£} Routledge

-1 Taylor &Francis Group

n Nordic Psychology

NORDIC

PSYCHOLOGY

ISSN: (Print) (Online) Journal homepage: informahealthcare.com/journals/rnpy20

Ambiguous loss and disenfranchised grief among
spouses of brain injury survivors

Cecilie Marie Schmidt Th@gersen & Chalotte Glintborg

To cite this article: Cecilie Marie Schmidt Th@gersen & Chalotte Glintborg (2022) Ambiguous
loss and disenfranchised grief among spouses of brain injury survivors, Nordic Psychology,
74:1,16-29, DOI: 10.1080/19012276.2020.1862699

To link to this article: https://doi.org/10.1080/19012276.2020.1862699

8 © 2021 The Author(s). Published by Informa
UK Limited, trading as Taylor & Francis
Group

% Published online: 21 Jan 2021.

N
[:J/ Submit your article to this journal &

||I| Article views: 3900

A
& View related articles &'

@ View Crossmark data (&

£
2

[y

Citing articles: 2 View citing articles &

Full Terms & Conditions of access and use can be found at
https://informahealthcare.com/action/journalinformation?journalCode=rnpy20


https://informahealthcare.com/action/journalInformation?journalCode=rnpy20
https://informahealthcare.com/journals/rnpy20?src=pdf
https://informahealthcare.com/action/showCitFormats?doi=10.1080/19012276.2020.1862699
https://doi.org/10.1080/19012276.2020.1862699
https://informahealthcare.com/action/authorSubmission?journalCode=rnpy20&show=instructions&src=pdf
https://informahealthcare.com/action/authorSubmission?journalCode=rnpy20&show=instructions&src=pdf
https://informahealthcare.com/doi/mlt/10.1080/19012276.2020.1862699?src=pdf
https://informahealthcare.com/doi/mlt/10.1080/19012276.2020.1862699?src=pdf
http://crossmark.crossref.org/dialog/?doi=10.1080/19012276.2020.1862699&domain=pdf&date_stamp=21 Jan 2021
http://crossmark.crossref.org/dialog/?doi=10.1080/19012276.2020.1862699&domain=pdf&date_stamp=21 Jan 2021
https://informahealthcare.com/doi/citedby/10.1080/19012276.2020.1862699?src=pdf
https://informahealthcare.com/doi/citedby/10.1080/19012276.2020.1862699?src=pdf

Nordic Psychology, 2021
Vol. 74, No. 1, 16-29, https://doi.org/10.1080/19012276.2020.1862699 ARTICLE

@ OPEN ACCESS
Ambiguous loss and disenfranchised grief

among spouses of brain injury survivors

CECILIE MARIE SCHMIDT TH@GERSEN & CHALOTTE GLINTBORG

Correspondence address: Cecilie Marie Schmidt Thegersen, Center for Developmental and Applied Psychological
Science (CeDAPS), Department of Communication and Psychology, Aalborg University, Frederik Bajers Vej 7F,
Aalborg @, 9220, Denmark. Email: ceciliemst@hum.aau.dk

Abstract

Acquired brain injury (ABI) represents a great burden for not only the person with ABI but
also their partner. Grief among partners of adults with ABl is a broadly recognized
phenomenon. However, few studies have examined partners’ experience of grief, and little
is known about grief as a reaction to ambiguous loss. This article presents a
phenomenological study that aimed to explore the experience of grief among caregiving
partners. Four semi-structured interviews were conducted and analyzed by a
phenomenological descriptive analysis. Through the analysis, nine themes were identified:
the process of becoming a caregiver, grief emotions, loss, emotionally closer relations to
the partner relations, dyadic coping, unmet needs for support, future opportunities,
changes over the life course, and understanding of grief. The themes are interrelated and
highlight various aspects of the phenomenon of grief as experienced by caregivers. Results
reveal that grief is often a reaction to ambiguous loss and is experienced as
disenfranchised. Furthermore, the study indicates that caregivers’ perception of grief and
the situation in general were essential to the experience of grief.

Keywords: caregivers, acquired brain injury, grief, inside perspectives, phenomenological

Introduction

Every year, an acquired brain injury (ABI) disrupts life for approximately 140,000 adults and
their relatives in the Nordic Countries (Danish Board of Health, 2011; Norsk
Hjerneslagregister, 2018; Hjarnfonden.se; Eilertsen, Kirkevold & Bjgrk, 2010). When a person
acquires a brain injury it not only affects the person’s life, but the life of the family and
friends as well.

An ABI can lead to a range of different long-term physical, emotional, behavioral, and
social consequences for the individual with ABI, but also experienced by the family. It is not
only the direct ABI impairments and consequences that affects the healthy partner, also
changes in roles (from partner to caregiver) and the general change in everyday life (Braine,
2011). Therefore, an ABI can be characterized as a life changing event that cause transitions
in the entire family. A transition in the family can be defined as: “[... ] events that require
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changes of roles, behaviours, expectations, and interactions among members” (Murray &
Broadus, 2011, p. 502f). Both the ABI survivor and the caregiver often experience crisis and
grief reactions as a part of this life-changing event (Jeffreys, 2011).

The understanding of grief has changed over time and different understandings of grief
are to be found in the literature even today (Worden, 2002; Jeffreys, 2011; Guldin, 2014).
Central to all understandings of grief is loss as the decisive factor. In the literature grief was
first introduced as a term by Freud in his book Traumarbeit (1917). With reference to his
“grief work hypothesis”, grief was presented as a process the bereaved had to go through
to detach themselves from the deceased (Freud, 1917). This understanding of grief as a pro-
cess of detachment persisted up until the nineties. Klass and Goss (1999) proposed a new
understanding in which the bereaved is restructuring the representation and bond with the
lost one in order to restore social balance. Following this change in the understanding of
grief, a revised model of coping with bereavement was proposed by Stroebe and Schut
(1999). This model identifies two types of stressors, loss- and restoration-oriented, and a
dynamic, regulatory coping process of oscillation, whereby the individual is at times con-
fronted with the different types of task of grieving and at other times avoids them. This
model proposes that adaptive coping is composed of confrontation-avoidance of loss and
restoration stressors. It also argues the need for a small dosage of grieving - that is, the
need to take pauses in dealing with either of these stressors — as an integral part of adap-
tive coping.

The majority of research in grief has centered on grief as a reaction to bereavement.
However, grief can be a reaction to all kinds of loss, which can include the death of a loved
one, as well as the loss of opportunities, dreams, health, or identity (Abi-Hashem, 1999;
Bowlby, 1998; Jeffreys, 2011). Partners experience a variety of losses during the process of
adapting to a new life as a caregiving partner to a person with ABI. It is broadly recognized
that these losses can lead to grief in partners (Wiwe, 2006; Glintborg, 2016). Despite care-
givers' experienced grief being well known in clinical practice, it is sparsely addressed in
research (Calvete & Lopez de Arroyabe, 2012). Grief is primarily represented as an aspect of
other phenomena, e.g. depression in relation to becoming a caregiver, or explored as part
of the general reaction to becoming a caregiver (e.g. Marwit & Kaye, 2006; Calvete & Lépez
de Arroyabe, 2012; Kitzinger & Kitzinger, 2014). In a study by Moretta et al. (2014), 32% of
participants met the criteria of prolonged grief disorder. However, the study did not explore
whether the rest of the participants experienced grief.

Although little research has been conducted on grief, loss has recently received more
attention in the literature in relation to ABI (e.g. Holloway, Orr & Clark-Wilson, 2019;
Buckland, Kaminskiy & Bright, 2020). In the literature, there is a broad consensus that loss
associated with becoming an ABI partner differs from the loss experienced in relation to los-
ing a partner. Consequently, the grief reaction can be expected to be differentiated (Marwit
& Kaye, 2006; Saban & Hogan, 2012; Carlozzi et al, 2015; Calvete & Ldpez de
Arroyabe, 2012).

Loss in relation to ABI has been identified to vary over time and to be individual.
Moreover, it can be ongoing, and sometimes multiple losses are connected (Saban &
Hogan, 2012; Giovannetti et al., 2015; Townshend & Norman, 2018). Loss is dealt with while
adapting to a new everyday life (Cipolletta et al, 2014). Both clinical experience and
research indicates grief as occurring late in the rehabilitation phases: more specifically, in
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relation to transitions (from hospital to home) or when hope for change decreases (Wiwe,
2006; Moretta et al., 2014; Hamama-Raz et al., 2013).

Kreutzer, Mills and Marwitz (2016) identify the losses experienced by relatives as ambigu-
ous. Ambiguous loss is defined by Pauline Boss (1999) as a loss “which occurs without clos-
ure due to the complicated and, in some cases, uncertain outcome” (Petersen & Sanders,
2015, p. 325). Loss associated with an acquired brain injury can be ambiguous if, for
example, the survivor remains physically present, but is changed mentally. This type of loss
presents a stressor for the caregiver, which can result in depression (Calvete & Ldpez de
Arroyabe, 2012). Two recent studies exploring the experience of becoming a caregiver to a
family member suffering from an ABI revealed ambiguous loss and grief as reactions
(Holloway, Orr & Clark-Wilson 2019; Townshend & Norman, 2018).

Different experiences of loss are expected to occur as a reaction to different types of loss,
but the experience of the same type of loss can differ between people, both regarding cog-
nition and emotional expression (Moretta et al., 2014). Anger, loneliness and hopelessness
are identified emotions in the literature in relation to the experiences of loss and grief in
caregivers (Hamama-Raz et al., 2013; Kitzinger & Kitzinger, 2014).

Grief can have different manifestations and grief as a reaction changes over time
(Worden, 2002; Jeffreys, 2011; Guldin, 2014). The manifestations of grief can be classified
into four components: emotions, cognition, behavior, and somatic symptoms (Worden,
2002; Jeffreys, 2011; Guldin, 2014). Whether the components are interpreted as grief
depends on social expectations and norms (Jeffreys, 2011). In this study grief is defined
according to Guldin’s definition:

Grief is the physical and physiological reaction to loss of someone or something
close, to which there has been an emotional attachment. The reaction encompasses a

wide range of emotional, cognitive, behavioral and somatic symptoms. (Translated by
the first author, Guldin, 2014, p. 27).

Purpose of the study

More knowledge about the partners experienced grief is needed to acknowledge the phe-
nomenon and offer support to the partners to prevent long-term psychosocial distress.
Therefore, the aim of this study is to contribute to the scientific knowledge of the experi-
ence of grief in relation to becoming a caregiver for a partner with ABI. Further, this know-
ledge is intended to contribute to new interventions offered to caregiving partners, and the
prevention of long-term psychosocial distress among caregivers.

Design and method

The study was conducted as a phenomenological lifeworld (Lebenswelt) interview. The pur-
pose of this method is to investigate the participants’ experience of the phenomenon in
everyday life as it appears in order to gain an understanding of the phenomenon. The
objective of the lifeworld interview is to describe a phenomenon as it appears for the par-
ticipant. The role of the researcher is to facilitate a conversation through which the partici-
pant’s experience of the phenomenon is explored (Langdridge, 2007).
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Sample

Following phenomenological standards, a full understanding of a phenomenon should be
obtainable though a full interview with just one or a few participants (Langdridge, 2007).
The number of participants should reflect the complexity of the phenomenon (Brinkmann &
Tanggard, 2012; Norlyk & Martinsen, 2008).

The participants were recruited through a rehabilitation center and an association for ABI
survivors and their relatives.

The inclusion criterion was being the spouse of an ABI survivor. Seven participants
responded and all met the inclusion criterion. After having conducted the interviews, three
participants were excluded, given their own life-threatening illness. The demographic data of
the included participants is shown below (Table 1). Three of the participants became care-
givers more than four years prior to the interview, and one did so two years prior to
the interview.

Setting

Since the lifeworld interview is best conducted in a safe environment, the participants
chose the location of the interview according to their individual preference. Their options
were 1) at the university, 2) at the rehabilitation center or 3) in their own private home.
Three participants chose their own private home, while one chose the rehabilitation center.
The duration of the interview was set to be 1-11/ hours.

Interview — data collection

The lifeworld interview seeks to understand the meaning of grief as a phenomenon through
everyday experiences of the participants. An interview guide was developed to guide the
conversation (Table 2). Research questions was formulated based on the aim of the study
and previous research. The research questions were transformed to interview questions
with respect to the phenomenological standards, of an openminded conversation about the
phenomenon between the interviewer and the participant.

Additionally, an opening question was formulated and used in all the interviews. The par-
ticipants were asked to tell the interview about themselves and what had happened to
their family (ABI). If the participant did not answer the question with his or her own experi-
ence, but talked about their spouse, the question was made specific to the care-
giver's experience.

All interviews were conducted by the first author, who is a trained psychologist with clin-
ical experience in the field of psychological rehabilitation and is thus familiar with commu-
nicating with adults with various cognitive disabilities. To secure trustworthiness, the
interviewer summed up on participants experiences, during the interview, to secure accur-
ate understanding. The interviews were recorded, and field notes were taken during the
interview. Afterwards the interviews were transcripted by the first author.

Analysis
Given the purpose of the study (to obtain knowledge of the experience of grief in relation
to becoming a caregiver for an ABI survivor), the descriptive phenomenological method
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Table 1. Participants.

Time since the

Pseudonym Age injury (years) Partner’s injury
Irene 50s 5 Stroke
Kate 66 2 Stroke
Carter 58 4 Hemorrhage

after operation
Ben 50s 5 Hemorrhage

after operation

Table 2. Interview guide.

Research question

Interview question

Who is the participant and who is their partner?

Can you tell me about yourself and (name of spouse)?

What have the caregivers experienced?

How did you experience becoming a caregiver/your
partner acquiring a brain injury?

What loss has the participant experienced in relation to
becoming a caregiver?

Have you experienced changes in your life after your
partner’s ABI?
Is your life different today?
If yes
How?
How do you feel about the changes related to
the ABI?

How is the grief expressed and experienced? (Emotions,
body, behavior)

Do you experience difficult emotions?
Can you describe what you experience as hard?

How do they think about their experiences?

What do you do when you feel difficult emotions
or loss?

What role does the grief play in their life?

Do you feel like you can talk about your feelings and
your loss?

was considered to be most suitable. Therefore, the analysis was conducted following
Amedeo Giorgi’s four rules for phenomenological descriptive analysis (Giorgi &
Giorgi, 2004).
The steps are: (1) assume the phenomenological attitude, (2) read the entire written
accounts for a sense of the whole, (3) delineate meaning units, (4) transform the
meaning units into psychologically sensitive statements of their lived-meanings, and

(5) synthesize a general psychological structure of the experience base on the
constituents of the experience. (Broomé, 2011, p. 2)

The analysis started with an open-minded reading and a relistening of the interviews.
Next, meaning units were identified and described. As a process, the meaning units were
then transformed to themes that contributed to a fuller understanding of the phenomenon
(Giorgi & Giorgi, 2004).
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The analysis was conducted in collaboration between the two authors. The first author
did the first round of analysis, then the second author went to the same process, to secure
credibility.

Ethical considerations

To protect participants’ anonymity and confidentiality, all identifying details and specifics of
the interviews have been altered. Since the study involved human participants and person-
sensitive data, the project was reported to the Regional Research Ethics Committees for The
North Jutland Region who found it exempt from full review. The study was also approved
by the Danish Data Protection Agency (Datatilsynet).

Every interview was evaluated afterwards. And the participants were asked about their
experience of the interview. The participants expressed relief and insight as a result of par-
ticipating in the interview, and overall considered it to be a good experience. Some even
commented that it was the first time a professional had asked them how they felt and
taken an interest in their experiences.

Results

Through the phenomenological analysis a series of themes emerged. These themes can be
placed in the bio-psycho-social model to understand the complexity of the phenomenon.
This is seen in Figure 1. Below the model, the themes will be explored.

Bio (ABI)

e Emotionally closer
relations to the partner
e Dyadic coping

® The process of
® becoming a caregiver

 Grief emotions
® Change over the life

® Loss
course e Understanding of grief
Psycho * Future Social
T opportunities
(individual) (Environment/

social relations)

Figure 1. Themes illustrated in the bio-psycho-social model.
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The process of becoming a caregiver

The participants talk about becoming a caregiver as a process evolving over time, initiated
by the ABI but ongoing. Ben expresses it like this: “Now, it has been six years since she had
the brain injury, so, it is just — it is just an ongoing process.” Irene also mentions this ongoing
process: “However, you can say it is a life crisis”. Irene further elaborates about the process
and how the loss becomes clearer over time and in relation to transitions, e.g. when her
partner Jens came home from the hospital: “Suddenly, it became clear that there was
some loss”.

Grief emotions

Across the participants it became evident that emotions normally expected in relation to
grief were also experienced by the ABI partners (Guldin, 2014). Central emotions for the par-
ticipants were loneliness, fear, uncertainty, powerlessness, increased responsibility, guilt, and
shame. However, the caregivers did not feel that there was room for their own emotions.
Irene expressed it like this: “[... ] at the time | had more than enough with Jens, you know.
[...] And that’s the thing about putting yourself aside. Packing my own emotions and my own
needs away.”

Loneliness, as an emotion, was represented differently among the participants. Loneliness
was essentially experienced in relation to the partner and in relation to social relations with
others. Social relations are changing due to the partner’s injury. Moreover, caregivers experi-
enced a lack of understanding from associates and society over time. Kate explains it like
this: “it has taken a lot of energy, the lack of understanding from the surroundings. There is no
one, because they cannot see it [invisible injury] ... it is the feeling | have had”. Irene elabo-
rates on the social aspect saying: “It was very hard socially, when my psychological reaction
came, others thought that it was going better because of the physical progress in the
rehabilitation.”

After the ABI incident and its aftermath, the caregivers experienced increased responsibil-
ity. In the following extract it is seen how Ben feels an expectation to take more responsi-
bility for everyday tasks in the family: “Then it is natural that | take on a lot of things.
Everyday things, in order to make the world go round.”. According to Boss (1999), this
increased responsibility could lead to increased emotions such as fatigue, inadequacy, and
guilt since it is not always possible to meet others’ expectations and one’s own.

Loss

The feelings of loss are very different among the participants. When Ben is asked if he feels
he has lost something due to his wife's brain injury, he says: “No | do not think so. Well, it
must be said that, my wife almost died. So, in that light, | do not think | have lost something, |
actually think that | have been given something.”

Even though the participants did not report feelings of loss when directly asked, they
talked about many forms of losses, e.g. limitations, lack of social support and changes in
relations to their partner and others. Only one participant, Kate, experiences that she has
lost her partner: “So, | would say, the worst thing is that | have lost my husband. Mentally, he
is not there anymore.”
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Emotionally closer relations to the partner

The male participants report that they have become emotionally closer to their partner after
the injury. Carter express it like this: “I think we have become better at just being — and being
together.” In a similar vein, Ben says: “For me, it has brought me emotionally closer to
Kirsten.” The most challenging thing in the relationship is to find a balance in the new roles
(e.g. spouse vs. caregiver). Carter talks about what has helped them and explains how com-
munication has been an important factor for his wife and him: “/ think it's conversation, that
is. | think that’s what'’s helped us through it."

Dyadic coping

Partners’ and ABI survivors’ way of coping is of great importance to the experience of grief.
Three of the participants did not experience the grief to be present today, and emphasized
acceptance, communication, religion/faith, positivity, acknowledgment and social support as
essential aspects of their coping.

The relationship is seen to be important for the coping strategy. Carter explained what he
found to be most important was to: “accept, communicate and give space [to each other]”.
Ben explains how it has been important for his wife and him to choose a positive strategy,
they could use together: “we choose to see the positive things in the situation ... it could
have been much worse”. The concept of dyadic coping also becomes apparent when Irene
express how the support from their congregation did not meet their expectations. While
talking about this, Irene consistently used the term we to explain the experience of lack of
support from their congregation: “At that time, we were going through some rough times,
and we were not able to be part of our community”.

Unmet needs for support

All the participants addressed the need for more support for caregivers, both in relation to
their own psychological reactions, but also in relation to their partner and children. Kate
emphasizes her support group as very helpful, since they shared a similar experience as
caregivers: “It has been good. [ ... ] they are experiencing the exact same issues as me.”

Future opportunities

Future opportunities and values become central for the participants. The participants talk
about new values and priorities in life. For example, Carter explains how his priorities in
relation to his work have changed: “In the end [friends] are more important than making
money.” In relation to the future, opportunities, dreams and freedom are important to the
caregivers. Irene says: “We still have things that we want to do and then we plan them and
we still have some dreams that we would like to pursue.”

Change over the life course

The participants experienced changes in their life after the ABI as a natural part of life, and
their understanding of changes in life over time seemed to relate to their experience of
grief. Irene explains how changes are not only due to the brain injury, but also a natural
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part of life as you age: “it is not only because of the brain injury, maybe we would have devel-
oped like this anyhow.” This understanding of life changes as natural affects the participants’
experience. When talking about changes, Ben expresses it like this: “This is how it was, it
was necessary, so | have not seen as it as a loss." As shown in a previous quote from Carter,
participants found new meaning and value in life. Irene further explained this development:
“It can be small things which [now] give us joy.”

Understanding of grief

Across the interviews, it is revealed that the experience of grief is determined by both soci-
ety’s and the individual’s understanding of grief, and what is to be expected of a grief pro-
cess. Both Carter and Ben say that they consider grief to be a reaction to loss, which they
have not experienced: “Not a grief. For me grief is connected to loss.” However, they talk
about grief on behalf of their spouse. Carter explains: “Of course it was a grief to see what
she could no longer do.”

Both female participants identified grief as a reaction to the losses they had experienced.
Irene describes her emotional and bodily reactions: “But | had a heavy feeling, | felt sad and
unhappy, and sometimes my stomach hurts a little bit and | thought it was a little hard.”
Furthermore, Irene identifies the grief she experienced in relation to becoming a caregiver
as harder than the one she experienced after her father died: “I coped better with my father’s
death than this. [ ... ] | think it is the worst thing | have ever experienced.”

The participants also highlighted the importance of others’ understanding of grief. Kate
expresses how this was important and how she was met by others: “You cannot talk to your
neighbor about it. They do not understand it, because there is nothing wrong with Niels.” The
invisible consequences also affect the caregivers and their grief. Kate feels she has lost her
husband. However, near the ending of the interview she expresses ambivalence and says:
“Sometimes, Niels is still the same.”

Discussion

The purpose of this study was to investigate the experience of grief in relation to becoming
a caregiver for a partner with ABI. This study contributes with novel knowledge about grief
experiences in ABI partners. Grief is a missing focus in previous research in ABI partners
(Marwit & Kaye, 2006; Saban & Hogan, 2012; Carlozzi et al., 2015; Calvete & Lopez de
Arroyabe, 2012).

Previous research in the area identifies loss following ABI as ambiguous loss (Calvete &
Lépez de Arroyabe, 2012; Petersen & Sanders, 2015), with psychological ambiguous loss
especially prominent. This occurs when the partner is psychically present, but is mentally
changed (Boss, 1999). Therefore, the severity of cognitive impairment in the ABI survivor is
associated with the caregiver's experience of ambiguous loss. In our study it can be argued
that only Kate express feelings of ambiguous loss, since the other participants did not
experience behavioural or personality changes in their spouses (Boss, 1999).

Even though not all participants reported experiences of ambiguous loss, in line with
Saban and Hogan (2012) all participants reported multiple losses during the rehabilitation
process. The results from our study are in line with previous studies who have found that
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new roles and role changes in the relationship are associated with feelings of loss (Saban &
Hogan, 2012; Carlozzi et al., 2015). Thus, it can be argued that caregiving partners can
experience grief as a reaction to the loss they experience in relation to changes in their
relationship to the ABI survivor.

Another factor seen in previous studies in ABI relations is the feeling of guilt (Carlozzi
et al,, 2015). The results from our study indicate that the participants experience guilt as to
whether or not they fulfil their role as caregiving partners. In addition, guilt can evolve
from internal conflicts in the family, e.g. prioritizing one’s own needs versus being the care-
giver (Paulsen & Paulsen, 2004). Shame is closely connected to guilt and is thus an expected
feeling in caregiving partners. They may experience conflict in living up to their own or
others’ expectations (Paulsen & Paulsen, 2004). A study by Brunsden et al. (2017) found that
male ABI partners often experience hopelessness and powerlessness. This was also found in
the male participants in our study.

Guilt, shame, and powerlessness are all emotions related to grief as a reaction to an
ambiguous loss (Boss, 1999). The ambiguous losses can be a part of the difference between
the grief after loss in connection with a death and the grief associated with becoming a
caregiver to a person with ABI.

Individual, social and cultural understandings of grief

This study, like previous studies in the area, does not assume a clear definition of grief, but
explores the individual experiences thereof. However, these individual experiences are
always influenced by individual, social and cultural expectations of grief. Grief studies have
been criticized for their sole focus on the individual level, and the omission of cultural, eco-
nomic or social aspects of grief (Kofod, 2015).

The social and cultural influences on grief are important to consider. When a person expe-
riences significant loss and their grief is not openly acknowledged, socially validated, or
publicly mourned, we can speak of disenfranchised grief (Doka, 2008). Although the individ-
ual is experiencing a grief reaction, there is no social recognition that the person has a right
to grieve or a claim for social sympathy or support. This is especially seen when grief occurs
when there is no death. According to Doka (2008), the grief of caregivers is not recognized
by the society and is thus disenfranchised grief. The participants in our study express a lack
of social recognition of their situation. The lack of social recognition can worsen the reac-
tion of loss. Furthermore, as seen in our study, it can contribute to confusion as to what to
call their own reactions.

Defining grief as disenfranchised emphasizes the importance of the loss. Losses can be
categorized into different types (Weenolsen, 1988). Some type of losses are not socially
accepted and therefore lead to disenfranchised grief (Doka, 2008). Ambiguous loss, and in
particular psychosocial loss, is related to disenfranchised grief (Boss, 1999).

Whilst there are shared emotional responses to bereavement, the rituals of mourning and
grief are shaped by our social institutions and the norms of our social groupings. That is,
who we are and how we live guides the way we grieve. We are all members of various cul-
tural, social, religious and economic groupings, and are of different ages and genders.
Mourning rituals emerge within these groupings in many guises as individual members
interpret the dynamic, fluid structures influenced by changing outlooks and the infusion of
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ideas from the prevailing social world (Doka & Davidson, 1998). However, loss in connection
to living with disabilities is not recognized in the same way, and there are no mourning rit-
uals. The lack of understanding and validation can lead to increased ambivalence about the
loss and thus also impact the individual’s own reaction. These social and cultural circum-
stances surrounding the grief can increase the risk of complications (Boss, 1999; Doka,
2008). Social support, combined with social recognition of grief in relation to becoming a
caregiver, is essential to the relatives of ABI survivors. Furthermore, King (2015) argue, that
the partners’ experienced loss is closely related to their relationship with the ABI survivor.
The communication between the ABI survivor and the caregiver is of especial importance in
relation to the experience of burden (King, 2015).

Grief responses

Wortman and Silver (1989) argued, in their book The Myths of Coping With Loss, against the
understanding of one proper grief response. Furthermore, they note that symptoms of
depression and emotional distress are not necessarily a grief reaction, since all grief reac-
tions are individual and different (Wortman & Silver, 1989). In our study, two of the four
participants did not report feelings of grief. In line with Wortman and Silver, individual and
social expectations can contribute to the participants’ experience of grief (Durkheim, 1915/
1995). Furthermore, it can be questioned whether grief in relation to becoming a caregiving
partner to a person surviving ABI is a socially recognized reaction (Doka, 2008).

Limitations

The purpose of this study was to investigate the experience of grief in relation to becoming
a partner to an ABI survivor. However, the informants in this study is all above 50years old
and have had long lasting relationships prior the ABI. Therefore, it is worth mentioning that
the explored experiences might be different in a younger population and in couples who
have been in a relationship for a shorter period of time.

Conclusion

The experience of grief is determined by society’s and the individual’'s understandings of
grief. Grief reactions from partners to ABI survivors are, in their expression, similar to other
grief reactions. However, the experience of grief is influenced by the fact that many part-
ners experience several secondary losses during the first years after their partner acquired
an ABI. Grief experiences and reactions often arise when the caregiver is confronted with
changes due to the ABI.

As in grief reactions in general, ABI partners experience a range of different grief symp-
toms. These symptoms are all normal grief reactions. Furthermore, partners may experience
feelings of powerlessness, increased responsibility, guilt, and shame. These emotions lead to
an ambiguous loss and a disenfranchised grief.
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Further studies

This study concludes that grief is experienced very differently by caregivers. However, the
experience of grief is determined by society’s and individual understandings of grief.
Further knowledge about this is needed to explore which factors affect the experience of
grief amongst caregiving partners in order to develop grief models for relatives where there
is no physical death.
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