorogood proposal(16). This qualitative analysis is characterized by the
development of a conceptual map containing all the content and the creation of
themes for the data set of the same topic(Table 3). The analysis was carried out in
parallel by two independent researchers, after which the marked codes were pooled.
When a discrepancy was found in both analysis, the data was reviewed together to
reach an agreement. Atlas Ti 8.0 software was used as computer support for the
discourse analysis.

Table 3: Discourse analysis process

Table 3. Discourse analysis process

The analysis is structured in a series of stages: Firstly, an in-depth reading was
carried out to become familiar with the data. Secondly, the data was reviewed in
detail to identify themes within the content of the interviews. Subsequently, the data
set was codified to group the themes into codes. Finally, the organization of codes
and themes assisted in isolating the quotes from the interviews and grouping them,
in order to draw conclusions relevant to the goals of the study(16).

Reflexivity

The principal researcher is an experienced home health care nurse with knowledge in
the field. The second researcher is a physiotherapist with experience in home health
care and qualitative analysis. The remainder researchers are nurses with extensive
experience both in the professional and academic fields.

Ethical considerations

This study was approved by the Research Ethics Committee CEIC Hospital
Universitari de Girona Doctor Josep Trueta Girona. The participants were informed
about the purpose of the study, and their written consent was requested. During the
course of the research, the confidentiality and anonymity of the participants were
maintained, adhering to the bio-ethical principles of the Declaration of Helsinki". In
order to ensure the quality of the study, criteria of rigor and ethical criteria of qualitative
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research were taken into account®?. The data obtained was stored and protected,
complying with the regulations of Organic Law 3/2018, December 5, on the Protection
of Personal Data and guarantee of digital rights.

RESULTS

The study sample consisted of four caregivers, with a mean age of 63.75 years (9.95).
Women made up 50% of the participants. Considering the degree of kinship of the
caregivers, 50% of them are daughters, 25% are the partner (husband) and the other
25% are a friend. The participating caregivers had been providing care for an average
of 9 years, 75% of the caregivers lived with the patient 24 hours a day in the same
home and 100% of the sample assumed the role of caregiver without any additional
support.

In relation to the care recipients, 75% presented a total dependence to perform daily
activities, and 50% of the sample had an advanced degree of frailty (Table 1).

The analysis of the content of the participants' interviews identified three themes: the
effect of care giving on the physical, emotional and social health of the caregiver; care-
related difficulties; and caregiver's knowledge about caregiving. Table 4 shows the
themes and categories identified after the interviews were analyzed.

Table 4: Themes and Categories identified from interviews

THEME 1 THEME 2 THEME3
gfiﬁl‘:{eﬁﬁ %';’;Eg Difficulties_rt._alated to Caregiving I_earning
. caregiving strategies
caregiver
- Effect on - Home adaptations - Deductive
psychological - Prevention of reasoning
health wounds and ulcers - Observation and
- Effecton - Mobility imitation of the
CATEGORIES physical health - Prevention of falls environment
- Effect on social and accidents - Training
health - Information
obtained from the
internet

1. Effects of care-giving on the health of the caregiver

Caregivers experience various negative feelings and emotions when providing care for
a family member. The participants express feelings of fear, anguish and concern about
their ability to provide care. These emotions also surface when the caregiver is obliged
to leave their recipient of care home alone.
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“So many times | worry when | leave her alone at home. | shut everything for
her and | go back home, but sometimes | have to go back to her house, just to
reassure myself...” [C2]

“‘Sometimes | think that | spend too much time away (when grocery shopping)
and | come home quickly to be with her again...” [C4]

“For a while she would take off her diaper every night, nobody told us what we
could do about it and it worried us..." [C4]

One of the participants added that he sometimes feels undervalued and unappreciated
by the person he cares for, and that this feeling negatively affects his emotional state.

“Patients become selfish, since it is their illness, but it is difficult to get used to
being despised and undervalued. Sometimes he lashes out at me...” [C3]

These negative feelings have a direct effect on the psychological health of the
participants, who all agree on the mental exhaustion involved in caring for a dependent
family member. Similarly, some caregivers stated feeling weak, unable to cope, and in
those moments they have wondered if the choice to care for their family member was
the right one.

"I don't know how | didn't get depressed, there were times when [ felt very weak
and with little desire to do anything..." [C4]

The participants stated that caring for a patient is a complicated process, with a direct
impact on their physical health. A majority of caregivers reported feeling physically
exhausted. Likewise, all the participants agreed that caring for a person has a negative
effect on their self-care.

“...I have four vertebrae tied with titanium from a traffic accident... when | have
to stand like this (referring to their body posture when washing the patient), with
the sponge to wash him, there are times when my back hurts a lot...” [C3]

"There are times when | need to go out and | can't, and | would like to go out, go
for a walk, but... no, | can't leave her alone..." [C1]

The participants agreed on the impact of caregiving on their relationships with partners
and in their social relationships. Some stated that caregiving involves a lack of
intimacy which prevents them spending time with their partners. Other participants
state that they have changed the dynamics of family gatherings so that the dependent
relative is not disturbed.

"We don't have intimacy now (my partner and |), we can't talk privately or do our
own thing.." [C4]

"We only invite the grandchildren on specific days, because when they are there
(at the patient's home) they run, jump, scream, and she (referring to the patient)
can't stand it and we get nervous..." [C4]
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At this point, the participants expose the negative consequences of being a caregiver
in family and social relationships. However, they acknowledge that they often reject
help from other people, on the basis that nobody will be able to provide care as well as
them. This fear leads caregivers to not delegate care, thus isolating themselves from
social relationships as well as preventing them from performing other roles due to
having to assume the role of caregiver.

“One day we went to a party with friends and the son came to take care of the
grandmother (referring to the dependent person). When we got back she was
very nervous and that night we had a really bad time...” [C4]

Finally, and in relation to the global health of the caregivers, they stated that family
was a great support against becoming overwhelmed. One caregiver added that friends
help them unwind.

“My sister, the one who can make it, comes every three months and stays for
about a month or four or five weeks. | am then more rested, | feel calmer...”
[c2]

2. Difficulties related to care giving

During the analysis of the interviews, it was detected that the participants presented
several difficulties when it came to caregiving, related to adaptations at home, the
prevention of wounds and ulcers, and mobility issues.

In relation to home adaptations, the maijority of the participants stated that they initially
had a clear understanding of them.

Among the most common adaptations made by caregivers is bathroom accessibility,
i.e. installing a shower. The removal of furniture and rugs, as well as having a light
with a motion sensor to reduce the risk of family members falling were also mentioned.
Installing a platform lift was also identified as a frequent home adaptation.

“When she came home | had already adapted everything, | had put a stair-lift, |
removed the bathtub and put a shower pan, | got a trolley to help her to the
shower...” [C1].

Participants reported, however, that over time more adaptations would be necessary,
and admitted difficulty in recognizing which ones would suit the needs of their
dependent family member. Caregivers recounted having made adaptations based on
accidents their relatives suffered, showing concern for their failing to anticipate these
needs due to a lack of knowledge or information.

“We have been adapting everything, one day she fell and rolled under the bed,
we had to put a railing...” [C4]

"She got up at night and as she had moved some piece of furniture she
bumped into it and fell... we have put up a motion sensor light in case she gets
up at night..." [C2]
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In a similar vein, the caregivers claimed insufficient information regarding some
activities relating to caregiving. For instance, they complained about a lack of training
in dealing with wounds caused by wet diapers. At this point, two participants
expressed that attending training aimed at caregivers could prove useful, to increase
their knowledge about care iving and thus be able to anticipate possible problems.
Caregivers feel that training is key to being able to offer quality care to their relatives.

“...a wound appeared. If | had known that the redness was dangerous, | would
have acted accordingly...” [C3]

“When you have the knowledge, care is infinitely better...” [C3]

“The state of the dependent is not fixed, it is getting worse, it never gets better,
one day you need 1 and the next day you need 1.5. There is a deterioration.
Therefore, the caregiver has to adapt to new situations. If it doesn't catch you by
surprise, if someone explains it to you and teaches you to care for those needs,
it's much better...” [C3]

“l find that there is not enough information on caring for a dependent person...”
[C1]

One of the participants expressed concern on the lack of training in regards to mobility
aid for his family member. The caregiver stated that effective training from a
physiotherapist would be beneficial.

"...I would need a physiotherapist to teach me some exercises so that she could
do them (referring to the dependent person), | do what | can..." [C2]

The participants also expressed difficulties related to the prevention of falls and home
accidents, especially those derived from dangerous materials or utensils such as
bleach, scissors and knives.

"..One day we found the sofa in pieces, she (referring to the dependent
person) had taken a pair of scissors and destroyed it... | also had to take the
knives away because she wanted to slash a painting..." [C2]

3. Caregiving learning strategies
The participants stated that they had learned about caregiving from deductive
reasoning, without external aid. Therefore, we found that the caregivers were mainly
self-taught and that they would find solutions and strategies to care for the family
member based on their own experiences.

“l have been learning little by little, nobody taught me...” [C4]

“It's like learning a trade over time. We have learned a trade, that of caring...”
[C4]

At the same time, they mentioned that observing and imitating other people performing
care tasks, such as health professionals or other caregivers, helps them in their
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learning process. Sharing knowledge with other people, friends and family who are in
similar situations has also proven helpful.

‘I would observe (a nurse, a caregiver, working) and well, little by little, you
learn how to move her, how to shower her...” [C1]

"I meet people who have relatives in the same situation and we exchange
opinions... that helps me..." [C2]

One of the caregivers mentioned caregiving training to be beneficial in learning how to
care for a dependent relative. Specifically, this caregiver had completed training that
taught useful techniques for the daily care of his family member.

"l learned quite a lot in the course, it helped me..." [C3]

The caregivers stated that to quickly solve problems related to the care of their family
member, they would frequently search for information on the Internet. However, they
expressed that often the information they found would not meet their needs.

“Well, from what | have been able to find on the internet, and what the nurses
have told me, | have been adapting to his needs... [C3]

“..there is a lot of information that | need, such as how to bathe her, that can't
be found on the internet. | manage as well as | can...” [C1]

DISCUSSION

The main themes that have emerged from the analysis are: the effect of caregiving on
the health of caregivers, the difficulties related to caregiving and learning strategies
from caregivers.

The results of this study show that caregivers experience negative feelings and
emotions when caring for their relatives. In this sense, previous studies have identified
greater feelings: anger, frustration, sadness and despair among caregivers of
dependent people?®. According to Wells, caring for a person increases the rate of
depression and anxiety by four®®, and these negative feelings and emotions are
associated with a more aggressive way of providing care®®). Likewise, the caregivers
interviewed stated that they suffered from stress due to caregiving, which led to mental
and physical exhaustion.

Previous studies have also shown negative effects on the mental and physical health
of caregivers(?*2°%). According to the WHO, health should be measured from a physical,
mental and social perspective®®). Taking this into consideration, the participants
reported negative effects from caregiving in their social relationships, which directly
affects this facet of health. According to Tay, family members are sometimes forced to
assume the role of primary caregiver, negatively impacting their social health(®®),

This phenomenon is described in the literature as devotion, the total commitment that
the caregiver has towards the person receiving care. This feeling prevents the
caregiver te from considering other care alternatives®®®. Other research demonstrates
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the negative repercussions on an individual's work and family environment that result
from taking on the role of caregiver to a relative(?3). However, caregivers seek coping
strategies to reduce negative thoughts and the emotional burden, such as seeking
social support and distractions®). Following on this research, the results of this study
showed that caregivers seek support above all from family members.

The participants also mentioned difficulties with home adaptations related to
caregiving, especially with regard to bathrooms. Several studies state that caregivers
make physical changes at home in order to increase safety and reduce falls or
potential accidents?”). These home modifications typically include: removal of rugs,
removal of hazardous items from the kitchen, adding lighting fixtures and automatic
night lights®").

The participants claimed home adaptations become increasingly difficult in more
advanced phases of caregiving. Some studies highlight the importance of professional
support regarding home modifications. These professionals help caregivers adapt
home modifications as the patient's deterioration progresses. These professionals add
that any limitation from caregivers in regards to home adaptations is due to insufficient
training®@").

Following along these lines, caregivers face practical problems due to inadequate
knowledge, and highlight the importance of interventions directed at them, after which
caregivers feel more knowledgeable, more competent and confident when it comes to
caring for the elderly(?").

According to Kizza®®, caregivers currently find themselves facing difficulties resulting
from insufficient knowledge. In this sense, the results of our study show that
caregivers' ways of learning are from deductive reasoning, by imitation of other
people's experiences, and through training courses.

Caregivers added that sometimes they would search for information on the Internet,
but the results did not meet their needs. In a similar vein, the literature confirms
concerns about the quality and ability to discern the validity of the information gathered
from the internet®®). However, several investigations support that new technologies are
a good tool to provide information and support to caregivers®9.

This research presents some limitations that must be taken into account. Firstly, four
semi-structured interviews were carried out in which the main researcher perceived a
repetition of themes during the course of the interviews. As it is an intentional sample,
where the researchers sought maximum representativeness within the specific study
population, it is considered that data saturation was achieved with this sample.
Secondly, the sample was recruited from a single Basic Health Area due to the
available resources for this research. This fact could influence the results to be
considered unrepresentative of the general population.

CONCLUSION

Caregiving has a negative impact on the physical, psychological and social health of
informal caregivers. This group faces difficulties with home adaptations, wounds and
fall prevention as well as mobility issues. Finally, informal caregivers learn about
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caregiving from deductive reasoning, by imitation and with training. In this sense, all
interventions aimed at informal caregivers should include aspects related to the
betterment of their health and training in caregiving.
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