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“As if There is a Stranger in my House Now:” Psychological Ambiguous
Loss Experienced by Spousal Caregivers of Patients of Anxiety Disorders

Abstract— Psychological ambiguous loss (PAL) affects varied populations including
the spousal caregivers of people who suffer from chronic mental disorders. Anxiety
disorders (AD) represent a common and chronic mental disorder that exerts
significant impact on patients as well as their spousal caregivers. To date, only few
studies have focused on PAL experienced by spousal caregivers of patients of
anxiety disorders (SCPAD). This study is needed to obtain additional knowledge that
will help experts gain a better understanding of the PAL experienced by SCPAD. As
a consequence, public awareness can be raised and better support can be provided
through more effective PAL-related psychoeducation and interventions. The current
study conducted an interpretative phenomenological analysis (IPA) to investigate the
existence of PAL in five SCPAD in Jakarta and its environs, and to ascertain their
lived experiences of this particular phenomenon. Eight overarching themes of
SCPAD experiences emerged as a result of this investigation: a lack of
understanding of AD-related mental and behavioral changes, negative opinions and
feelings toward their partners; the experience of loss; distress; acceptance;
inadequate support from others; belief in God’s sovereignty; and hope. The value
addition, limitations, recommendations, and implications of this study are also
discussed in the concluding section of the paper.

Keywords: psychological ambiguous loss, anxiety disorders, spousal caregivers,
anxiety disorders sufferers, phenomenology

Introduction

Ambiguous loss (AL) is a stressor event. It may be described as a condition of an uncertain
sense of bereavement without closure. It may result from not knowing whether a loved one is
dead or alive, absent or present, or a situation that remains unverified and is thus unresolved
(Boss, 1999). It usually occurs when a family member’s absence or presence is unclear (Boss,
Bryant & Mancini, 2016). AL is a very difficult situation of strain for people to handle, and it
is considered a common phenomenon that can occur in different populations. However, it is
often overlooked (Boss, 1999, 2016; Boss, Bryant & Mancini, 2016).

Psychological ambiguous loss (PAL) is a type of AL that occurs when the physical presence
of a person exists while a loss or change in the individual’s psychological state is experienced
(Cridland, Jones, Magee & Caputi, 2013). It happens when a family member or loved one is
missing psychologically but still present physically. The ‘missing person’ is still alive, but is
psychologically unavailable. Thus, PAL is described as psychological absence with physical
presence, and families of people suffering from chronic mental disorders are categorized under
this type of AL (Boss, 2004, 2016).

Anxiety disorders (AD) is a name given to a group of mental disorders characterized by
excessive feelings of apprehension and fear that hamper the daily functioning of the person
who suffers from them (DSM-V, 2013; Kring, Johnson, Davidson & Neale, 2014)). ADs are
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the most common mental disorders suffered by people across the globe (Bandelow &
Michaelis, 2015; McLean, Asnaani, Litz, B.T. & Hofmann, 2011; Remes, Brayne, van der
Linde & Lafortune, 2016). Such disorders are prevalent in the US (Kessler, Petukhova,
Sampson, Zaslavsky & Wittchen, 2012; Mc Lean dkk., 2011 (ADAA, 2014; NIMH, 2016)), in
Australia, (Reavley, Cvetkovski & Mackinnon, 2010), and in Europe (Wittchen et al., 2011).
6% of the Indonesian population, amounting to 14 million adults, is estimated to be suffering
from mental / emotional disorders (Indonesian Ministry of Health, 2013). Observations made
by a social media forum of Indonesian AD sufferers suggest an increase in this group’s
membership from 11000 members in early 2016 to almost 20000 members by mid-2018
(Anxietas Forum Indonesia, 2018).

As a chronic form of mental disorders (Bandelow & Michaelis, 2015; Baxter, Vos, Scott,
Ferrari & Whiteford, 2014; Hofmeijer-Sevink et al., 2012; Kerig, Ludlow & Wenar, 2012;
Kessler, Petukhova, Sampson, Zaslavsky & Wittchen, 2012), AD can interfere profoundly
with the daily functioning of patients (Baxter, Vos, Scott, Ferrari & Whiteford, 2014; Kasper,
2006; McLean, Asnaani, Litz, B.T. & Hofmann, 2011; Senaratne, van Ameringen, Mancini &
Patterson, 2010), and their families (Baker, Procter & Nicholas, 2009; Fadden, Bebbington &
Kuipers, 1987; Highet, Thompson & McGrath, 2002; Hunt, Greene & Whiting, 2016; Imran,
Bhatti, Haider & Azhar, 2010; Ollendick & Allen, 2011; Priest, 2012; Rector, Bourdeau,
Kitchen & Joseph-Massiah, 2008; Rowe, 2012; Senaratne, van Ameringen, Mancini &
Patterson, 2010; Vermeulen, et al., 2015), including the SCPAD (Agarwal et al., 2017; Golics,
Basra, Salek & Finlay, 2013; Hunt, Greene & Whiting, 2016; Imran, Bhatti, Haider & Azhar,
2010; Priest, 2012; Rector, Bourdeau, Kitchen & Joseph-Massiah, 2008; Vermeulen, et al.,
2015).

AD sufferers may be physically present in the lives of their family members, but their
psychological presence for the family, including for the SCPAD, may not be complete. Their
cognitive functioning, particularly the working memory, may be impaired (Butters, Bhalla &
Andreescu, 2011; Gualtieri & Morgan, 2008; Johnsen & Asbjgrnsen, 2008; Muller & Roberts,
2005; Tempesta, Mazza & Serroni, 2013; Yang et al., 2015). They may also be preoccupied
by worrisome thoughts, predictions, and beliefs (Rector, Bourdeau, Kitchen & Joseph-
Massiah, 2008).

In addition, AD sufferers may experience affective and behavioral impairments ranging from
excessive and irrational fear, tension, apprehensive feelings, withdrawal from feared situations
or activities (Kerig, Ludlow & Wenar, 2012; Rector, Bourdeau, Kitchen & Joseph-Massiah,
2008), and dependence on others for support in the performance of daily tasks (Rector,
Bourdeau, Kitchen & Joseph-Massiah, 2008). Therefore, SCPAD must provide care and be
supportive of their partners mentally, physically, financially, as well as socially (Hunt, Greene
& Whiting, 2016; Rowe, 2010; Vermeulen, et al., 2015).

Regarded from the perspective of PAL, SCPAD could experience the most stressful loss in
caring for partners who have AD. However, due to its ambiguous nature, PAL often tends to
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be disregarded and goes unnoticed even as it causes immense distress to those who
experience it.

Literature Review

Background and Overview of the Present Study

Despite the fact that PAL is a very stressful and common phenomenon, and that AD are
widespread and chronic mental ailments that greatly affect SCPAD, there is still a paucity of
studies with regard to PAL in the SCPAD population. Existing investigations have thus far
focused on SCPAD in general (Agarwal et al., 2017; Fujino & Nakamura, 2009; Highet,
Thompson & McGrath, 2002; Priest, 2012; Vermeulen, et al., 2015; Zaider, Heimberg & lida,
2010) and some SCPAD have been studied as a part of a larger population of caregivers of
mental disorder patients in general (Chang et al., 2016; Idstad, Ask & Tambs, 2010; Imran,
Bhatti, Haider & Azhar, 2010; Shah, Wadoo & Latoo, 2010; Vermeulen, et al., 2015).
However, in recent years, a few studies about the PAL experienced by SCPAD have been
conducted (Beks, 2016; Dekel, Goldblatt, Keidar, Solomon & Polliack, 2005; Sampson,
2013).

This investigation aims to provide a richer description of the issue of PAL in SCPAD by
describing the experience in order to provide better support for the SCPAD through more
effective education and interventions. Hence, the aims of this study are to identify the
presence/existence of PAL among SCPAD in Jakarta and its surroundings, and to understand
the manner in which this specific population experiences this particular phenomenon. Thus,
the research questions are: Do SCPAD in Jakarta and surroundings experience PAL? If so,
how do the SCPAD experience PAL?

Methodology

A. Study Design

This study employed the qualitative research method because of its ability to generate rich
experiential data, to allow research participants to freely articulate their thoughts and feelings,
and to be responsive to human subjectivity, suffering, and signification (Wertz, 2011). The
interpretative phenomenological analysis IPA was the qualitative approach that was
considered most suitable for this study because of its aptness for the study of a phenomenon,
its ability to explore the detailed experiences of each participant, and its capacity of delving
into the subjective reality of the meaning making process of the participants. More, IPA is
also considered a useful method of examining complex, ambiguous, emotionally laden,
difficult, and sensitive topics (Smith, Jarman & Osborn, 1999; Smith, Flowers & Larkin,
2009; Smith & Osborn, 2015) such as chronic illness (Smith, 2007). PAL is regarded to be
such a phenomenon due to the indefinite nature of loss that is felt, making it a major stressor
that elicits mixed emotions in those who experience it. Further, AD are chronic and
stigmatized mental ailments that render the experiences related to them difficult for patients
and their spousal caregivers to openly discuss.
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B. Informants/ Participants (Identification, Recruitment, and Selection)

SCPAD were invited to participate in this study using the following inclusion criteria: they
were required to be Indonesian men or women living in Jakarta and/or its environs; their
partners were mandated to have been positively diagnosed with AD by mental health
professionals; and they were asked to be willing to share their experiences of living with
partners who were AD patients. No criteria were applied with regard to the minimum duration
of caregiving because of the difficulty of access to the community of AD sufferers and
SCPAD, which tend to be exclusive.

The first attempt made by the researchers to recruit participants through social media was
rather unsuccessful due to the sensitivity of the topic of mental illness. A participant group
was not available despite open appeals and also efforts made through a closed group for AD.
Successful recruitment was ultimately achieved through the networking endeavors of the
researchers, primarily via brochures distributed online to mental health practitioners, viand
through post-interview referrals from participants who felt they had benefited from the
research interview. In addition, the sensitivity of the topic also caused difficulties in building
rapport with the participants. Time was needed at three levels to create effective connections
with mental health practitioners as gate keepers, with the AD patients, and with the SCPAD.
The duration required to build the requisite level of comfort varied from 2 weeks to 2 months.
Twelve individuals, mainly AD patients, expressed interest in the study. They completed a
brief informal screening via personal messaging using social media to determine their
partners’ eligibility for the study. Five of the 12 partners were excluded from the study
because of the domicile incompatibility with the inclusion criteria, the hesitation of the AD
sufferer to visit mental health professionals and thus not being positively diagnosed, or the
lack of response to the researchers’ efforts to contact the individual.

The study was thus finally conducted with seven participants who met the participation.
However, in later stages of the investigation, data obtained from two individuals who
completed the interviews were eliminated due to significant life circumstances relative to the
other participants in the sample, such as a recent divorce. Moreover, another female individual
contacted by a recruited female participant declined the invitation to participate because she
was unwilling to dredge her SCPAD experiences as she considered them too traumatic. The
final five participants were then given the option to choose the location and time for their
interview based on their convenience.

Simultaneously with the enrollment of participants, three other individuals were contacted
specifically for trial interviews before the field data collection due to the hardship of
recruiting the actual participants. The partners of these individuals had experienced postnatal
depression. The first author’s interviewing skills were honed and the interview guidelines and
duration were evaluated in the trial interviews.

c. Data Collection
Each participant was queried through individual, semi-structured interviews. This method was
selected as a data collection tool for this study because it enabled the researcher to engage with
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each participant through direct dialogue, and because it is able to accord the space and
flexibility for the deeper exploration of unexpected and spontaneously emergent topics
(Pietkiewicz & Smith, 2012). Despite being guided by premeditated questions to ensure the
natural flow of the interview session, the format of the semi-structured interview was
adaptable to the reflections of the participants as they recounted their experiences (Willig,
2010).

Each interview was conducted over four months in 2017 by the first author and was closely
monitored by the second and third authors. Each participant was interviewed once, and the
duration of each interview ranged from 90 to 120 minutes. Interviews were audio-taped with
the prior consent of the participants in order to capture all the statements and nuances of the
conversations. The interviews were conducted in Bahasa Indonesia and the selected statements
were presented verbatim and translated into English.

Participants were asked questions to identify the presence of PAL, to ascertain their
experiences with the phenomenon, and to understand their handling of it. In general, the
questions were asked to comprehend their experiences, thoughts, feelings, behaviors, and
hopes as SCPAD, particularly with regard to the changes in roles, tasks, and rituals in their
households; the participants’ thoughts, feelings and responses towards those changes; how
they coped with the transformations; and the support they extended, sought, and received.

Further, the participants were offered the opportunity to ask questions during the interview,
and these queries were answered at the end of the interview session. An oral debriefing
procedure was conducted after the interview, in which each participant was informed in detail
about the objectives of the study and were reminded about the offer of one counseling session
per participant that they could avail of at their convenience during the course of the study.

D. Data Analysis

The interviews were transcribed and were analyzed using the IPA procedure (Davidsen, 2013;
Osborn & Smith, 1998; Pietkiewicz & Smith, 2012; Smith, Jarman & Osborn, 1999; Smith,
Flowers & Larkin, 2009) which commenced with numerous re-readings of the transcripts, the
taking down of initial notes, the identification of emergent themes, the search for connections
across the identified themes, the clustering of the themes, the identification of patterns, and the
development of a complete narrative. The analysis process was entirely supervised by the two
other authors, and was rated by two inter-raters. These supervisory and the ratifying
individuals were all experienced experts from the discipline of psychology.

E. Ethical Considerations/ Approval

Approval was obtained from the Ethical Review Board of the University of Indonesia before
the commencement of the study. Participants consented in writing to their engagement after
they were briefed about the general aims of the study both orally and in writing. The briefing
included information regarding their rights to discontinue the interview, to withdraw from the
study at any time, and to refuse answer questions they considered sensitive. All participants
were told prior to the interview that one counseling session was available for them during the
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research process. All five participants remained engaged until the end of the study and none
sought the provided counseling session.

To ensure confidentiality, data were appropriately locked for storage, and only the three
authors had full access to them. In addition, one technical editor and two inter-raters were
given partial access to the data. Personal identifiers were replaced by reference values during
data analysis, and the data themselves were presented as merged data.

Results

A. Participants’ background
Five participants took part in this study. They were all spousal caregivers of patients suffering
from AD. In terms of ethnicity, two were Chinese—Indonesians and three were indigenous
Indonesians.

Table I. Participant Backgrounds

SCADS P1 P2 P3 P4 P3

Age 39 32 30 30 34

Gender & Male Male Male Femnale Male

Eelationship to | husband husband husband wife husband

AD sufferers

Eeligion Christian Christian Moslem Christian Christian

Education Bachelor- Bachelor- Bachelor- High School | Bachelor-
Degree Degree Degree Degree

Occupation Executive Executive Executive Homemaker | Business

OWILET

Mantal Age 11 5= 21 yrs Gyrs (2011) | 165rs(2001) | 3vyrs(2012)
(2006) (1996)

Children - 2 3 2 2

Yearof 20135 2007 2016 2003 2017

SCADS’ (2 vears) (10 years) (2 wears) (12 wears) (6 months)

partners’ AD

Diagnosis

Twvpeof GEED-AD | AD AD Panic Attack | GAD

SCADS’ Minor

pamers’ AD Depression

B. Eight main themes

The participants’ written accounts of their lived experiences were analyzed, and eight main
themes were identified: their lack of understanding of the mental and behavioral changes
related to AD; their negative views and feelings toward their partners; their feelings of loss;
distress; acceptance; the paucity of support they received from others; their belief in God’s
sovereignty; and their hope.

1. Lack of understanding of AD-related mental and behavioral changes of their partners.
All participants were aware of the AD-related mental and behavioral changes evinced by
their partners, but they found it difficult to understand those changes.
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P1:”..really confusing...we asked her, ‘What really is your illness?’ The doctor said
you're fine...I thought it’s her heart.”

Negative views and feelings towards their partners

The participants’ positive views and feelings toward their partners were largely
overshadowed by negative perceptions and emotions directed at their spouses as
individuals.

P3:7 She has too much phantasy...daydreaming.”
P4:” Usually, when she’s sane...”

Experiences of loss

All participants experienced variations of loss.

a) Loss of the person they once knew and expected

All participants experienced a sense of loss at the absence of the person they had once
known psychologically; some of them also grieved the loss of the person they expected
psychologically.

P2:“Physically, fully here... Psychologically? Here too...but sometimes not really
here...simply in her own world. How can she think when all she’s thinking about is her
illness?

P3:“As if there’s someone else. The one I once knew is missing...has changed...it’s
such a loss. I feel the loss of my real wife. So I feel that there’s someone else. As if
there’s a stranger in my family.”

P4:”His body is here, but his thoughts are somewhere. He’s like someone I don’t know.
He’s like a stranger, not like my husband anymore. I don’t know him, that person is not
my husband. I've lost the person I once knew... I want him to be the hero of our
kids...As a man, he has to be tough.”

P5:“I think I can feel that sometimes she’s not there aja. Not in the present.”
b) Loss of family rituals
All participants experienced the loss of family rituals, particularly those related to leisure

activities.

P1:” I just want to be like old times, going somewhere, traveling, getting lost
somewhere...I want to go out, hang out, but all she wants is returning home.”

P2:” ...Constantly needing to go to the toilet...while we were supposed to be already
checking out of hotel and going to the airport...
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c¢) Transformation of family roles and tasks in the household

The majority of the participants experienced a transformation in the family roles and
tasks in their household. Some of the participants replaced the household tasks
accomplished by their partners by performing some domestic chores. One participant
temporarily replaced her partner in his work at the office along with performing the role
of his mother to calm her anxious partner down.

P1:” Washing clothes, the dishes...I did all the majority of the tasks.”
P3:7 I cook the meals for the kids too.”

P4:” ...taking the role of his mother... he’s the child. I pretend he’s my child. If he’s in

panic, 1'd drive and drop off our kids, assisting them with their homework, usually
handled by him. | take over. At office, I handle our staffs.”

d) Loss of intimacy
All participants reported feeling the loss of intimacy due to communication issues. Some
participants admitted the decrease in the frequency of sexual relations.

P1:"We fought once, and then I just didn’t talk. I asked her how she’s doing, more than
she asked me how I was doing...And husband wife (sexual interaction) intensity just
lessened.

P3:7She didn’t talk, no sharing whatsoever. Just silence. She didn’t take care of
me...when I am home after work, tired, usually she would tend to me. Now not
anymore. She’s just being silent.”

P5:”0Ooouu yes...it (sexual interaction) was just not so good...of course waaaay
decreased. Very much so... Yes, I miss that for sure...More or less...because I do really
want it.”

e) Loss of future plans
One participant admitted feeling the loss of work-related future plans.

P11 “If I take her to Bali...and live there, work there, will she be ready or not? When the
anxiety occurs in Bali without extended family, can she handle it? But she says she
won’t be able to handle it.”

Distress
All of the participants experienced distress, which could be observed from their
articulation of sorrow and from the mixed emotions they evinced. Their anguish could
particularly be witnessed when they talked about their partners’ circumstances, the
caregiver’s burdens, and AD-related lack of lucidity.
a) Articulated stress

All participants articulated situation-related distress.
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P1:” Postponed, postponed. It stressed me out.”
P4:” When things like that happened, then I got stressed out.”
P5:7 It’s really...tiring, I guess. Very stressful to me, I am highly stressed.”

b) Mixed emotions of positive but rather negative emotions,
All participants reported feeling several different emotions ranging from positive to

negative.

P3:” She never demands things...that’s what make me grateful of having her as
wife.”

P3:“ Mmm...I feel that this is because of me. How can I redeem it? ...what can I
redeem?”

P4:” ..living under one roof with a person like that, is upsetting...there’s
disappointment, ‘Why does he become like that?’...I was also shocked, ‘Why is
he like that?’...”

¢) Talking about the situation
The five participants appeared most distressed when describing the condition of
their partner, the burden of caregiving, and the lack of clarity about their partner’s
AD.
. Sufferer’s condition
P3:” My children were only able to say..., "Mama, what’s wrong? You're afraid,

aren’t you?’” (teary eyes)

. Caregiver’s burden
P1:7 The stress is because...as if I'm having two jobs at a time.’
P3:” Honestly speaking, this is exhausting. Mentally tiring. My thoughts divided

’

’

between my job and home.’
. A lack of clarity surrounding AD suffered by their partners
P3:” How long will my wife’s condition lasts like this? Will she continuously have
to see the psychologist? ... Will she have to be sent to mental hospital? Or what?
Or how? Those are my thoughts.”

Acceptance

All participants evinced a degree of acceptance with regard to their partner’s
circumstances. The majority of the participants said that they tried to accept their partner
unconditionally, by accepting the changes in their partner, the AD diagnosis, and the
medical treatments. However, one participant accepts his partner’s situation under
several conditions.

P1:” Simply accept...just ‘nrimo.’ I asked her, ‘Do you want to see a psychologist?’

12

Let’s go.

P2:” Because she now less and less consulting to the doctor, well...I can take it. I can

’

)
accept her now.
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6. Inadequate support from others
All the participants asserted that they did their best to support their partners as much as
possible. However, despite the support they received from their friends and family, they
often felt misunderstood, particularly in discussing their partner’s AD.

P3:”Most of the people I talked to simply made up their own opinion, like, ‘Ah...it’s
just her thoughts...just try to do this and that.” But it’s just not the way it is in reality.
‘Oh maybe your wife is staying at home for too long.’ Something like that.”

P4:7Yes, people who prayed for him said that he is ... lacking in faith.”

7. God’s sovereignty
Every participant appeared to believe that God was in control of their destiny, including
during the partner’s AD. The participants believed that everything they were undergoing
occurred according to God’s plan, as a life lesson from God, to make them better and
stronger human beings, with their spiritual growth as the main purpose.

P3:” ...this may be a life test from Allah. Maybe a reminder for me to not neglecting
my family, not lusting for worldly things...or maybe Allah gives this because of me
lacking giving charity.”

P5:” This could be God’s plan, it’s His way of doing it to us. He is in control.”

8. Hope
The majority of participants hoped for the recovery of their partner. Only one participant
seemed more focused on his own wishes, due to his personal health issues.

P2:” I want to go to Himalaya, Nepal, ... Raja Ampat of course, Labuan Bajo of
course. Rafting...including...east Europe, yes...lots of wish list...then I just have to

’

make it happen.’

P4:” His recovery. Be the one he used to be. Normal person... not like that anymore.”

Discussion

Conclusion

This study sought to phenomenologically explore the experiences of five participants
belonging to the SCPAD population in Jakarta and its environs. In so doing, it aimed to
comprehend the lived experiences of the SCPAD participants and to understand how the
process of meaning making occurs from their perspective as they live and provide the
necessary care to partners who suffer from AD. Eight main themes emerged from their
recounting of their experiences: their lack of understanding with regard to the AD-related
mental and behavioral changes in their partners, their negative views and feelings toward their
partners, their feelings of loss, distress, the lack of support they received from others, their
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acceptance of the circumstances, their faith in God’s sovereignty, and their continued hope for
their partner’s recovery.

In general, the five participants belonging to the SACDS population of Jakarta and its
surrounding areas reported experiencing variations of loss corresponding to PAL without
realizing that the phenomenon they were experiencing was named PAL. This finding is
aligned with Boss’s (1999, 2006, 2007; Boss, Bryant, and Mancini, (2016) claim that AL is a
common phenomenon that is experienced by people and is yet often overlooked, even by
mental health practitioners (Carrington, 2016). Seen from the AL perspective (Boss, 1999,
2006; Boss, Bryant & Mancini, 2016), the findings also demonstrated that all five SCPAD
experienced PAL which made them feel confused, sad, and upset. Such feelings of
bewilderment, sorrow, and distress stem mostly from the atmosphere of uncertainty that
surrounds AD. This lack of clarity was exacerbated by the SCPAD group’s lack of knowledge
about AD, the erratic behaviors displayed by the AD patients, and also by the burdens of
caregiving felt by the participating SCPAD. Despite these issues and despite the difficulties
they encountered, the SCPAD appeared to keep trying to understand their partners. In
addition, the SCPAD attempted to unconditionally accept the conditions and circumstances of
their partners. This mentality or attitude is known as ‘nrimo’ (Endraswara, 2006; in Widayanti,
2011).

Moreover, the SCPAD tried to support their partners while often feeling misunderstood when
discussing their partner’s AD with others. At the same time, the SCPAD coped through their
religious faith by believing that God was in control even during difficult times. These findings
support the extant literature pertaining to religious coping during difficult times (Harris, Allen,
Dunn & Parmelee, 2013; Kaye & Robinson, 1994; Pearce, 2005, 2016), including the
functions of religious coping with regard to the mental issues of care recipients (Ae-Ngibise,
Doku, Asante & Owusu-Agyei, 2015; Azman, Singh, Singh & Sulaiman, 2015; Collins &
Bowland, 2012; Johnson, 2000; Maunu & Stein, 2010; Mohamad, Zabidah, Fauziah &
Sarnon, 2012; Murray-Swank et al., 2006; Pearce, Medoff & Dixon, 2016). In addition, the
SCPAD attempt to maintain their hope, especially for the recovery of their partner. This
continued optimism corresponds with exisiting scholarly literature on the caregiver’s hope
(Bland & Darlington, 2002; Boss, 2016; Geffken et al., 2006; Masten, 2016). In general, the
five SCPAD seemed able to endure the difficulties posed by PAL through acceptance,
religious coping, and hope.

Value Addition

This study adds much value to the scholarly understanding of PAL and its effects on the
SCPAD. First, such an investigation has never before been conducted in Indonesia. Second, it
identifies the existence of PAL among the SCPAD in Jakarta and its surrounding areas. Third,
it bridges the existing research gap with regard to the PAL experienced by SCPAD and it
enriches the existing research literature about SCPAD. Fourth, it identifies both the
particularities and commonalities among the SCPAD, including their faith in God’s
sovereignty, their misinterpretation and underestimation of AD-related symptoms, and their
acceptance or nrimo, an attitude unique to Indonesian culture. Fifth, this study contributes to
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society by raising public awareness about PAL in the SCPAD population. Such knowledge is
pertinent and directed also at the SCPAD and at mental health practitioners. Finally, the
present investigation also supports previous research findings that have highlighted the need to
support patients of AD as well as their SCPAD (Chadda, 2014; Chang et al., 2016; Hunt,
Greene & Whiting, 2016; Senaratne, van Ameringen, Mancini & Patterson, 2010; Vermeulen
et al., 2013; Vikas, Avasthi & Sharan, 2011) and it encourages AL-related psychoeducational
interventions for AD sufferers and their SCPAD, corresponding to previous research results
obtained with regard to mental health literacy (Jorm, 2011) and also to Boss’ intervention
guidelines with respect to resilience (Boss,1999, 2007, 2010, 2016; Boss, Bryant & Mancini,
2016).

Limitations, Recommendations & Implications

This study acknowledges several limitations. First, the partners of the participants may have
suffered from different types of AD. Previous research has found that the caregivers’s
response to AD patients would vary according to the type of AD (Lebowitz, Panza & Bloch,
2015; Taylor, Koch & McNally, 1992; Vikas, Avasthi & Sharan, 2011). Thus, future research
should recruit participants with partners who suffer from one particular type of AD to enable
more in-depth exploration of the SCPAD experience.

Second, there was an over-representation of working male participants in this study. As
breadwinners of their families, all male participants expressed their distress in trying to
balance work and being present for their partners. This articulation confirms the outcomes of a
previous study that suggested that male SCPAD are more prone to distress due to difficulties
in allocating time between work and attending to their partners (Agarwal et al., 2017). Further
research must address the work-related gender differences among the SCPAD population to
enable deeper explorations of work-related caregiver burdens.

Third, the study’s participants were homogenous in their religious faith; thus, one religion was
over-represented. According to Boss (2004, 2007; Boss, Bryant, and Mancini, (2016), faith,
belief systems, and cultural values can influence how far an individual is able to tolerate AL.
Therefore, further research should consider the recruitment of participants of different ethnic
and religious backgrounds in Indonesia, including Indonesian atheists.

Despite the limitations of the present investigation, its use of IPA and the AL perspective in
studying the PAL experienced by the SCPAD in Jakarta and its environs has elucidated the
existence of PAL in this population. This newly obtained knowledge could be useful in
disseminating public awareness about this phenomenon within this population. Such new
understanding would also be beneficial to mental health practitioners, and would help them
provide better support for the SCPAD through PAL-related psychoeducation and
interventions. In turn, the support would help the SCPAD in assist their partners toward
recovery
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