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Abstract. The study explores themeanings that family caregivers of people with dementia ascribe to the past, present, and
future of their role as a caregiver, and how their integration into caregiving trajectories is related to caregivers’ burdens and
gains. The sample was made up of 197 family caregivers (Mage = 62.1, SD = 12.3, 70.1% females). They completed three
incomplete sentences regarding their past, present, and future caring role, the Zarit Burden Interview and the Gains
AssociatedwithCaregiving scale. Sentence completionswere content analyzed, and the associations between the resulting
trajectories and burdens and gains were studied by means of a one-way ANOVA. Caregivers differed in the meanings
ascribed to past, present, and future of their role. Stable-negative (M= 43.6, SD= 13.3), regressive (M= 43.3, SD= 12.7), and
present-enhancing (M= 37.4, SD= 13.7) trajectories showedhigher levels of burdens than progressive (M= 31.3, SD= 12.3)
and/or stable-positive trajectories (M=26.1,SD=13.7). Progressive trajectories (M=38.9,SD=15.7)were related tomoregains
than regressive trajectories (M = 28.6, SD = 12.7). Family caregivers’ evaluations of their past, present, and future are not only
important separately, but their combination into caregiving trajectories is also relevant. Such trajectoriesmight be relevantwhen
designing interventions to help caregivers reduce their burden levels and increase the benefits ascribed to their experience.
Themost adaptive trajectory identifiedwas the progressive one, whereas the regressive trajectorywas themost dysfunctional.
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Dementia is now one of the leading causes of disability
among older people (Mental Health Foundation, 2015;
World Health Organization, 2017) because it triggers a
cognitive impairment that often results in increasing
dependency on others. The care for a person with
dementia is normally provided by family caregivers
who do not receive any economic recognition in
exchange (Vitaliano et al., 2003). Most previous (quan-
titative) research on this topic has highlighted the vari-
ous ways in which caregivers can evaluate the physical,
emotional, social and/or financial burdens of their situ-
ation (e.g., Buyck et al., 2011), although some work has

also been done on positive aspects of caregiving (e.g.,
Netto et al., 2010; Quinn & Toms, 2019).

Subjective Burdens and Gains in Dementia Caregiving

Caregiving for a person with dementia is a chronically
stressful situation since it requires copious physical and
psychological efforts that frequently do not lead to the
desired outcomes because of its high levels of unpre-
dictability and uncontrollability (Schulz & Sherwood,
2008). This is why stress and coping theory (Lazarus &
Folkman, 1984) has been recognized and used as a
valuable framework in many studies. This theory holds
that individuals’ appraisals are a key elementwhen they
face a stressful event because they relate to the way they
cope with that event and mediate its consequences.
Indeed, many studies showed that caregivers who feel
more burdened report lower levels of emotional well-
being, mental health, and physical health (e.g., Chiao
et al., 2015; Clyburn et al., 2000; Kim et al., 2007).
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Despite its focus on the negative consequences of
dementia caregiving, research has shown that many
caregivers also identify positive aspects of caregiving
(e.g., Cheng et al., 2016; Lloyd et al., 2016; Yu et al.,
2018), such as gains. Gains can be defined as “any
positive affective or practical return that is experienced
as a direct result of becoming a caregiver” (Kramer,
1997, p. 219). Examples of gains are developing personal
qualities and practical skills, improving relationships
with others, or acquiring deeper philosophical or spir-
itual insights into life, and they seem to be a common
experience among caregivers, with over 80% of them
ascribing at least one gain to their role (Netto et al., 2010;
Peacock et al., 2010; Sanders, 2005; Yap et al., 2010).
Research has shown that the more gains caregivers
experience, the lower their levels of negative affect,
and the better their mental well-being (Liew et al.,
2010; Rapp & Chao, 2010), which means that they
may play an important role in promoting caregivers’
well-being.
These findings suggest that caregivers can find some

benefits from stressful life events and even grow in the
midst of adversity, and have led to new theoretical
formulations explaining how caregivers can experi-
ence high levels of both subjective burdens and gains
at the same time (e.g., Kramer, 1997; Lawton et al.,
1991; Martire & Schulz, 2000). According to them,
rather than opposite ends of the same continuum,
negative and positive aspects might be two independ-
ent dimensions with different predictors and/or
consequences.

Caregiving Trajectories: Taking into Account Caregivers’
Temporal Perspectives

As previously stated, most research has studied care-
givers’ current evaluations of their role using quantita-
tive self-report measures, thus ignoring the temporal
perspective of caregiving and missing some caregivers’
unique experiences that might be relevant for under-
standing both burdens and gains.
From a life course theory perspective, adults – at any

age –make choices and get involved in multiple social
roles, and thus, can experience changes that can be
developmentally meaningful (Elder et al., 2003). Roles
are “positions that individuals occupy within social
institutions” (Macmillan & Copher, 2005, p. 859), and
occur during a period of time. The temporal involve-
ment in a role, which can vary in duration across
individuals, is referred to as trajectory. Thus, when a
family member starts providing care to a relative with
dementia, a transition is made into a caregiving role,
and as long as this person continues to act as a care-
giver, he or she will be construing his or her own
caregiver trajectory.

Some authors have suggested that family caregivers
of relatives with dementia might go through a similar
set of phases. For instance, Schulz and Eden (2016)
suggested that caregivers’ trajectories could typically
begin with the awareness of the existence of a problem,
which would be followed by the assumption of an
increasing amount of responsibility and care demands,
and lead to the last phase, consisting of end-of-life care
provision. Alternatively, Kokorelias et al. (2020) identi-
fied five caregiving phases, namely, monitoring initial
symptoms, navigating diagnosis, assisting with instru-
mental activities of daily living, assisting with basic
activities of daily living, and preparing for the future.
These approaches might be an undeniably useful
resource to understand the caregiving role in a general
manner, and to help designing interventions aimed at
increasing caregivers’ well-being. Nevertheless, they
seem to define caregiving trajectories based more on
the progressive cognitive and functional decline of the
care recipients due to the progression of the dementia
(and their support needs and the responsibilities that
caregivers must assume), than the individual perspec-
tive that each caregiver develops of his or her own
experience, and so they do not recognize that each
caregiving trajectory is unique. Yet, “the temporal
dimension of caregiving is critical to establish the
importance of caregiving in the life course of those
needing care as well as those providing it” (Quan,
2021, p. 227).
The importance of such individual temporal per-

spective becomes evenmore evidentwhen considering
how caregivers’ perceptions of the development of
their role since the illness begun might influence their
evaluations of their current situation. For instance,
coming to terms with the current caregiving situation
may help caregivers to findmeaning in caring for their
relatives (Shim et al., 2013), and some caregivers might
experience feelings of mastery after realizing that they
have been able to cope with a past situation that they
initially considered unmanageable (Sanders, 2005).
Also, with regard to future expectations, caregivers’
pessimism about how the situation will change in the
future has found to be a warning sign for poor current
and future caregivers’ health and emotional well-
being (Lyons et al., 2009). On the contrary, optimism
has been associated to well-being and life satisfaction
(Lamont et al., 2019), considering that oneself is pre-
pared to successfully manage the caregiving situation
has been linked to a higher level of positive caregiving
(Shyu et al., 2010), and having hope that a positive
future is possible may encourage some caregivers to
continue providing care to the relative with dementia
(Duggleby et al., 2009). Similarly, anticipating future
losses and gains in the caregiving role has been asso-
ciated, respectively, with a higher and a lower
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indecisiveness and unwillingness to provide care
(Rohr & Lang, 2016).
Narrative Psychology might offer an alternative path

to capturing the uniqueness of caregiving trajectories,
since it allows to understandhowpeople construct story
plots in which their lived and expected events are inter-
preted and integrated (Brockmeier, 2000; Gergen &
Gergen, 1987). These plots may reflect different trajec-
tories, such as regressive (the main character loses
developmental ground throughout the story), stable
(the main character does not change much throughout
the story), and progressive plots (the main character
grows and expands throughout the story). In the same
vein, McAdams and Guo (2015) proposed a distinction
between redemption plots, namely, story sequences
that start with a negative experience that is followed
by good or affectively positive outcomes, and contam-
ination plots, which are characterized by the opposite
pattern, the story starting well but ending badly. Recent
studies suggest that redemption is positively and con-
tamination is negatively related to psychological well-
being (Adler et al., 2015; Bauer et al., 2019). As well as a
movement from the past to the present, such life plots
also include future expectations about how the self may
evolve, which provide an evaluative and interpretive
context for the current situation.
In summary, the importance of the temporal dimen-

sion of caregiving is reflected in the great amount of
effort that has beenmade to understand the trajectory of
dementia and how it changes over time. Nevertheless,
so far research has fallen short of studying the trajectory
of caregivers’ experiences (Gallagher-Thompson et al.,
2020). Thus, there is a lack of studies gathering care-
givers’ perspective on the past, present, and future of
their role at the same time and trying to integrate them
into different types of trajectories to study their relation-
ship with both burden and gains.

Objectives

The present study has two goals. Firstly, we want to
assess which meanings dementia caregivers attribute
to their past, present, and future role as a caregiver.
Secondly, we want to integrate such meanings into
various caregiving trajectories and study their relation
with caregivers’ burdens and gains.

Method

Participants and Procedure

Twenty-two organizations whose goal was to promote
the well-being of family caregivers and their relatives
with dementia were approached in Catalonia (Spain).
To standardize the data collection, one of the authors

explained to the main person in charge of each

association the purpose of this research and how to
administer questionnaires. All organizations agreed to
participate and appointed a staff member to make a list
of all family caregivers who met the following criteria:
(a) Currently caring for a person with dementia;
(b) having been his or her caregiver for at least six
months; (c) being one of themain caregiverswith respon-
sibility for making decisions concerning the person with
dementia. The staff member was also responsible for
approaching caregivers, briefly explaining to them the
purpose of the study, and personally delivering the
questionnaire. Questionnaires were self-administered.
In total, 417 family caregivers were approached and

278 returned the questionnaire. This represents a 66.7%
response rate. We excluded 18 of them from the study
because they did not meet the criteria mentioned above.

Measures

The questionnaire comprised three sections. Section one
solicited sociodemographic information, including age,
sex, marital status, relationship with the person with
dementia, educational level, work status, religiosity,
duration of the caregiving situation, and days per week
and hours per day devoted to caregiving.
Section two included a sentence completion task elicit-

ing experiences of the caregiver in a non-directive man-
ner. Incomplete sentences consist of a sentence stem in
thefirst person that respondentswere asked to complete
(more precisely, caregivers were asked to “Complete the
following sentences with the first thing that comes to
your mind”). Three sentence stems were used, focusing
on the past (“When I started providing care to my
relative…”), the present (“Nowadays, providing care
to my relative…”), and the future (“In the future, pro-
viding care to my relative…”). Together, these sentence
stems provide a subjective description of the trajectory
that caregivers go through.Althoughnot a narrative, the
sentence completions allow for an analysis of the various
trajectories from the past to the present and the future as
perceived by individual caregivers.
Section three included the Zarit Burden Interview

(ZBI) and the Gains Associated with Caregiving
(GAC) scale. The ZBI is a 22-item self-report question-
naire that measures caregivers’ subjective feelings of
burden (Zarit et al., 1980). We used the Spanish version
of the ZBI, validated by Martín (1996). The internal
consistency in the current study was found to be good
(α = .89). Items are statements related to several feelings
that caregivers can experience in relation to their role.
Respondents have to indicate how often they feel a
particular way using a 5-point Likert scale ranging from
never to nearly always. Sumscores can vary between
0 and 88, so that the higher the score, the higher the
level of burden,
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The GAC scale is an instrument that measures gains
amongdementia caregivers (Fabà et al., 2017). Respond-
ents judgewhether they think that being a caregiver has
helped them to experience 22 specific gains (e.g., “Being
a caregiver has helped me to know myself better”),
using a four-point response format ranging from not at
all to yes, very much so. The GAC scale is a unidimen-
sionalmeasure thatwas developed in Spain, and it has a
high internal consistency and concurrent validity. The
internal consistency in the current studywas found to be
good (α = .94). Scores range from 0 to 66, so that the
higher the score, the higher the amount of perceived
gains.
ZBI and GAC scores did not significantly differ

between caregivers who provided a complete trajectory
and those who did not.

Data Analysis

We content-analyzed participants’ responses to the
three incomplete sentences to identify common themes
throughout them (Gubrium & Sankar, 1994). Content
analysis involved four steps. We firstly became
acquainted with the data by entering it into a database,
reading and rereading it while trying to identify inter-
esting ideas or units of meaning in participants’
responses. Secondly,we condensed these units ofmean-
ing into categories and subcategories based on both the
repetition and the similarity among threads of meaning
or key words, phrases, or sentences contained in the
unit, and their level of abstraction (Owen, 1984). This
process produced a hierarchically organized category
system for each incomplete sentence. Thirdly, a consen-
sus between the three authors of this paper was reached
about the label that best reflected the meaning of each
category and subcategory. Disagreements during this
process were identified and used to adjust the category
limits, and their definition. As a final step, an external
researcher coded the responses of 30 randomly chosen
participants in each of the three category systems.
Cohen’s Kappa coefficient was .88 for the past situation,
.85 for the present situation, and .93 for the future
situation, thus indicating an almost perfect agreement
between both categorizations (Landis & Koch, 1977).
After establishing a category system for each incom-

plete question, we coded each subcategory in the three
category systems as positive (P) or negative (N),
depending on its implications. Since caregiver’ answers
could sometimes allude to different components of their
experience, and thus be coded into more than one cat-
egory, when a caregiver’s response referred to both
positive andnegative categories at the same time (mixed
answers), a consensus was reached on whether that
response could be better coded as being primarily posi-
tive or negative (e.g., ‘Nowadays, providing care to my

relative is such a pleasure, although it means forgoing a few
things’ was coded as positive since we considered that
the caregiver was describing the current situation as
being globally pleasant, in spite of recognizing that
caring was not without sacrifices).
Subsequently, we proceeded to identify, name and

define different caregiving trajectories by seeking for
distinct combinations of positive or negative responses
to each of the three incomplete sentences, and we per-
formed an analysis of variance (ANOVA) to compare
the level of subjective burdens and gains among the
trajectories, since both continuous variables presented
a normal distribution according to the Kolmogorov-
Smirnov test, and Levene’s test suggested homogeneity
of variances.
We used NVivo 2.0 software to analyze answers to

the three incomplete sentences, and the SPSS 17.0 stat-
istical package to perform the statistical analyses. Miss-
ing data in the items of the ZBI and GAC scales were
imputed using the hot deck imputationmethod (Myers,
2011), which replaces missing values with the score of
another participant who is randomly chosen among all
participants whomatch the receptor in a set of variables
predetermined by the researcher (Andridge & Little,
2010).

Ethical Considerations

Approval to conduct the study was obtained from the
Ethics Committee of the Faculty of Psychology of the
first author’s university. Participants were volunteers
who were provided with information about the object-
ive of the study and the procedure to guarantee ano-
nymity and confidentiality. Each participant had to sign
an informed consent form before data collection.

Results

We excluded from the remainder of the study those
caregivers who did not write a valid answer to one or
more incomplete sentences. Thus, of the 260 partici-
pants who met the inclusion criteria, 63 were not
included in further analyses because they did not
provide a complete temporal trajectory. Differences
in sociodemographic variables between them were
studied. A Mann-Whitney test indicated that age
was higher for the caregivers who did not provide a
complete trajectory (U = 7,226.50, p < .05), and chi-
square tests indicated that these caregivers were also
more likely to be men (χ2[1] = 4.505, p < .05) and have
lower educational levels (χ2[3] = 7.882, p < .01). No
significant differences were recorded in the rest of
the sociodemographic variables assessed between
caregivers who provided a complete trajectory and
those who did not.
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Table 1 shows the demographic characteristics of the
final sample of 197 caregivers. Caregivers’ age ranged
between 31 and 91 years old, and participants were
mainly married women caring for their spouse or one
of their parents.

Past Meanings Associated with Caregiving

Table 2 provides an outline of the meanings that we
identified for the sentence stem focusing on the past.
The analysis of our data led to three main categories:
Caregiving Outcomes, Initial Coping Strategies, and
Initial Expectations.
The most frequently mentioned main category, Care-

givingOutcomes, referred to the perceived implications
of the role assumption. Caregivers mostly mentioned
the subcategory of Negative Consequences, which

included Emotional, Psychological, Social and Non-
Specific Burden. Although we also identified Positive
Consequences (all of them positive emotions), few care-
givers referred to this subcategory.
The second main category, Initial Coping Strategies,

had to do with caregivers’ reactions to their relative’s
incipient deterioration and need for assistance. One
subcategory was role Assumption (describing a prompt
acceptance of the caregiving role). The other subcat-
egory, Denial, refers to answers describing how care-
givers initially ascribed their relative’s deterioration to a
normal aging process, or how they never imagined –or
even refused to accept– that he/she was living with
dementia.
Thefinalmain categorywas Initial Expectations refer-

ring to caregivers’ past anticipations of their future.
Most caregivers reported that they started out from
Positive Expectations that mainly had to dowith under-
estimating the required effort and sacrifices, or the
illness’ length. We also identified some Negative
Expectations, as some caregivers expressed doubts
about their ability to cope effectively with the illness
and its consequences.
Six caregivers provided amixed answer to this incom-

plete sentence.

Present Meanings Associated with Caregiving

In the incomplete sentence referring to the present, we
distinguished two main categories: Role Adaptation
and Caregiving Outcomes (Table 3).
The most frequently cited main category, Role Adap-

tation, related to the degree to which caregivers had
successfully accommodated themselves to the care pro-
vision situation. The most common subcategory was
Adjustment, conveying that caregiving was an add-
itional obligation or duty that caregivers had integrated
into their everyday life. Caregivers seemed to have
normalized their situation, which they often depicted
as less burdensome or problematic, or easier to handle
than previously. Some caregivers reported an opposing
subcategory, Maladjustment (the caregiving situation
being described as increasingly burdensome or more
complicated).
As in the first incomplete sentence, caregivers also

focused on the Caregiving Outcomes. Negative Conse-
quences were again the most common subcategory,
including Emotional, Psychological, Social, and
Non-Specific Burdens. Caregivers reported Positive
Consequences more often than in the first incomplete
sentence, and they were also more diverse: Besides
positive emotions (e.g., satisfaction, fulfillment), some
caregivers described gains such as learning new things.
Seventeen caregivers provided amixed answer to this

incomplete sentence.

Table 1. Sociodemographic Characteristics of the Sample

Variables
Total sample
(N = 197)

Age M (SD) 62.1 (12.3)
Sex (%)

Female 70.1
Male 29.9

Marital Status (%)
Single 8.6
Married 82.2
Divorced 8.1
Widowed 1.1

Relationship with the person
with dementia (%)
Spouse/partner 45.7
Father/mother 49.7
Other 4.6

Educational Level (%)
No formal schooling 7.6
Primary education 32.5
Secondary education 41.1
Higher education 18.8

Work status (%)
Currently employed 28.6
Unemployed 9.4
Retired 42.7
Housekeeper 19.3

Religiosity (%)
Not religious at all 13.3
Slightly religious 37.8
Moderately religious 41.8
Very religious 7.1

Duration of the caregiving situation in
years M (SD)

5.41 (5.37)

Days/week devoted to caregiving M (SD) 6.64 (1.10)
Hours/day devoted to caregiving M (SD) 15.53 (7.78)
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Future Meanings Associated with Caregiving

The sentence completions in the future-oriented incom-
plete sentence fell into two main categories: Expect-
ations and Avoidance (Table 4).
The most frequently cited main category, Expect-

ations, consists of future anticipations. Most caregivers
reported Positive Expectations. Role extension was, by
far, the commonest type of positive expectation, and
involved a commitment to future care provision even
though some difficulties might arise. Institutionaliza-
tion was an alternative to consider only in the worst
possible scenario. Other caregivers stated that they
expected the situation not to become worse or even
improve (Equally or Less Challenging), or that they
would like to continue experiencing positive emotions
or gaining from their role in the future (Positive

Consequences). The second subcategory was Negative
Expectations, which included the occurrence of or
increase in Negative Consequences and caregivers’
Doubts on Role Continuity (caregivers anticipating that
they might not be able to continue providing care soon,
either because of a further deterioration of the patient, or
because of their own loss of autonomy, and presenting
institutionalization as a realistic or probable option).
The second most frequently cited main category for

the final incomplete sentence was Avoidance. Avoid-
ance consisted of answers indicating that the caregivers
focused on their day-to-day lives and had not –or were
not willing to– reflect upon their future.

Table 2. Frequencies (Percentages among Brackets) and Examples
of Caregivers’ Answers to the First Incomplete Sentence (i.e.,
“When I Started Providing Care to My Relative…”)

Category system and examples
F (%)

N = 197

Caregiving outcomes 94(47.7)
Negative consequences 93(47.2)

Emotional burden (N) 67(34.0)
I felt stressed, and even abandoned.
Psychological burden (N) 19(9.6)
I was freer, I wasn’t that tied.
Social burden (N) 4(2.0)
The intimacy that there was at home disappeared.
Non-specific burden (N) 12(6.1)
The transition to the new situation was really hard.

Positive consequences (P) 2(1.0)
I felt satisfied.

Initial coping strategies 68(34.5)
Role assumption (P) 49(24.9)
I thought that it was what I had to do.
Denial (N) 19(9.6)
I wasn’t aware of his illness’ progression, nor could I

accept it.

Initial expectations 50(25.4)
Positive expectations (P) 32(16.2)
I never thought this would be so long.
Negative expectations (N) 18(9.1)
I thought it would be really complicated, and that

perhaps I wouldn’t be able to do it.

Mixed answers 6(3.0)

Note. The sum of subordinate categories can sometimes
be greater than their superordinate category because some
participants’ answers included more than one reaction and,
thus, were codified into more than one category. N =Category
rated as negative evaluation; P = Category rated as positive
evaluation.

Table 3. Frequencies (Percentages among Brackets) and Examples
of Caregivers’ Answers to the Second Incomplete Sentence (i.e.,
“Nowadays, Providing care to My Relative…”)

Category system and examples
F (%)

N = 197

Role adaptation 110(55.8)
Adjustment (P) 97(49.2)
Is much more bearable because we don’t argue no

more. He doesn’t get angry that often either, we are
more adapted to the illness.

Maladjustment (N) 16(8.1)
It’s becoming more arduous and heavy because the

illness continues to progress.

Caregiving outcomes 98(49.7)
Negative consequences 74(37.6)

Emotional burden (N) 28(14.2)
I sometimes get really nervous and lose all my
temper, and some other times I just start crying
because I’m exhausted.
Psychological burden (N) 26(13.2)
Means renouncing to a lot of things I felt interested
about and I would have liked to do.
Social burden (N) 4(2.0)
Is something that distorts the family unit.
Non-specific burden (N) 34(17.3)
I sometimes find it very tough.

Positive consequences 33(16.7)
Positive emotions (P) 30(15.2)
Being able to be by her side and to demonstrate her
the love that she always demonstrated me fills me
with great satisfaction.
Gains (P) 3(1.5)
Means learning something every day.

Mixed answers 17(8.6)

Note. The sum of subordinate categories can sometimes be
greater than their superordinate category because some parti-
cipants’ answers included more than one reaction and, thus,
were codified into more than one category. N = Category
rated as negative evaluation; P = Category rated as positive
evaluation.

6 J. Fabà et al.

https://doi.org/10.1017/SJP.2023.12 Published online by Cambridge University Press

https://doi.org/10.1017/SJP.2023.12


Seven caregivers provided a mixed answer to this
incomplete sentence.

Trajectories and Their Relation to Caregiving Burdens
and Gains

To analyze each participant’s answers to the three
incomplete sentences as a whole, the subcategories for
the past, present, and future situations were coded in
terms of positive (P) or negative (N) evaluations. The
final system consisted of six categories:

(1) Stable-negative trajectories (N-N-N; n= 27 [13.7%of
the participants]). The prototypical stable-negative
trajectory focused on negative consequences both in
the past and in the present, and on future negative
expectations (e.g., ‘I felt devastated – Is really stressful –
Would be a torture’).

(2) Regressive trajectories (P-N-N or P-P-N; n =
36 [18.3% of the participants]) reflected a

unidirectional movement from a positive past
and/or present to a negative future. Mostly, initial
positive expectations or reactions of role assump-
tion led to negative consequences in the present
and negative expectations about the future (e.g.,
‘I thought I could resist it – Is psychologically impos-
sible to me – I cannot even imagine it’).

(3) Present-enhancing trajectories (N-P-N; n =
42 [21.3% of the participants]) was characterized
by a negative initial evaluation that turned into
positive in the present, but that moved back to a
negative future anticipation. These trajectories typ-
ically started focusing on past negative conse-
quences and highlighted caregiver’s adjustment in
the present, but the future was characterized by
either negative expectations or avoidance (e.g., ‘I felt
rushed and overwhelmed – I find it easier, as if the habit
had become a routine – I don’t know if I can resist much
more time’).

(4) Present-rejecting trajectories (P-N-P; n = 17 [8.6% of
the participants]) started with a positive evaluation
that turned into a negative one in the present to
revert to a positive future expectation. Inmost cases,
present-rejecting trajectories startedwith someposi-
tive consequences that were followed by present
negative consequences that did not prevent the care-
giver from holding positive expectations about the
future (e.g., ‘I thought I can cope with it – Since the
illness is progressing, the day-to-day is getting harder –
I’m sure I’m going to be able to do it if I’m healthy’).

(5) Progressive trajectories (N-P-P or N-N-P; n =
52 [26.4% of the participants]) was the most fre-
quently cited pattern, and it began with a negative
evaluation that turned into a positive one in the
present and/or in the future. More precisely, the
prototypical progressive trajectory started with
some negative consequences that were followed
by the caregiver’s adjustment to the situation and
that concluded with positive expectations about the
future (e.g., ‘I felt overwhelmed and I didn’t know what
to do – It has been integrated in my daily routine – I hope
it’s going to be easier’).

(6) Stable-positive trajectories (P-P-P; n = 23 [11.7% of
the participants]) included a positive sentence com-
pletion for each time frame. Usually, an initial reac-
tion of role assumption had led to a present
adjustment to the role, and positive expectations
about the future (e.g., ‘I thought that it was what I
had to do – Is not effortful if he’s calmed – I will continue
doing my best until I can’).

We conducted a one-way ANOVA between-subjects to
compare mean differences in burdens and gains among
the six trajectories. As Table 5 shows, caregivers’ trajec-
tories differed significantly on both variables. Post hoc

Table 4. Frequencies (Percentages among Brackets) and Examples
of Caregivers’ Answers to the Third Incomplete Sentence (i.e., “In
the future, Providing Care to My Relative…”)

Category system and examples
F (%)

N = 197

Expectations 166(84.3)
Positive expectations 93(47.2)

Role extension (P) 82(41.6)
I guess it’s going to be complicated but I’mmentally
prepared to face whatever is yet to come.
Equally or less challenging (P) 7(3.5)
I hope it doesn’t get more complicated.
Positive consequences (P) 5(2.5)
I hope it will continue being pleasant.

Negative expectations 80(40.6)
Negative consequences (N) 61(31.0)
Is going to represent more ties and renouncing to
my shared projects.
Doubts on role continuity (N) 27(13.7)
I don’t know if I’ll be able to take care of him forever
because with every passing day it’s more
complicated, I don’t know if I’ll bear it.

Avoidance (N) 32(16.2)
I don’t want to know anything about the future. We

just live the day-to-day trying to face changes with
quite a bit of ease.

Mixed answers 7(3.5)

Note. The sum of subordinate categories can sometimes be
greater than their superordinate category because some parti-
cipants’ answers included more than one reaction and, thus,
were codified into more than one category. N = Category
rated as negative evaluation; P = Category rated as positive
evaluation.
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comparisons using Tukey’s HSD test indicated that the
mean burden was significantly higher for both regres-
sive and stable-negative trajectories in comparison to
both progressive and stable-positive trajectories. Care-
givers with a present-enhancing trajectory were also
significantly more burdened than caregivers reporting
a stable-positive trajectory. In the case of gains, care-
givers with a progressive trajectory reported signifi-
cantly higher scores in comparison to stable-positive
and regressive trajectories.
Trajectories were neither related to any of the socio-

demographic variables included in the first section of
the questionnaire, nor to the duration of the role or the
time caregivers devoted to caregiving.

Discussion

The aim of the study was to explore caregivers’ mean-
ings on their past, present, and future role, integrated
them in caregiving trajectories, and studied their rela-
tion subjective burdens and gains.

Past, Present, and Future Meanings

When asked about their past, caregivers mainly talked
about the caregiving outcomes and the negative conse-
quences of starting to care for their relative (e.g., ‘I
thought I wouldn’t be able to manage it, I was overwhelmed’).
Most caregivers described role adaptation and success-
ful adjustment in the present (e.g., ‘is more bearable since I
go to anAlzheimer’s association and I feel understood by other
people who are living a similar situation’) and positive
expectations for the future (e.g., ‘will continue to be the
most important thing to me, and I hope to press ahead with to
the end’).
The positive and negative consequences in the past

and present were comparable with those identified in
previous research but did not exhaustively represent
them. Emotional, psychological, and social burdens
are reflected in the ZBI’s items (Zarit et al., 1980),
whereas gains such as learning new things have also
been identified in previous research (Netto et al., 2010;
Peacock et al., 2010; Sanders, 2005) and are included in
the GAC scale (Fabà et al., 2017). Nevertheless, such
research has also identified other types of burdens
(e.g., physical and financial) and gains (e.g., gains in
relationships) that did not appear in our study. Rather
than contradicting previous research, our results might
suggest that emotional and psychological burdenmight
be the most relevant burdens in caregivers’ experience,
and that gains might not be as salient as the negative
consequences of caregiving and caregivers’ adjustment
to their current situation, which appeared much more
frequently than gains in the first and in the second
incomplete sentences, respectively.

Although some caregivers had negative expect-
ations,most of themwere optimistic about their future.
They had positive expectations, were committed to a
continuation of their role, and considered institution-
alization only as a last alternative (e.g., ‘is going to be
harder, and I will probably need some help, but I wouldn’t
like to place her into a nursing home’). As mentioned
before, such optimistic beliefs relate to better health
outcomes,whereas pessimistic beliefsmight lead to the
opposite results (Lyons et al., 2009; Rasmussen et al.,
2009).

Trajectories and Their Relation with Burdens and
Gains

The most important contribution of this paper to the
previous literature is the study of perceived caregiving
trajectories by combining caregivers’ reminiscences
about their past, their evaluations of their current situ-
ation, and their anticipations of the future.Most import-
antly, five of the six trajectories showed associations
with both burdens and gains, although the differences
were larger for burden than for gains.
The present-enhancing and present-rejecting trajec-

tories were characterized by a caregivers’ evaluation
of their situation following opposeddirections, and thus
may be considered the less stable ones. This lower sta-
bility might make it more difficult for burden and gains
to fully develop, which in turn may help to explain the
fewer associations between them. Among these two
trajectories, only the present-enhancing one was associ-
ated with higher levels of burden than the stable-
positive trajectory. This difference may be attributed
to the fact that, in the latter, positive evaluations seem
to be a constant in time, whereas in the present-
enhancing trajectory, an unfavorable past may have
led to a fragile positive scenario that is not expected
to last.
Furthermore, stable-positive and progressive trajec-

tories were the most adaptive ones. Caregivers report-
ing these trajectories reported the lowest levels of
burden. Nevertheless, progressive trajectories might
be even more adaptive than stable-positive ones,
because they showed higher levels of gains. Indeed, this
might be the most striking result of our research.
Progressive trajectories begin with a negative evalu-

ation of the past that turns into a positive one in the
present and/or the future, so they might be similar to
redemption sequences in story plots (McAdams & Guo,
2015). The difference between progressive and stable-
positive in terms of gains suggests that some suffering at
the beginning of the role might be necessary to experi-
ence higher levels of gains and benefit more from the
caregiving experience. Thus, gains might be, to some
extent, a comparable experience to posttraumatic
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growth (Tedeschi & Calhoun, 2004). However, the ini-
tial suffering might be a necessary but not a sufficient
condition as present-enhancing trajectories did not
show as much gains.
Similarly, ascribing a positive meaning to the future

may have different implications depending on past and
present evaluations of the caregiving role, as both
stable-positive and progressive trajectories ended with
a positive evaluation of the future, but the former did
not show as much gains as the latter. This stresses the
importance of integrating the meanings that caregivers
ascribe to their past, present, and future instead of just
focusing on one or two time frames. In the samevein, the
regressive trajectory might be the most dysfunctional
and maladaptive one because it was among the trajec-
tories with most burdens and least gains. Considering
that this trajectory starts with a positive evaluation of
the situation that turns into a negative evaluation,
the regressive trajectory might be comparable with
McAdams and Guo’s (2015) contamination sequence.
This research has some limitations. Firstly, our sam-

ple consisted of Spanish family dementia caregivers
whowere receiving some kind of formal assistance from
organizations. Therefore, the results should not be gen-
eralized to other groups of caregivers, and further
research focusing on people who do not receive formal
assistance and in other countries is advisable. Secondly,
we do not know if caregivers who volunteered to return
the survey differed from caregivers who did not,
although the demographic characteristics of the former
met the prototypical dementia caregiver’s profile (e.g.,
Boerner et al., 2004; Gaugler et al., 2003). Thirdly, a
considerable number of caregivers did not provide a
valid answer to one or more incomplete sentences. The
fact that incomplete trajectories were more common

among older and less educated caregivers suggests that
it might be more difficult for them to write down their
own experiences. Although multiple choice question-
naires may be easier to fill out, they can suggest experi-
ences that caregivers may not be thinking about, whilst
the use of incomplete sentences is likely to be more
spontaneous and capture more of what it is important
to them. Fourthly, although in most cases participants
reported one meaning per stem, arguably the most sali-
ent response (e.g., Nuttin, 1985), more relevantmeanings
could be available if asked. The use of interview-based
methods could have produced more complex and
nuanced stories of caregiving. Fifthly, the study was
cross-sectional, including caregivers with different tem-
poral involvement in the caregiving roles, and used
retrospective and prospective measures. Longitudinal
studies could shed more light to the identification of
different caregiving trajectories. Finally, there were no
measures of problematic situations associated to the
dementias, such as behavioral and psychological symp-
toms or family issues (e.g., conflicts), and how these
variables could have an impact on the type of trajectory.
Despite these limitations, our study provides initial

evidence that perceived trajectories do matter. Our find-
ings reinforce the importance of gathering caregivers’
own points of view about their past and their future
instead of only quantitatively assessing how they evalu-
ate their present situation, or determining a unique set of
phases that most caregivers are assumed to go through.
Caregiving trajectories might be a tool to gain deeper

insight in the experience of dementia caregiving and the
importance of caregiving from a developmental point of
view, as well as a resource to consider when designing
interventions to help caregivers reduce their burden
levels and increase the benefits they ascribe to their
experience. A possible strategy would be to help care-
givers to reinterpret how they think about their own
trajectories so that they become more adaptive. Similar
to in life review interventions that combine reminiscence
with present and future orientations (e.g., Korte et al.,
2012), caregivers who are building amore dysfunctional
trajectory (and could be at a higher risk of suffering)may
be stimulated to reinterpret their past and present situ-
ation and draw positive meanings and lessons out of
dementia caregiving as well as to think positively about
their future, thus turning stable-negative or regressive
trajectories into progressive or stable-positive ones,
respectively. Interventions aiming at encouraging care-
givers to reappraise their past or current situation in
positiveways have been proven to be effective at enhan-
cing caregivers’well-being (Cheng et al., 2019). Accord-
ing to our results and to previous research (Duggleby
et al., 2009; Rohr & Lang, 2016; Shyu et al., 2010, they
may become even more effective if specific efforts are
made to positivize their future expectations.

Table 5. Frequencies of Caregiving Trajectories and Results of the
One-Way ANOVA in Burden and Gains

Trajectory
F (%)

N = 197
Burden
M (SD)

Gains
M (SD)

a. Stable-negative 27(13.7) 43.6 ef (13.3) 31.8 (12.3)
b. Regressive 36(18.3) 43.3ef (12.7) 28.6e (12.7)
c. Present

enhancing
42(21.3) 37.4 f (13.7) 34.9 (12.7)

d. Present rejecting 17(8.6) 38.1 (11.8) 30.8 (10.9)
e. Progressive 52(26.4) 31.3ab (12.3) 38.9bf (15.7)
f. Stable-positive 23(11.7) 26.1abc (13.7) 28.4e (14.9)

F(5, 191) 8.278* 3.468*

Note. Each subscript (a, b, c, d, e, f) corresponds to one of the six
caregiving trajectories and are used to present statistically
significant differences between groups according to Tukey’s
HSD test (p < .05).

*p < .01
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This study also supports the need to adapt interven-
tions to different profiles of caregivers since the begin-
ning of the caregiving role. For example, those
caregivers with more avoidant profiles may benefit of
interventions aimed at training in acceptance (e.g.,
based in Acceptance and Commitment Therapy, see
Han et al., 2021), while caregivers showing more adap-
tive profiles may benefit more from supportive inter-
ventions focused onmaintaining the adaptive trajectory
by decreasing potential sources of problems.
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