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ABSTRACT

WHO AM | NOW? EXPERIENCES WITH FORMAL GRIEF CARE AMONG
MICHIGAN BABY BOOMERS AFTER SPOUSAL LOSS

By

Laurel Elizabeth Hilliker

This qualitative study used a symbolic interactionist approach to identify, @defthe
explore the experiences of formal bereavement care among 38 Baby Boayesrég#®4 at the
time of interview) who have suffered spousal loss This research investigataptions of
shared culture, language, and meaning among survivors who have taken part inddrgragiz
care. An emphasis on the experienced reality of bereavement caredasitplthe self as an
agent of reflective action, are the focus for discussion. As well, thareagploration of
negotiation strategies to address a disrupted narrative and the subsequentotioonstr
individual and social selves following the death of a spouse. Interviews with tid@ésduals
investigated meanings surrounding terminal illness; death, bereavement, antl silquuprvith
how these meanings are constructed, institutionalized, legitimated anlizadtudhe research
explored why some mourners attrition out of formal grief care earlier thanscdnd explained
how these support services aid us in the understanding of bereavement. Findingd mnesal
overarching key theme among these participant experiences afterdagogse, namely,
compromised individual and social sehssevident in an on-going effort to re-construct the
past, present and future self. Four other themes emerged and include: 1) the impbddanc
support group as safe havero do ‘grief work’ and re-construct one’s wounded self and life

narrative; 2) the value ofshared experience of spousal legth other widowed group



members; 3) theignificance of a communityhere one’s loss is explored; and lastlyudinet
needssurrounding both pre-loss and post-loss concerns. There was also a noticealile gap w
regard to appropriate and effective grief care. This gap was evidemdeivhat the current
literature recommends and what these five agencies offered in the growas. also noted
through the participant stories which revealed an ineffective structure of sgppay care for

the widowed, namely, inattention to readjustment stress related to taskatasedih practical
needs. This finding, along with other emergent themes, offer insight into et @ need of
attention by practitioners, the medical community, and the death and geehdastry who
provide end of life and bereavement care. This research exposed particuldontgeslgroup

of Boomer spouses, such as a desire for improved pre-loss needs (e.g., coordicatienvben
there is an illness), and post-loss needs (e.g., advice for practical psattéras financial
concerns for themselves). A new model of grief work is put forth (Figure 5.1, Ie)ilthat
observes the temporal aspects of a disrupted narrative as the bereaved spousestotiest

are now, while re-constructing the past and contemplating the future. Theynexhepresent
struggles as well as a future without their spouse as they recreate thagmented and
compromised self to adopt a new role as a widowed person. Recommendations are given fo
implementing a more holistic and hope based structure for support groups and inclussiragldre
both emotional and readjustment stress by moving away from an emphasis on@ogess’ in
the groups and through extending support group sessions which include topics of inteeest to t
members as opposed to a pre-set agenda. Further research is warranted toedibiemmost
critical concerns of mid-life widowed people in order to provide recommendatiors&® Wwho

offer programs for this type of care, in particular in the support group format.
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This dissertation is dedicated to the participants in this study, the berpavses,
who bravely shared their painful stories of loss and formal care with me.

An Irish Blessing in Time of Sorrow...

May you see God's light on the path ahead
When the road you walk is dark.
May you always hear,
Even in your hour of sorrow,
The gentle singing of the lark.
When times are hard- may hardness
Never turn your heart to stone,
May you always remember
when the shadows fall—
You do not walk alone.
-Island Ireland Quotes
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CHAPTER ONE - INTRODUCTION

A person born in the United States in 2010 has an average life expectancy of 77.9 years,
which is increasing rapidly as modern medicine and knowledge about health improve and
technology advances (Center for Disease Control and Prevention, 2010). For marlgisf us
longer life expectancy coupled with medical advances contributes to a batiefe can
postpone death. This scenario adds to a lack of understanding the life experieneéswod gr
bereavement since we may have fewer deaths to face over the coursefetiog. liWe also
now live in a society unlike any other in American history, where the elderg/feaxer children
(who are often living in different states) to look after them than in previousajemey, and one
where life expectancy after age 65 is being calculated in decadeasthatngears (Min DeParle,
1998). As a result, when current age cohorts mature and prematurely expéedoss bf
parents, spouses and partners, and sometimes even face their own deaths (e plaetious.

Baby Boomers), there is shock and disbelief. Since Boomers typically halker $amailies

than generations past and develop distinctive forms of particularly close attagshtheir deaths
may also create problems for survivors that were not faced in these previotaigeséDoka,
2007). Unfortunately, as the Boomers in this study have learned through the untintedyodea
their spouses, not all of us will live into old age, and we could either face our own esttyg dr
we may become bereaved of those close to us.

Hockey, (In Currer, 2001) indicates that survivors of the death of close others, known as
thebereavedface an uncertain world when dealing with loss, one where they are anxious about
the management and expression of emotion, along with choosing appropriate menvices ser
and the right professional for advice. Support systems for bereavement often indudalinf

help from family, friends, and work colleagues and increasingly involve formal suppor



originating from outside this circle of close confidants. The latter reagsbociated with
professionals and/or volunteers through agencies and organizations in the medicaltand he
fields or other institutions (i.e., religious organizations, hospices, and/or busiseskeas

funeral homes, etc.). This study set out to explore the experiences of fornaakebeeat care

for a select group of 38 Baby Boomers living in Michigan, who are moulrmmgloss of their
spouse and are all in their second and third year of bereavement. They weredrdaroutgh
five agencies, namely, a funeral home, two grief support centers, a hospiiakhasd a
church-affiliated organization. In this chapter, | explain the stateaféhe problem, give the
purpose and goals of the study, state the research questions and include thethelenadital
framework, along with limitations. Lastly, a synopsis of chapters is\give
Statement of the Problem

Spousal loss is a significant and unsettling experience in the life course has the
potential to create a great deal of stress for the surviving spouse anaaigrathers. In part, a
conflicting emotional culture along with diverse belief systems and nedddimily patterns
create a void in this area, one where grieving people seek answers to cethjgjiczgtions.
Formalized care for those suffering a significant loss, also knolwaraavement care serviges
is one social network available for this population. Unfortunately, there islitéation in the
scholarly research to determine whether this type of care is effegp@paiate and sufficient
for the needs of those served. So that terms used throughout are well understoodst will fir

attempt to define common references in formal care services for beergvem

! Bereavement, griefndmourningare used interchangeably in the literature but have
completely different meanings. For this study, | prefer Walter’s (1999: Xwjititen of
bereavemerds “the objective state of having lost someone or something,” ginderefers to
the emotions that accompany bereavement,’nandrningas “the behavior that social groups
expect following bereavement.”



Formal bereavement care services and community netaoekeneral terms that
include bereavement support which may come from professional networks cordisting
healthcare providers and various other professionals (e.g., legal, religiousamagtc.). Those
who work directly with the bereaved individuals are people who may be in paid positions or
hired and paid through contractual work as consultants, or they may be filling voluntee
assignmentsGrief care may include personal conversations with bereaved individuatenwrit
information, and offerings of workshops and/or retreats. In addition, formal bereavement
community networkdroadly defined as “those who may offer anchors of a different nature”
(e.q., spiritual, church and community groups/agencies) including support groupsliaidual
counseling services, generally offer emotional support (Lindsey & Yates, 2003:167)

These services are offereadcommunitiegshroughbereavement care provider$his
reference is used in the field to describe those who organize and facilitazé $apport (both
for profit and not for profit) to survivors during their bereavement and come faeedawith
the grieving individual. There is a view in the grief care industry thatpraxeders are to offer
more expert advice and provide the necessary help to get through tough timesftgnos
through written informational support, such as well-written grief books, etc.). Theyaious
levels of care through one-on-one contact or in support group formats. Providamsare t
working for any business, organization, or agency (e.g., funeral homes, hospitals,, hospice
private counseling centers, churches, etc.) offering direct help for bereatveThe term
incorporates those who identify themselves using various titles, both professiomaira
professional, such as bereavement or grief counselors, bereavement spegi@idacilitators,

etc., but excludes those who coordinate volunteers for support programs and have no direct



contact with the bereaved. The support programs include open and closed groups where
facilitators provide educational information along with direction and support fartup.

In these support groups, there is a good deal of talk algyigfgprocessand the
importance of doing one@rief work According to Klass, et. al., (1996:200), tiveef process
involves “the processes by which the bereaved move from the equilibria in theiamnthsocial
worlds before a death to new equilibria after death.” Therefore, in order to move to teewf sta
being, it is viewed that the emotional, psychological, somatic, and spiritual resploaise
identify grief are part of the very nature of this process. Howevereesitlidies (e.g.,
Wambach, 1985/86:201) note from the study of three widow support groups, that the grieving
process is a social construct:

The grief process is a social construct which helps to link the grief and the

mourning of survivors. While grief focuses within the bereaved on reactions to

loss, mourning focuses outside the person on the public expressions of loss. As

Kastenbaum pointed out, one can grieve without choosing any public display and

one can publicly mourn without feeling any discomfort associated with grief.

Yet, we do presume a relation between grief and its public expression. This

relation is easier to discern when mourning customs are clearly evidenteand ar

routinely followed by social members. In the United States today, such mourning
customs are ambiguous. Criticism of funeral practices, for example, has
contributed to the “deritualization of grief.
Wambach (1985/86:201) continues to explain that because the grief process isiav@tiah
(created by the bereaved, professionals and popular writers), it ‘sets both apdigrivate
course for the bereaved.” She goes on to suggest that this grief processnowenitypes of
aid, as a timetable and as a guide, and that the grief process was accaptedcastestable
fact.
The term ‘grief work,” also known as the grief work model or the grief work g,

advocates that one work through the pain associated with grieving. It is understloel as

painful effort required to make real the fact of loss” (Walter 1999:103). Many whbeiserm



are referring to the emotional pain associated with loss. To do the work, it issdsthatnone
must express the emotions as they are felt and work through them, as opposed wm tigerin
and busying oneself as to distract away from them. As discussed, recerst istdeiath, dying,
and bereavement continue to focus morgmef workand thegrief processand are numerous in
the scholarly literature (e.g., Arnold & Gemma, 2008; Brosi, 2006; Oates, 2003).

There is a general lack of research, however, on the topereAvement cargervices
with the exception of recent studies specific to symptomology (e.g., Bergman26etll), who
look at psychological distress and the use of bereavement services); or phusetexa
particular kind of loss (e.g., Wilkinson, et.al., 2007), who examine child bereavement support
services; Rich, 2000, who explores post-pregnancy loss services); in praaoigs $Bbberts &
McGilloway, 2008; Fauri, et.al., 2000), or to detailed needs in bereavement (Walka,-Bur
2000; Harrison & Harrington, 2001). Studies rarely focus on the experiences of bereaved
spouses who use formal care programs and services. One exception is thgt&Dlezby

(1992) who compare widowed spouses who join support groups to those who do not, and

conclude that those who do join are more ‘psychologically distressed’ than those Who2 do not
Some of the older studies examine what services are effective for this pop(RPattocky,
1993) while others evaluate the bereavement program itself that is aviolatpeusal loss
(Sabatini, 1988).

In my view, on a substantive level, this is an important time to study the Baby Boome
cohort. A sociological exploration of mid-life spousal loss within the largeegont

bereavement care is a timely topic due to the sheer number of aging BoanersTdiis

2 Authors point out however, that he spouses in this 1992 study had various reasons for attending
the groups. Some were seeking out their own form of grief support while others were not

looking for a support group to join, rather, friends, family and professionals recataththe

services.



extremely large generation, is often referred to as one that demands mimessand
knowledge than previous generations. Perhaps, as well, little tolerance of emgis@idrom
close others coupled with extremely busy lives may even contribute to imgyeasi
recommendations of formalized support for those who are bereaved. While the focus is on
Boomers, the insights developed here have the potential to help in understanding how formal
bereavement care is, and can be, beneficial for other groups of bereaved sgyarsksss of
age.

| chose to study Boomers in Western culture, in part because they are viewed as people
who take a more active role in seeking out their own knowledge of medical and healtimgonce
including pre-arranging of their own funerals and those of family memBesser, 2006).
This trend, in part, creates an increase in the demand for support services, incledfog car
grieving individuals. Additionally, due to the medicalization of death and the use ofé&ospi
services, there is a response from the professional community to offer fanmalncl services
for survivors. This care may include providing personal and/or group conversatiefs, gri
counseling, memorial services, retreats, workshops, and support groups. Bereasesrisnt C
offered for all types of death-loss and is administered by professionadspgofessionals, and
volunteers in an array of programs accessible through institutions and busines$sas,faneral
homes, private counselors, hospitals and other agencies (e.g., hospice). This ktuty see
understand how this type of care is experienced by those who suffer from eanghifss as the
result of the death of a spouse. The study of bereavement care is underrepredaated in t
scholarly literature and is a timely research endeavor as we amditipateeds of this enormous

aging population, the Baby Boomers. There were nearly 80 million people bornagehis



group, between 1946 and 1964 [after World War 1l] when the birth rates peaked in the United
States (Longino, 2005). In this research, the t@ommerss also used to identify this group.
Purpose and Goals of the Study

The purpose of this qualitative study is to illuminate the experiences of beergveare
for a select population of survivors who suffer spousal loss. Since the most utilized type
bereavement care of those interviewed is the support group, this task is adoednpis
examining the interactions within the membership of the groups offered by thesesage
There is also an exploration of why mourners seek out formal support care, what thei
experiences of this care means to them, why some attrition out, and includesiegplaw
these support services aid in the understanding of bereavement. Goals of the sligy init
included looking at the role of the facilitators and providers of said care, includitegiats used
that may impact the receivers of said care. The interview participamig'ssthowever,
illuminate the importance of support group membership which was the most uylizedft
formal care these participants sought out. Regardless, the overall purpose ahthgoatualy
is to help to bridge gaps between those who seek these services with thepesstvho offer
them. Through the method of personal interviews, this study aids those who havel shéfere
death of a spouse by providing an opportunity to tell their story and gain a new pegespect
regarding their loss and the support they have, both informally and through formaiketexduge.

Another goal of this study is to explore the how’s and why’s related to formal
bereavement care and the resultant participation by bereaved peopler@uashe forefront
include, how do the survivors make sense of this formalized care? Why do some peatipie attr
out after a certain level of care while others do not? For example, one bereavedsppouse

accept informational materials to help with the loss, and be content with that |suglpairt,



never to return for additional help. Another may choose to accept the informatioeaélsat
along with an invitation to regularly attend support groups and/or individual counseling to
explore strategies for coping. Still others may continue on with the organibgtvolunteering
to assist with other groups of bereaved people. Some may opt to join several groupk and see
out a grief counselor for individual sessions. By exploring these concerns, ingght int
bereavement in general terms is another possibility. As a resultes gkresearch questions
are used and administered in personal interviews.
Research Questions

The following research questions are the focal point of interest in this sijdyhat is
the experience of formal grief care for bereaved spouses?; 2) Why dpsopte attrition out
after a certain level of formal care and others do not?; and 3) How do variousftygpesal
support services aid our understanding of bereavement?
Rationale, Relevance, and Significance of the Study

The interests in the above research questions stem from the knowledge thaleattilis
a universal occurrence, patterns of grief and mourning are not. They are shaplesf bpdbe
value systems which are not homogenous across societies. In the West, gragfrigzes as a
personal state and grows from a culture that views human life as revered labther ypes of
life, and honors and nurtures individual experience. Reactions to the loss of life tveegie
individuals and among cultures, ethnic groups, and by the emotional culture of the tiosts. M
of us will, at some point in our lives, experience the death of a significant otherhat/tres
loss involves a spouse, domestic partner, parent, child or another close relationsaqp,ishe

that with the passing of this person, our lives change. How we deal with loss mas&ake



forms, and how we are helped through our time of grief ranges widely from being left
completely alone to being surrounded by informal support and formal care sgstgssrvices.

Interdisciplinary studies on the topics of grief and loss are on the rise anagistsol
provide noteworthy contributions, as Walter (1999) and others have shown. In particular,
researchers recognize the complexity of the experience of losing a shs@&ehuchter and
Zisook (1986:295) note, “spousal bereavement is often the most profoundly disturbing and
disruptive event in an individual’s life.” In more recent studies of the widowetigipants are
often older widowed people (e.g., Zonnebelt-Smeenge & DeVries, 2003) when widowhood is
more expected (age 65+). A larger percentage of women are widowed, rafckéh@omen are
more often the subjects in research studies. For these reasons, | attengpatidress gaps
surrounding the concerns and issues of formal grief support for a younger set of thedwidowe
namely, Baby Boomer spouses (ages 46-64 at the time of data collection) andmid tog |
population by gender or type of loss.

In addition, a great deal of our behavior and emotional expression in the West occurs as a
reaction to social structure and culture. Modernity, as a particular amangef social relations
and as a social structure, throws people into what Walter (2007) refers to adiéigiten
faced with misfortune. He suggests that there is a more fragmentablasatgeographical life
of most modern individuals where there is a heightened sense of a need for help. ufake cult
response to this disorganized network of social contacts involves turning towardg$aatiméw
science, progress and the experts to escape the isolation now felt. Osit@aacssnt
communication, such as in online venues, or through news sources, provides new ways for
people to network and relate to one another, perhaps creating a new sphere stexperti

knowledge. Walter (2007) argues that the separation of home and work along with udrgnizati



mobility, and longevity affect the social context where mourning occurs. Thigiogan
landscape, he posits, also produces a desire to find unity with those who have similar
experiences, yet also creates ambivalence (as the self is vievwedaashority) about whether
the individual is going about doing things in the right way.

The bereaved individuals in this study appear to want to have permission to grieve in
their own fashion (self as authority), but also desire the knowledge as to whethare doing
things properly. All of these participants explore recommendations for feuppbrt and seek
advice outside of the informal support systems. There are numerous scholddy spanning
decades on how people attempt to make sense and find meaning when facing argige#ith
and/or loss (e.g., Riley, 1983; Davis & Nolen-Hoeksema, 2001; Neimeyer, et al., 200@usVar
avenues are available to people to undertake this task, however few reseacthatrfiow
formal bereavement care is experienced and understood by the bereaved popultatielveise
and how they make sense of this help.

This lack of research is recognized most recently in a systemagevret’the current
bereavement intervention literature by Forte, et. al. (2004). The authors tedvaoeentrating
on types of interventions and care for bereaved persons that improve key outcome®and are
value for the bereaved individuals themselves. In my view, in order to acconidistmné
experiences, expectations and needs of the bereaved recipients of saidcctvdadamown and
evaluated. This dissertation addresses the formal care for bereaved spans®ger changing
social landscape where the role of experts is blurry and rapidly shifting.

There is also a recognized gap between the information and programs thatitee se
providers use and the information available and cited in the literature (&yit\prk Group

2005; Center for the Advancement of Health, 2004; Jordan, 2000; and Neimeyer, 2000). As a

10



result of this disconnect, it is noted that the consequence is a ‘general lack sfamtieg of

grief in the service professions’ (Center for the Advancement of Health, 2OBreen and
O’Connor, 2007:204). A report by the Bridging Work Group in 2005, for example, discusses
how those who provide formal bereavement services prefer to obtain information orognief f
popular books, their colleagues and from workshops instead of from publications in scientifi
journals. It is my hope therefore to disseminate these findings widely asfié teelpeth those
who provide bereavement care services and to the clients who seek help.

This dissertation approaches these concerns by interviewing those served through
bereavement agencies in Michigan. In addition, it presents the types of infornaakvice, and
support that are available both before and after a spousal death. In particular, gtiolésones
in spousal loss among the Baby Boomers are brought to the forefront in this studgas an
cohort, according to Carr (2006) that will produce tens of millions of spousal/partaén tbe
coming decades. More so than other generations, members of this cohort areuateongctto
seeking outside help for personal problems and believe “that everything shouledoarfik
everything can be fixed” (Pine, In Hall & Richter, 1990:S1:1).

This study provides the potential to gain a new understanding of formal beszd\eare
by interviewing the recipients of these services from five Michiganagg@and reporting
results. Prior to this study, no researcher appears to have produced a quapativerr
whether or not we are meeting the expectations for care in bereavemenouoiarywidowed
population (<65 years of age) who are recipients of formal care. Lab#lieVe that |
accomplish the goals as set out above, and as the following chapters willlatestrée
contributions to sociology (self and identity), thanatology (experiences edi\mt spouses), the

sub-discipline of medical sociology (medicalization of grief, sociology of thg)katl for

11



various other professionals (e.g., nurses, social workers, gerontologist&lomjridergy, etc.)
who provide care for the dying and the bereaved.

The significance for sociologists in general lies in the emergent tbkaeneompromised
self for individuals experiencing a sudden life change, one where they neathtarleascribed
role and may find their informal support inadequate. Thanatologists stand to gain a ne
perspective on the continued importance of exploring the specific needs as brahght fo
bereavement care narratives for Baby Boomers who lose a spouse. Disonghianmsedical
sociology on the concept of medicalization, in particular of a normal life exmerisuch as
bereavement, will be aided as this study can shed light on the interesd telabw grief
continues to be constructed within communities of support groups. Additionally, those who
study the sociology of the body may find value as it provides a glimpse of the preskass of
caregivers [bodies caring for bodies] in end of life situations when therermiadkillness.
Psychologists, clergy and other professionals who work with clients in enfd-of-|
bereavement may benefit by hearing about the experiences, needs andgesfef¢his select
group of Boomers. Lastly, identities such as patienthood and personhood are evideat in thes
stories of loss and how they are played out appears to be an important contributimg ieleme
adjustment to bereavement. These findings may aid medical sociologists@madlggrsts
who examine identities, patienthood and personhood; family sociologists who study hosv peopl
learn and embrace new social roles throughout the life course; and assisiqmafes
practitioners, and agencies who offer support in palliative and end-of-life care
Relevant Theoretical Framework: Symbolic Interaction

The above discussion shows the need for a better understanding of meaning ednstruct

within bereavement care for those who have experienced the loss of a signifiean©oe such
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approach is to frame meaning construction through the use of symbolic interactign based
on Mead’s (1934) core principles of meaning, language and thought. A humanistic onestati
adopted given its creative meaning, free will, rules, and liberation. Interagves humans
meaning, yet these meanings can change at any moment (free will). Teharesufor
interpretation of the meaning, language and thought, yet people are free to find their ow
meaning (liberation). Mead (1934) along with Blumer (1937) argues that measoaly
constructed by the way we interact with others as well as how we remca frange of agents
and factors that influence us. Blumer (1937) first coined the term symbol&dtdeism in an
article where he explains how active participation in the life of a group ndésethe social
development of an individual (Farganis, 2004). This approach looks at how people experience
society and how they shape the reality that they experience.

Symbolic Interactionism (SI) teaches us that the reality people erperis variable and
changing. It has its origins in the views of Max Weber, a German socioldgpstmphasized
understanding a particular setting from the point of view of the people in it. gdkeepts
include symbols, nonverbal communication (such as gestures, facial expressionss yasture
face-to-face interaction. Erving Goffman (19%®pularized a type of interactionist method
known as the dramaturgical approach, where people are viewed as theatiocaigrs. The
dramaturgist compares everyday life to the setting of a theater and stages akists depict a
certain image, all of us seek to present particular features of our peresmdtie we conceal
other features. So, in a support group for a bereaved spouse, for example, we rhaynfssd t
to project a serious and solemn image, whereas at a family wedding, weamizty look happy

and friendly.
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Other sociologists, including Homans (1958) and Blau (1964) have developed social-
exchange theory which is the idea that interaction is guided by what each pemndsrisgain
and lose from others. And Cooley (1902) whose work increased our understanding of groups of
relatively small size, saw face-to-face groups such as familiegs geud friendship networks as
the seedbeds of society. He felt that they form people’s ideals, beliefss aad social nature.
In his famous concept of the looking-glass self he emphasizes that thelselpieduct of our
social interactions. This self, according to Cooley, results from a persagsmetion of how
others view him or her. In a support group setting then, it is possible to adopt our sdlf-identi
based on incorrect perceptions of how others might see us (or how we might view ourselves)
from comments or reactions to stories and expression or non-expression of emoticanfaeex
This interpretation could lead to either presenting or concealing features pérsonality
(dramaturgy) to depict a certain image. To explore the interactiomsedvark for this study, |
use an interpretive reflexive analysis as | believe (following Mauthri2oédcet, 2003) that the
researcher, their method and the data are not detached entities, ratheg thégxavely
interdependent and interconnected.

This use of a symbolic interaction framework builds on the methodological and aalalytic
approaches adopted during the construction of the interview instruments and coaieadysss.
It is, in part, based on a critical approach to understanding the bereavemerpeaanees
through interactions as discussed by these subjects. It attempts to getiahgjuegarding how
these bereaved individuals receive, perceive and interpret information and sup it fgmnef
that is on offer to them by these agencies before, during and afterfecargrioss. These issues
are important to generate knowledge in bereavement care. While exploringxpesences of

care, questions at the forefront of my thoughts include: What social interacedagiag place
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with this group of spouses? How do these interactions in a support group setting impact the
experience of bereavement? Additionally, what type of knowledge should be createddmel
how will it be beneficial in understanding spousal loss and bereavement in general?

Answers to these questions help with examining human communicative behavior from
the participants’ perspectives. This examination begins with the role ofitl@d@rogresses to
an exploration of the self in society while facing a life-changing ttiaanamely the loss of a
spouse. Symbolic interaction recognizes an individual's freedom of choice alibngxtarnal
constraints, acknowledging the validity of constraint but also emphasizing theéamgeoof
shared meanings. Using this approach enables an examination of the thoughgs, &eeli
actions of the bereaved so as to gain insight into the delicate relationshipsctioesdave with
each other, which includes the relationship with the deceased person. This approvéidnaws
symbolic interaction theory but critics suggest that it typically ignorestiens. A study by
Forte, et al. (1996), however, used this angle to examine the topic of grief inrapaess
intervening in a bereavement group, and they found it useful. These authors claimcehat
emotions have their origin in group relations, then vulnerability to poorly adaptivegjust ias
much a result of social environment as it is personality. Their pilot study a8aad’s
symbolic interaction theory to assess social workers and how they faghtstevork with
bereaved individuals. By interviewing 20 group members, the data show that sharedugief
in a group setting helped the bereaved to compose social networks which then aeabtes t
regain the number and types of connections that they had prior to the loss.
Interpretive Reflexive Analysis

An interpretive reflexive analysis is utilized that entails the shared stadeling of what

it means to be a widow or widower in a community of bereavement care supppératalar
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time in history. The use of this type of analysis is aimed at gaining ardeejerstanding of the
nature of the bereavement care experience. How do survivors make sensg/pétbisare?
Individually? As a shared meaning? How did the participants find out about the care,
distinguish it, describe it, assess it, remember it, make sense of it, and talkabout

Through the use of this style of analysis as a researcher, | cyitiefdict on what my
biases and blind spots are and why | think the questions | am asking in this studiyvard.re
Through this reflection there is an openness and ability to hear questions and segehati
these inquiries that | had not even considered prior to engaging in this study and with the te
(e.g., ‘tell me about yourself’ was a much harder challenge than | had eXpelttis during the
interview that reflexivity required an analytic approach to account for apece‘the different
meanings brought to the research by researcher and volunteer’ (Parker, 2008eldgflexive
approach helped me to recognize that constructing is a social development, whicbdsgenn
in language and not positioned within one’s head (Steier, 1991). Through the words of these
participants and their concerns, the original research questions aregbalénd brought into
focus.

The data are analyzed through recognition of themes and then by attemptiregtoizat
conceptual issues relating to the substantive content of the research. | focuseys ammy
research questions and how these spouses experience, describe and account forené Icsaee
to provide the thematic analysis. Next, based on reflexive reading of the ptsaond an
attempt to understand the meaning of bereavement care in the social contevdiaad, |

develop a conceptual framework.
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Limitations

Limitations of this research include the study sample of people who areyaleead/ing
formal care. Research on the value of support groups for bereavement notes tHétiilidali
ascertain accurate views because of the populations sampled, namely those selffcsatecting
and attending groups (Thuen,1995; Thuen & Sandvick, 1998; Zonnebelt-Smeenge & DeVries,
2003). Demographic variables also prove limiting as participants are recruitstinotcireas
within a large Midwestern state, and values of the Midwest may have infludrecessults.

Also, racial factors involving bereavement care participants is absentsikeemianost all of those
who contacted me to be interviewed self-identified as Caucasian (35/38). afdhex@ special
ethnic, racial or socioeconomic groups. The participants were financialiseséectrelatively

good health (37/38) and perhaps more educated than their peers. As a result, no gensraliza
of these findings are intended.

Additionally, results must be viewed within the context of other limitations,diog)
sample size, participant recruitment, interview protocol, participant diersd participant
disclosure. The sample size allows for an exploration of relevant themes artd abpec
bereaved spouse’s experience of care but because of the number of partaipants
generalizations about the larger population of Baby Boomers should be done with cabéon. T
final sample is also biased as it was self-selected (37/38) in that pautscigao were already
attending support groups asked to be in the study. Because of the use of a symiamtmomts
framework, | am concerned more with the interactive and dynamic prodssessch the
widowed self is formed, and so there are little comparisons within the samjdeq there was
an obvious disparity that was brought up by the participants, e.g., such as datingscbycer

men with little mention by women).
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The interview protocol could be viewed as insufficient as there are factors lnoleitic
that may have an impact on the experiences of formal care (such as lengthagfanguality of
relationship, etc.) which were not addressed. Participant diversity wésdichie to the criteria
and because of the type of individuals who are receiving support from these agkmiiady,
variation by age, ethnic background, gender, and type of loss (sudden vs. ilagseught, but
again, the limitation existed and was beyond my control. Lastly, participardsiliselmay have
been censored by a few of these participants due to the nature of the deathsit\es)ari the
nature of the relationship (same two are divorced). Even though | assured thietimeall a
beginning of the interview that all information is confidential, obvious hesitation oa som
guestions and probes due to the sensitive nature of the topic is evident, which shows a concern
for complete trust in my ability to obscure their identities. Despite tiragations, the results
raise important concerns for those who study spousal bereavement and for those who provide
professional care to this population.
Synopsis of Chapters

Following this introductory chapter, which addresses the statement of thenproble
purpose and goals of the study; research questions; rationale, relevancmdicdrsie of the
study; and limitations, Chapter Two provides an overview of selective literattire fields of
selves, identities, negotiations and transformations of selves, small groups, gupmast
(including bereavement support group formats) and specific support groups for theedvidow
population. The review was constructed based on the main finding in this study which points to
compromised individual and social selves as evident in an on-going struggle totraatdhe
self after spousal loss. The selections within the categories echo conlaptsteethe findings

from the data.
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Next, after the introduction to Chapter Three, the research design sectifiasclehny a
gualitative methodology was chosen by providing a methodological rationale, anteketue
research design and experience where | give the reader specificgyriiom my assumptions to
ontology, epistemology and methodology that dictates the paradigm selection, dalongywi
interactions with participants in this study. | then move into the methods focsrédgeuitment,
the sample, including the criteria for sample selection. Following aresectn the interview
setting and human subjects protection. |then give more detail on the instrumdrity tisis
study. Next, | explain the pilot, the interviews and the confidentiality otcieltl data. A
thorough discussion of the systematic coding system used from ongoing analyiis muring
and after data collection, to field notes, tables, and transcription notes is provigedhapter
then moves into the steps used for pre-coding, and first cycle coding, which inclodes ha
coding, development of a codebook, emotion coding and themeing the data. Second cycle
coding is discussed and involves pattern and focused coding methods and entry of tiie data i
NVIVO qualitative data software to organize data for analysis. Post-cadihgn highlighted,
which incorporates the analytic process between coding cycles and write-up.

Chapter Four- A Selective Historical Overview of Literature, Models drabiies in the
Discourse of Death, Dying, Grief and Bereavement examines selet¢iniesathat were
significant in the development of a discourse on grief and bereavement (includthegsiub-
discipline of the sociology of death). It also highlights grief models and éseover the years.
Subsequently, it investigates the sequestering and medicalization of dytigadd grief, as
well as specific medicalization of grief through the distinguishing of nlbam@abnormal
categories. Then, an appraisal of contemporary emotional culture is pceakmtg with a look

at how meaning construction and narratives are a part of the landscapeavébenet services.
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Next, the age cohort under study for this dissertation, the Baby Boomersyasigetd and
discussed along with their demands for knowledge and services. Chapter Four themtoove
an exploration of the extant literature on spousal loss. To accompany thesag,dheee is an
exploration of the nature of bereavement care and the most often used types of sopiged.pr
This includes personal conversations with professionals and examining support groups.

Chapter Five — Results-2, Suddenly Widowed, begins to report the findings of this
dissertation on how Baby Boomer spouses currently define themselves and hoavthdgdit
with some of the struggles related to their new social role. This entaiig lisé demographics
of the population studied along with examining sociological concepts of the definitiet, of s
narrative re-construction and reporting of experience. Insights aetstrahow these spouses
came to make sense of their new identity and their loss of a spouse. Lastly,agismgiven
along with a key theme that begins to come into view, that of a fragmentedeethafloss of a
spouse, one that is conflicted, compromised and searching for meaning at both the iratididua
the social level.

Chapter Six —Results-2, Formal Bereavement Care, explores formal supporarthad he
this dissertation, and looks at the experience of this care through personalattwomnersith
participants which highlights the support groups, in particular. Discussions on how these
surviving spouses desire a familiar person/place in the initial chaos and takeasohafer
normal through a shared experience is explored. Next, is a look at the four other tthegme
emerge namely, 1) the importance of a support grougatedaveno do ‘grief work’ and re-
construct one’s wounded self and life narrative; 2) the valueslbéiged experience of spousal
losswith other widowed group members; 3) gignificance of a communityhere significant

loss is explored; and lastly, dhmet needsurrounding both pre-loss and post-loss concerns.
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The concept of grief work in support groups is also examined along with the statsd tel
spousal loss, namely emotional and readjustment stress which are viewed through two
postmodern models for bereavement, the Dual process Model of Grief and theichiddiedel
of Spousal Bereavement. Next, | discuss the overall helpfulness of the supportagrpups
forth by these bereaved spouses. A look into whether (and how) these spouses learn to be
widowed is presented. Lastly, | include two final sections on areas of inighésh are on the
difficulties of the ‘remnants’ from the deceased spouse and discussion on some unusual
occurrences, or ‘extraordinary experiences’ for 8/38 of these participants.

Finally, Chapter Sevesummarizes the ways in which these spouses construct an image
of themselves through their stories of loss and subsequent experiences ob&ygaakment
care. It revisits the three initial research questions and shows how tledeeesed and
answered through this study. Recommendations for future research are aissedisgrased on
the findings of this study, such as extending group support meetings, trainirgttasito
address concerns and topics as they arise including readjustment stieentiythg both pre
and post loss stressors are critical. Strengths of the study are highlgltdiscuss how this
sample drew from a good representation of agencies who provide grief care. [Tidissnc
discussion on the use of a wide geographic area of Michigan residents and thdnesawfe
instrument for 35 of the 38 participants. In addition, the justification for use of N\d&ta
software program are given, which in part enabled an efficient oegamzf the data into
parent and child nodes and decreases the error and provides additional clarigsigheof the
interview guide is also presented as a strength as it provides ample spgmenfdiscussion.
Lastly, strengths include peer debriefing by a thanatologist anda smcker/psychotherapist

who are both currently work as practitioners with bereaved people. Next, inoplscdr
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practice, education and research are given and highlights how this study informsdHosg

in the field of bereavement care. Further, it is outlined how information from thesses

helps us to recognize the need for more training and education for end of lifeockeesvirom

an array of professionals. Implications in research include the a tiealitaat there needs to be
a wider dissemination of research in the communities who offer bereavemeaspacelly in
terms of recognizing the ongoing needs related to readjustment stresseasptieses point out.
Chapter Seven comes to a close with final words about the storyline of thisatiigsevhich

has investigated the experience of formal bereavement care for thespaad. It is a story
where the bereaved spouse suffers greatly as they look at who they are newewhil
constructing the past. They examine the present struggles as walltaeanvithout their
spouse as they re-construct the now fragmented and compromised self to adopt a new and

undesirable role as a widowed person.
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CHAPTER TWO - LITERATURE REVIEW

Introduction

The 2f' century ‘self,’ is constantly under construction. It is typical to hear the phrase
‘it's all about the stories’ in reference to our selves, our experiences, andesiials the self is
‘storied’ or narratively constructed (Bruner, 1986; Rosenwald & Ochberg; 1992; Gu&rium
Holstein, 2000). Some researchers, such as Gubrium and Holstein (2000) have noted that the
self arises out of social situations. For example, in a world where social kietyvisr
connecting an individual to more strangers than real ‘friends’ on a glola] weaform our
virtual identities. We find out who we are by how these others (who are only gigtathected
to us) respond to our online postings and actions. This idea of learning about the self tleough th
responses and actions of others has its roots in Mead (1934:138-40]:

The individual experiences himself as [an object], not directly, but only indirectly,

from the particular standpoints of other members of the same social group...[The

individual] becomes an object to himself just as other individuals are objects to

him...it is impossible to conceive of a self arising outside of social experienc

The idea of the social self began with Mead who argued that the self isiarcoddtoth
a mind (which must have a distinctively evolved brain) and a society in the sensFaiftiohs
with others. By the 1950’s, approaches to studying the self had split into two cah®s --
Chicago School which argued that the self was impressionable under most conditidhs, an
lowa School which asserted that the self was basically fixed and could b#iedant

Social scientists continue to debate the stability of the self, though what veaknmwen
in two camps has become many. Structural interactionists, for exampleglibhethe self is
centered on specific roles and is therefore predictable. Dramaturgisisjrigl Goffman, argue

that the self plays to the audience, switching scripts depending on perceived notvbias thie

audience expects (or what the actor can get away with). The postmodesamesiget another
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take, suggesting that the self is constantly being constructed based onisncistances, and
that each self is as genuine as the last.

If the self is a social construct, then new situations, such as becoming a wjdtw¢e
the self to be reinvented. Experiencing the loss of a significant other, treedbthis research,
places the self in a social space where various negotiations and transimsmaboth
individual and social selves take place outside of informal support systems. Givenmmaty
society’s shallow and often desolate response to death (Walter, 1999), it is aiethftjault
for bereaved individuals to be authentic about their grief in public due to social sanations f
acting ‘abnormal’. Intense expressions of grief have a tendency to frightfolind people of
their own mortality, which makes for an uncomfortable situation (Kinderknecht & é$odg
1990). As a result, the bereaved person often seeks assistance from others who atbeoutside
informal support system, or are given referrals for professional counsdliy are instructed
on where to find formal support by well-meaning friends, family members an@dd@ss.
These types of responses from informal systems can also contribute to makileg“feee| that
their behavior is abnormal: society decides when one has grieved long enondgtstkige
bereaved know that it is time to bury the dead and get on with the living” (Kinderl&echt
Hodges, 1990:47). A new identity is then constructed in a new environment —where one learns
how to manage communications with informal support networks, often presenting ong identit
with those in the informal network and another within grief and bereavement groups. A new
social role is tried out in places such as support group settings where sihelarand group
facilitators act as friendly editors in the reconstruction of self in bersant.

This chapter presents Walter's 1999 typology of the social context of bere@viem

traditional, modern, late modern and postmodern societies and then moves into an overview of
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selves and identities and negotiations and transformations of selves. This background i
supplemented with a review of small groups, support groups, and includes a discussion on the
types of support groups for the bereaved person and some of the distinct roles and orientation in
these groups. Lastly, support groups specifically for the widowed are mesent

Selves, Identities, Social Roles & Self-Construction

At this point it is important to understand a distinction between self and idelolgmytity
is a term that is used throughout the social sciences to explain a person'®foameht
expression of their uniqueness or their group associations. It is anything ¢brasvtiory can be
told, whereas a self is the embodiment of a range of identities. A marridd haam with a job
and career can be said to have the identities of a father, a worker, a husband, asetralla ba
fan, etc., and all of these, including how they are performed, become thenssdichlcase, the
identity arises because it is in conflict with other identities, leadingamartie that identities
are social -- created in interactions -- and therefore, the self is alab 38then an individual
experiences a loss of someone who is key in creating identities and self --& spomesfriend,
etc. -- that identity is challenged, leading to a compromised self.

It would be pointless to maintain this distinction between the self and identities
throughout this work, except to say that widowhood -- the focus of this study -- is a cotnpone
of both an identity — spouse -- and the self. For heuristic purposes, | will malhedanguage
of the self, as this entails the whole person, unless | am specificallygtalkout a precise
identity that is grounded in the self. To understand the bereaved self in postmodern society
Walter’s (1999:185,186) typology of grief contrasts death in traditional, modermtatern
and postmodern times (see Table 2.1 below). Walter (1999) explains that there raasltbten

in this area, and that today we tend to see an interchange between public provisions and the
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private experiences when dealing with many difficult situations. One egasiblat more

people (mostly women) are writingibout their private experiences of grief and many are being
published in the popular media. Some perhaps do this as a therapeutic outlet alone, while others
hope to help people who are struggling with the same experience and some authbet tiag t
write for both of these reasons. It has been suggested that in postmodern timés rsarrat
replacing ritual. Since a great deal of re-construction goes on wittahfatives, Walter
[1999:187] points out that there is more training for professionals on the topic of beeshwe
order to provide help with the disrupted narrative, in understanding the loss and in caomgstructi
the past, present and future story. He suggests that the experience for tdeahdivi

...now becomes authoritative in a de-spiritualized, de-ritualized, de-sodialize

understanding of bereavement. At the same time, scientific medicine no longer

ignores grief but categorizes and theorizes it, so that the bereaved individual

describes his or her own experience with semi-psychiatric terms sucttlas ...

grief process’...Grief is now regulated through these categories and thheugh t

possibility of expert counseling and mutual help groups...

Walter’s typology (outlined in Table 2.1 below) presents the self in postmodesadsne
the authority and as free to define its own grief compared to traditional, mauklae modern
times. In late modern times, he asserts that bereavement was dominatef@$siqrals,

whereas in modern times it was defined by the medical community, and in traditioes|

religion was the authority in shaping death, dying, grief and bereavement.

3 In the last five years, for example, we have seen an array of memoirs on the topic of
widowhood alone, including Mary Francis’ (20I0he Sisterhood of Widows: Sixteen True
Stories of Grief, Anger and HealinGarol Brody’s (2009Widows Wear Stilettos: A Practical
and Emotional Guide for the Young Widamd Joan Didion’s (2007) bestselldre Year of
Magical Thinking and many more.

26



Table 2.1 Walter’s (1999:186) Typology: The social context of bereavement

Traditional Modern Late modern Postmodern
Social Community  Public Professional Private
Context vs. Private expertise experience
defines private becomes
experience public
Authority Religion Medicine Therapist Self
Bereavement
Experience  Social Private grief  The grief process MHG (mutual
Mourning Anomic grief Counselling help group)
Required
Language Ritual Stoical Expressive talk Expressive
Reserve /narrative talk
The dead Group Privately Let go Live onin
Ancestors experienced conversation

Publicly forgotten

If postmodernism is characterized by the ability to construct stories on one’sowvd,ahe

task then by professionals is to companion those who are grieving. This involvesgasikt
their attempts to construct the story of the death and loss and to aid in (re)dmgsamiémage
of who the deceased person was in the shared relationship, which is challenging githen tha
facilitators and the group members did not know the deceased person.

While postmodernists argue that all stories are legitimate and neasstogi constantly
emerging within the social landscape, the structural tradition of symbamationism contends
that individuals and groups maintain comparatively steady sets of socr@hggeand social
relations (Callero, 2003). These meanings and relations include social mlless,(2001) and
identities (Stets & Burke, 2003) which serve as resources for self-odimtrtuFrom this point
of view, people come to see themselves as others see them; and there is sriaeiwégsfor

new stories of the self (Kinch, 1963). Stryker (1980) notes that identities arecipsirts of
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the self defined by the meanings and expectations associated with netwadnp@sit role
expectations” which are components of a social structure and have behaviocttomeas the
result of social interactions (Callero, 2003:125). Callero (2003) also points out how &trgke
Burke’s (2000) research emphasizes the influence of the social structuréstrustire, which
in turn affects behavior. It is important to recognize that the social contdyd conditions
under which this self-view is most likely to occur needs consideration.

For this study, the support group format provides the social context for negotiating the
self, along with the length of time that a person has been experiencing bexstivéime
widowed self, for example, is ascribed and preserved in society as arslegigkt it is subject
to alteration in a continuing interpersonal context within a group of other bdrear@duals.
Each person, then, carries a stock knowledge of grief, acquired from personareqseaf loss
and the resources within their social location. New circumstances pave the leamn a new
identity, one that is being constructed on a personal and social level.

Cerulo (1997:397) suggests that new communication technologies have opened the door
to a wide range of ‘generalized others’ which alters ‘the backdrop against werdity is
constructed.” Further research by Altheide (2000) points out that the persuasidmofdgical
devices can be seen in the founding of ‘media communities’ that add a new element to the
physical and symbolic surroundings of our everyday lives. This in turn works to thiel i
construction of a self that is less place bound, and as a result, the self is reuldptrsdent on
‘the [real world] definition of the situation’ (Meyrowitz, 1997, in Callero, 2003). Thisines
evident when, through advertising, the mass media construct and sell identiég ithaigportray

the self in a manner that benefits the production side of a consumer economy (Ewen,& Ew
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1992). Separateness and individuality are created and encouraged in various siew way
providing more impetus for the individual to continue consuming in search of a better self.
Along those same lines, Knorr Cetina (2001:525) refers to contemporary society as a
‘postsocial environment’ where the emphasis on individualism discards tradioomasl of
sociality. She notes that ‘the modern untying of identities has been accompaaied by
expansion of object-centered environments which situate and stabilize selvesjra#fiidual
identity just as much as communities and families used to do.’ In this sense, non-huraisn obje
such as a cell phone or laptop computer, become resources for which one can baseyan identit
Some scholars have suggested a post mortem identity (PMI) (Weigere &elgjtge,
1986) and more recently, a life-self and a death-self (Shoshana & Teman, 2006)rnidre
identity, PMI, refers to the self's identity after one dies and the bodypeséid. According to
Weigert, et.al, (1986:110), “identities are distinctively human, and they affewl relationships
regardless of physical presence at, or conscious involvement in, interactioithbes

continue their argument by noting that symbolic interactionists suggest that bemgs are

viewed as social objects and society as the organization of identities (i.e.,thaitQéS)?'
They also remind us that Simmel (1950:410) stated ‘Man does not end with the limgs of hi
body or the area comprising his immediate activity.” For these authors, thidasddentities
after one has stopped breathing.
The notion of identities both in life and death (Shoshana & Teman 2006:557) involves a

concept of ‘transitory movements’ to suggest that there is a ‘waltzing’ moxdragveen life

4 Along these lines, Tony Walter (1999:191) also contends that ‘the dead are theactoitsal
in mutual help support groups for the bereaved, as members are free to talk about the dead
without any judgment which then gives the dead a communal and social existence.
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and death which bestows the self with meaning and situates itself at theafehe ‘self-work
of agents.” From this standpoint, the binary structure of life and death is no pbagsible.

Stets and Burke (2003) suggest that behavioral patterns within and between individuals
have diverse levels of analysis, which is key to our understanding of the relati@ebeself
and society. Their research points out that people are at all times rooted irytbeciar
structure that is, at the same time, being shaped by themselves. They asser

At one level, we can look at the patterns of behavior of one individual over time

and come to know that individual. By pooling several such patterns across similar

individuals, we can look at the patterns of behavior across individuals to see how

these patterns fit with the patterns of others to create larger pattetsaoidr.

It is these larger, inter-individual patterns that constitute socualtate. (2)
Holding the assumption that there is a mutual association between the self atyd(Stigiker,
1980), it is understood that the self influences society and vice versa. In the toisisr
accomplished through the behavior and actions of individuals which then results in networks,
institutions, groups, organizations and so forth. When society influences the seljdieist
through shared language and meanings that enable someone to take the role of timgageer, e
in social interactions, and view oneself as an object (Stets & Burke, 2003). Gubdum a
Holstein (2000:96-97) argue that these are “trying times for the self’ ett@isocial
landscape has disappeared from the personal self:

The personal self remains our primary subjectivity—a self we live by—imit it

now produced in a proliferating and variegated panorama of sites of self-

knowledge. These are domains whose participants regularly turn their attention to

guestions of who and what they are, or could be. From counseling centers,

therapy agencies of every stripe, augpport groupgitalics mine]to spiritual

fellowships. Internet chat rooms, and television talk shows, personal selves have

become big business, the stock-in-trade of a world of self-constituting ilostgut

which increasingly compete with each other for discerning and designating
identities. (emphasis mine)
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These observations are also made by others, such as in Gergen (I9#2pmturated Self
Foucault (1988:11) showed great interest in both the interpretive process and substance—t
continuinghow’sand the expansiwghat’s of self-construction (in Gubrium and Holstein,
2000:101) and contends:
...the way in which the subject constitutes himself in an active fashion, by the
practices of self...[These practices] are patterns that he finds in hisecaitd
which are proposed, suggested, and imposed upon him by his culture, his society
and his social group.
These views of Foucault (1988), Gergen (1992) and Gubrium and Holstein (2000) all point to the
reflexivity of social action and social structure (see Garfinkel, 1967). Totegs of reflexivity,
according to Mead (1934) and others (McCall & Simmons, 1978) establishes the nucleus of
selfhood. The self, at its core, is defined by a reflexive process, the #elleathan experience
of self-objectification, and is an important conceptual tool at the level of salfiimgs, self-
image and self-concept where the historical, cultural, and political speaifidentity are
uncovered (Callero, 2003). Since the self materializes in social interawitbnsthe context of
a multifaceted and distinct society, Stryker (1980) [following James’ (189 vemntends that
the self must be just as multifaceted and distinct (self reflects sacgiynent). Stets and Burke
(2003:8) argue that this view holds that “there are many different selMesraste different
positions that one holds in society and thus different groups who respond to the self.” The

majority of our interaction is with people who occupy positions (statuses) in groups in our

society and “any identity is always related to a corresponding coidetatity” (Burke, 1980:8 in

Stets & Burke, 200?3. When these interactions are explored, one finds the existence of both

agency and social structure (Stets and Burke, 2003). For example, in a cosgmoata one

For example, a wife’s identity is enacted as it relates to the husbantisyidehild to parent,
worker to employer, group member to facilitator, etc.
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will find instructors playing the role of teacher and students playing the rosdgdents. On the
surface it seems that everyone has their position in terms of an agreed upostrsmtiak. The
students, however, as agents, can produce a role through their behavioral selectiorisiand dec
and engage in negotiation, give and take, which includes conflict with the instructohand ot
students. It is important to identify that both social structure and agenat\aoek when
examining interaction between identities.
Negotiations & Transformations of Individual and Social Selves

The individual or personal self is thought to be at odds with the social world (Gubrium &
Holstein, 2001). This is exacerbated when the private and intimate space of dnalpset is
invaded by organizations and communications media where the self and its consitoigies
can no longer originate from within (Gubrium & Holstein, 2001). This invasion has been
accelerated in recent years by a proliferation of self-help books, telewisd internet programs,
support groups, and other venues. Hughes (1984) referred to these institutions as ‘going
concerns’ in the business of assembling and redefining personal identitienaR@950), in
his classic work on the American self, reminds us that one’s social sebigaming victim of
its times. Within this context, symbols and systems within society plaga flale in shaping the

self, though there is little reason to believe these symbols and systemseyizear

.6
homogeneous population.
Daniel (1984, In Gelech & Desjardins, 2010:63) suggests that ‘the self is a syntbol tha
enters into dialogical relationships with the other symbols and systems ditsigre operating

in society.” Gelech and Desjardins (2010:63) extend this in two key ways:

6 It is important to note however, that although the social self is highly influerycie: bimes in
which we live, it is also communicatively shaped as it is crafted in light cfdtial conditions
and biographical particulars of our lives (Gubrium & Holstein, 2001).
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First, others act as “coauthors” in the construction of the self by providing
information about our personal qualities. The self is therefore largely public in
origin, and under continuous reconstruction in light of new connections and
interactions with others...Second, the self not only interacts with other selves, but
also with the many symbols, signs, and meaning systems operating within local

and global worlds, and is therefore grounded in particular historical contexts...

With the expansion of the human service industry, Gubrium and Holstein, (2000:110) highlight
how the increase of professional self-constructive settings are leadimg¢ negotiations for
‘troubled and untroubled selves’

In the world of human services...the self is usually located at the heart of social

and personal problems and their solutions. In practice, these institutions construct

the troubled selves that they need to do their work...As Emile Durkheim (1964)

taught us long ago, we need the visible presence of the “pathological” to assure us

of what is ‘normal,” suggesting that just as we have more troubled selves than

ever before, we now have more untroubled ones as well.

Given the proliferation of signs and symbols in contemporary society, along viith sel
constructive settings, available others, and concern in the human serviced toitstie
reconstruction of identities and the self, there are numerous opportunitiesdbategs and
transformation of selves in the2¢entury.

One strategy when negotiating conflicting versions of self or a new identayevaluate
the situation in relation to others. Negotiation strategies, such as relafppmaisals, enable one
to form various versions of the self, both positive and negative, in relation to (perceived)
similarly situated others (e.g., Abrams & Curran, 2010). Abrams and Curran (2010u@Bdgl st
maternal identity negotiations among low-income women with symptoms of pgastpar
depression, and found these individuals:

...negotiated a conflicting version of their maternal selves by viewing their

depression and its symptoms as an entity outside of a core maternal self. smother

framed their troubled and depressed maternal identities as alien to their core
internal, or authentic selves.
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By using a relational dialectics approach, the self is viewed as fragharmdenultifaceted
where contradictory and competing discourses battle for acknowledgantkigentification in
relationships (Baxter, 2004a,b). In this space, selves are constructed andguk(Baxter,
2004b; Baxter and Montgomery 1996).

The dialectic process is complemented by transformational activity swehteg about
trauma in the life course. Writing has the potential to be an outlet experiengesnful to be
discussed in speech which involves others to be immediately present. Various therapies
support groups and professional counseling arenas involve journaling thoughts and feelings on a
daily basis and, in some instances, people are encouraged to write an@mtire gor
therapeutic benefit. These activities are meant to help the person in negaeatratitransforming
the self. This transformational activity of self is often promoted in small groups
Small Groups

Classic studies of small groups include Bales’ (1950:33) who used an interactiors proces
analysis as a method and defines his interpretation of the small group in thénfp\eay:

A small group is defined as any number of persons engaged in interaction with

each other in a single face-to-face meeting or series of meetingsicim @ach

member receives some impression or perception of each other member distinct
enough so that he can, either at the time or in later questioning, give some

. o 7
reaction to each of the others as an individual person.
This definition stresses that there is action involved on the part of the membsensakanism

of the small group. While there are numerous other definitions of what takesrnpsacall

! Although this definition is applicable to most small groups, Harrington and Fine (2000:314)
point out that with the explosion of virtual communication we should question whether face-to-
face contact is necessary for the existence of a small group.
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groups, Bales’ approach sets the foundation for my own approach to small group, adtinh

is discussed later in this chap?er.

Very recent work, such as Harrington and Fine (2000:314), helps to extend Bales’
thoughts into the present. These researchers examine five mechanismi$ griosips, namely,
1) the socialization of individuals to communal principles; 2) the space where timesaioal
standards and expectations can be challenged; 3) the establishment of netwguk’‘of nodes
where weak ties give way to a strong set of intimate ties; 4) ‘sjpacte collective
development, appropriation and interpretation of meanings and cultural objects’standbla
small groups are realms in which status processes and social identitydarsatic and
individuals are assigned to social positions. As to the first mechanism of sogd§git is
noted that because of the intimate setting of a small group and the importancgrotitht® the
identity of its members, socializing those who attend is easily accomplishede #ame time,
the small group is capable of challenging larger communal standards antheapscwhich
often can result in social change, i.e., social movements. This is possihleeetthe
“diffusion of cultural forms: traditions that spread from group to group in social networ
through weak ties, and then diffuse rapidly within each group” (Harrington an{Zti6e:314) .
Second, space is also provided to develop a collective identity, one where meadiogkuaal
objects can be interpreted within and for the group. In these types of groups it tisd épatr
status processes and social identity assignments, dependent upon the dimssaribed vs.
achieved), are made definite and these are used to allot social positionagtblarind Fine
(2000:314) point to how small groups function, referring to “controlling, contesting, onygniz

representing and allocating features of groups.” They recommend a resnroéthe study of

8 .
See section on ‘Support Groups for the Bereaved Person.’
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small groups in the social sciences. and suggest that groups are the micradosmadatocial
structure, one where the self transforms from an individual identity to eonelbbne and
eventually to a collective self.

These various selves are not necessarily continuous. Smith, Coats & Murphy (2001:120,
In Sedikides & Brewer) argue that in order to survive and thrive we need to fultysedf-
regulate at all three of these levels:

At the individual level, they [humans] need to profitably manage interactiohs wit

the environment (finding food and other valuable resources, and avoiding danger).

At the relationship level, they need successful dyadic bonds (mediatingcare f

infants, as well as sex and reproduction). And at the collective level, they need

ties to larger groups (for transmission of culture).
When bonds are severed at the relationship level, the small group may provide the
missing structure for dyadic bonds. However, the effects of the pressures totadhere
standards of behavior in the group (or norms) may be problematic. Early sociological
studies on small groups note that conforming to the norms of the group is expected to
move people towards a particular goal, which provide a sense of order (King, 1962).
According to this research, these norms then provide a structure so that social
communication with other members in the group can be carried on. In essence, through
these norms, group members are socialized in the small group. King (1962:37) posits

that:

Sanctions often provide a more compelling reason for conformity, and all norms
are provided with pressures to motivate conformity and discourage the tendency
to nonconformity. Group pressures result from the group sanctions. These
sanctions give support to the norms in the form of punishments for those who do
not conform and in the form of rewards for those who do conform These may be
in varying degrees-negatively, from a mere frown to show disapproval to a death
sentence for extreme punishment; positively, from a compliment to an award of
honor.’
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Because most individuals want to be recognized and accepted, they may conform tmghe nor
even though they are not in total agreement with them. Wanting approval, individudisihay
their authentic self to gain a sense of belonging. Both authoritative fiquatexlaer group
members (peers) are instrumental in persuading individuals to conform. M8g(E074)
famous study of obedience highlights:
‘the immediate presence of an authority is powerful in enforcing the claims of the
social system...Authorities have substantial power...yet peers...potentially have
this degree of social control, as individuals look for cues to learn what behavior is
right in a particular situation.” (Corsaro and Rizzo, 1988, In Fine, 2000:315).
Social control is evident at the intimate level of the small group in what Fine (2§66 to as a
‘particular hierarchy’ where people are positioned within the group. Equatigriant, Swidler
(1986) suggests that people in groups use a cultural tool-kit ‘to create symbolicaadiadd
structures that constitute collective representations’ (In Fine, 2000:31#) rfdw to a look at
the support group format — a space where emotional experiences and selbrggudahanisms
oscillate at the individual, relational and collective levels.
Support Groups

A patrticular feature of support groups that distinguishes them from othergmahls is
the effort to draw together people who have a specific common problem or need (§taimbur
Miles, 1979). Topics may be introduced related to the specific problem in an attexdptate
and engage participants. Some support groups offer social events or special annual group
gatherings (reunions if they are no longer meeting as a group) to promoteiedréngagement.

There are various kinds of support groups, though two are most often referred to in the

literature -- self-help and mutual-help groups. Mutual help, self-help, and naiduale used

with the above terms interchangeably throughout the general literature on support groups
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Among the major differences of these types of groups (including psychotrgfcams? are: 1)
the role that professionals play (i.e., mutual help has a professional facitate self-help
generally does not); 2) the extent and type of the group’s change orientatiomuiel help
aims at giving emotional support and information while self-help groups focusoge for
members); 3) the size of the organization’s membership; 4) the degree ofrtagabgtonomy
(i.e., resource dependence and authority to make decisions); and 5) the comptegity of
organization’s program and philosophy (Kurtz, 1997:3-8). The groups, according to Kurtz
(1997:9) may also be understood in terms of looking at an important similarity, thairéhey
“made up of fellow sufferers.”

Schopler and Galinsky (1995) use an analogy to make distinctions, placinglgelf-he
groups on one end and psychotherapy groups on the other with mutual help groups (also often
called support groups) in the middle, as these have the capacity to overlap wikk omogi¢her
end of the continuum. Also, mutual help groups advertise that their main purpose is that of
giving emotional support and information to persons with a common problem (e.g., bereavement
support groups), while self-help propose effecting change in the memberAlmhpalics
Anonymous). Participants of various types of support groups show evidence of an insider
identity as members understand each other because of a similar experieiscedihshared by

others outside of the group.

o Psychotherapy groups (which often charge a fee) look to produce individual growth and
change, are assisted by a professional therapist, and accomplisbktisdagh relationships
established among the limited number of members. Heterogeneity is vatokaljtsi of
problem is not a qualification (Kurtz,1997:7)
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Support Groups for the Bereaved Person: Mutual-Help Groups (MHG) and Self-Help Groups
(SHG)

The loss of a significant other person is something that one must experience to know the
emotional suffering of others who have had a similar loss. Numerous support groupsdrave b

formed around this experience — the loss of a significant other — and are refersed t

bereavement support groups. Sociological studies of these groups are riar,el@&@&lo One
exception, is the participant observation study by Wambach, as briefly mentioled waich
shows that counseling can be interpreted as a ‘performative ritual’ (in $888197). In the

three widow support groups studied by Wambach, findings show that widows and professional

(i.e., social workers, clergy and funeral directors) followed Lindemgi8'44) ideas of the grief

proces%l being set by specified times. Wambach (1985/6:209) argued that the grief jgocess
“a structure for publicly expressing grief that is as important as, nragibe important than,
mourning rituals.” Over two decades later, support groups for bereaved pedpderashing,

and continue to use this grief process framework and grief work allegory. lagesopport
groups, as stated above, have goals of giving emotional support and dissemmi@tngtion to
people with a common problem (Kurtz, 1997). For bereaved persons, these are especially
critical factors early in bereavement, even if the participants in the gredpraign to each

other and dissimilar in terms of age, social class, and even type of loss in #hatages of the

10 Carolyn Walter (1997:81) for example, reported on support groups for the widowed from a
social work perspective, which provided a short summary of the literature iedthiebvily on

her own experiences in relation to the ‘purposes, practice principles, commos,thecthe
evaluation approaches in designing and leading support groups for widows and widower

H The ‘grief process’ has been explained by Tony Walter (1999:107) as ‘a ptiogeskanges
you irrevocably...a process of transition...You shift from being an attached person to an
unattached autonomous individual...” He claims it was developed by ‘clinical loreh wiasits,
basically, one ‘grief process’, from attachment via emotional pain to autonomy.’
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process. Fusion is key in bereavement support groups, though fragmentation can osag if los
are dissimilar and subdivides groups according to the type of loss (into widowga$ gr
bereaved parents, sibling loss, etc.) (Walter, 2007).

To facilitate fusion in a support group, solidarity is based on similar experieathes r
than on pre-existing relationships found in traditional informal support systentgipRats
often will bond and find relief for their pain when in the presence of others who hade face
similar experiences. The more detached the participants are from infegtwalkks, the more
they claim to be understood only by the members of the support group. Modern conditions, such
as social and family fragmentation including the geographical mobility dath#y members,
provide fewer opportunities for the person mourning to talk about the deceased person in
everyday life. The group setting provides a space where the survivor can speatecktmed,
thereby gaining a ‘shared reality that they are denied in conversatiothase who actually
knew them in life’ (Walter,1999:79).

It is also important to have the self-help group defined ‘ideally’ as ‘a supportive,
educational, usually change-oriented mutual-aid group that addresses éfsipgtdlem or
condition shared by all members’ (Kurtz, 1997:3). For bereaved persons, the selbhplsa
place for reconstruction work. When psychological models are used in these stiirygsal
has been to reconstruct the relationship to the deceased in order to accept the loss,rajart
the world of the living. Seale, (1998:4) suggests that the self-help group is ‘gGinechavider
community of like minded individuals among whom the bereaved person can feel at home,
symbolically aligning his or her biography with that of other members of thginec
community of the bereaved.” This new community is made up of people whose bonds are not

based on biology, geography or economics, rather it is in the “voluntary assoamatitire a
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perception that others are like the self.” This self is an intimate one withchesén
identification that Walter (1999) explains as the setting for grief in a eufttased on individual
autonomy.

It is expected that the self will move from grieving to coping and moving on in support

groups. To do this, some self-help groups for bereaved pérze‘ium'sexample, help members
find meaning in the child’s death. A longitudinal study of bereaved parents by Metaly,
(2003, In Goss & Klass, 2005:262) found that many never accomplished this work. Rather, the
death of their child remained a senseless event and they could not make senseeoé itvefe
some parents who did find meaning from the loss, and the most significant predistibraiv
they had attended a support group. While there may be a number of reasons for thigtfinding
does point to a need for more work in the area of exploring the effectiveness stberpt
support groups, including their attention to emotion work.

In support groups for bereaved individuals, emotion work is the focus of many group
meetings. Members share concerns over whether they are appropribtelngeas they should
be. When we look to Hochschild (1983; 2003:56) who introduced the concept of ‘feeling rules’
as a personal emotion system that requires this ‘emotion work’ or ‘deep acengnderstand
the struggles of the individuals. These feeling rules then, she goes on, ‘areidbatrgotion
work by establishing the sense of entitlement or obligation that governaail@kchanges.’
Hochschild (1983; 2003) suggests that others give us ‘rule reminders’ which hold us accountable
to explain our feelings which may signal that perhaps our emotional conventions are not

appropriate and that they should be recognized as in need of repair. She highlightsiimporta

12 Such as The Compassionate Friends (TCF), a national nonprofit, self-help orgarviztti
local chapters in the US and worldwide. This organization is devoted to providing support to
parents, grandparents and siblings after the death of a child in the family.
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problems of timing (one’s grief is not expressed ‘on time’) and placing (havirggtite
audience to receive your expressions) with respect to mourning and grieving hétexork
explores the ambiguity and struggles related to grieving a significardadad®e points to
‘misfitting feelings’ surrounding the feeling rules related to death andmmaurShe suggests
that ‘we can offend against a feeling rule when we grieeanuchor too little, when we
overmanage or undermanage grief’ (64). Facilitators within the support groups ber¢ased
often assist with these concerns surrounding feeling rules and emotion work.

The Role of Professionals

Mutual help groups are often led by a professional and linked to a social agency (or some
larger, formal organization such as a hospital) (Kurtz, 1997:4). In bereaveneembadt
services, professionals come to the table with various credentials aneegpemost having

had some formal thanatology training. The role in this setting involvegdd#iad) the group

(usually from 8-10 people) along with the aid of trained vqun%éQ’eirsheIping group members
to recognize the various emotions and experiences that make the grief jcomEgx.
Professional facilitators adopt a role in which they normalize the feedimfypehaviors

of all participants, even if at first the behavior may seem ‘odd’ and bordering on the

.14 . .
patholog|cal:.L They plan the actual meetings, decide on the format, length and frequency of
meetings, communication patterns, goals, facilitation techniques, and stagaspof gr

development (such as empowering peer leadership within the group) (Kurtz, 1997:98). The

13 These volunteers may be students in Master’s or Doctoral programs (i.e., sucirag nur
social work, psychology, anthropology, or sociology, etc.), who are studying varprtsasf
death, dying, grief and bereavement.

One woman in the group | co-facilitated mentioned that she woke every mornisg theki
photo of her deceased husband, talk with him, and then walk two miles to his grave to cry, and
had been doing so for nine months since his death. Participants looked to the facititator w
shock and fully expected a ‘negative reaction’ (of which of course she did not give).
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accomplish the latter, in part, by explaining (with the help of videos, writtermmattion, guest
speakers, and other venues), aspects of the grief experience. Most impaott@ffitipgted with

an organization which provides funding (such as the federal government’s subsidyfober

of hospice organizations), they are to assess the progress of the participantp aod lexte
records on group members, recording comments made by the bereaved, demeanimgat meet
and whether or not the members would benefit from additional referrals (sgokfas
counseling).

On the other hand, professionals rarely play an active role in self-help gwhipk (s
why these groups are referred tasal-help), unless they are members themselves (Kurtz,
1997:4). One example The Compassionate Frien@ECF) (see Footnote 12 above). The
mission statement notes that the “leadership, both national and local, comes &ots. pénere
are no professional facilitators” (Kurtz, 1997:177). The mission also emphdsard<t is a
“mutual assistance self-help organization offering friendship and undersjaodiereaved
parents and siblings” (Kurtz, 1997:178). At times the group invites a professional speaker
guest, but otherwise TCF meetings are run by bereaved parents who are traitgctiosity
own unfortunate life experience of having lost a child.

The Extent and Type of the Group’s Change Orientation

One difference between self-help groups and mutual help is that the latter daies abt
effecting change (Kurtz, 1997). Although change can occur, it is not the main focutuaf m
help groups. This is not to say they share no similarities. It is important tthabte these
support groups offered by various types of organizations, businesses and comnantitysag
there is no standard model of grief that is utilized and offered, rather it is idiaggro the

person facilitating the group. Five helping factors (or processes) are rmtecesearch on
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group processes and change mechanisms that appear in both types of groups. litlese inc
“giving support, imparting information, conveying a sense of belonging, commingicat
experiential knowledge, and teaching coping methods” (Kurtz, 1997:21).

These similarities help in different ways. For the mutual help group, disgergina
information is the focus of activities, while change is central to the orientatithe self-help
group. Kurtz (1997:24) notes several “life-altering goals” of the seff-tpiedup, namely,
identity transformation, empowerment, insight, reframing, and formation of a agwfife.
Understandably, in the case of an alcoholic who seeks out help from Alcoholics Anonymous, for
example, there is a need to be transformed, empowered, have insight into one’s betthtaor, a
reframe one’s social network by changing associates and forming aayewof \ife to control the
addiction. In bereavement, prolonged involvement in support groups could provide aid with
interpersonal changes, such as in a belief about what is important in life, geshathe belief
of the self as resilient and strong (Videka-Sherman, 1982, in Kurtz, 1997:181).

These comparisons should not be overstated, as there are definite overlaps from one
group setting to another. Aspects of helping others in a group, connecting with dibdrawe
similar experiences, and the extent and type of changes can be applied tsalf syggoort
groups. The major difference, as stated, is in the facilitation of the group leggofals.

In general, support groups for those who are bereaved play an important role for
individual constructions of the self. For the widowed in particular, the formalized $gppop
identity enables the widowed self to emerge through the collective, whiclstsoofisother

individuals with similar experiences. Tony Walter (1999:70) explains the signde of telling
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the story of the one who died and how the dead Ii\}ér) thmough conversation by highlighting
four theoretical grounds. First, he suggests that in western societystlaedecline of rituals but
the dead can live on in communal memory as long as the group continues to talk about them,
something that is difficult to do with people who have not experienced the loss of a amgnific
other: “....reminiscence creates a place for the dead in the life of grouedl as of

individuals. It is not just that the group may help the grieving individual; the individual g@an he
the grieving group.”

The second component emphasized by Walter (1999:70) is on the importance of talk
which he notes is featured by Seale’s (1998) work and based on Berger’s (1969 nafthahe
society is ultimately a defence against the chaos and anomie of deattmenrtkight of the
ethnomethodologists (e.g., work by Sudnow, 1967).” Walter (1999:70) implies that it is the lack
of religious ritual in a more secular society that creates a burden on “afypbenal everyday
talk” for accomplishing the task of talking about the deceased to help the survivor dopleewit
death.

Thirdly, Walter (1999:70) posits that bereavement (regardless of wheither shresult
of death, or other matters, e.g., unemployment, etc.) “is the state of being cawgenbe
present, a past and a lost future.” This is a reference to a need to rewpasttivich Walter
notes is critical if one is to make sense of the present which, in turn, impacts setksegof and
moving into the future. This reflexive activity is defined by Frank (1995:65hasgrpetual

readjustment of past and present to create and sustain a good story.”

15 . : . .

It can also be said that the connecting bond to the deceased is kept alive in the support group
as they (the deceased) are center stage in conversation and the reason tloering gathese
survivors.
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Support groups for the bereaved can be of great value for storytelling whemthose i
informal support systems have tired of hearing repeated stories of theadddbss. Walter
(1999) notes the importance of creating the story that has a beginning, a middle and an end
which provides some detachment from crippling emotions. He also mentions how some
bereaved individuals will write this story, providing another alternative tnsaiction
processes. The fourth point made by Walter (1999) is that by telling theveaofahe
deceased, the identity of who the deceased person was is made clearer tygtéhlerstand also
enlightens the storymaker on who they themselves are (Walter, 1996). When somenres we |
dies, it becomes important to know more about them, as that person is no longer able to help in
the construction except through memories (Walter, 1999). A reconstruction of who the person
was aids us in understanding the relationship we had with them. This may seem odatesome
who has never had a significant loss -- to think that one would not really know someone until
after death -- but it is a common experience of bereaved individuals as part obailgong
interaction (or connecting bond) with the deceased person. During this reconsirastone
would imagine, there is a good deal of emotion work involved.

As stated earlier, Hochschild’s work (1983;2003) is an important contribution which
provides great insight here on the struggles of the bereaved population. Wilkinson (2005:109)
moves Hochschild’s (1983;2003) concerns forward for battling ‘the deleterioutsedfec
suffering upon human life.” He argues that the sociology of emotions has provided useaith g
insight but falls short as researchers are more concerned with theveegateriences and
consequences of emotion than in the positive involvement of this within the concerns of
humanity.” Wilkinson (2005) demonstrates the prospective for a ‘sociology of sgfférat

would motivate new imaginative connections with classical sociologicalthéte emphasizes
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the importance of examininghat suffering does to peo@ad how a sociological reaction to
suffering must tackle the most disturbing questions of meaning. | find his argtimely and
commanding on how suffering provides us with the potential to transform socianelé we

are attentive to the needs of those in greatest despair.

Numerous accounts brought to our attention by the nl16ediam be examined to show us
how suffering and loss can create a vulnerable self which may lead to ugly aoding
sometimes an unconscious void that is replaced with inappropriate (and somatimres)cr
behavior. In the recent case of Linda Lusk, former mayor of Prosser, Washiongtexarple,
there is speculation on the part of her family, that child sexual molesthioges against her
were related to a lack of professional help for her grief after the Idss @fwn 14 year-old son,
Taylor (Gerdau and Gomstyn, 2011). Other accounts of crime continue to provide headline

stories about how loss and grief ( i.e., job loss, divorce, etc.) are often part of theap@tpe

recent background (see McMillin & Perrusquia , 2010 on Jerry and Joel&mwﬁreign
Citizen Movement) and perhaps contribute to their need to displace their unreselieys fef
aggression. Although these are extreme cases, it fits well with the work kinstn (2005)
who reminds us that the obvious ‘senselessness’ of suffering has the power tcasitipidilter
the ways we relate to society and ourselves. By attending to the lived agpesfesuffering,
Wilkinson’s new work considers the kinds of ethical structures required to fostgegr

empathy for ‘the other.” There is great need for those suffering fr@ariddsave an awareness of

16 Oftentimes these are reports about health problems related to distobsas 8roken Heart
Syndrome where sudden or prolonged stress causes overwhelming heart failureattdo&a
symptoms.

! It is reported that the Kanes, who shot and killed two West Memphis police offieesdett
with the cremains of Jerry's late wife (his son Joe's mother). She alveays@nied them on
their road trips.
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the tools and support they need and for others to recognize those who need help and support as
well. Next, continuing to look at the support groups for distressed individuals, | exidaisine
concept of suffering as it relates in particular to the widowed.
Support Groups for the Widowed

It has long been recognized in the literature that the loss of a spouse is onemasthe
stressful life events people can experience (Holmes & Rahe, 1967). Somessangdpast that
“preventive intervention early in the bereavement process may lessen thdity @il
mortality associated with the death of a spouse” (Yalom & Vinogradov, 1988:420). Carolyn
Walter (1997) suggests that one way to provide this assistance is through supponvgmups
offer help to this at risk population. She notes that the format of the small group s lablie t
diminish what is referred to as “intense social isolation experienced ybereaved
spouses”(Yalom & Vinogradov, 1988:420).

Within these groups, ‘social linkages’ that are made are viewed as imdadgms for
positive reflection (Lieberman, 1989; Lieberman & Videka-Sherman, 1986). Tleisti@n is
on one’s own life and the relationships that have been severed. This includes ‘high socia
exchange’ through an expression of a wide array of feelings, both positive andenagdtalso
provides an incentive for group members to gather outside of the meetings t@n, \A297).
Lieberman & Videka-Sherman, (1986) found that these linkages formed and/or neintai
outside the group setting provided more help compared to those members who attended the
meetings only. Regardless of attendance, the positive reflections on one’s life indages
made within the group are important goals of the support group.

According to Carolyn Walter (1997:70) there are three important goals of bereat

support groups for the widowed:
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...One is to assist the members to cope with the pain of grief and mourning
(including the “holding on” and “letting go” processes) “by creating gptaary
community in which they [are] deeply understood by peers” (Yalom &
Vinogradov, 1998:443); a second is to help combat the social isolation that is so
pervasive for this population and to provide “consensual validation” for spouses
regarding their bereavement experiences (Yalom & Vinogradov, 1988); and a
third is to support members as they begin to understand the changes facing them
as they begin to fashion a new future for themselves.
In order to accomplish these goals, norms are “carefully cultivated anddeattine group
process” (Kauffman, 1994:165). This is easier if the group is close-ended (tiites)i
inducing a steady and unchanging membership (Walter, 1997). However, somehresear
(Kauffman, 1994) indicates that there are certain other advantages of an og+gaing For
example, new members may join an active group and learn from those who maphéeaiong
in their grief, in addition to providing the elders in the group with an opportunity to assess
themselves by observing new members. Another “advantage of an ongoing grotfi atha
be available to diverse needs over time and see a person through the process, as needed”
(Kauffman, 1994:171). Because a widowed person has to work through an identity change, from
Us (the married couple) to Me (the surviving spouse), this ongoing group support could prove to
be very beneficial in a successful transition. After a spousal death, for exaetalionships
often change with one’s family (in-laws, extended family) with friends (cocgled, now
single and widowed) and other social networks, making it difficult for the bedgaerson to
relate to anyone other than those who suffer similar pain and share the samgeangua
Proper language usage in the group is also promoted by the culture of bereavement
support groups through facilitators and other group members. Terms syraif asggers,grief
processandgrief workare often heard from support group members with an understanding of

their meaning without the need of in-depth definitions. Grief triggers, for geaare important

signals that one is about to fall into a depressed mode and should not be ignored.. They may
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come out of the blue in the form of favorite music once shared with the deceased persdh that wi
trigger an emotional reaction. In addition, learning how to effectively cope with asamiles,
holidays, birthdays and other family events without the significant deceas#yl fi@ember

present is critical. While these triggers lead to difficult emotional expess, they are

considered part of the ‘grief process,’ which is commonly referred to by bdrereiduals in

this study as a process everyone goes through after the loss whatefthvl geventually lessen

over time.

Support groups for bereaved people can challenge a society which expects one to get ove
it and move on, and assist bereaved spouses to grieve in their own time, and in their own way
(Walter, 1997). They are beneficial in constructing the new identities ofitlesved population
whose self has been compromised at both the individual and social levels. The group provides
an environment where the survivors can talk about the deceased without being judged or tagged
as ‘pathological’, which helps to bring about a sense of relief to the affliotedtigmatized
person.

In Arthur Frank’s (1995) discussion on the body’s problems with illness, he points to
Goffman’s (1959) classic work on stigma which displays how society demands a cabiside
level of body control from its members. When one loses bodily control, Frank arguemsstisat
stigmatizing and special work is required to manage the lack of control. \\adscaapply this to
the bereaved population who manage their emotions in various spaces and places tammyoid los
control and embarrassing not only themselves, but others as well. But in the support group
format, they are told that ‘tears are welcome here’ which relievesftlaes and comforts many
who are overly burdened and stressed from holding their expression of emotionssathagy a

protect themselves and others. As they assemble the death and loss story witronphihgy
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do so feeling safe to say and express conflicting emotions and are asgistieers in
reconstructing their new self.

Frank (1995:53) suggests that when a person is seriously ill, one’s self isup#ypet
recreated in stories.” He further explains that these stories sethe aglf's medium of being’
that repair the harm that the illness has done to the person’s sense of whare thdije and
where they might be headed. This is also evident in the bereaved person when they have a
significant loss as they struggle to find their way on a road that may havebeevetraveled.
Frank (1995:54) goes on to quote Dworkin (1993) who noted that the illness stories are often
reconstructed ‘in conditions of fatigue, uncertainty, sometimes pain, and akeaythét result
in a ‘narrative wreck’ which creates a need to find one’s own voice in the aituati

There are types of illness narratives that our culture makes avadabteding to Frank
(1995) namely, a restitution narrative, a chaos narrative and a quest nairagigeparallels
with this rationale that proposes a general type of narrative to bereastorezd as well.
Restitution narratives for illness involve a storyline that says ‘Yestdrdas healthy, today I'm
sick, but tomorrow I'll be healthy again’ (Frank, 1995:77). To some extent, the beredoed fol
this logic by continuously examining the past, the present, and the future whenrustmagsthe
narrative (see Figure 5.1, Hilliker). The chaos narrative of illness, honassimes the stance
that one’s life will never be the same and never be better. They are told biyramia{1995:98)
labels the ‘wounded storyteller.” This description reminds me of many bereaveiduads at
the beginning of either a terminal illness diagnosis for someone they love, or upewthef a
sudden death. Lastly, are the quest stories, where in illness Frank (1995:115) sudgests tha
only in these types of narratives that one can ‘meet suffering head on...llItes®ccasion of

a journey that becomes a quest...only in quest stories does the teller have a sliory St
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too, in bereavement, it is only after the initial chaos and awareness of theaktie death and
loss, that one can now begin the quest to reconstruct the life narrative.

It is here in the quest story that we again recognize the opportunity for traastor.
What differs, however, in illness stories and loss stories, is that when one rdoaveibess it
may be the end of the journey with complete recover/remission, whereas vgtiifigant loss,
there may not be an end to one’s grief, but rather a new beginning of a vendliifer \What
these two types of life experiences (illness and bereavement) do have iomcamiime quest
narrative is that ‘the teller has been given something by the experienaly seme insight that
must be passed on to others’ (Frank, 1995:118). By this, he states, that the teller motles from
guest story to a testimony. This is evident with a number of bereaved individualstheno ei
volunteer to help out others who suffer a loss or go on to write books and/or make other efforts
to help, such as developing scholarship funds in memory of the person who died. Regardless of
the kind of suffering, those who are transformed by it often want to help othersraftdymss
that worked for them.

In the work of Hochschild (1983), Frank (1995) and Wilkinson (2005), it is evident that
similar elements of Hochschild’s conceptenhotional laborare present for both illness, as
Frank (1995) argues, and for the current topic of loss as brought forth here. People who suffe
from illness as well as those in bereavement, are faced with comparafienainasks to make
sense of their predicament since they have experienced a disruption tonherétare. To find
meaning and adapt to their new role, the bereaved self may need some assiditathe chaos
storyline to bring it along and move to the ‘present’ with its’ everyday struggheseventually
look into the ‘future’ with less and less uncertainty and more hope. Temporal asfpdetstity

re-construction after loss are crucial with respect to personhood and sufferiaig asdn
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understanding how we can help the widowed person. For example, the ‘past’ life with thei
spouse is gone and can only be re-constructed through memories and stories withoothéses f
informal support system who knew the deceased. One’s ‘present’ struggless §inahaal
concerns or lack of intimacy, are also relevant in understanding the turmoil arscticht,
accompanies spousal loss. And, lastly the emotional labor related to thinking abaturéhe f
without the marital partner can also be overwhelming on the quest to repair fene&ative.
These tasks are performed through various types of narratives as Frank (1885)ytoiand
may or may not be progressive, but can include one or all types of narrative, namely, t
restitution, chaos and/or quest. Lastly, Wilkinson (2005) attends to an importantaspect
human experience, that of suffering, and points out that if sociologists ignore whahgutan
do to people, then we are left with a harshly reduced account of human experience vghioh fail
tackle the most unsettling questions of meaning and morality.

In summary, contemporary selves are narratively constructed. For ‘troubled’ seho
join small groups in a formal support group setting (in general and for bereaved pleeple)
compromised self that has been thrust into a new identity is nurtured and assisitgagaRtsr
are aided in adapting to a new identity, and the subsequent re-constructingetffhigdreendly
editors, or people who occupy positions (statuses) in groups, such as facilitébogs-time
group members who have shared the same experience. This occurs through negotssibns
constructive settings where troubled selves are of central concerry antbeand exit the
group. Negotiation strategies include evaluations through comparisono(ralajppraisal),
where new identities are constructed, tried out and performed by particydaaTes they learn
how to construct the widowed self. Transformational activity, such as stonytatid writing

about the new identity is another strategy. Norms cultivated include craagnogip climate to
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insure cohesion and the development of a particular language that has shared. niedeaty
today’s troubled and untroubled selves are works in progress bombarded with social meanings
and relations from many directions that greatly impact who we are and whacormade

Next, Chapter Three highlights and describes the methodological ratitwatkesign of
the research including the setting and experience, methods for subjetineatuthe sample,
along with methods used for human subjects’ protection. It also presents the piobedethe
procedures and instruments for data collection, data analysis including analytasralong

with field and transcription notes, coding approaches and analysis used in this study.
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CHAPTER THREE - METHODS
Introduction

In qualitative research, the goal is to discover meaning. One goal of thisijpanroject
was to examine the formal grief support and not to generate a theory or new model for
bereavement care. Rather, it was to examine this support in the lives of beneliiddals and
to see what would emerge from the data and how this information can be beneficial in
challenging and extending dominant models and theories currently being promoteld anwor
grief and bereavement. This is accomplished by analyzing stories oftomittaformal
bereavement care providers through the recipients and their stories. I$t exdanining whether
the encounter and support have had an impact on how bereavement care is interpretedd. The tas
is to balance a symbolic interaction description with a discerning intetipregand reflexive
analysis, which in turn holds these interpretations in the participants’ expstierieeactions
and stories. First, | will clarify why | chose a qualitative methodology.

Methodological rationale

The term ‘qualitative’ refers to specific methods of collecting andimigedata but does
not define the set of assumptions utilized to guide the researcher in his or het inquir
Qualitative methods are often associated with alternative paradigntiseyecan also be
employed within a framework of positivism. Guba and Lincoln (1994:105) note that ‘questions
of method are secondary to questions of paradigm.” To develop a methodological rdtionale,
first locate this inquiry within a paradigm, which guides me in my choice of metitbtha
ontologically and epistemologically fundamental ways (Guba and Lincoln, 1994% iSisic
critical that | outline my belief system in conducting this dissertatianl] efine my
assumptions concerning ontology, epistemology and methodology that dictate ¢hiersefea

paradigm.
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First, beliefs about ontology depict one’s perceptions of reality and question whether
there is an objective world outside of us that can be captured and defined. Or, isnmaaitf
an individualistic occurrence, something that is identified for and by people and their
communities? | believe the latter, that people construct their own viewswbtlein ways
that are meaningful to them. Given this assumption, my ontological location is oneioisralat

Next, epistemology defines our position on knowledge. How do we know what we
know? What is knowledge and how is it gained? We may believe that a knower and the known
are connected which makes the knower’s position more subjective. Others may Ipalsitiba
that the knower and the information to be known are completely separate. | idatftifiye
former, holding a more subjectivist position as | contend that all acquired knowlddupzad
through individuals, and its’ development is transactional, a creation for and by the knowe
(Guba & Lincoln, 1994).

Assumptions about methodology originate from a person’s position on epistemology.
Does the researcher have an impact on the subject or do they impact one anotheritérough t
inquiry? What is their relationship? | hold the belief that researchers andubgects mutually
impact each other and therefore my position on methodology is one of hermeneugctizdia
(Guba & Lincoln, 1994).

At this point, | can locate the paradigm that is consistent with these assusnpti
regarding ontology (relativism), epistemology( transactional), and mettwgpdol
(hermeneutical/dialectical). A symbolic interactionist paradigmidéa of society as the
creation of meaning through interaction, captures these specific assusrgotd is therefore my
method of choice in collecting data and interpreting the experiences of beesdwame among

Baby Boomers who have suffered spousal loss.
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Methodology

In order to highlight the expressions of self-reflecting participants grtdreathe
meaning this type of care has for them, including the overlapping features eiberiences of
bereavement care, this chapter highlights how 38 Michigan residentsaerrted and
interviewed. The approach involves a more comprehensive focus and engaged position on the
part of the researcher, rather than through the use of traditional methods whemains r
separated from the field of study (Valentine, 2008). This chapter covers allsaspthe
methodology, including comments on the research experience itself. | begindeghrgotion

of the research design, purpose of the interview and the questions, data collection methods

(including details of the pilot study), mechanics of coding and some details oﬁthke:slg
Lastly, the chapter lays out the interpretive and reflexive analysisgstoce
Research Design

The use of qualitative research provided an appropriate methodology to explore the
experiences of bereavement care for Baby Boomers who have lost a spousativ@ualit
methods are preferred for obtaining complex details related to feelingsoesnand thought
processes (Strauss & Corbin, 1998). The use of a symbolic interactionist dknveas
employed to identify, define and explore the construction of meanings which arogettarin
experiences of care which includes capturing the interactive and dynaméspiby which the
self is formed. This approach requires a collection of interview data, wigtdmbtes and
observations, memos that describe the researcher’s impressions of thewstesiong with a
transformation of the data through interpretation, resulting in creative issigbtthe collected

data to identify units of significance (Groenewald, 2004).

18 Complete demographics are reported in Chapter 4 Results-1 Suddenly Widowed
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According to Lofland and colleagues (1971) the essence of the researclewisrthe
‘guided conversation’ with all its simplicity of design and correspondence totiversational
procedures that are routine in social life. With this approach in mind, the projectsraplo
gualitative exploratory descriptive design. Open-ended, conversational isigepth interviews
with a focused interview guide [see Appendix D] are used to allow the freedad@dteeprobe
for further information and are conducted with 38 respondents. Forced-choice questions a
avoided so as to allow the participants to express themselves in their own tdrimshvi

dimensions of the interviews. However, all 15 questions on the interview guide goattzad

most are asked of each participlasl)rm seek patterns within this groag.ln some instances, the
participants gave lengthy answers and at times, the researcher skipgidular probe which
may have already been captured or was felt to be unnecessary given the thespaghke to
another question. The purpose of the interview instrument was to insure that key elsrtieant
research questions are covered, which are: 1) What is the experience offoefredre for
bereaved spouses?; 2) Why do some people attrition out after a certain lewelabickme and
others do not?; and 3) How do various types of formal support services aid in the understanding
of bereavement?

It is suggested by van Manen (1990:30-31) that human science research should be

pursued ‘as a dynamic interplay among six research activities. kitsratempts to ‘ward off

19 An exception here is that the three pilots are approached with a list of bereagament
services [see Appendix E] with questions that follow along with the list thatueally led to the
development of the Interview Guide [Appendix D].

0 The interview guide contains 17 questions but after the pilot interviews, the/tagtiestions
are dropped due to the same responses from interviewees and the impressiostlatelzy
the researcher. [see Appendix D]. Questions 16 and 17 are not used in the analysis.
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any tendency toward constructing a predetermined set of fixed proceduresjueshand

concepts that would rule-govern the research project.” These researdieagcticlude:

1) turning to a phenomenon which seriously interests us and commits us to
the world;
2) investigating experience as we live it rather than as we conceptualize it

3) reflecting on the essential themes which characterize the phenomenon;

4) describing the phenomenon through the art of writing and rewriting;

5) maintaining a strong and oriented pedagogical relation to the

phenomenon;

6) balancing the research context by considering parts and whole.

Addressing van Manen’s first point, | turn to this research endeavor asuliefes
previous work with bereaved individuals in a law office setting, as well as my aeaveenent
years earlier where there was a lack of formal bereavement cdedbkevaAlthough | did not
encounter spousal loss, | have worked closely with those who have, including friends and a
family member. While conducting this research, | discover meaning in the donsdmtween
my own bereavement and those in my clinical experiences as a grieftiacdita support
group. My search for meaning in loss within the bereavement care realm hafotaké my
research questions for this study. | want to know about the experiences of thoseaix® re
formal grief support. Because | have been bereaved myself, | do not eneseaiech
ungrounded. After a significant loss in my own life, | was directed by a professidhallocal
community to assist another bereaved person with her loss in order to bring meaningio. my
A stranger to me, | was put in touch with her as ‘one who knows the pain.” At the tinee, the
were no formal support groups that | was aware of in the particular small towed In, near
Toledo, Ohio. Itis from this space and from my professional paralegal work wéinveer

clients that | came to be curious about what it is like for others and whie¢firesupport is

sufficient. My own curiosity seeks meaning about the well-being of bereasliaiduals and
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desires to assist a growing population of suffering people which informs nressaacher and
as a sociologist.

As to van Manen'’s second point, ‘investigating experience as we live it fasimeas we
conceptualize it’, my experience of personal bereavement care alongwyttewous work
with bereaved individuals are the starting points to investigate the expdoeiteers. So, |
ask, what is it like to experience formal grief support? | engage in cotivassaith other
professionals who work in bereavement care. |then interview 38 bereaved spoustesirecr
from five distinct agencies, and it is through this process where they layr@pepdin, grief
and both informal and formal care experiences, that | came to know and understand theli

experiences and social interactions within the world of formal care setting

The use of interviews involves an intensely personal and disciplined involvement on my

part as it requires me to have an open attitude and a suspension of my preconceptiosssand bia

This is necessary to ensure that during the interview the participantseate akpress the
meaning of their care experience as fully as possible. It also methbdlka to understand it
and not prejudge what they say according to my personal or theoretical biasaldgae that

we engage in consists of using standardized probes to assure that there werago leadi

guestions throughout the interviews, but is often continued to help understand the meaning of

what is being said. Kvale (1983:181) aptly describes this process:

The interviewer during the interview condenses and interprets the meaning of
what the interviewee describes, and may “send” the interpreted message back.
The interviewee then has a possibility of replying “I did not mean that” ort“Tha
was precisely what | was trying to say”, or “No, that was not quite what |
felt.”...This form of interviewing implies a continuous interpretation-“on-line-
interpretation,”...where the result is ideally a “self-corrective inésv” with an

“on the spot” verification or falsification of the interviewer’s interptietas.
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Direct contact with the participants helps to capture quotations surrounding persona
perspectives and insight into experiences of this type of care. All intervieasidio taped so
that | can be more fully attentive to each person’s experiences. Eackeinterplores the
interpretation of the formal bereavement care experience by use ofspeestions, though
additional questions were asked if topics were discussed that | felt needeexploration.
Finally, | jot notes and record my own personal observations of participants trchhodble
captured by a recorder, such as facial expressions, mannerisms, and envirooiojestital
related to the deceased person (the latter when interviews are in homes, (seBxAjppEhese
notes are later transcribed into field notes and analytic memos.

As an initial test of the Interview Guide [Appendix D], a pilot with three indivigluaas
conducted with participants who met the criteria as outlined for the projexigdexd below).
One goal of these interviews was to obtain information about the clarity and aperagssof
the interview questions. Another goal of the three pilot interviews was to manih@zootential
for the participants feeling burdened during the interview. The eliminatie@dohdancy and
the adding of words for explanation results in questions that are easier to unttéreese
corrections to the language of the Interview Guide minimize the possfbilitiem non-
response that will likely otherwise occur. As a result of the input from thesedundls, more
confidence in the layout and organization of the Interview Guide resulted. A mopéet®m
summary of the initial test of the Interview Guide is listed below. Data these three
interviews are included in the final analyses.

The Research Experience
In an attempt to understand the meanings that bereaved individuals give to thiein@xper

of formal care, in addition to the three main research questions that guided the ihquerare
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other thoughts and concerns that are kept at the forefront of the interviews.af@ex
particular attention was given to the ‘language’ of participants and howatkeaitout,
characterize and understand what is going on with support for them during bexetivéne
there accounts of conflicts between prior loss experiences and the informatiing from the
formal bereavement community to support them in their current loss? Along véttirigtor,
and making sense of, the assumptions participants make about those who provide the care, |
discovered what the recipients value and what they still desire from faupadis providers,
and these insights are equally important. Through this approach, | in effect, usad “se
instrument” in the service of this research project (Rowling, 1999:168). As g tdsalhed a
great deal about what it means to be widowed from this group and the issues at both the
individual and social levels for them. And although the findings emerge as a restl@mivay
process, | have the additional tasks of collecting data, recording, ex@odngxplaining the
constructions between myself and the participants in the form of a selfiwefengagement
with the project, which sets me apart from the interviewees and is detagleoh ltitis chapter.

As | move towards the collection of interview data for this project, which begae in t
fall of 2009 and ended in late July 2010, | followed a collaborative model, viewing the
participants as sharing in the research endeavor. | would also like to ndig thiking a
reflexive approach to research, | was more aware of how gaining actiesptovate lives of
others can be one of conflicting and unpredictable emotions (as in Valentine, 2008). idmaddit
Guillemin and Gillam (2004) recognize this concern as a fundamental etinsiainte However,

a review of the literature suggests that many bereaved individuals firedapéutic to tell their
loss story (Walter, 1996, 2001; Riches & Dawson, 1996; Rowling, 1999). This latter notion was

confirmed by the participants, who seem eager to tell me about their expsyiand was also

62



validated through initial conversations with representatives of the fivei@ganho were
involved in recruitment of subjects for this project

These five agencies -- a funeral home (Hensen Funeral Home), efisugyport centers
(Healing Place and Horizon of Hope Center for Grief Support) , a hospital/hospice Eéllow
Health/Hospice), and a church-affiliated organization (Widowed But Not Algaeluit
subjects who are using, or have used, the services provided through them. These service
include grief support groups, social events, remembrance services and weekeaisl rétore
specifically, the funeral home provided support groups and remembrance sein@ces; t
hospital/hospice offered support groups only; both grief centers held support groups and other
events throughout the year, such as memorial services; and lastly the affilietad
organization held religious services, grief support groups, and social events gutHueck
dinners, picnics and dances. As a researcher, | had read the literature tpadgrviewing
vulnerable populations and involving sensitive topics which could provoke painful memories and
emotions in both the interviewer and the interviewee [Riches & Dawson, 1996; ®yregal.,
2000; Dyregrov, 2004]. | was certain that | was prepared for hearing the stdheshefeaved
Baby Boomers who agreed to be interviewed. Surprisingly, | found myseif desivn into the
world of the widowed. Perhaps, | thought, this was in part due to the fact that | weigwitey
within my own age cohort and at times imagining how | could easily be on the iother the
table. Self-care became an important part of my routine both before and efteneaunter
with the participants and included long walks and private talks with a close comnfittamit

jeopardizing the privacy of those in the study.
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Overall, the research experience was positive and without incident. Pat8cipa

. . . . 21 . . .

interviews in homes were cordial and welcomingnd indicated a sincere desire to be a part of
a research project that might provide help to other widowed people. Perhaps, thouglaythey m
have also been looking to a stranger with some expertise to get an appraisahef wheot

they are ‘faring well’ at this stage in their bereavement. Four jpatits in particular express a

desire to help in additional ways (with this research study) if the need%zrilsastly, the
research experience was instructive as it provided a deeper apprefmathe suffering and
struggles of the Baby Boomer widowed population among a select group of Michsgiants.
Methods for Subject Recruitment through Michigan Agencies

The main research was conducted with 35 clientele recruited from five s@gmficies
located in Michigan. The pilot provided three interviews taking the total number to 38

participants. As mentioned, these agencies include a funeral home, two cergaed support,

a hospital/hospice and a religious affiliated organiza%lgomne (1/35) participant in this study
was recruited from Hensen Family Funeral Homes, who provide continuing care fantilies

they serve, including support group care. Four (4/35) interviewees were ikémiitea center

for grief support, namely Healing Place, who offer grief support to fanaihesheir children in

the community. Nine (9/35) of the participants were getting grief support fiooetal

hospice, Good Fellow Health Hospice. Twelve (12/35) were recruited from agatferenter,

21 - . . . .
Those who met me in libraries and in agency offices are also pleasant ars$ exgeauine
interest to further the knowledge on formal grief care by participating imebesarch.

22 They are thanked and told that a note will be placed on their files for any futuretconta

23Additionally, three remaining participants were the first to be intemteand were made
known through contacts within the bereavement community. These three fit éhnie ¢oit the
study and either were participating or had participated in some type dlfoemeavement care
in Michigan.
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Horizon of Hope Center who identify as a Christian based outreach centaef@ugport.
Lastly, nine (9/35) bereaved spouses were recruited from a religiously oriegdedzation,
Widowed But Not Alone which is a Catholic organization for the widowed who adveréigag

companionship and the opportunity for healing, spiritual development, education and new

growth.’24
I met in person with a representative for all five agencies afteramgyhone contact
where the project was thoroughly explained. In the face-to-face meétngyeferred
recruitment protocol is determined and agreed upon by both parties. Participdotba
recruited using either a personal invitation letter signed by the patitigjagency [Appendix
G] or through a newsletter announcement [Appendix H]. Time and other constraintg made i
difficult to expand the sample pool. In addition, a number of agencies originally expected t
produce participants could not be involved in the research due to a lack of personnel taeassist m
Three of the agencies (the funeral home, the hospital/hospice, and one centéy for grie
chose to mail a personal letter of invitation to their clients [Appendix I], vilhdeemaining two
agencies (the other center for grief and the group for the widowed population exyjudiose
to include an announcement in their newsletter [Appendix J]. One representativa@ésoatis
to some of the people she knew in her organization who fit the criteria as sheyfelotiid be
willing to be involved in this study.
Sample
Sampling for this project involves a non-representative subset of the bereavedi@opula
| used purposive sampling for the specific intention of gaining insight into the formal

bereavement care experiences of bereaved spouses within the Baby Boonatigooipul

24 Detailed descriptions of the five agencies can be found in Appendix L.
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Michigan. This was accomplished by the use of the following types of purposive sampling
specifically, stratified, criterion and snowball.

First, a stratified sample of the larger sub-population was divided up by the
characteristics of the particular subgroups of interest for the projectlyndooge who have lost
spouses. Next, the use of criterion sampling was applied by choosing participaritawe lost
a spouse and/or partner between 1-3 years ago, were born in the Baby Boomdi8d6ert
1964), have been or are involved with formal bereavement support of some kind (i.e., on an
individual basis or through support groups from the specified agencies for dascrestudy);
and have English as their primary language. Snowball sampling was also used thosagh t
initially interviewed who were asked if they knew of anyone in their support grboditthe

criteria and might also be interested in participating in this project.

A total of 38 interviewees from 18 CitZIgSNithin the state of Michigan agree to be
interviewed. They reside in and around Lansing, Jackson, and southeast Detroit. The prima
concern of the analytic approach adopted (discussed later in this chapter), i2 oordbs a
thorough account of individual experience, so the issue here for sampling is not quantity but
rather quality (Saldana, 2009).

Description of Interview Setting

There were five interview settings -- the homes of participants, ibcaties, a church
building, one agency’s office space, and a public gathering room where a support group met.
Participants were asked if they prefer to meet in their homes or if they vetliédt meet in a

public but private space. Fourteen of the 38 participants chose their homes for Wenwater

2 Canton, Dearborn Heights , Fraser, Holt, Imlay City, Jackson, Lansing, MaséordMil
Okemos, Parma, Plymouth, Romeo, St. Clair Shores, Stockbridge, West Dearborn, Westland
and Williamston
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When visiting the homes, observations were made [see Appendix I] of the photos digpldye
if there was attention drawn to the deceased person through way of shrines or otbexiiam
which were then recorded in field notes. The pilot interviews also helped to construct the
observation list [Appendix I] which is addressed later in Chapter Five-ResBliddenly
Widowed.

Six of the participants met me in one of the agency offices. Private rooms in local
libraries are also an option in some towns so that the participants could havéa khedt
might be convenient for them (i.e., one woman met me on her lunch break which was close to
her office). | met with fourteen participants in these library locations. @aricipants opted to
meet in a church in private space provided by the pastor of one town. One participamd aske
come to my office located on campus after hours because she worked in closetytoxine
university. And one participant requested her interview to be held at the support gréing mee
place two hours prior to the group gathering. All spaces were in a quiet and picatevpere
interruptions are non-existent to minimal, where the bereaved individual seemstablaftr
express emotions, and where privacy is respected.
Human subjects’ protection

To insure no harm come upon the participants, | followed an ethical protocol as dipulate
by Michigan State University’s Institutional Review Board. Each inter@é prior to the
interview, signed an Informed Consent [Appendix A]. At the end of each interview, the
participants were given the opportunity to further discuss and clarify aegtasf the research
for which they may have questions [see Interview Guide, Appendix D]. Eachpmantis also
presented with a list of bereavement support help available in the areastéelived [see

Appendix F as an example].
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Instruments

Two instruments were used for collecting data from the participants. dé@raggraphics
were obtained on both the bereaved individual and on their deceased spouse [Appendix C]. For
the bereaved spouse, they were asked to provide their name, address, gendee, agenaay
language, religious or spiritual preference, how many people are livinghein after the death
of the spouse, and their educational attainment. For their deceased spouse, tiereds#ams
the name, relationship (i.e., spouse or partiigender, age at the time of death, month and year
of death, type of death (sudden or terminal illness), race, and their religiquistaak
preference. An interview guide [Appendix D] with 15 questions was then used for the purpose
of giving some structure to the participants in discussing the loss of their spulides
subsequent formal grief care.
Pilot

The research methodology included a pilot study with three participants whiamet t
criteria and were recruited from formal agencies with personal contacts kadhe researcher.
This approach allowed for refinement of the interview protocol and testing cé¢beding
equipment. These three participants offered comments regarding the migregess and the
order in which the questions were asked, including the use of a list of bereaveraasrcaes
as developed by the researcher [see Appendix E]. As stated earlierpdatadse interviews
were included in the analyses, and both demographic information on the bereaved and on the
decedent were also collected.

Since the three pilot interviewees had difficulty with understanding theflstrvices,’

it is deemed too awkward to keep in the study. A revision of the order of the interview questions

26 Originally, spouses and partners were both sought in this research projeatehtheeactual
participants are either bereaved spouses (36) or bereaved ex-spouses (2).
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resulted and the showing a list of services to the interviewee is discardek was also some
minor refinement of the interview questions and probes. Reliability, defined adueftnility
and repeatability by Fos and Fine (2005), was validated as interviewees éhivotkies portion
of the project express similar levels of understanding of the questions.
Interviews

After the three pilot interviews are conducted, the format for collectiagwdatchanged
by refining the Interview Guide for the remaining 35 interviews. Ilunlstédhe use of the
awkward list with formal bereavement care services outlined, the reseagsbrts to the use of
an Interview Guide [Appendix D]. A brief standard introduction of the project was pobtode
all 38 participants before each interview begins and consent is obtained frespalidents.
The research instruments for the project include Appendix C which was used to obtain
demographics on both the bereaved person and the deceased, and an Interview Guide [see
Appendix D]. Through the use of the latter guide, a sense of agency was provided torthe ac
and appeared to be valuable in their own lives. The guide allows probing where apgrapdat
although there were a common set of questions to be addressed in each intervieverthere w
allowances at the end of the interviews to cover topics and subjects that werecif@don the
interview guide [see final two questions in Appendix D].

At the end of each interview, time was afforded to discuss the experience opatinic

. . .. . .27 . . .
in the research study with each participant (with no audio tapigd in compliance with my
university’s Institutional Review Board, information was provided for loc&fgasources [see

Appendix F]. The participants were also in possession of my contact information soahdte

27 . .
However, notes were taken and transcribed for all conversations both before atie aétpe
was in use.
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reached if difficulties arise following the interview. Lastly, alltpapants were sent a hand
written thank you letter to acknowledge their contributions for this researcAfpeadix H].

All audio files are on my personal computer located in my home. After transarifite
Word files were transferred to a flash drive and a hard copy of each trarskgpt in the
locked file cabinet in my home. The audio files were also saved to a flash drive aacbticker
is kept in a locked file in my home.
Confidentiality of Collected Data

The confidentiality of participants was achieved by assigning a unique numbehto e
subject. Audio recordings indicate the first names of participants and | useatie$o
capture data and build rapport. The recordings are not utilized in any public forum aimdinema
my possession, and will be kept secure for 3 years. When this researchrtegrpselicly,
pseudonyms are used for bereaved participants as well as for the depeased[see Appendix
K] as well as for the five agencies involved in data collection [see Appendix L].
Data Analysis

Once | have the textual sources, the next step, according to van Manen’s (1990) third
point, was to begin the process of interpretation and identifying meaning uthiessvoes. Data
were analyzed to identify any themes that may add insight and knowledgddasgares facing
this population after losing a spouse. Once the data were collected and the inteavisersoed,
| worked closely with the text, coding for insights into the participants’ expes of care and
how meaning about grief and bereavement was constructed before, during, ainteadtetions
with formal care providers. The analysis of the interview data is intendechtargaitimate
understanding of this experience through the stories of these spouses, and th®nsdnat

may not be otherwise well understood, or perhaps may be taken for granted. Asymboli
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interactionist approach was adopted to look for emerging patterns and meaning&n tatt
discover the meanings surrounding the experiences of care of the bereaved pens@de/ by
searching for words, phrases, semantic units, and themes which were then sortezhiming
units (such as previous loss experience; connections to informal support systeim ned&e
sense of meaning construction within this group (Bernard, 2006; Strauss, 1987).

This research study was not primarily concerned with creating aftoatenodel,
however some themes that emerged, such as viewing the support groups as safarthve
valuing the shared loss with similar others, follow experience patterns that campared to
pre-existing grief models, and this was included in the analysis. The synmbetarction
approach offered an opportunity to understand how meanings are constructed surrouseling the
attempts to assist in bereavement from the perspective of bereaved spousesnpla, e
listening to accounts of how different groups of bereavement specialists — furectirdi
hospice nurses, counselors — discuss grief with the participants begs the questmHew
bereaved individuals perceive this support? Survivor stories were explored to uncemgalpot
themes on the topic of how bereavement care providers contribute to understanding
bereavement. The interpretive inquiry provided a description of the bereaved individual
everyday support in their life-world in their own words (as noted by Smith, 1987).

The audio files of the interviews were transcribed into a Microsoft Word-gsoae
program and converted for analysis using software for qualitative data analy$vO-9,
where the text-based data were organized, managed and analyzed. A detailedhcbding a
classification system was adopted and used as a guide [Appendix Q] for both handindding
coding within the NVIVO-9 system [see Appendix Q]. The system was developediigom t

Interview Guide questions and probes, and contained four distinct categories,, idmely
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N 28 29 .30
definition of self; ~ 2) death-loss story; 3) formal bereavement care servicesgnd 4)

additional comment%.1

Question one was initially constructed to allow for the participant to beectlnd talk
about themselves before having to stir up the death and loss story of their spouse. fibis ques
revealed the beginning of the central theme of the dissertation, that of a cosgulamdividual
and social self after the loss of a spouse. The answers to question one were codéditasnD
of Self.” Next, the death-loss story was told in response to questions two and three on the
interview guide. Given that | had preliminary information on both the spouse and theatkcea
prior to the start of the interview, | was able to insert the name of the décpmsese and | had
the cause of death (sudden death or one from iliness). The answers to questions twe and thre
were coded as “Death-Loss Story.” The next 11 questions (4-14) involve the hbart of
dissertation on formal bereavement care services and were coded as sughquestion 15
was coded as ‘Additional Comments’ from responses to the inquiry about whetheavkey h
anything they want to comment on. The initial interview had two additional questiohg, 16-
after the tape recorded interview that provided for an exploration of feelingstabonterview
and whether any questions were too difficult to discuss. They proved to be of kttéstrib the
participants and produce little data, so they were discarded after inté¢nvese.

Pre-Coding: Field and Transcription Notes, Summaries & Analytic Memos

Pre-coding (Layder, 1998) of the data by highlighting significant particpates and

passages that struck me as important or insightful (codable moments) woasiedrthroughout

28 Question 1 on Interview Guide [Appendix D]

29 Questions 2 and 3 on Interview Guide [Appendix D]
30 Questions 4-14 on Interview Guide [Appendix D]

31 Question 15 on Interview Guide [Appendix D]
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the data collection stage (Boyatzis, 1998). As a result, these quotes become lseiynpiece
serving as evidence regarding propositions, recommendations, assertions, an(Etiekson,
1986; Lofland, et.al., 2006). They also serve as descriptive examples throughout the resul
sections. This process includes writing down words and phrases for codes ondield a
transcription notes for future reference when analyzing the data (preljncimdes). This was
accomplished with my questions for the study in front of me, goals of the study, andralg
list of questions to consider while coding the field and transcription notescasmended by
Auerbach and Silverstein (2003). These questions, addressed in part above, include:
1) How do these participants talk about, distinguish, and understand what is going on with
support for them during bereavement?
2) How do these participants talk about conflicts between prior loss experemtaew
information coming from the formal bereavement community to support them in theintcur
loss?
3) What assumptions do participants make about the facilitators of support groups?
4) What are the central concerns of this sample with regard to support in bere&vement
5) What did | learn from my transcription and field notes as they relate to thel ossealrch
guestions? And why am | including them?
6) What do the recipients of this care value about it and what do they still need?
Transitioning from pre-coding to more formal writing of the study included miyavp
summaries for each transcript which give a snapshot of important quotes, alongetitf a
analytic memos after reflections on emerging patterns. These memos andrasioth make

a contribution to the value of the analysis by careful reflection of the data.
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First Cycle Coding

The coding scheme was modeled after Saldana’s (2009) recommendationsitiativgial
research where the coding methods were divided into two main sections, firstamd cgcle
coding. Those processes occur during the initial coding of data and were refegddstacgcle
methods, divided into subcategories, such as exploratory, descriptive, procedurairang the
the data. In addition, word and phrase coding of particular language of interesisgsbose
that became obvious throughout the collection of the data and were used by formal care
providers, was also employed. This was accomplished by hand coding all 38 hard copy
transcripts, using the developed codebook [Appendix N] which emerged from the interview
guestions, when collecting the data, and pre-coding. Themes were then transferttad i
codebook [Appendix N] to define categories which were taken from a division of thadnte
Guide questions by subject.

Second Cycle Coding

In the second cycle of coding, | engage in reorganizing and reanalyzingpdathusing

first cycle methods (Saldana, 2009). The task at this point was to “develop a sense of
categorical, thematic, conceptual, and/or theoretical organization fronageyrof First Cycle
codes” (Saldana, 2009:149). In this study, this was accomplished first by takooglésefrom
the written hand notes and then developing parent and child nodes through the use of NVIVO-9
software. First, parent nodes were created by sub-dividing the Intervoé@c®r These consist
of Widowed Identity; Death-Loss, Formal Bereavement Care and Additionain€ots. In
addition, parent nodes were created for Quotes of Interest, ExtraordinaryelagperiPrevious
Loss Experience, Dating and Book Suggestions, which emerge from firsheywecoding,

Next, divisions within these categories were then listed and coded under thenpdemnas
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child nodes in the NVIVO project file. An excel file was created listingifraographic
information for the participants and linked to their interview files. And although dvldta
software has sophisticated features to run summary coding reports and,duelt¢hat it began
to take me in a direction that was not consistent with my purpose and goals for yhe stud
Therefore, | used it for organizing the data, creating practice models lanmjie develop
parent and child nodes, and textual analysis (e.g., frequent words used) which incldiced fi
coding errors. | do not use it further for the analysis as there was atiempiaguantify results
and make comparisons, which is not consistent with a qualitative inquiry.
Post-Coding, Pre-Writing, Writing and Re-writing

Saldana (2009:185) describes the post-coding, pre-writing stage of the coding as one
where, if all has gone well, the researcher will now “have several maggoeags, themes or
concepts, or at the least, one theory (or through-line or key assertion or pramatya, etc.).”
Strategies were used in the post-coding stage to focus and begin to writearRpltegX chose
numerous quotes from the wide array of documents (transcripts, field notegjpteomsnotes,
analytic memos) that struck me as the most representative of sheddirapligitresearch
guestions. | arranged them in several ways, from the ordinary to the insagidftrom the
descriptive to the crucial which helped me to begin to write-up the results. ethrsimg
collection of coding with transcription notes, field notes, analytic memos in domadth the
hand coding and NVIVO coding of data, were a process termed ‘theoreticalrggiraptl were
not distinct linear processes but rather as Glaser & Strauss, (1967:43) rewhrisheuld blur
and intertwine continually, from the beginning of an investigation to its end.”

“Writing separates us from what we know and yet it unites us more clodelylvait |

know” (van Manen, 1990:127) The fourth interplay of the six research activities as nen Ma
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(1990) suggests, is to describe the phenomenon through the art of writing and rewheng. T
writing stage separated me from the experiences of care, which in turedfiomme to
examine its essence. Writing moved me from internal to external as | rehpngqusome sense,
the construction of a text and learn what | can say about it. The participard Stargne
abstract as | began to write about them.

The fifth point in van Manen’s (1990:31) research activity involves “manipulating gstron
and oriented pedagogical relation to the phenomenon.” By this he is referring to Hoauthe
of the research should be guided continually and how it should demonstrate a pedagogical
stance, one that can inform educational practice. He suggests that the vas#agch and
evaluative criteria needs to be oriented, rich, strong and deep. For examptextdode rich,
he explains “the meanings of the lived sense of the phenomenon are not exhausted in their
immediate experience. A rich and thick description is concrete, exploring a pdvemom all
its experiential ramifications” (152). This should include deep thought, radtahimeing and
action (in a pedagogic context). | chose to study the experiences of rmthedire for bereaved
individuals as the result of a deep personal questioning from within about their ongogulest
from experiences of working one-on-one with this population. Additionally, | hope thds it a
those who are bereaved of a spouse. This research informed my pedagogiespiakti
symbolic interactionism is meant to show social life as ‘process’ retharstructure. It
observes society as ‘a complex web of collaborative actions in which partggra constantly
reflecting, negotiating, and fitting their actions to others in order to achieveaombjectives.’
(Farganis, 2004:349). My pedagogic consideration lies with bringing to light sctime of
practical matters with suffering bereaved spouses and was sharpened avédnagra result of

using a symbolic interaction framework
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Lastly, | exercise van Manen’s sixth research activity: ‘batanof the research context
by considering parts and whole’ by having a concrete research plan as outlimsdchapter. |
was (and am) fully aware of the effects this research may have on the pgbpléem the
research was concerned; possible effect of the methods on the institution whesedneh is
conducted; lingering effects on the actual Baby Boomer aged participanésstutly; and the
transformative effect on me as a researcher and as a spouse. To countpodentlad
consequences, all participants were given a copy of other support servigasffor their
respective living areas; | followed the consent approval as outlined by titytioa for my own
and their protection; and lastly, | practiced more self-care throughigxelring the process of
this research study and utilized ongoing talks with my spouse about this resparch t
Next, Chapter Four provides a selection of the literature, models and theotss tekhe
discourse relevant to this dissertation, and includes the areas of grief, bereg\eath and
dying. Concepts of sequestration and medicalization along with an appraisal of
contemporary emotional culture are put forth. The age cohort, the Baby Boometsoaheced
and an exploration of the extant literature on spousal loss. Bereavement caceitzcal a

analysis of relevant literature are presented.
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CHAPTER FOUR - A SELECTIVE HISTORICAL OVERVIEW OF LITERJRE, MODELS
& THEORIES: DEATH, DYING, GRIEF & BEREAVEMENT

Introduction

For most people, the death of someone significant and the resultant grief ebieevit
Although the grieving experience may seem personal, all death and grefaottin social and
cultural contexts that influence how life events are processed and understoodflTénee
typically begins within the family and comes in the form of support or challergefen
continues through close others, such as friends, coworkers and others over the life@these
sources of information and support include the media, self-help materials, andlroacic
providers associated with administering formal services for those dyinfgratibse left behind
after a death. Today, processing what was once private grief has bepabiie and social
concern. One’s experience of grief is addressed at many levels throiggts wastitutional
caregivers, a process that often begins as soon as there is a diagnosimiobaitieress. After
a significant loss, bereavement care is part of the medical and sociablpaddVith the
continuing push to medicalize all deaths and with the advent of hospice care, assigtance w
grief for survivors has become the accepted and compassionate response.

Given the complexity of bereavement in a multi-cultural society, howevetjqaia
issues (e.g., What types of support are available? Who defines bereavee2itar
administers it? Is this support helpful?) must be considered. For examplmidietgwhether
the formal support in place is considered ‘bereavement care’ may depend on tlheatoabfof
the person or agency providing the services. This study presents the how’s anckiabsdsto
formal bereavement care through the participation of bereaved spouses igghesH services.
This chapter provides a conceptual framework to help understand the functions ofetluik typ

care through an examination of selective literature on: 1) death, dyingamgi®ereavement; 2)
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a shifting emotional culture; 3) meaning construction and narratives; 3) tlyeBBalmer cohort;
4) spousal loss; 5) bereavement care; 6) symbolic interaction and interpgaxeve analysis;
and lastly, 7) a critical analysis of relevant literature.

To begin an exploration into the experiences of bereavement care, | providetiaesele
review of death and grief studies ranging from Freud (1917) through the firsiedsfcidne
Twenty-first century. This review leans heavily on contributions from sociatogiso study
end of life topics which eventually led to the development of a sub-field in the disgipli
referred to as the sociology of death, dying, grief and bereaveieigcusses changes in death
and grief theories and models along with a look at the professionalization of medicine
sequestering of dying and death, and the eventual medicalization of both deatlefand gr

Development of a Discourse in Death, Dying, Grief & Bereavement: A SelRetnew of
Literature, Models & Theories

Early scholars in academic disciplines such as psychiatry and psychologizieudl,
1917) are well known for their development of an approach to help the dying and theietierea
family members cope with an impending death. In part, their studies evolve asul@f mass
deaths which were the outcome of the First World War (Hockey, et.al., 2001). Sistema
research on this topic later appears as a result of the Second World Way 2861alh Hockey,
et.al.,2001). Much of the scholarly work on death and dying continues on in these twowvespecti
disciplines for much of the early 20th century. In this early period, death was imttedfdahe
community and family. Kellehear (2007:251) notes that dying and death ‘began as a whole
community affair with the dying being signalled to everyone by the biolbdézh of one of its
members.’ Bells rang throughout the town, curtains were drawn, and clockstomgred.
Death was public. Gradually, Kellehear continues, the deathbed scene (witliveédeot

settlements and then urban developments) included more professionals and less gommunit
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members. Fast forward to the present where dying, death and grief are mmragpthi®y have
moved from the family to more institutional settings. There is a professiahah of medicine
and a medicalization of death and grief now engulfing us.

As a result, the general public as well as the scholarly community want tonkamv
about how to deal with death and subsequent grief. We are less and less exposed to death
experiences which brings a fascination of sorts with the unspoken topic. The 194@®s bring
ground-breaking studies, including one by Anthony (1940) on children’s awareness and
understanding of death. Lindemann’s (1944) influential research into the Coconut Grane fir
Boston on acute grief processes among survivors of a devastating nightclalals® influential
research. Using a psychoanalytic theoretical background, the study conchtdedividuals
need towvork throughgrief tobreak the bond# the deceased. This time period reflects an
obsession with mental health concerns as deemed so by the medical professionals.

By the 1950’s, as noted by Benoliel (1994), there is a surge of research imtelessii
and dying because of the rapid growth of organized sciences, as well as: a) fuessdah in
the area; b) the manifestation of the mental health movement (focusing on ptesieetion); c)
an estrangement of many aspects of human existence connected with new tex)raoidgl) a
prevailing death anxiety associated with the use of atomic weapons stikieoand Nagasaki.
There is an explosion of studies on the topics of death in this time period from various
disciplines, including sociology. Again, since death is now medicalized and in the hands of
professionals (medical, funerary, etc.), we are distanced from both death &ndasense, but
fascinated with how people process these experiences.

Seminal studies include work by Gorer (1955) on the avoidance of death and empirical

studies from Marris (1958) on widows in London. Feifel’s (1959) contribution strengthens
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recognition for the importance of the use of the sociological perspective. Ideniidl

research shows how legitimizing work on death by means of its power develops a
multidisciplinary significance and a need for empirical confirmation,. ifségnt studies in

other disciplines also made their entrance. Bowlby’'s work (1958, 1959, 1960) on attachment

theory, for example, was brought forth from research on children who wereteddawen their

parents?.’2 Basically, attachment theory is concerned with affectional bonds between aedple
their origins in childhood and adolescent relationships and the suffering that is caused b
involuntary separation of these bonds or by their defective development. So, the fochgtsow s
from breaking the bonds to carefully examining their development, in life andiattr.

The 1960’s shows a new concern about the care surrounding those who are dying,
evident in more sociological work. Parsons (1963), for example, suggests aideatrglpe of
American orientation toward the problem of the meaning of death. He descrildsyalveld,
but criticized view at this time, that American society illustrates a kim&oial of the reality of
death. Again, since families are no longer in the front lines of caregivthg and of life (i.e.,
hospital deaths), we rely more on the medical professionals, which distance tsefn@alities
of death. Now, expectations of the dying and survivors are that they facerdesshstic ways
(e.g., do grief work quickly and efficiently), in what he calls an activentation to death.
Parsons and Lidz (1967) further posit that American society assumes actiadftmaking
members whose chief task is to carry out their social roles (In Charmaz, 1988i)in¢ntd
actively take on a new role, such as that of widow, one is considered to have a deviant

orientation in response to a death.

32 Later, this theory was applied to bereavement by Parkes (1972), colleampandowlby.
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The search for meaning continues. Next, Fulton (1965) designs and teaches the first
formal course in death and dying at an American university and subsequetel/ome of the
pioneering books using sociological theori@sath and Identity Blauner (1966) explains how
mortality and social structure interact to account for the meaning of dedtlerdavement, for
example, he argues that when mortality rates are high in a society sthdegge threat that
death poses to the social system. In contrast, when mortality ratesvared people live out full
lives, loss is less socially devastating. Consequently, there is a reduoedt &@f consideration
given to the survivors resulting in normlessness when one is facing bereavernesntl@d3).

Glaser and Strauss’ (1965) groundbreaking work addresses the issue of whether people
die socially before they die biologically and what meaning this has firae$hips. They
present four types of awareness based on the behavior of dying people and tipeovodees:
closed where the person dying does not recognize the impending death even though those
around them dosuspectedvhere the person dying suspects the others know and attempts to
confirm or invalidate the suspiciomutual pretens&here each person understands the
significance but pretends that the other does notpprdwhere both are aware and they act on
this awareness relatively openly. The authors conclude that the essehtiatidn between
social and biological death is apparent in the awareness of an approachingosepbsatf from
others (Riley, 1983). Later work by Glaser & Strauss (1968) develops dyiecidorégs where
the certainty and timing of impending death involved various factors includingnceei@h at a
known time, definite death at an unknown time, uncertain death but a known time when certainty
will be established, and unconvinced death and an unknown time when these questions will be

resolved.
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Interest in the processes surrounding death continues to intrigue us through the 1960s.
Sudnow (1967) provides accounts of the clichés, truths, and half-truths found useful for a dying
person in a detailed study of the organization of death and dying in a modern public hospital.
Sudnow describes what hospital staff refer to as ‘the dirty work’ of wrappaohkgting, binding,
cataloging and attending to the deceased body (Riley, 1983). It was dusitighththat
psychiatrist Elizabeth Kibler-Ross’ (1969) seminal study on the processaa@faly
introduced. Well known as the ‘stage theory’ of grieving for those dying, theseistéude
moving through five stages of denial, anger, bargaining, depression and finally aceepta
Eventually, this process was then applied to the bereaved survivors, but continues to be

controversial as her observations were not intended for them. She also wrote anddpablishe

classic book in the field)n Death and Dyingn 1969 that was well receivgg.
Moving into the 1970s, Pine and Phillips (1970) apply a sociological insight to
functionaries of death, specifically the funeral industry. Parkes (1972)claigtsist, made

significant contributions early in the 1970’s using the ‘grief work’ theong (@ntinues to do

so),g’4 identifying numbness, pining, depression and recovery as the relevant staf@tothat
significant loss. Research studies at this time focus mainly on the developrstges, phases

and tasks of the grief work theory, which all imply that there is a goal to teecka

33 Some argue that Kubler-Ross’ work on the famous stages of grief as outlimednook are
not a work of scholarly research, rather, “it is a popular book of description, obse madi
reflection based on a series of dialogues with dying people.” (Kellehear, 200dhiysberg,
2011)

4 Four theories, identified by Parkes (1998), inclsttess and crisis theoryhich identifies
reactions to grief by responses to stress we have develagedianandpsychoanalytic
theorieswhere repressed material is brought to consciousness in order to lesseatpsychi
symptoms; thattachmenpremise and thpsycho-social transition theoryUsing a
psychoanalytic theoretical background, grief was defined as a reactimlos$ of someone
loved which elapsed without leaving traces of any unpleasant change.
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Becker (1973) contributes to the development of thanatology with his view of socgety as

symbolic action system where one struggles to rise above death by beirg BerdiMarris

(1974)35 explains behavior during bereavement through the psycho-social transition theory
noting a need to adopt new roles, identities and skills along with reviewing one’s philasophy
life. This latter theory proposes that life-change events, or ‘psychoseeisitions,’ require

people to embark on a major amendment of their assumptions about the world. Kubler-Ross’
(2975) work was now in use for those who were facing their own death and grieving their own

loss of life. Later, the five progressive stages are used with the sgreivibre death, in their

bereavement procegg. Others, such as Lofland (1976), along with Fulton and Bendiksen
(1976), give us insight into behavioral processes of the bereaved, social stfuantdrdisparate
views of death in a way that helps to grasp the issues and problems that deatlinaneadesn
society.

In the 1980s, Charmaz (1980) argues that the cultural impact on grief wasl limmthe
expectation that certain persons should feel grief and that this grief shaxgressed and
worked through. She suggests that our culture implies that the subjective tatepref
cultural meaning, in conjunction with the accumulation of personal experiences ofe¢heduk
gives rise to the very feelings that are defined as grief. Stephenson (1985) dpokeludre is

great danger in looking at a solely psychological view of grieving astire eesponsibility

3 Expanded later by Parkes (1993)

36 In bereavement studies, models and theories have been used as frameworksiéorscéind
practitioners for a number of years. Parkes (1998) made an important distinctrerrbdte
two by separating them and identifying three influential models used tdrexaoilective
behavior, namely, the phase model which attempts to classify the processedmd;ghe
medical model that notes how grief has many parallels with illness; ande¢ha/grk model
that documents the agonizing effort required to realize the loss (Walter, 2001).
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then falls on the individual which further implies an immature approach to the imghet of
social environment.

Bowlby (1980) follows by expanding his attachment theory to adults in a psychaanalyt
cognitive theoretical background where four phases of grief, namely numbargjng and
searching for the lost person, disorganization and despair, and reorganizati@mae se
necessary, and grief is viewed as a form of separation anxiety. Worden (1982) made
recommendations to the mental health field that the focus should shift from atagalsases to
tasks of mourning including accepting the reality of the loss, working througlaithagsociated
with grief, adjusting to an environment where the deceased is missing, and eryotional
relocating the deceased and moving on with life. Rando (1984) further develops this idea,
discussing three tasks of grief that, in her view, are necessary to understaxykttience and
include emancipation from bondage, readjustment, and formation of new relationships.

British sociologists also make significant contributions in this timedramth regard to
hospital and hospice settings (e.g., Field 1989; Seale 1989; and May 1992). These studies
produce an expansion in the areas of ethical and legal concerns. Around this samedtine pe
in the U.S., standards are now set and a certification for death education and coanseling
established. This occurs through hrmerican Death Education and Counsel(#¢dPEC), a
thanatology association and interdisciplinary organization in the field of death, dnd
bereavement. Scholarly journals for publications are also making their debudéaiip
StudiesOmega. Specific to bereavement experiences, significant contributions are made by
Hockey (1990) an anthropologist, in the examination of people living in residentialloaies
study, participants continuously make references to their own age antdatkhaw they want

the nursing staff to end their lives.
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In the early part of the 1990’s, the practitioners and professionals who workydivitlat
the bereaved population expressed concern and were not content with the ‘restatatigeof
stage theories’ and as a result, ‘fresh approaches were callebifi@nifurger & Keenan,
2005:93). Littlewood (1992) responds with a look at new rites of passage after bexstive
(e.g.., marriage or childbirth) and whether they persist as a way of mgrasgith in
contemporary society. She considers attitudes towards death and dying in tle&Ves
discusses ways in which these attitudes affect one’s bereavement. Next, F@4jexpands
her earlier work to emphasize process measures related to grifetlvatented to the treatment
of problematic mourning along with understanding healthy mourning through six pcesse
These are viewed as required for healthy mourning but not in a sequential way, lamolares
the six'R’s’, namely 1)Recognizinghe loss, 2Reactingto the separation, Hecollectingand
re-experiencing the deceased and the relationshipelf)quishinghe old attachments to the
deceased and the old assumptive worldRéadjustingand moving adaptively into the new
world without forgetting the old, and lastly Beinvestingn life (Small, in Hockey, et, al 2001).

In the mid-1990’s, the work of Silverman and associates (1996) on continuing bonds with
the deceased is viewed as falling within the psycho-social transition thejargsenting
evolution within a paradigm. This continuing bonds model is developed simultaneously by
Walter (1996) and has received a good deal of attention. It came about aslthe# eegradual
realization by researchers (and the bereaved themselves) that peopldettamgao of the

deceased, but rather, they are continuing a bond with them in various ways that do not lead to

being stuck in grief (Walter, 2007;. In previous times, as mentioned earlier, it was thought that

37 Criticism, includes a study of 39 bereaved spouses by Field, et.al, (2003) who fouhd that t
greater the bonds with the deceased spouse, the greater the severity of. theigi'se (2003)
study suggests that continuing a bond with the deceased could be detrimentaldo.a pers
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one need to relinquish the bond with the deceased in order to accomplish a healthy outcome in
bereavement.

Walter (1999) continues the work of Silverman and colleagues, and along with Riches
and Dawson (2000), authors books based on empirical research and personal experiences of
grief, on how it was managed and experienced at an individual and societal legg| gbK4).
Walter has made major contributions in this area, especially with his wrinr@lark’s (2001)
Facing Deathseries, as well as his own books, especié@ltlyBereavement: The Culture of Grief
(1999). Here he discusses the social position of the bereaved and how they find themselves
caught between the living and the dead, searching for some guidelines in aldedisaciety
where he writes at length about how he sees grief as policed and pathologized.

A fairly recent and well-received model of grief among bereavemsearehers and care
providers is the ‘Dual Process Model’ (Stroebe and Schut, 1999) which argues that snourner
should work through the painful feelings and along with it, they need to learn new isttiligta
on with their lives. The emphasis is not on letting go of the deceased, rathersésstnes
backward and forward movements in grief. The authors suggest that this fluctuatiohloa
done at the same time, therefore the survivors oscillate between beingneioctsed and task
focused. Walter (2007:132) notes that the most significant feature of this matheltjdeing
oscillatory in contrast to linear stage theories, it is impossible for itdone normative. No
expert or well-meaning family member can tell the mourner what is ‘@batfter, say, six
months.” Other recent attempts that remain somewhat popular in various sattinds the
Grief Wheel (Goodall, Drage, & Bell, 1994) which suggests there are no ciedivicling lines
between each stage or phase of the grieving process but that each one melgeséxtontith

some movement back and forth. Although it was viewed as advancing our approach because i
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does suggest more permeable boundaries between stages, the grief Wheklsstin to the
conventional idea of defining the experience of grief through stages. And getictesss had
been noting that these stage theories were of little value for somestgmeBoohan, McGuiness
& Trew, 1993) before the Grief Wheel came onto the scene and was intended to be asied as p
of training for medical personnel in the palliative care profession. The authemsied it to be
used to ‘enable some people to move away from what is sometimes describedgidtiiers
the ‘process of grief and permit a view of a more complex dynamic at iddchin, 1995).

Borrowing from Small’'s summary (in Hockey, et al., 2001), pioneering stutlibei
1940’s through the 1960’s opened the field of death, dying, grief and bereavement. As society
began to manage a person’s dying with few people present, eventually death bécaimedr
Kellehear (2007:251) suggests that ‘dying as a shared social, that is, suagbaffair is
becoming endangered as a publicly recognized form of conduct.” Not only is thevategtion
but there is a gradual sequestering of death and dying as both Kellehear (200&jtand W
(2008) posit.

Next on scene are service development, disciplinary progress and informarkisetw
the 1960’s and 1970’s. In the next decade we see a formalized version of networks and a
building on the past. The 1980’s and 1990’s show an expansion of ethical and legal concerns as
well as an unpleasant recognition that the scholarship is not advancing within theipnsfaad
through public opinion on the topics. The 1990’s show a revival of continuing bonds with the
deceased, which carries over into scholarly studies in 2000 and beyond. This latter luddsinc
theFFacing Death Seriewith books by Walter (2001), Hockey, et al., (2001), and includes
textbooks by Howarth (2006) on the sociology of death for teaching undergraduates, and

Kellehear’s (2007) summary of the current state of the sociology of death.

88



Walter’s (2008) argument deserves special recognition as it shows thHieaigd of the
impact in this discipline from sociologists. He contends that it was Durkheim (184 5jsa
examinations of aboriginal rites (which were really funeral ritdés)t provides the foundation for
a sociology of death. Durkheim (1915) believes that we need shared and performeesaract
society to create ‘categories of the understanding’ without which collatoictid
communication would not be possible, which he notes as the primary purpose of religion
(Pickering, 2001:423). Walter (2008:317) also notes that Weber’s (1930) work on the Puritan
belief in predestination “privileged the human response to death.” Responses tondeatbfa
have changed immensely due in part to the privatization of medicine and the sauyasieri
medicalization of both dying and death. Parsons (Parsons and Lidz, 1967; Parsons, et al., 1972)
also showed some curiosity in American deathways in his research studies.

Around this same time, Berger (1969:52) notes that ‘Every human society is, it the las
resort, men banded together in the face of death’, suggesting that social ordated to keep
chaos and anomie at a distance which come with death. Giddens (1991:161) reminds us in his
discussion on the sequestration of experience that ‘death is routinely hidden frontrview.
addition, death has become a technical matter, its assessment removed into thethands of
medical profession...’

A number of research studies in various disciplines outline the numerous theories and

methods used to study these topics including Anthropo‘Qiggryistory,39 Psychologyéj'0 and

38 Van Gennep, 1960; Turner (1977) Danforth, 1982; Hockey 1990; Williams, 1990; Scheper-
Hughes, 1993; Lawton, 2000; Davies, 2002.

39 Aries, 1962, 1974,1983; Stannard, 1977; and Vovelle, 1983.
40 Freud, 1917; Bowlby 1969; Parkes 1996, Klass et al 1996, Stroebe and Schut, 1999
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Sociology?'1 as noted by Walter (2008). Regardless of which discipline was first or most
important in laying this foundation, the topics of dying, grief and bereavemenggetialeal of
notice within scholarly discourse throughout the academic disciplines. A full vanthrsy of
where death and grief are situated both within sociology and society desdrsessaion to
highlight the changes and challenges as reflected in the researchy,nbhmséquestering and
medicalization of death and grief in society.
Sequestering and Medicalization of Dying, Death and Grief

Today’s modern technological and medicalized landscape surrounding death has
socialized the general pubic to talk about the dying and the their death assadsenedical
events and interventions’ (Walter, 2008:324). And, ‘if no medical cause of death can be
ascertained,” Walter (2008:324) continues, they are very upset. In other re$88rh \(Valter
notes that the medicalization is part of a current process of secularizatidmhakieroded the
religious structure within which death was earlier seen. The soul was bingpeatance, for
example, in deathbed scenes surrounded by family, close others and clergy. eofteystiat
the deathbed is generally on medications, machines and hope for recovery. Wa livee
where we all, regardless of social class and wealth, have the worrgnetlacally induced long
life’ (Walter, 2008:324). Some research, namely Kellehear (2007) lays rorkzate to the
process of professionalization where both members of the clergy and medical plenseen
stolen the knowledge of death away from the urban middle classes for at leasliévwnianfIn
Walter, 2008).

Giddens (1991) suggests that death, like mental illness, is sequestrated tspomec

For example, Matrtin (2005, In Hilliker, 2006) a hospital employee, notes that whéera dees

41 Glaser and Strauss, 1965, 1968; Blauner, 1966; Sudnow, 1967; Marris, 1958, 1974; Gorer,
1965; Seale, 1999; Walter, 1999; Riches and Dawson, 2000
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in a hospital, the body is covered completely with a white sheet, placed on & gpews
(cadaver cart) which is designed to conceal the corpse by dropping the bodyodoapears
the cart is empty. The deceased body is transported to the morgue but the genenrahpublic
may see the residents with the gurney have no idea that there is a body, as ihis Tirckdeody
is then taken from the morgue using special back elevators and doors to unmarkesd vehicle
owned by funeral homes. This sequestering continues as families of the dereaben taken
to a private room to display their grief so as not to upset other patients or viSitephenson
(1985:41) writes on ‘avoided death’:
...the lack of open observance of mourning and the individualization of grief have
aided in banishing references to death in everyday living. No longer are those
who are grieving easily identified. Any public display of strong feelings is
considered inappropriate today. The relegating of death to institutions has
removed death from the home, and hidden it behind institutional walls.
Mellor and Shilling (1993) also note that death is sequestrated as they exalatinaships
between the sequestration of death, self-identity and late modernity. Hoeytlaat that the
experience and organization of death have both become privatized by focusing onntine¢e ce
characteristics of high modernity: the growing role played by the reflegroedering of
biographical narratives in the construction of self-identity (Giddens 1991);dteased
identification of the self with the body; and the shrinkage of the scope of the sacred.
These changes and subsequent research studies have impacted the models and theories
surrounding the topics of death and grief. As we remove ourselves from the irtetealte
surrounding dying, by turning these concerns over to medical and funerary professvena
become distanced from death. As a result, we find ourselves overwhelmed by inemetzas

the shock and denial are often colliding and perhaps in need of constructing a story (or

biographical narrative). Death and grief scholars have adapted theiethaod models to
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accommodate the changing nature of society. Each discipline brings a negvatebatnew
challenge, according to Walter (2008) from a denial of death to a seqgoestrad to an
exposure.

Medicalization of Grief: Normal and Abnormal Labels

Reactions to losing someone close to us can be complex for various reasons. How we
process the loss can be connected to the manner of death or the circumstanacesuhdtis a
person’s history of loss experiences, multiple losses over a short period of tinge, one’
personality, the relationship to the deceased, and a lack of social support for t@survi
(adapted from Worden 1991). The medicalization of death coupled with a more publiceespons
to loss, contributes to the medicalizing of grief with a need to distinguish whatassal’
response to what is ‘abnormal’. This labeling surfaces in the medical comrasigtief and
bereavement now need attention.

Reactions to grief are also categorized through the use of labels bycbokdrs. For
example, Worden (1991) suggests ‘chronic’ (where normal grief continues foresaled
period of time with no satisfactory conclusion), ‘delayed’ (where reactiotnisr after a lapse in
time post-death), ‘exaggerated’ (where a person is so overwhelmed by thersgntipat they
develop major psychiatric disorders) and ‘masked’ (where one’s reactiosesqgahysical
symptoms). This labeling provides a starting point for which to treat cliertte icounseling
arena and has been adopted in the bereavement care industry by some agencies.

According to Walter (1999), early in the 1990’s, medical teachings (or whatdrs to
as clinical lore) put a great deal of emphasis on the three elementsagsxigm, resolution
and a notion of normal and abnormal grief. The first, expressivism, suggests th&ioone w

grieves should not only deal with their personal feelings but should also verbatizeNeat,
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resolution implies that one should move along in their grief, letting go of the ddgearson
and return to emotional steadiness. These two expectations lead into the third, thé ‘norm
versus ‘abnormal’ labels, where not letting out feelings and holding on to the elboehplace
one in the ‘abnormal’ range. In the past decade, however, there is a move awdysfrom t
approach as we gravitate towards an acceptance of highly individualized gastesgwhere
diversity is recognized and an assortment of grieving behaviors are neunaliz

Other labels are associated with grieving, such as complicated, chroniauwmdtic
grief. References to ‘complicated’ grief include irregular tieas following a loss of a loved
one, for example, having signs of significant distress long after the deatheandhility to
function in one’s everyday life. Some researchers (Prigerson, et.al, 1999:67 ewiooigly
used terms such as ‘complicated grief switched to ‘traumatic gatdiencing both disorder
and syndrome in their work and note:

Although we formerly referred to the disorder as ‘complicated griefreter

‘traumatic grief’ for several reasons. Similar to Horowitz, et. al (19@7) w

acknowledge the reaction to be a stress response syndrome and note that, as such,

many of its symptoms resemble those of post-traumatic stress disord&.QR. T

e.g. disbelief, anger, shock, avoidance, numbness, a sense of futility about the

future, a fragmented sense of security, trust, control). The trauma to which we

refer represents a specific type of trauma - what appears to Ipa@tsmn

trauma’'. . .

Others, such as O’Connor, et.al. (2008) indicate that daydreams about the deceased may
present for some individuals a type of longing for the reward response that mapdagking to
the reality of the loss more difficult. This view suggests that grief cdikdreed to an addiction
and is labeled as chronic grief. Complicated grief, also referred poasriged grief disorder’
is diagnosed using an assessment tool with various factors developed bR égers

colleagues (2009). These include separation distress, five or more cognitiienaireotd

behavioral symptoms with a duration of at least six months from the onset of sepdisttiess.
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Supposedly, these cause clinically significant distress or impairmemntial, soccupational, or
other important areas of functioning (e.g., domestic responsibilities). Thewlsoistot have a
relation to other mental disorders such as Major Depressive Disorder, GenkAalxiety
Disorder or Post Traumatic Stress Disorder.

Re-emphasizing Walter’'s (1999) argument that the medical field definesIrpreidy
regulating and normalizing the emotions surrounding it, we can understand why therauch
research and terminology attempting to identify and define behaviors outside a$ what
considered normal and expected responses to loss. On the one hand, grieving is viewed as an
individual experience and the person’s emotions and behaviors are normalized, but on the other,
there is a prescription from practitioners to keep within the realm of normailibingtthese
various models and theories to assist them. This paradox may contribute to a dependkac
formal care practitioners, where emotional expression is encouradeslidittime-limited) but
frowned upon in the presence of close others, such as in the informal support system.
Conflicting Emotional Culture

Societies have different norms for expressing emotions and vary in expectations
expressing these emotions and in regulating them. These differenckpareda what is
known as an emotional culture. Cultural prescriptions for emotional expression and eimotiona
control are passed on through various institutions in society. The family zesial from early
on and the media bombards us daily with messages on appropriate behavior and emotional
reactions, for example. To explore the relationships between emotional emitLesnotional
experience, | study the bereavement care experiences of these dfgagiwithin a group
setting. | attempt to gain an understanding of how their emotions have beed, creattained,

and challenged while grieving the loss of a spouse. One elemerit cé@Lry emotional culture
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— personal control over expression of emotion — plays an important role in these pasticipa
experiences of care. At this point, | provide background on how others approach the ways in
which emotions are managed and expressed within the social environment. To understand
emotional expression in contemporary society, | look to Hochschild’s (1979,1983) irdluenti
work that remains relevant today, that every society includes a set of normstandirgduals
on how they should behave and what they should expect concerning emotions. This is
accomplished through ‘feeling rules’ which encompass the extent, direction, andrdafdélt
emotions for social situations. These feeling rules are recognized agaigriecause they
serve as cultural teachings that form suitable emotional responses to enevelits and
experiences (Carr, 2006).

Individuals’ feelings surrounding life altering events are now vitally ingmart Feeling
rules for grief are similar to other rules for feeling emotion, althoughttred to last longer than
other emotional states (Stroebe, et al. 2001). As these private feelifigsigrelaced onto the
public agenda (e.g., in medical training, hospital routines, through a new wave ofisisdfoal
care, and as an interest to the media, etc.), they are center stage, (1988). Although
informal support for life changing events has existed throughout time fronyfamilrch,
friends, neighbors and work colleagues, along with some types of formal support from
physicians, and religious figures, a weakening of traditional support s/tesraltered the
landscape for coping with life events within the family and with close others.

With an increasingly fragmented society due in part to the geographic mobility of t
family, transient neighborhoods and career and job changes, people may seek mére forma
guidance on how to express feelings and others may refer those struggtingie¥i to

professional communities. Although the individual may choose his/her own approach, ¢here is
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curiosity in what the experts are advising. These experts come frone @aanige of institutions
with varying credentials and assist people with the expression of emotions, depyaidance
and empowerment for life changing events.

There is now a new wave of expert care providers. Life coaches, for examplaghec
the rave in the early 21st century, as the media note in reference to thenteWRegsonal
growth is hot. Diagnosis is not” (Peterson, 2008). Life coaching emphasizes emmeamntvand
partnership with guides who provide their clients with confidence to get unstuck wiineshe
involves relationships, careers, or just simply pulling their life together. ddlegyto define a
better future for the client. If you feel ‘stuck’ or particularlyotsied,” a life coach is your new
option. According to Patrick Williams at the Institute for Life Coach Trgnn Ft. Collins,
Colorado, life coaching will, “change the face of psychotherapy, helpingebkopla better life
without the stigma of needing a diagnosis or a visit to a psychotherapist they dondrwaed”
(Peterson 2008:4). However, experts in the field of mental health are concernee hi@saus
new field is virtually unregulated and even though those who provide the assiskance ta
extensive coursework, others are working without any credentials. DavibFagssychology
professor at Kent State notes that “there are no qualifications, no unifiedhelppo coaching,
no oversight board. Basically they fly under the radar screen of any sort sighve(Peterson,
2008, USA Today Online).

Bereavement care, as well, is on offer by those using an array of ttlevérious
disciplines and industries (psychology, social work, religion, nursing, funeral hbosgstals,
hospice organizations, etc.) that suggest an expertise in the field ofngtieéseavement (e.g.,
grief management specialist, bereavement care specialist eckttifinatologist, etc.). These

titles are misleading as they imply that this area is well-esteloliand specialized. A variety of
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people ranging from qualified professionals to trained volunteers administe Acaaport in

2005:382, from thénternational Work Group on Death, Dying and BereaverAﬁzenDtes that
there is a failure to develop distinct criteria for the provision of social suppdrefeaved
persons, including grief counseling and grief therapy, which contributes to a plethora
“inadequately trained persons working with the bereaved.”

There are some standards set byAbgociation of Death Education and Counseling
(ADEC), who offer a Certification in Thanatology (CT) to those who hold a bachelegize
and two years of related experience in the area of death and grief worlevétpagencies who
offer bereavement care do not all require a person to be certified, nor dedheg that those
who work with the bereaved individuals have a college degree in some instances. Kgnigsbe

(2011:111), whose work has caused controversary in the death and grief care industtyg sugges

. 43 . .
that the ADEC requirementsare inadequate because they do not require a graduate level
degree or clinical supervision, yet they enable CT’s to use titles (e.cavberent educator) and

to operate and facilitate support groups for various institutions and agencieh agkentially

42 “The International Work Group on Death, Dying and Bereavelffdf&) is an invitational

international organization that seeks to advance and nurture the development ad.the fiel
Further, IWG provides leadership and support to those involved in death education, in the care
and support of the terminally ill, in the care of the bereaved, and in promoting hesearc
evaluation, application, and policy development in these areas.” (http://www.iwggigb.or
accessed January 22, 2011)

43According to the ADEC website, the requirements for Certification in Thapt¢CT)

include the following: ‘applicants must have: a) A bachelor's degree (inchrdetipt) and two
years of verified related experience*; b) Or a master's or doctarebede transcript) and one
year of verified related experience; ¢) 60 documented contact hours** in thayadalbgelated
topics; and d) 2 letters of support from supervisors or colleagues.

* Related experience is self-defined.

** The 60 documented contact hours are defined as education in thanatology or specsic topi
identified in the CT® Content Outline in the Candidate Information Bulletin. You maosider
documentation for these hours.’
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puts them on the front lines for encountering the bereaved.” The main goal obtimegkgrief
care providers is to help identify and draw out the pain of grief, also known as emiatimmal
which some argue needs professional assistance.

There are significant shifts in the discussion of emotional labor and cultupds$ scr
general (e.g., Turner & Stets, 2006) as well as in relation to grief, notaghtigrous scholars
over the years (e.g., Gorer, 1965; Lupton, 1998: Walter, 2001, etc.). Anderson and Mullen
(1998), for example, argue that there is a popular culture of sentimentality, wiiich values a
person’s emotions to be something of great value in today’s society (includindrbrasgrief,
[Walter 2001]). After a death-loss, for example, there are a number of cieswg@as brought to
light by Walter (2001) involving money, inheritance and the shifting of soalsthat are
affected. However, in modern times, many of these concerns have been regulagired. W
(2001) continues to highlight that with preventive health measures and other medioakadva
most people now live until old age. As a result, survivors are rarely leftudestitd status is no
longer provided by parents and spouses (but rather, in part, by educational achievement
Because of these changes and advances, people have lengthy relationshipagerdogrsonal
attachments. The new distress in bereavement has turned to the emotionallstgpe rsion,
regardless of gender, that now demands attention (as opposed to a loss of status @simcome
previous times) and bereavement agencies attend to the expression of emotiorgpas the t
concern (Walter, 2001).

Another influence regarding feeling rules for bereaved people comes fraelftnelp
industry. Kubler-Ross’ (1969) boo&n Death and Dyings a huge contribution to the cultural
expectations on how one grieves when dying, and although outdated and controvetiflial, is s

use in some circles of support today and has been transferred to the grievivay survi
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Assistance with feeling rules continues with hundreds of thousands of available popular
references ranging from Canfield & Hansen’s (2008icken Soup for the Grieving Sdaal
Harvey’s (2007)Grieving for Dummies Personal memoirs that top tRew York Times
Bestseller list (e.g., Randy Pausch’s (2008 Last Lecturand Joan Didion’s (2007 he
Year of Magical Thinkingaccompanied by many others (e.g., Joyce Oat&gidow’s Story
(2011) and David Plante’s (2008he Pure Lover: A Memoir of Grig¢fare making frequent

headlines. Perhaps, these narratives are coming out as the result of tisealst#ibaty’

argument by postmodern scholars (see Walter’'s Typology, 1999:186 in FiguAr'é1 PhExe are
also display rules for grief which indicate how expressions of grief shoald,oghen it should

be displayed, how long one should express grief and who is expected to show grief for whom
(Kearl, 2002; Hochschild, 1983).

Grief is also policed, as noted in early work by Durkheim (1915) and most recegntly b
Walter (1999). In the West, for example, the bereaved are expected to expnegs &alnger,
guilt, regret and sadness, but less acceptable are feelings of reliehdsapmi surprise. The
display rules on how to express grief also put parameters around how, when and how long, as
well as who is expected to show grief for whom (Doka, 1989). In terms of our emotions and
consciousness, Turner & Stets (2006:47) point out that although most sociologicaktfoeurse
on feelings, emotions are not always conscious, rather, “emotions expressed byatsliare
not always the same as those they actually feel,” which contributes to ahbadgrief is

policed and scripted by the general public as in the medical community.

a4 In traditional times, for example, Walter notes that religion was the aythmbereavement
and provided a script for the survivors. In modern times, the shift from religion to medgi
the authority and in late modern times, therapists became the expert @f choic
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This conflicting emotional landscape brought forth an apparent need for experts in
numerous helping professions to assist people with life changing events. hebezaticare,
the provision of formal services through providers who range from highly educated and
specialized individuals to volunteers, and who recognize the needs of all bereaved ilglividua
transcending culture, gender, race, religion, and class, are abundant. Thaseompéamtional
expression contributes to an emergence of formal care providers who assistipeoigle the
roller coaster of feelings and emotions at the forefront of a traumatex|erience.
Unfortunately, today’s culture does not provide people with a clear sense of howceirtiee
meaning of personal life changes, given the emphasis on individualizatiohjsgd
contributes to an ongoing quest for meaning.

Meaning Construction and Narratives

With a decline in religious beliefs, changes in family patterns, various bgéieems,
weak informal supports, along with other factors, an individual experiencing a tralifea
event finds that they are situated in the midst of competing and contradictarmgsiuctures
(Riches & Dawson, 2000). Some life experiences, such as spousal loss, g pleaple
from any possible meaning structures held, which leaves them drawing on otakenetweorks
for support in making sense out of the situation and of the new roles in which they find
themselves.

To help people understand their changed circumstances, support from informal and
formal sources assist in the search for some meaning in the loss. Death onabslitciety was
assisted with a cultural framework through constructed rituals, ceremangbeglief systems.
These give a set of meanings to help in processing the loss and locate the tie¢athaoinmon

set of assumptions already in place (Anderson & Mullen, 1998). A collectivenagneis held
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in this scenario with explanations for the event and recommendations for deigtinig
Today's lack of assistance for meaning making among our informal support systempled
with weakened belief systems, fewer communal rituals, and a move away lighouse
ceremonies and towards a sole celebration of the deceased’s life (withdady present, for
example), impact adaptation to changing roles that come with the loss of aargrother.

An exploration of meaning-construction within these experiences is crucialtkseself
may be damaged by the trauma of death and loss. Riches & Dawson (2000) suggestgxamini
guestions, such as ‘Are the bereaved guided or abandoned in today’s society iretheirtatt
find meaning in their loss?’ and, ‘Are social networks and the experience of basrdeare
adequate for the bereaved person to construct meaning and make sense of thixidioisk2ils
may feel cut off from meaning structures they once had due to the unpredictahilitich each
family member may grieve the loss and be unavailable to one another for supgues &ic
Dawson, 2000). Gubrium (1988) reminds us that the family has long been at the heart of an
individual's treasured view of the world, so loose kin relationships leaves people g
to make sense of the death and the many strong emotions that occur. They may fielde¢sems
propelling into new social networks (mutual help groups) where bereavementmaders hold
assorted training and experience from many disciplines of study andafidifiesand where the
emphasis lies solely for concern in the emotional realm.

Through interviews with 38 bereaved spouses, this study explores the meaning-making
process during the experiences of bereavement care, specificallyhtlaougvestigation of
how spouses construct the care. Meaning-making is a vital element of the rgmoeess from
any trauma (Harvey, 1996). Frankl (1992) discusses the significance of meacmmgnting

on how the primary motivation in a traumatic life event involves a search for rgesardn
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purpose. Although the search is necessary, the construction of meaning is an pragsEsg
which takes place as new information is brought into focus (Pearlman & Saakvite, 1895). T
facilitate the construction of meaning, for example, bereavement caypeprs often incorporate
special memorial services, educational materials and other activitielp thédereaved with an
ongoing opportunity to make sense of the loss and their current circumstances.

Support groups for the bereaved, as well as individual grief counselors, attengitto as
survivors with a reconstruction process. Parkes (1996) labels this a psychospsifbtr,
Walter (1996) names it biography; Stroebe (1997) calls it a process oatiestpRiches and
Dawson (1996b) describe it as rethinking lives, roles and relationships; Balk (&89%)to it as
reminiscence; and Arnasson (2000) along with Neimeyer (2001) call it nariatRarkes,
2003). This process of reconstruction enables the bereaved person to create laeseotlyey
can make sense of their loss. As Walter (1999) suggests, the dominant ‘restitatiotold in
mainline culture, where survivors need to rapidly reinstate themselves to grimakjected in

formal care, a place where they can mutually disclose their pain and shafe thé¢hie person

who died. As noted earlier, some writers are producing ggdhat speak about their own
private and painful experiences of grief (popular authors such as Pausch, Didion,aratres
Jameson). Many are highlighted in the media, and the idea of the importancergliresis
carried into the bereavement community. Books from past decades provided guides for the
widowed (e.g., Foehner & Cozart, 1988) which used a step-by-step approach providing
important practical tips (i.e., the table of contents often include the ins and onlistirfig legal

help or filing claims for life insurance, etc.). In a postmodern landscape howeyemphasis

45 These popular writers also contribute to the invention of the ‘grief process’ asdoourit
early on by Wambach (1985/86:208) who notes that ‘The social invention of the grief process
points up the interactions among widow, popular writer, professional, and researdgateest
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on narrative construction has now warranted training for doctors, clergy angfessionals
who can assist with this task of constructing a story with bereaved persadter (\MG99).

Those who work in bereavement care are also examining new ways to use the
communicative arts as a tool for an outward expression of the inner conversationstheld b
bereaved person (Whiting & James, 2006). According to Neimeyer (2000), thesesformat
include methodologies such as sacred art, guided journaling, photography projews, shr
making, life reviews, and videography. It is expected that the theseiastoanh assist in
successful narrative reconstruction on offer through bereavement careas3dnsnent of
activities may be of interest to those who are known for wanting new options inaerms
products and services, those born in the Baby Boomer generation, and who are the fagus in thi
sample.

Baby Boomers

The Baby Boomer generation are on record as the largest age cohort in thedunS. a
the world, and a cohort that historically has expected society to createmneves to meet their
needs (Dychtwald, 2000; Hall 1990). Baby Boomers are recognized as post World War I (
1946 to 1964), creating a diverse population with a spread of almost two decades. Mellor and
Rehr (2005) suggest that because of this span, the Boomers display wide defer¢hes
experiences. Yet, in terms of aging, the Boomers as a cohort look forward to moriéefribian
their parents and grandparents did, as Johnson & Forman, (2009:32-33) point out:

There is one overriding reason why boomers simply can’t accept the traditional

paradigm of aging—they expect more from life than any previous generation.

The result of historic changes in American life is that baby boomers entered

adulthood with unprecedented access and options. They developed a bias toward

having multiple choices for just about everything. The educational system, the
social environment, and relative prosperity created a predilection for the

availability of options in all areas of life. Building on these generatiotitl@gs,
boomers have defined the approach to every life stage they have moved through.
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They expect to be in control. They want to make a difference. They insist on
happiness and self-actualization, and they presume that they will manage even the
physical changes that accompany aging.

By the year 2030, the last of the Baby Boomers will have turned 65, which will account
for 18 percent of the population (Barry 2011). This scenario gives us almost two d&fcades
catering to the needs of a very large (and to some, demanding) age cohort. Fuster, the
expectations and needs will continue on into the Boomers’ old age requiring a deattodra
from the grief care industry.

According to Gillon (2004), Boomers, in general, hold a sense of entitlement like no
other age group. He claims, for example, that the way in which Boomers wereadartdre
raised under the child-as-individual teachings of Dr. Benjamin Spock, along with dmegsne
child-directed advertising, both contribute to this sense of entittement. Addomself,

Gillon notes, “[i]t created a sense of entitlement that had not existed beforbecasme more
concerned with our own emotional well-being, whereas to older generationsathebmsidered
soft and fluffy” (in Barry, 2011:A3).

This more demanding personality type is now at the heart of products and senhees in t
death care industry. Boomers are recognized by funeral home directorarfpie, as those
who want a more personalized funeral for themselves and for their famil@$,0d custom-
designed service. Bill McQueen of St. Petersburg, Florida, inherited a funerabfientas
father died unexpectedly and has changed the name from a funeral HeanglyoTribute
Centerwhich operates under the motto of Love, Life, and Legacy (Albright, 2009). McQueen
states that they gear their services more toward that of a hospitalitg$sisiue to the
overwhelming requests from Boomers for more individualized services. AltlBamhers are

viewed as a demanding age group with higher expectations, on a more positive plansgdérha
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noted that they are seen as psychologically more resilient than theirspgesrdration (Mellor
& Rehr, 2005). Boomers demonstrate that they are more willing than their garsaek help
when life’s losses endanger their well-being (Washington Post, 2010). One suahthiss
group, is that of a spouse.

Spousal Loss

Spousal death is one of the most stressful life events with scores of recerst Isbtidig
that the deceased spouse is deeply grieved (Zisook and Schucter 1991, Kaunonen, et al, 2000,
and Bonanno, et al 2002). The Social Readjustment Rating Scale (SRRS) deems spbusal deat
as an experience that requires the most intense adjustment (Carr, 200§)ce€amt research
specific to spousal bereavement has focused on particular concerns, includiagdet) g
differences among survivors (e.g., Powers, et.al.,1994; Martikainen & Valkb®886:1998;

Bauer and Bonanno, 2001; Stroebe, et.al., 2001); 2) symptoms of stress (e.g., Avis, et.al., 1991;
Liberman & Yalom, 1992; Hyrkas, et.al., 1997); and, 3) social support (e.g., Lieb&man

Yalom, 1992; Caserta & Lund, 1996; Thuen, 1997b; Duke, 1998; Kaunonen, et.al.,
1999;Danforth & Glass, 2001; Stroebe, et.al., 2001).

An important theoretical model for spousal loss was developed by Utz (2006) and was
adapted from an earlier bereavement model put forth by Stroebe & Schut (1999). In the
extended model by Utz (in Carr et al., 2006:186) there is emphasis on “how the experience
varies across individuals and social contexts.” Extending the understanding of howcogeple
with the restoration-oriented tasks as outlined in the DPM by Stroebe & 3899 (the new
model shows how these tasks play into a bereaved spouse’s distinctive exadrience

bereavement.
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In addition, an analysis on spousal bereavement (Bonnano, et al., 2002) for those aged 65
and older, known as the Changing Lives of Older Couples (CLOC) study, repoxkitdrat
widows and widowers are resilient and show little or no depressive symptomsati then
again atl8 months after the loss of their spouse. However, it was also noted thatagehis s
life, many view the death of their spouse as a natural part of life and adaptlstmeasier than
their younger counterparts. In the current study, it is brought forth that thenaelpsasks
related to losing a spouse in what now is considered mid-life (46-64) is seemorglyifficult
than losing a spouse in late life (>65+) when death is more expected.

Research on bereavement care experiences of surviving spouses hasvext neceaih
attention, with the exception of some studies that are specific to a partypdasftprofessional
(Main, 2000; Wiles, 2002; Payne, et al, 2002). However, these do not focus on the care itself for
the participants of the services, some of whom were bereaved of a spouse. Main (2000) looks a
the views of bereaved patients (regardless of their type of loss) in ralgmeelical practice to
find out what the expectations are in the way of bereavement care from theis dé¢sults
show that the majority of the sample feel as if bereavement support is a veriamhpspect of
the role of the general practitioner (GP). In particular, the survivors note dlctitpl measures
should be taken by the staff of the GPs’ offices to readily identify them withsy#tem so that
office staff are more aware that they are recently bereaved whitit pnayide more sensitivity
(in Wimpenny, 2006:131). Along similar lines, Wiles, et al., (2002) looks at factors that
influence general practitioner referrals of a bereaved person out to adreesd counseling
service. The study found that GP’s see factors such as the nature of the déatb| tiesocial
support, and the reaction to the death as determining factors in what may cordrdhnermal

bereavement. Counselors are interviewed by Payne, et al., (2002) to learn the appmassze
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for counseling bereaved individuals. The majority adopt strategies that invbihvg ttee story
of the loss, active listening, establishing a supportive connection, and allowing e foedeal
with any unfinished business.

Recent studies that examine widowhood exclusively (Zisook and Schucter 1991; Powers
et. al., 1994; and Bauer and Bonanno, 2001), and one in particular on younger widows and
widowers, show that the younger surviving spouses are more vulnerable and exleagadcr
psychopathy. It should be noted that the samples in these studies had age-diveisanpart
which do not explicitly reflect on the distinctive case of a particular group,asB8oomers.
Carr, et al. (2006) look at the bereavement experience itself in numerous cauersts (
psychological and historical), and present research on widowhood from sociaktcigho
study bereavement but nothing evidenced on the assessment of bere@aaeseegeriences of
surviving spouses, the focus of concern in this study.

An extensive review of the literature on spousal bereavement, produced under the
direction of Wimpenny (2006) by the faculty of Health and Social Care at the Raxtreidn
University in Aberdeen, Scotland, brings attention to five key messaggsimea bereavement.
They note that the whole family should be considered in the process of spousal benéé&yem
agencies who offer support suchhasv to facilitate support mechanisms for the bereaved
through family and friends. Next, they suggest how support services should ret¢bghize
families often report that symptoms of grief decrease over time everhtlizege are severe in
the initial period following the death. It is also recommended that practitiknevs the
importance of reminiscing for the widowed population and that the less secure an indsyidual
the less they reminisce. In addition, it is advised that through a systassggsment to identify

high risk factors, “services should provide a primary preventative focus diocdmgh-risk and
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high-distress individuals” (p.74). Lastly, the authors stress the importarde@dtion for both
the bereaved individuals and the support providers in bereavement care to integratedhe v
ways that grief may present itself.
Bereavement Care

As noted in Chapter One, bereavement carggenaral term that incorporates
bereavement support which may come from professional networks consisting ofdrealthc
providers and various other agencies (e.g., legal, religious, mortuary, etorhahbse working
for non-profits. This support is variable and ranges from professionatguaeling to
volunteer-based administering of grief services. Coordinators of this egrbenthose who are
working voluntarily, those in paid positions, or those who are hired and paid through contractual
work as consultants. This grief care includes a wide array of services, whitivaklve
personal conversations with professionals, written information, and offerings ksheps,
support groups, and/or retreats. These services can occur within formal bergaognmeunity
networks which are broadly defined as “those who may offer anchors of a different’n@Ly.,
spiritual, church and community groups/agencies) perhaps through support groupaaduandi
counseling services, which generally offer emotional support (Lindsey & Y2003:167).

Appropriate support is often evaluated first through understanding the bereaved person’s
situation. For example, it would seem suitable for funeral home personnel to hold a ¢mmversa
with the chief mourners immediately upon the taking and receiving of the bodyddédhased
to determine whether the survivors need help with practical matters. Howewnay, ot be
appropriate at the initial meeting to give the newly bereaved a graatfdeformational
support. This type of support may be beneficial once the shock has been absorbed awe they ha

an informal support person with them to help process this new information. There abg als
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cultural constraints and protections put in place by family members who magtbeted in
voicing their preferences in the midst of the initial shock and their eaelfyaycumstances. It is
often a challenge for formal care providers today to know how to provide helpdwoingri
people, one where cultural, social, and individual factors need consideration.

As noted by Walter (1999), the two most common types of bereavement care are
individual counseling and mutual help support groups. He suggests four varieties of groups
generally on offer, which include those who accommodate people whose relagivres di
common events, groups for those who survive a death in separate incidents but the bereavements
were of the same nature (i.e., spousal loss, child loss, sibling loss, etc.), ghoupwde
support for those who survive death as a result of violence, and, lastly, general suypsrt gr
who utilize a professional to provide assistance through a bereavement ageftey.aMta
brings to the surface some important questions about the social dynamics withintlaé help
groups, and explores whether or not they help the passage through grief. He tbfegoups
as communities of feeling which create a subculture where the decettsedastral actor.
Shapiro (1994:1996) suggests that people will continue to attend the group if the group’s
storyline is a good fit with their personal experience (in Walter, 1999). Inwthes, the
narrative needs to allow for the dead to continue to live on, and the recognition thhagmef
end and no cure but is transformative. This scenario can be encouraging to those wbo want
create and continue a story, and for most is more logical than having the focushanges
recovering from a senseless loss (Riches & Dawson 1996b in Walter 1999).

Articles of interest surrounding these interventions include those that ekpiorg and
value, as well as the benefits of counseling. For example, Allumbaugh and Hoyt€t8088ne

the effectiveness of grief interventions with self-selected clierggatticular time in
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bereavement and suggest that early intervention (within a few months of loss) candse |
effective, perhaps even more effective, than that of psychotherapy in gerfegditerature also
explores benefits of counseling, (e.g., Parkes, 2000) where those who suffer froiatitrand

unexpected loss (and who were also vulnerable in other ways) could benefit frossiprate

counseling. In the United Kingdom, a survey of ex-clients from Cruse Bereavﬁnrﬂ]m;r%6
by Gallagher and colleagues (2005), found that counseling is helpful to the majtrityfew
negative comments on the time it took to get from the initial referral to beingaseeclient.
Arnarson (2007) recently argues that grief counseling’s roles is to reneeltigoverning
individual that is at the core of contemporary society and politics, thus renewijugnot
individuals but also the social order (In Walter, 2008). Others, criticize prafesgjrief
counseling, such as Konigsberg (2011) who states one of the five common myths abaut grief i
that ‘Counseling Helps.” She cites research studies by the Associatioatbf BExkication and
Counseling’'s Past President, Robert Neimeyer, PhD, and Joseph Currier, Phporiseds
Konigberg's claims, Dr.’s Neimeyer and Currier responded in a TIME magazinke:

grief therapy is hardly necessary for the resilient majority iefzgrg people.

...which is that new approaches to therapy are demonstrably effective for

mourners whose losses are sudden and traumatic, or whose grief is disabling and

seemingly without end. With one in seven survivors struggling to make sense of

their loss and move forward with their lives, professionals who specialize in
helping them do so can be a godsend.

46 This bereavement care program serves the needs of all bereaved people. isGakser
from the Old Testament in the Bible which refers to a widow’s jar of oil (Xthse never ran
out, symbolic of the grief support. Although they do not identify with any religious @agam
and their services are open to all people.
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Konigsberg’s new book has created quite a stir in the grief industry, with misggahises from
both professionals and non-professionals.

Studies specific to an acute care settings such as a hospital wherbendéevement care
for death is offered within the organization, suggest that issues of respect, dighity
communication by hospital staff were of great concern (Billings & Kolton, 19983e#&ch on
the value of support groups for bereavement note that it is difficult to ascedamtacviews
because of the populations sampled, namely those who are self selecting antbateoalps
(Thuen1995; Thuen & Sandvick, 1998; Zonnebelt-Smeenge & DeVries, 2003). With respect to
the experiences specific to support groups, Thuen (1995) highlights the value of social and
emotional support on offer by the group itself (which is considered the most valudplalpag
with the style of the facilitator being an important factor for those attgndhge and gender
differences in support groups studied by Zonnebelt-Smeenge & DeVries (2008)that the
older widowed in the group experience greater difficulty in adjusting to teexlus being able to
enter a positive phase in their lives.

There is also an assumption that proper and timely responses could have an impact on a
person’s bereavement journey. Silvey (1990:17) notes in a study conducted in a hospital tha
“[a]ll remarked positively about any member of staff who responded to thewairing or
empathetiavay” (my emphasis). Again, there were no general studies of bereaved spouses’
experiences specifically addressing the programs provided to them thraduajltamitacts upon
the death, such as from hospitals or other agencies like hospice care, spadiigd of loss.

Some changes have been evident over the years through specific groups who organize
around the type of loss, whether that is a relationship loss, such as spousal, child,ilplargnt, s

or friend, to a type of death, such as suicide or homicide. Providers of bereavement care
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recognize that the more similar the group is in terms of type of loss and deatloy¢he m
cohesiveness exists which provides advantages in adaptation for the members. diches a
Dawson (1996a) call these groupings ‘particular communities of feelings’ wheeen types of
mourners celebrate what they recognize as an experience shared onlgtoyuthmembers. In
such a situation, the use of models and theories surrounding grief, for example, atandzkto
the special needs of the group and the meanings that are important to them.
Critical analysis of relevant literature

As this review indicates, while the literature on bereavement careitedirthe current
knowledge base that addresses the experiences of formal support for bereaved sfuuthesss is
lacking. In addition, as Baby Boomers age and face spousal death and bengatvésrianely
to address and analyze the care available to this cohort, and the meanings ithedsc
individuals are constructing regarding this care. Data gathered here malepovnsight into
the degree to which Boomers depend on their spouse for many tasks and how thithaifect
acceptance of bereavement care assistance and their adjustment to the loss

As noted previously, multiple authors in bereavement care research focus on the
effectiveness and timing of grief interventions and the benefits of individual@mgmsvith a
few examining the social and emotional value of support groups, the style of tiatéacand
comparisons by age and gender of the widowed. It is clear from the cusettite that there
is a gap in addressing the concerns of the recipients of this care to detelpfuiadss overall
(both before and after death if there is an illness), and what improvements orisngghsl
have to offer. In particular, little research is available that spatiifiexplores experiences and

expressed opinions and concerns of the Baby Boomer cohort with respect to formal care
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The research in the area of bereavement care takes divergent routes in terms of
contributions. One group is more focused on adjustment to loss, while others concern
themselves with grief interventions, (i.e., at what particular stage inMeeneat support is
sought). At this point, research provides important information to shed light on the edgful
of formal support in bereavement, but fails to take into consideration the experienass iof
general from the bereaved person’s perspective. The implications of dasctesnay offer
valuable information for the creation of training programs for practitionels, the very least,
more holistic support services with potential to improve care for the Baby Baminert.

Models and theories on grief changed over time as death became more medicalize
Eventually, as both dying and death were sequestered, and handled by professionals, ®le now fe
less equipped to handle bereavement as we have a distanced relationship to dddttionnees
we moved from a traditional, community-oriented society where people lived, workeceand di
in towns and villages where the dying person was known to them, to one where in aggobali
society, we pay our respects but are generally unable to support most peopleeyheve a
significant loss because we did not know the deceased. And as Walter (1999) points out, the
authority has moved away from religion, medicine and therapist in bereavementstsaihas
being the expert. This is reflected in the number of memoirs and advice for gtgvooth
famous authors and the average bereaved person who wants to offer help or advice.to other
Lastly, a strong emphasis on individualism results in a huge adjustment when wlesese
others as we have fewer relationships, which weakens our support system.

Although this review acknowledges that the studies noted herein contribute to the
discovery of knowledge, countless questions remain. For instance, no research Ipisor to t

present study takes an interpretive qualitative approach using a sociolegsctiiat asks how
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Boomer spouses experience formal care during bereavement. Therdyswiedr more to be
learned. Next, Chapter Five presents partial findings of this research, to hope@if to add
to this much needed knowledge on grief care.

CHAPTER FIVE - RESULTS 1-SUDDENLY WIDOWED
Introduction

Spousal loss affects all aspects of a person’s existence. Changesdaeaka plath
individual and social levels, and include the emotional, physical, mental, spiritual, @&ld soc
impediments for re-entering personal and social interactions and relatiqnghiqs are
thoroughly documented in the literature (Worden, 2002; Stroebe, et al., 1987). Even for those
whose spouse is diagnosed with a terminal illness and who may provide years of aare f
ailing partner, their lives are filled with other responsibilitiesyileg little, if any, time to
prepare for their changed status from married to widowed. So, even when the death is
anticipated, it is challenging to prepare for it, and when it occurs, evenweasfgiel suddenly
widowed.

The analytical concepts and framework in this dissertation range froméhmaadiary
strain on social role, role adjustment and support systems to the microlevelooigbers
experiences, that of bereavement and care. Using a symbolic interacippmsdch, | am
interested in the construction of reality, or the meanings of life, for peoplerelgmiag through
an experience. This chapter, and the next, provide insight into the experiencesarfdyrief
bereavement and the subsequent formal care provided for these participants, whio have a
suffered spousal loss. It incorporates what it means to be widowed and the emational a
expressive work that follow in rewriting the self after the loss of a sogmif other. Chapter

Five examines the thoughts and opinions of formal bereavement care experienc@&sof the
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bereaved spouses recruited in this study. Both chapters highlight how active iremivetne

life of a support group affects the social development of these widowed individilaés/as
attempt to answer questions about themselves, their deceased spouse and their sigoport whi
grieving. Along with the death of a spouse, whether sudden or expected, comeltyttbaiea
one’s lifeworld is forever changed. For those left behind, the consequence \&ebwrrf

which involves an abrupt shift for the surviving spouse from the role of husband or wife to a
widowed status. For those who do have children, whether they are young or adult aged, the
bereaved spouse, upon the death, becomes a single parent. Regardless of whetheighe deat
sudden or from an illness, these spouses describe the loss of one’s spouse as a life- and se
altering experience.

This chapter first describes the demographics of the bereaved population ungler stud
including age, gender, race, type of spousal death, months since loss, educationdidewes, re
or spiritual preference, and the number of people living with the bereaved at tlof desth. A
limited amount of information (i.e., name, relationship to bereaved person [spousergesstra
spouse], gender, age, date of death, type of death [sudden or illness], race, and splitfioals
preference) was also collected on the deceased person. | obtained this iofosm#tiat | am
able to personalize the interview as well as know how to probe on certain questipasdden
death or terminal illness). The chapter then examines the sociological cohtteptefinition
of self where tireless efforts were made to redefine the individdafsed the loss of a
significant other, as well as attempts to define the new social selt, ¢destruction and re-
construction of narratives are addressed which provided a chance for thegeapéstto reflect
on the experience in a new way, and helped some to realize just how much support they have

now, or had during the illness or sudden death, and in particular, during the initial pait of the
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bereavement. Lastly, a look at the expectations surrounding the griefeexgeanihich supply
insight into the ways in which the meanings connected to being widowed form andekieeef
narration that follows. First, | will present the collected demograpbrdhis cohort.
Demographic Overview

Face-to-face interviews are held with 37 individuals born between 1946 and 1964 (See

Appendix P [1], Age Characteristics of Population) and one interview is conducked mile

participant who misrepresents his é'g7eHis interview is included for analysis because of his
experiences with formal grief support and because of the low rate of male gafeipation.
Women represent the majority of these interviewees [30/38] bereaved of eitheradiashar
an estranged husband [2], and the remaining eight men had their current wives diezcAije
of signatures on consent forms, | collected the demographic information, at whedh tim
discovered that one woman had divorced and another had filed for a divorce before their
husband’s untimely death. Coincidentally, they both experience the loss of theigedtra
husbands by violent suicide [shotgun] and in both instances the estranged spouses leave notes
implicating the role of the failed relationships in their decisions to comnaidgui

Race is self-identified (See Appendix K, Participant Charactejisticsalmost all
individuals [35] are Caucasian/White [2 are Asian and 1 is Multi-Racial]. Téeafghese

Boomers included one participant who was male and age 71; fourteen participants wlose age

47 David misrepresented his age on the phone when | asked him if he was a Baby Boomer, born
between 1946 and 1964. However, when he came to the interview, | was suspect about his age.
Eventually, at an appropriate time in the interview, | question his age andshmesihat his

wife was a Boomer and that he felt he was ‘close enough’ to the age cohort unge-susl

actually 5 years older than the Boomer cohort. | continued on and kept his responses as dat
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ranged from 60-64; seventeen in their 50’s; and the remaining six were ageAdBAGEnglish is
the primary spoken language. Spouses are also asked if they had others living withtlieem a
time of the death, along with the type of relationship [i.e., young children geengoung adult
children or grandchildren]. Occupants include children of the marriage, with teptens. In
one instance a grandson moves in with his grandmother and in another, the spouse had one
biological child and one foster child.

The remaining characteristics include Religious/Spiritual Pnetexe Educational
Attainment, and Number of People Residing with Bereaved Spouse at Time lofHyeat
Participant Number, Age and Gender (Appendix P). Participants respond to my inquiry about
religious or spiritual preference by stating that they either believedh(&38), have no
inclination (8/38), or note a specific association to a particular sect with answar as
Christian (4/38), Protestant (3/38), Catholic (14/38), Lutheran (1/38), Presiny{2(88),
Nazarene (1/38) and Non-denominational Pentecostal (1/38). One man simplyastassand
did not answer, even though | knew he heard my question because of the close proxmaity in t
interview. He also gave no response when | asked him about whether his deceabed aify
religious or spiritual preference. The largest self-identified religiatsgory is Catholic, and is
due to the fact that one of the five agencies | worked with operated under hioéaCat
Archdiocese of Detroit and seven of the nine interviewees from this agency acknalvledge
Catholicism as their religious preference.

This sample’s educational attainment (also reflected in Appendix P) includesithos
finished grade school (1/38), high school (6/38), some college (7/38), Associate’s(@étBke

Bachelor’'s degree (7/38), and Master’s degree (6/38), and one participant whtihresds

48 Average life expectancy in 2007 was 75.4 for men and 80.4 for females.[U.S. Census Bureau,
Statistical Abstract of the United States, 2011]
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Master’s degrees and another who took coursework beyond his Master’s. The demotraphics
represent these 38 bereaved spouses show us a fairly highly educated, White &nd femal
dominated religiously oriented group of Boomers. Next, we move into exploringnbept of

the definition of self.

Definition of Self

Benjamin Franklin once said ‘There are three things extremely hard:sstkamond,
and to know one’s self’ (Myers, 2010). It was evident that ties to significant and geggbral
others proved crucial in the responses of these participants (Rosenberg 1991). tany of
constructions of the living self included references to the deceased spouse antjersoé
their support systems, such as family members and good friends, along with iooalisédtus
and in some instances, faith is mentioned. An expression of how a part of themselves is nhow
gone along with the shared role of being spouses, is stressed, and typicaly &s
problematic. Participants elude to a loss of personal identity in various detgpesding on
the quality of their relationship to the spouse as they construct the stoss.of |

These spouses all died before old age (according to today’s standards and aeerage lif
expectancy). Meanings assigned to their own lives after the death of their stuce
constructions of stories in some cases with little hope. These stories involvptobescof
loneliness and non-existent live€ourtneywhose husband Hal dies very suddenly, defines her
life and identity as nearly hopeless:

Okay. Well, | am 46 years old. It's hard for me to believe... 'm a

registered nurse, I've been a nurse now for 20 years and | think of my life as

‘before [Hal] died’ and ‘after [Hal] died’ and this after part, ugh, it's hatd just

a lonely, lonely existence going from being so happy, SO HAPPY, we were

married for 14 years and 7 months to the day and just you know having somebody
there every day that | just loved (crying) thought the world of you, took nothing,
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S0, crying already Laurel... | have a wonderful son... And of course, especially
now, | just worry about him terribly (cries and laughs), terribly. But he’s a good
kid... | see him quite a bit. And he calls now just to make sure | ...haven't
jumped off the cliff yet, he calls me a lot. And | have good friends at the hospital
And, it’s just...l don’t know I'm just kind of existing. [Courtney, whose 44 year-
old husband Hal died from cardiac arrest]
Courtney’s description exemplifies how the relationship to her spouse as hergnifisgsit
other appears to be more important for defining the self than twenty yeaoskofisva medical
professional. It even appears to overshadow the importance of other famibersdhat are
still alive. A rebuilding of a sense of self, such as in the rewriting of a life narraftigesuch a
significant death, is recognized as a continuing process (McAdams, 199%udkitshe

attempts to identify with her work as a nurse, Courtney quickly assigns a divdien ¢ld

status in life -- when a married woman-- to her new role and status in life --n@owed

woman. She notes that she had a very different life before her husband died, one where she

enjoys a happy marriage with a man who loves her deeply. After he dies, sheeddserilife
as a ‘lonely, lonely existence’ where she is ‘just kind of existing.” In aesémsre is no longer
an anchored self, but one that is looking for a meaningful narrative. At the time of thiewnte

only 15 months from the death, Courtney’s self narrative reflects nothing but l@seline

Christina, 18 months past the death, also suggests, as Courtney did, a non-existent life

Hm. | work part time for ... School District... | am what they call an office para
pro and a lunch para-pro. So I work in the cafeteria for one hour, | work in the
office for three hours a day. | have two kids, two granddaughters and pretty
much, a non-existent life (laughs). | don’t know, | don’t know, | don’'t have a lot
going on. [Christina, now 55, whose husband Harvey, age 52, died suddenly from
cardiac arrest]

Although she tries to maintain her self through work and family, she admits toy ‘prett
much, a non-existent life,” which could again be interpreted as a non-existesglfru@hristina

later tells me that she is overwhelmed with the role of maintaining her homeseand almost
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consumed by it. This may be another attempt to find meaning for the sethaftess of a
significant other. She does not divulge her financial situation but it is clear (freeting in her
home) that she lives simply. She does not elaborate on friends or activities aneats5&d/
and in good health, appeared to have no interest in anything other than her part-timerwork, he
immediate family relationships, and maintaining her modest home. Christimaghmy
guestions and reflecting on her own answers, wonders (out loud) if perhaps she is not moving
along and engaging in an adult life as she should be.

As these spouses approach year three of their bereavement, a more engagd life
others emerges and they are less focused on their worries and on the patt life deceased
spouse. There are a few exceptions, notably Earl in the next example, whoas heef
approached year three of his bereavement, seemed to still consume him. Isisiatioa it is
clear that, “[t{]he fundamental crisis of bereavement arises, not from theflothers, but the
loss of self” (Marris, 1974:297 in Charmaz, 1980). One may no longer see their role of
‘husband’, for example, without the wife, which contributes to a loss of structure ancdhmeani
(Charmaz, 1980), and may also be the impetus for maintaining a connection to tisedldead
exemplifies this point as he is unable to construct a self when he is askédn® about
himself:

Well, it was us, you know it wasn’t just me...it was 33 years of us together, so she

would say that | am the wind beneath her wings and | would say she is the wind in

my sails. And that was our marriage. So, while really there isn’t too much to say

anyhow about me personally because it was...more ‘us’ [crying]. [Earl, 33

months post loss, and now 64 years old, whose wife Jenny, age 57, died three

weeks after being diagnosed with a brain tumor]

Earl’s life seems meaningless. Marris (1974) posits that to accompliséctirestruction of

meaning, the bereaved need to re-establish continuity with the past without treedqueraon

through a detachment of symbolic meanings from the former mutual relatioBstup Marris’
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thesis on loss and change dealt with resistance to change, perhaps the removiwgadditige
ring, for example, a symbol of the former mutual relationship, might help to promote and
maintain continuity of life. Three spouses mention their struggles in relinquisi@ngedding
ring, or seem to want to explain to me why they are still wearing the rdig (lot ask, although
| add it to Appendix | after an interview where it seems to be of great impetaiote
bereaved spouse). One woman told me that she gave the wedding ring to one of time childre
and another notes that she had it melted down and made into two rings, one to give to her
daughter later in life and one to keep for her own memory (which she wears on hedtimimy
the interview on the left hand). Coincidentally, | observe that Earl in the above exasgrk
his wedding ring the day of the interview, approaching the three year markiaftvife’s death.
Earl cannot see himself as an individual as he remains very attached to thedispease and
to the marital identity.

Earl later reveals that he has attended six support groups and also sought one-on-one
. . , 4 o I
counseling with a member of his churc%.Such efforts fit with Walter’s definition of a

subculturalist within a support group subculttri?eNaIter (1999:193-95) develops a

classification of the survivor’s individual responses to bereavement through fegoiges,

49 Almost all of this sample (36/38) attended at least one support group. One woman recruited
from the funeral home did not attend their support group but felt that the pre-arrangements

her husband’s death and a visit from their representative was considered tqypuat.s

Another woman attended the social functions only for Agency Five, Widowed But Na Alon

group. Twenty participants attended the support group of the agency | was integuiesvn

from; 11 attended this group and another support group; 5 attended three support groups and one
man attended seven support groups since the death of their spouse.

>0 Others, such as Hockey et al., (2001:114) note that the mutual help groups ‘represent a kind
of counter-culture.” They outline three ways in which these groups fit a labeliofez-culture,
namely, 1) places where models of grief that run counter to the culture asdediit modernist
process models that make closure their goal; 2) in specialized groups, suabBsMothers
Against Drunk Drivers) where death has occurred as a result of negligenerample, and the
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namely the nomic repairers, the isolators, the subculturalists and the innovéiisrs. T
classification is based on Durkheim’s (1952) twin dimensions of integration andtregul

where thenomic repairersare involved in work and other potential self identities;sbétors
whose ‘connection is so much with the dead that they are cut off from the livingffoarto
maintain the past self; tlseibculturalistsvho are also engulfed in the lost identity of spouse but
seek out alternative social settings (such as a support groups) — sel§;seekethennovators

who accept that the previous identity has been crushed and go on to recreate new sdtees. W
(1999) notes that the bereaved person may be more or less socially integrated andas®re or
conventional. In the case of Earl, his interview narrative describes how he antelosce

spent their time together and how difficult it is after she dies to go to thass @bne. They

had a Sunday ritual, for example, where they would go out to a restaurant, the sameyone ever
week, and eat a meal together. He said it took him a long time before he could sticoyrdge

to go and eat alone, as such an event would conjure up feelings for the past selbupkbe

role. The routine and structure he once knew are gone, but the self constructechosthin t
routines and structures remains. In time, he did venture out, and notes that each Sgoay, it
little easier. Although he could have chosen a new restaurant and a differentndgg pereat
out, he chose the same day and the same restaurant, and said that this was howvargetson
through grief He notes that you don’t go around your grief, you go through it. This is a script
commonly recommended by bereavement support group facilitators. Bet&aés extensive
record of formal grief care, he speaks the “true” language of the culturecafvbearent support
groups, an example of meaning being constructed in settings external to vituaddi

Another woman, Debra, nearing 36 months post-loss, defines herself by describing her

group has activities of action; and 3) the validating of emotional expression wigbhbai
viewed as counter to the cultural social activity.
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role of assisting her husband in his career. Her response to the question abousherself
My husband was a [medical professional] and we—I ran his clinic for 29 years,
put him through [medical] college, knew him 40 years and | was married 36 years
when he passed away. [Debra, now a 60 year old female whose husband, Ben,
age 58, died suddenly from cardiac arrest]
Throughout the interview, Debra notes several times how she feels she did not fit atheit
widows because she has no children and has been a business owner all her life pathsleer s

She thought that most of the concerns of other widows she spoke with in the support group

involved things she was well aware of, like finan%lesjnce she did all the bookkeeping for the
business and has a good sense of money. Although she attempts to continue to define herself
through her role in the clinic and business, which no longer exists because she solthéiss bus
immediately upon the death of her husband, she mentions no other interests. It becomes obvious
that her identity is anchored solely in the business and the marriage identityndwviethree
years after the death, she has little to say about any plans for a future. afor jsacording to
Walter’s classification, Debra seems cut off from the living, and is maditilegeffort to develop
a new sense of self. These were two distinct examples within the sampendEBtbra, while
most others fit the description of nomic repairers, involved in their work and oth&tesdities,
and that of innovators, who accept their lost identity of spouse and go on to create the new
widowed self.

Participants’ attempts to redefine the sense of self, even for those whaimsirong
ties to the deceased, include descriptions of their occupational statuses. Nwasiweteare
still working (25/38), even though many of the women who are working (20/30) have only part-

time work (10/20) and one woman specifically notes it is not a ‘career,’ just a jobtrsogito

>1 This was not a topic brought up by the facilitators in the group, rather this disttmsk
place after the group meeting.
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occupy her time. Walter (1999:193-194) suggests that those whose view of the wWodddgh

involvement and identification with their work, are encouraged by society to tliteacselves
with work after loss. By doing so, people are integrated back into society and aregsxviae
structure along with occupying the mind away from the trauma of loss.

Besides work, individuals are trying to make sense of the death by taking on some of the
characteristics of the person who died. “Seeing self and aspects of the wartshttire eyes of
the deceased may clarify thoughts and help the bereaved person deal with unfinistesd’bus
(Stroebe, et al, 1992 in Riches & Dawson, 2000:171). This is evident when participants speak at
length about the history of the relationship with (or story of meeting) the deceaseel Spmis
responses are often told in what | would describe as a reminiscing fashion. Starasdhey
reflect on scenes of the past, and others weep. Littlewood (1992) refers to tlukkgpavior
as ‘falling in love backwards’ where the bereaved individual is able td reealories and enjoy
them. For example, one participant’s story attests to Littlewoods’s idea@snes full circle
with the images of meeting his wife for the first time at a partynducollege:

...I said “Well, maybe this is not the right party for me to be at” so | headed

towards the beer. They had the beer in the bathtub iced down, and grabbed a

couple and was headed towards the door thinking maybe time is spent best

elsewhere, when a sister of my friend saw me and she says “I've got to ietroduc

you to somebody” and | said “Okay.” So | was standing by this refrigeaiatbr

there was a white door frame, something like this (points to an archway in his

home) and there was a refrigerator here and then it was all white and around this

corner comes this blue-eyed, red-headed woman with porcelain skin, most

colorful thing in the room...

And then he ends with a description of how he watches his wife’s body being removed from
their home by the undertakers:

And then, we had made arrangements with [name of crematory] to deal with the

body and they showed up and they woke me up, | was by then of course

exhausted and these two guys came in black polyester suits, they looked like so
much stereo—they looked like Mutt and Jeff, one was tall and thin, one was fat
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and morbidly obese, not fat, not stout, morbidly obese, black polyester suits, and

again, they're like cartoon characters and they load her onto a gurney and they

leave an artificial rose. Again, | understand the symbolism and what they're

trying to say, we're taking your beloved but we’re leaving this, okay. And then

they take her out and the last time | see her is that her head goesnitoldst

little, not a hearse, but a little black van type thing and that was the ladtdawe

her. And | connected with the memory of seeing her for the first time whish wa

also in my mind which | can still have access to. So, that's kind of what

happened. [Adam, a 60 year old male whose 49 year old wife died from breast

cancer]

Adam suggests that he ‘married up’ and that his wife loved him with all his wartssdnce, he
relives the relationship, step by step, scene by scene, and by doing so, he learns abaut his
widowed identity through the re-construction of memories of the relationship. These
conversations with the living (i.e., Adam and | through the interview, in support groups, etc
contribute to constructing meaning for a new self for the bereaved individubie(\WW&99).

His stories and reflections on meeting his beautiful wife, and about the imtgerofe of
husband, indicate attempts to deal with unfinished business as noted above by Strbebe, et.a
(1992).

Other descriptions of self come through mention of one’s family of procreation, the
marriage, and details about their family of origin. Frequent definitionsefse of self also
came through educational attainment, home-residence, hobbies, fitness sataligeus
affiliation, informal support systems, pets, their own health issues and thieiplbice. Almost
all of the responses include talk of the relationship with the deceased spouse.

It is clear in this sample that the death of a spouse threatens one’s sensgtpfide
may remove the ‘core social connection’ on which one relies for their sensé(&esgkr,
et.al., 1974; Giddens, 1991). Walter (1999) notes that when a marriage partner dies, reydiscove

of who that person was appears to be a crucial element of the discovery anaddeffrotie’s

self. The survivors | interviewed make references to their deceased spotssportrayal of

125



the new — and old — self with stories about how they met or about their marriage anaréfk s
These inclusions sketch a component of meaning that is constructed to fill a sudden voisl in one’
life. Such meaning seems necessary to provide a strong and clear sensendfaaipase, as
going from duo to solo is no easy task. Without maintaining connections to the deceased spouse,
these individuals might have been unable to tell me who they were, and are, and make sense of
their loss.
Construction of Loss Narrative

Interviewees appear to reflect a need to construct the last chapter of thessifeusith
precision. They included disappointment and regrets and emphasized who was withtkiiem at
critical time. Those whose spouse died as a result of a sudden death (14/38) tendedote talk m
about the amount and value of informal support from family, friends, church groups and
neighbors, than do those whose spouse died after an illness. It is common for people to rall
around others when there is a sudden and tragic death. Those in this sample who deal with
prolonged terminal iliness, however, have a different experience regardingtsudpoy
caregivers were often left alone as members of their informal suppornsysaeried on with
their lives after the initial flurry of offers for help. There wasditttalization by others that
caring for a terminally ill person is quite burdensome and overwhelming. Ferdaesgivers,
there was also a sense of being bereaved in spirit as they go about therggregivknowing
that the end of life is nearing for the spouse. The self appeared to be suspended betpaesn t
self and what would become the new self, soon to require an anchor in the identityof bein
widowed. Also of interest was that the interviewees whose spouses died st (24/38) did
not appear to be ‘better off’ in bereavement because they had an awarehessmpénding

death. Although a few (3/24) noted they did most of their grieving while the spossk, wee
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remaining made no mention of it. They informed me that grieving the about-to-dsesddc
spouse was and is an unbearable and lonely feeling which complicates thdy allearable
sense of self. Valentine (2008:65) suggests that this “tends to support the observasiachtha
concepts [anticipatory grief] can become prescriptive in that some bereawaduals end up
feeling that they ought to have been more prepared and managed their gngf bette
Interviewees construct sudden death stories by going through the detaiteofres
phone call notifying them of the death or of the description of the emergencyicattinee
surviving spouse was present. References among those who died from both sudden death and
iliness trajectories include expressions of what they thought were learimissed, symptoms
related to the death, the collapses and 911 phone calls or emergency room experiences, the
witnessing of attempts to revive the spouse, phone calls with the news of the déegh, or t
delivery of the news (how it was given to them, who was with them, where it occuo¢d, e
The illness and care giving stories included talk of treatments, procedstssspecialists,
surgery, pre-loss needs, hospice experiences, delivery of terminal illnesssisagnd
prognosis. A theme that emerged in both types of death is that of unmet (pre and post-loss)
needs, which are given mention here (Pre-Loss Care) but covered more thoroughjytén Cha
Five along with the post-loss needs. There was some concern expressed inethalsboiti
death’s intrusion, regardless of whether it was a sudden death or one from ilinégsjtand
was worthy of inclusion. It is evident during these interviews that the intrusitiness and
death contributed to the wounded self and create a void so large that the survivar abmuie
his/her sanity as they process life without their spouse. Additionally, thet meess and other
upsetting accounts before the death for those with terminal ilinesses aibs tveavily on the

surviving spouses.
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Pre-Loss Care
Frustrating accounts related to a lack of sufficient care, depersogdheatment,
misdiagnosis from the hospital and/or hospice personnel (and emergency roomskand wal
clinics), along with a lack of coordination among medical professionals wdre@vle woman,
Denise, whose 58 year old husband, Bob, died of cancer, still very upset, had this to say:

So we took him to the hospital and that just took forever and the coordination of
care between hospice and the hospital and this was [St. John’s] hospice and [St.
John’s] hospital, no coordination, none whatsoever...[Denise]

Next, Denise expressed her anger and disgust in a hospital’s depersona&atimegnt, and the
resultant helplessness to protect her dying spouse:

| was pretty much sleeping there and | went home one night to sleep and the
nurse called me at 3:00 o’clock in the morning and says ‘We can’t find your
husband.” And I'm like ‘What do you mean you can’t find my husband?’ ‘He’s
escaped.” And | get to the hospital and they—he went from the 11th floor down to
about the 3rd or the 2nd floor basically going down stairways and elevators and
he was like—when he explained it, it was kind of a—he was paranoid because he
thought—he didn’t know where he was and, um, the security people tackled him
and brought him up and put him in restraints and this was before we were in
hospice, why they didn’t offer someone to sit so | could go home and get some
goddamn sleep, excuse my French because when | get pissed sometirmesd cus
and this was really, really, really hard.

Whether Denise felt guilt for going home and reconstructs this episode ag@ steyv she was
in the right is difficult to say. She obviously does not want the responsibility foepisode

because she desperately needed self-care at the time. The amount of the$agldcount shows

that the strain of continuous caregiving and the protection of the personhood of her speuse wer

important sources of meaning for her in re-constructing the story of the exqaeriafter
months of continuous caregiving, hospitalizations, treatments and specialists,
the spouses had expectations of respite care, which appears lacking. Andynfadeebsoked

forward to a much needed break and notes:
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...in the latter days, | was told that once hospice was called in, that | would get
relief, there was no relief, there was absolutely no relief, hospice did nothing
[Andy, now age 57, whose 67 year old wife, Fran, died of breast cancer]
Again, the caregiving aspect of the experience becomes a point of meaningnidivalual who
may be feeling guilty for not being able to do more for a spouse who is dying. Or, itis
constructed as a way to project personal frustration onto an external thetigpy freeing the
self of guilt and allowing the care they provide for the spouse to be reconstructedasdhe
‘thing’ in the experience.

Others are eye-witness to misdiagnosis, such as Christina, whose husbaietheagber
pain and discomfort on their daughter’s wedding day. The family convinced him t@edieain
attention. Christina had this to say:

We took him to the walk-in and the doctor said that he had bronchitis. And | said

‘Bronchitis? He didn’t cough all day long.” He was throwing up and | said to the

doctor, ‘He has a burning, like heartburn’ | said, ‘He’s never had heartburn, he

doesn’t know heartburn,” ‘Okay, well, he’s got bronchitis.” And | said ‘All right.’

He gave a script... [we get home and] he says ‘I'm going to go straight to bed’

and | said ‘That’s fine’ but | just wanted to sit up for a little bit. So | vitisg

down here and | just heard this real quick “Christina” [spouse in distress calls out

name of participant] and | wasn'’t for certain, so | went down to check on him and

he was gone, | knew he was gone, but | went—I called 911, | went through all the
steps, they worked on him, they took him and of course, we beat the ambulance to
the hospital and the doctor came out and said there wasn’t anything they could do
and that’s when everything—I said ‘How do you go from bronchitis to this? How

do you do that?’ [Christina, now age 55, whose husband Harvey, age 52, died of a

heart attack]

Christina, along with others, reflexively constructs, once again, the agonieimgnes and
accounts of failed attempts by institutions, agencies, and doctors to help theisspthusg
discuss details about the frustration it causes, deflecting their own sdreple$sness onto
others. Negotiations with the medical systems are fraught with misconmationiand a lack of

coordination of care. A longing to protect the personhood of the dying person, throughsattempt

to override the system, came into view through these stories. Examples include @rewiam
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kept sophisticated charts of her own on her spouse’s blood sugar levels while other dying
patients keep their own records of medications, and the like. Pride when the dgong gees
home to die created some sense of autonomy at the end and brought peace to survivors.

Death’s Intrusion

As one would expect, accounts of shock and disbelief surrounding the death itself
throughout these stories of loss continued to be a point of frustration. One participamey;ourt
described her feelings of helplessness as she attempted to constructitbeddhyear old
husband Hal, collapsed and died in front of her:

... he sat down on the couch and I looked over at him because | heard this noise
and | said ‘[Hal], what are you doing?’ | thought he was kidding around with me.
But he was, his back was already arched a little bit and he was already agon
breathing at that point...And so | went over there immediately and | couldn’t
believe it, couldn’t believe it, pulled him down to the floor, grabbed the phone
real quick, called 911 and | knew he was already gone, he was already gdne, but
did try CPR (crying), which obviously didn’t work because we’re doing this
interview. And, the ambulance came. And of course the police officer in the
other room was saying ‘They’re doing their best, just keep hopeful’ but it's the
down side of being a nurse. | knew everything, they kept pushing amps of
Epinephrine...I actually came out [from the bedroom] and was watching, it was
like a clinical part of me, it was feeling like it was—it wasn’t [Hal] be floor at

that time, it was a patient on the floor and | was asking them, ‘Had you got any
type of a rhythm?’ and they hadn’t. Like | said he was clinically deadaiysic

on the couch, totally unexpected, totally. We had just moved—we were in Boston
six months earlier, complete physical for him, absolutely complete, heathy

horse (laughs nervously). [Courtney, whose husband Hal dies of a heart attack]

A few participants (3/38)vhose spouses lived a short while (less than six months) with a
terminal diagnosis after an unexpected incident (such as a brain tumor discovéagd fow),
were grateful for what they consider to be a short period of preparatidrefogtief. They go

on to note they have time to adjust to the shock, and although it may have been short in duration,
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. . .5 L
the abrupt illness helped them to make some important reallza%ohssuch a situation, the
self does not need to be protected to the same extent as those who watch their spgbtmeghg
a long illness:

So, like | say, a lot of, you hear that stuff and then for some the suffering the

spouses went through, where | didn’t have that. [Hers] was less time, it gave me

enough time to face reality | guess, that she was not going to make it,csad ha

time to...l got used to home for a month to an empty house from the hospital.

[Earl, a 64 year old whose 57 year wide, Jenny, died after a short illness

related to a brain tumor]

Discussions on symptoms, final diagnosis or cause of death, and the informal support
systems in place were in both the deaths from illness stories and those thatden. All
stories reflected the persons’ relationship between cultural and individual gigmspe a
reflexive reworking of events where memories were subject to an ongoicgsprof
interpretative reconstruction (Giddens, 1991). The participants attempted tolventbe
details of this horrific event, while at the same time they assigned the ofalheir experience
and re-examined it during the (re)telling (Valentine, 2008). In a context of rfiediican and
individualism, it is brought to light with these participants (as in Valentine, 2008hth&alue
placed on relatedness, intimacy and support, along with norms and sociality is denaiiy
noted:

So, he was in the hospital, he was in Intensive Care and they were talking about

moving him and my family came, my sister and brother and some nieces and

nephews and we were talking because we had a family wedding that was coming
up and we were all talking about that and everyone was in excellent moods and so
was he. [Emily, aged 64 whose 66 year old husband Jake died of a heart attack]

Normative is the participation of family when a close other is in dangdyid (or is dying).

Descriptions of the way in which the death from iliness stories had the flavor abbes@nt

>2 Those who care for spouses with long illnesses appeared to prepare lessléatthand

subsequent grief. Perhaps they had hope that the spouse would not die after all when there is a
slow progression of iliness.
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also brought comfort to the caregiver. Other informal support, such as that offsgodghips
had value as Dana suggested:

...one of our friends who we were working with is a neuropsychologist, so we

had her on board as part of our team, or we called them the posse... You know we
joked that we had our own posse, you know we had friends who helped us. | had
one friend who was working from home at the time and so | was able to go into
work periodically... if [Brad] needed somebody to be with him, one of our friends
would be with him and we were rotating through what friends would be with him

on what days and things like that. [Dana, now 46, whose 41 year old husband,
Brad, died of a brain tumor]

These scenarios provided a space to include not only family but close others imghe dyi

spouses’ experience, including those who have expertise in the medical field.emts fri

above offered the much needed help to the family so that the caregiver could contintle to w
The more social and relational aspects of one’s experience of death can ibedescr

through concepts like that of romanticism, as imagination and symbolism come into plagy. Som

value human sentimental relationships which are evident in the final moments of death:

She really—you could just see her fading away—it was not anything violent.
People say it sounded really strange, but after she passed, and the Hospice people
took the tubes out and cleaned her up, they didn’t do any funny business, she had
a smile on her face. Sounds rather odd, but one of my hobbies is photography and
call me gross, but it's no worse than a public viewing at a funeral home, | took
pictures. And people look at her ‘you’re gross’ and I'd say ‘you know, nobody
would believe me otherwise’'— My wife didn’t look all that bad, | mean yes, pale
and lame for anybody who knew her back when, but it wasn’t gross. There was
definitely a smile, they closed her mouth, and just there was this peacetil smil

and eventually her jaw dropped as the muscles relaxed, but it’s like, okay, okay,
we don’t want to make too much of this, but it's going to be one of those shaggy
dog stories if I don’t do it, so — but | felt better for having done it. [Brian, now 56,
whose 58 year old wife, Gwen, died of a brain tumor]

This example has hints of romanticism, through his imagination and facialegegtoite telling
it (closed his eyes, smiled) and through his validation of emotion when ‘feeling foettawing

done it.” He also used language (such as peaceful smile) to evoke an image he waniteeto capt
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and share, yet is told ‘you’re gross’ by others who look at the postmortem photo céifasic
also provided a more social and relational aspect of the experience of dying chesds
‘peacefully’ at home as opposed to in a more medicalized environments. (Valentine, 2008)
Along similar lines, Adam, whose 49 year old wife, Farah, died of breast carman@anied

by friends and family, romanticized ritual in his description of ceremongdraéd from his
Tibetan Monk friend. He explained to me what occurs at the moment of his spouse’s death:

And so we all go outside, kids and all, the kids were there when she died and so
everybody saw their momma stop breathin’ and stuff. And so we all went outside
and had bare feet and grabbing things and just to be out of the heat, of course
there’s been the fire going and everything, but just the fresh air, and so losaid w
[30 degrees and snowing]. And I lift up my arms like this [participant liftsar

above his head] So we kept that part of the ritual short, came back in and then
again maintaining her modesty, she was covered with sheets and stuff and all the
tubes and things had been pulled out, we washed her body... we, everybody took,
| had a bowl of rose petals that had been pulled off the roses and we just rubbed
those into her body and we had finished. What happens is that the whole house is
just filled with the smell and you see memory and smell are pretty, whearg
drinking wine maybe you can taste five or six things, but smells, we have
hundreds of smells we can find, really triggers the brain cells. And that’s real

that memory is cemented there and that’s probably the reason for that...So, then
we did that and then we closed, everybody held hands, we sang Amazing
Grace...[Adam, now 60, whose 49 year old wife Farah died of breast cancer]

Adam, a minister, borrows from various cultural sources for rituals at thie-dedtscene,
perhaps promoting a more diverse and individualistic belief system (McNa20&d either for
his, or for his children and guests’ need for inclusion in the memorable moment oftthefdea
his beloved wife.

Lastly, there were two important omissions in these death and loss storessiae
mention, death-bed conversations and talk of religious beliefs and values in aie aBexleral

participants (6/38) discussed what some researchers refer to as ‘extrgcegpeiences®

53 . . .
The mention of these experiences surprised me but may have not been encouraged by som
groups due to institutional constraints. For example, some groups (i.e., Hospital/Hoepice
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(Parker, 2005) without being asked or prompted. Two of the six participants mentionetl contac
from their deceased spouse during the interview while the tape recorder was on, t&/0 othe
allude to such happenings, and two of the participants bring these stories up aftenghe for
interview concludes. | feel they deserve to be explored in greater detaurne étidies. They
may be a common experience not being addressed in formal support arenas, thoughptimty a
of traditional thoughts and mythology about death, such as encounters with ghosts;abg ef
of séances, and stories such as Edgar Allan Poe’s “Ligeia.” One canndbbetbat others
experience these types of encounters through dreams, visions, and feeling tieeege
deceased as described by these participants in this study. Nonethelesstitie ofi these
occurrences surprised me in the collection of the data.

Studies by Hallam, et al., (1999) and others (Bennett & Bennett, 2000) show how the
deceased may sustain a social presence and significance in the livesvighthdt may be
experienced as real in both sensory and material ways (Valentine, 2008).m\pftases on the
inner representation of the dead person and interactions of the bereaved individual, these
experiences are often examined using a psychological lens where it is viewedj@asry rather
than real. Whereas the sociological perspective highlights the way peoplsenakeof and
connect with their world, and therefore “it is no longer a question of what is reatieit how
people act in relation to what they take to be real and meaningful for thereh{wvial, 2008:4).
This ties into Thomas’ (1923) observation that prior to self-determined acts thevays
examination and deliberation going on, referred to as the definition of the situatiorotdse

that if we define things as real, then they are in their consequencesekxirasedinary

have been hesitant to promote discussion of these experiences because they enagdoesvi
religious in nature.
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experiences are described to me as dreams, visions and in some instancgsamgaaeing the
deceased person by themselves or through a family member.

Adam, who admitted he was not the best husband in the marriage, had more than one
experience of his young wife's presence after death:

But, the first dream | had was that she forgave me and then other dreams where,
very still vivid, where | have them of different parts of growth and things like

that. So, again, you can decide yourself, and you have to make your own calculus
if these are messages from beyond or not, or just integration of ideas and
thoughts, our memories.

Perhaps Adam’s guilt for not being the ‘best husband’ inspired his dreams. Again, | ds& not a
the participants about any unusual experiences but several accounts were giedroth

during the interview and after the recorder was off . In one instance, Colleehtinat she

would like to talk with a professional, and suggested some kind of experience similarto ot
who made mention of extraordinary experiences:

There are some issues that | would like to talk to a professional about but | don’t
know who to go to. And it's more to the spiritual aspect about things that
occurred and | can’t explain but | know they were in faith, in spiritual and ldvoul
like a better handle on that. [Colleen, whose husband, Howard, died after a
lengthy illness]

Next, Dawn was explicit in her descriptions and told me about how her young grandson is
having experiences through dreams and in-person accounts of his deceasethgrandfa

And my grandson has dreams, | don’t know, | don’t know if they're dreams or,
but he says my husband comes to see him and he says, "I see him in the soccer
field.” And I don’t think he’s making these things up... And he’s had so
many...when my husband’s sister passed away, well, we went there like the
whole week she was having Hospice in the house and we would go down to
[name of town] and be with her. And, he said to us on the way home, "Why did
you walk through Papa?” “We didn’t walk through Papa,” “Yes, you did, Papa
was sitting right next to her wheel chair and you walked right through him.”...
And one time he said to me (Laughs) we were at a soccer game, he wasrsitti
his car seat... he said, “Papa doesn’t have his seatbelt on.”. | said, “Well,
Papa’s not here.” “Yes, he is, he’s sitting right next to you.”... So, | reach over, |
put the seatbelt on (Laughs).... But, he says he sees Papa all the time and I...1
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talked to my priest about it and he said he would not make that up.[Dawn, whose
husband Blake died of complications from a blood clot]

According to Parker (2005:275) the bereaved individual who is having these experiences is
usually reluctant to discuss them with others out of fear that they may be ddiculet these
experiences might be “explained away” (see also LaGrand, 2001; Peterson, 2004).inDagv
above account, noted that she did talk with her priest about the experiences her yodsangra
was having. Adam, referred to these happenings as ‘hauntings’ and actualht ihouight be
helpful to discuss them in a formal group setting.

Delores, in the following account, told me about a vision where God reassured her that
her beloved is safe and this eased her own fears about death:

... I had the vision of an angel guarding me, and | knew ... if He cared that much

about me to send an angel to watch over me, | could rest assured that He was

taking care of [Brandon] on the other side too. After my vision, | knew without a

doubt, that [name of deceased] had gone on a new journey (we loved to travel)

and | was the one that was left behind. After the vision, my concern for him

changed to selfishness and it was all about me.... | had to live without him and it

wasn't fair. Do you know how many times an angel appears in the Bible and says

"Do not be afraid™-- A lot ....in fact that's usually what they say first. Wadter

my vision | was not afraid of death. And that is what enabled me to go on......MY

FAITH and not being afraid. | think if we're searching hard enough, we can all

validate our faith in the afterlife. | think maybe it’s reaching that poinhat t

helps us go on.....sharing faith stories with friends can help in this. [Delores,

whose husband Brandon died from a sudden heart attack]
These accounts of the extraordinary suggest a need to continue a bond with the deceased spouse
This Continuing Bonds Theory, developed by Klass, et al (1996) gives prominence to the inner
representations of the deceased held by grieving individuals and the roles dlyds®/min the
grief process. Findings from 22 authors contributed to this research and suggese#watcbe
people maintain real connections to the deceased. Their sharing them witemtieeafape

recorder is turned off, may indicate that the widowed are not sure if they casgdibese

happenings even in the support group setting for fear they are outside of the nogealf ran
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what to discuss. There may be uncertainty, yet a need to tell someone and petrbapeg
feedback or some insight. Importantly, five of the six who reported these expsridantified
with some religion or a believe in God, again indicating perhaps a desire to contiong a
beyond this earthly existence.
There was no mention about death-bed conversations, only regrets from spouses that they
had no heart to heart talks with the dying. Second, no references were made hbguat cal
priest for last rites, which was surprising given that 14 of the 29 who identitysamne religion
named ‘Catholicism’ as their religious preference. There is litteofgbrayer with the dying
person (one account is from Adam in the above quote). Rather, many seem most contterned wi

telling me about the medical details and whether there is a good death reogéoietheir

spouse5,4 one free of pain and discomfort.

These omissions were somewhat surprising to me since the majority pbtises
(29/38) identify with some religion (See Appendix P). Yet, it is consistghtaxpostmodern
culture, one that identifies more with individualism, where death is medicalized aplé pe
associate less with organized religious institutions. In several of #reiews (6/38), faith
sustained the survivors in their grief. They noted how the church community is thérenfior t
but these are rare discussions. One man revealed how he seems to have Itystrh{Sdéli
because he has yet to understand why his wife was taken. He expressesdlattmany evil
people in this world, and he can’t understand why God would take his young wife, who was
good and still needed by him and their adolescent children. Although | agree thé¢ hsisv
young to die (49), and that it was tragic for his family, his description @nlinetater suggests

that death is just unfair) reminds me of what the British say about Americaeg télk as if

54 .. o . . . . . .
| did not ask a specific question about the medical details, nor did | probe for information.

137



death is optional.” Along those lines, many of these spouses gave the impressioeythank
death should not occur their family, and they have a wish to protect their family from it.

In these death and loss accounts, personhood, and the protection of it, for both the
deceased and living appeared to be of some concern, which raises critical qaéstidvghat it
means to be a person (Valentine 2008). Self-determination as argued by Filene (1988a173)
kind of fiction in the world of law, and even more so in the world of everyday expefiefce.
those who are dying, they often must rely on others and their interconnectedhabemito
make important decisions. Although we strive for autonomy, some argue it is amillegene,
1998). Notes and stories shared about the deceased person from others reinfohees that t
bereaved person, their spouse, and the relationship all have meaning in the lives.ofwthers
participants mention that cards and letters that come in the mail are vemyngfeleand
comforting. The stories that are told either personally or through other meiaifgrce images
of interconnections for the bereaved person. These stories constructed througsationger
cards and letters, along with the death and loss stories show the negotiation and davelfopme
meanings in both social and personal worlds of the surviving spouses. These mearfiegs, as t
interviews continue, were carefully tested and revised throughout our interactions

Most Overwhelming Part

Delving into what was (or is) the most overwhelming part of the experience boitigys
responses that include: stress related to caregiving; the entire expesienvegvehelming (all of
it); and the helplessness and burden of waiting for and watching the spouse die. Those who
provide care for their dying spouse (24/38) often express how they are challerfggetint t
with the demands upon them, and feel a strong need to be in control of their emotions. There is

an obvious desire to protect the dying person from emotional upset in an alreatylstres
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situation. | suspect this plays into the meaning of why almost all of tHus@revided care for
the ill spouse felt it wathe most overwhelming paot this experience. Additionally, those who
answered that waiting for and watching the spouse die is the most overwhelmipgrpaps
may deny themselves from expressing painful emotions and deathbed conversaaogsod
reason. This again may be to possibly protect the dying person from feeling lildeea tur
them or from thinking about the inevitable. For those who note that ‘all of it’ was oJeriuge
(5 out of the 35 who were asked), three have younger children and again wanted to hold together
to protect them from more stress through emotional displays of sadness. As #&hegult
remembered this time of caregiving as the most difficult. One otheripariavho responded
that it was all overwhelming has serious health problems of her own, and yet \sakethe
caregiver for her dying spouse.

Caregiving Stress

Providing care is noted as the most overwhelming part in terms of not having adequate
help during this time for several (6/24) whose spouses died of iliness. Three gfarespants
once again suggested that hospice care was not adequate:

Taking care of [him], | was the only one that took care of him. | had hospice

come in but | wasn’t satisfied with them at all and maybe because, you know

what? You can read a book about how things are going to be with your spouse, of

breathing and medication and just sedative, but when you're in it...it's totally

different. So, I just ...the care of...because | was still trying to work whithiga

was going on. [Elaine, 56 year old female whose husband died from

complications of liver transplant rejection]
This is a possible example of a deflection of feelings of guilt onto an ektegaanization —

having to go to work while a spouse is dying and leaving them in the care oks$tang

Literature on hospice shows that these organizations can make dying muclniesspd less
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stressful, though we still do not know enough about the emotional pain for those who are
watching the dying take place. As Denise explains in the next account, she neegl&elpt
But dealing with the lack of coordination with people, the lack of help. One of
the biggest things | can say is hospice should not be something that you have to
wait until you are not taking treatment to be on that, it's absurd. Because that was
one of the biggest things...but you should be able to—the caregiver needs to have
help and that's one thing | felt was supremely lacking was help for me. fDenis
51 year old female who husband died of cancer]
Also, ties to significant others are important for the self, and when one isimgpgsomeone they
love suffer, efforts are made to rectify feelings of inadequacy. Adeerpdin and discomfort of
the dying spouse that cannot be relieved (even by hospice caregiversjentimes too
difficult to bear:
Um, taking care of him at the end...Probably in the last two weeks. (Crying) The
care itself, even though hospice came when | called (crying).[iParitineeds
my hand to regain composure, hangs on to me]. Even when they came (crying). It
was very hard. [Elizabeth, now 62, whose husband, John, 63, died of esophageal
cancer]
Each of these participants indicate the emotional toll that continuous caregeatedcr Elaine
suggested that there is no preparation for the extra demands that caregigipgrson at the
end of life requires. She had to work to provide an income for the two of them, but also to
continue their medical benefits which allowed for hospice assistance andmpaiedications.
Denise indicated the need to have help much sooner, and Elizabeth felt that even though she ha
called in hospice at a good time, she was still overwhelmed.
Eric explains the physical exhaustion as the sole caretaker of his wilighiout her
illness. In the last month she was hospitalized and they used the in-hospital hesipteace:
Yeah, her disease was very trying experience to try and meet her ndesidl a
take care of [son’s name] and myself... It was very exhausting, she had gone
through like | say, originally when she had the liver cancer and became jaiyndice

so they had to relieve the jaundice by having her have external tubes. So, she had
to dress those external tubes on a daily basis, they became infected and then she
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had to go in for to try to resolve those issues, running high fevers ...so and then in
the final stages she was almost 15 days in the hospital for treatment dvibemn
anotherl5 days for just hospice wise, so it was about a month of continually going
to the hospital and meeting her needs. [Eric, now 53, whose wife, Jana died of
liver cancer at the age of 53]
Regardless of one’s work status or gender, caregiving was describedaseeverhelming
part of the experience of spousal loss, and by saying so, one constructs a caifrygaelf.
One spouse, David, who admitted that his marriage was troubled, felt conflicted in teaving
provide the care for the dying spouse:
The overwhelming part, | took care of her, | think it was, the reason was just
because | was expected to, | was her husband. (Long Pause) Maybe, not so much
love and emaotion, but just, that's what |—I would probably expect her to do the
same for me. And | just felt that that’s the thing to do—the proper, the right thing
to do. So that was probably the most overwhelming thing, part of that, just doing
it, maybe not in having so much love and emotion in it, but just taking care of her.
[David, whose 65 year old wife Irene died of breast cancer]
David’'s expectation that his wife would have provided the same care for hinghighlihis
commitment to the marriage relationship, which he later explained as a vatagmedgn him
early by his family of origin — a strategy for maintaining a sense of seélfaa doing the ‘right’
thing (Hoschild, 1983). Denzin (1991) adds that to “do the right thing” requires us to disclose
the selves we are, not just the selves we envision ourselves to be, and is not riostlgic
centered self, but rather longs for a self that “will itself be a tangéddof all that has come
before” (in Holstein & Gubrium, 2000:63).
These participants also attest to the additional stress and complexdgrtietvith the
demands of caregiving for someone with a prolonged illness. Medical advancessbave al

changed the landscape of when and where people die, contributing to the challengesscaothe

life for both the dying and their caregivers. Both caregiving and end ofiéegency scenes
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can make the experience of death so overwhelming that people have difficultfyidgmine
single part that was the most distressing as the next section illuminates.
All of it
Five participants (out of 35 asked) also noted that “all of it was overwhelnmng” i
response to this question. Some are faced with dilemmas in the immediatersituiailie
others suggested lingering feelings. Brenda’s account was a typical response:
Well, (crying) it was all overwhelming, it's hard to know what was the MOST
overwhelming. [ think just trying to make decisions about what to do, you know
what do | do with my daughter, do | keep her in her room, do | let her see what is
going on, | think the immediate, you know like in wisdom, what would be the best
thing to do for her. There was nothing I could do for my husband, so | was trying

to protect my child the best way that | could. [Brenda, now 47, discovered her 48
year old husband, Gerald, dead in his recliner one morning from a heart attack]

Although overwhelmed upon finding her husband, Brenda acted quickly and called 911 along

with a family member to come over and be with her children. Her protectigetphrole was at

the forefront of the self at the moment, or at least in the relaying of the stogyrealized her

husband was already gone and there was nothing she could do to help him. Others learned of

horrific deaths by phone from relatives and explained the thoughts they hatieftalitas
Cindy recalled:

| don’t know if there was one most overwhelming (laughs nervously) part. A big
feeling of guilt for having filed for divorce and kind of giving up on him and on
our relationship and also guilt for not having taken some action when | first fel
worried that he was contemplating. You know | just had that feeling in the pit of
my stomach that this guy is not doing well and I'm worried about him... | don’t
know, most overwhelming, | guess was just—you know right at the time was just
all of that, how could this happen and it's so senseless, it's so—it didn’t have to
be that way. If I could have prevented it, he could’ve been okay. [Cindy, now 49
whose 51 year old estranged husband, Harry, suicided]

Cindy, although there was a divorce from her spouse, made attempts to recrkate toe her

deceased husband through this account as she stressed the tremendous guilt expemetced f
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getting him help.While Connie, whose husband Herbert also suicided, focused in part on the
symbolic meanings from the previously shared relationship:

| felt the tremendous amount of guilt, that I still carry, although I'nmiearhow

to sort that out and...I mean a lot of overwhelming things stick out, | mean,

hearing that he—hearing what he had in his backpack, he had a few items in his

backpack, hearing that he had his wedding ring on when he shot himself, and

hearing the comments his father made to me at the funeral home, hurt...And that

in so many words. You know, picking out and ironing his clothes for that

occasion (crying). You know just trying to help my kids sort through it

all...[Connie, now 46 whose 47 year old estranged husband Herbert suicided]
Connie, in describing the most overwhelming part mentioned the wedding ring and otker item
in her spouse’s backpack before he died. These symbols represent crucial dintéris®ns
prior shared relationship and surrendering them means relinquishing partssafedhe
(Charmaz, 1980). Given that the couple had been divorced for a year at the time afithe dea
and that he had removed his ring while alive, and then placed it back on his left hand before he
killed himself added to Connie’s grief and guilt. She attempted to reconstrucghdyt and
her role in it. The death of her estranged spouse reshaped ideas about the rplatdnwsien
them, the estranged spouse and herself.

The two respondents noted above experienced a sudden death of their (estranged)
spouses. Two others in this study whose spouses die from iliness, also find thxpetiemnee
overwhelming and simply state that they could not identify one thing in partibularather the
totality of the experience over a period of time all seem to be very disgress

Burden of watching and waiting.

A few of the spouses (3/38) explicitly note that watching and waiting for the sfmuse

die is the most distressing part of the death from illness experience:

Just watching him (crying).[Beth, now 63 whose 61 year old husband George
died after a long illness from emphysema]
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Um, just knowing (crying) 34 years. [Cheryl, now 63 whose 67 year old husband
Hank died from liver cancer]

Cheryl suggests that just knowing he is dying and she can’t help him is a burden. Also,
that they had been together 34 years was obviously significant. Next, Charlene
immediately answers:

The waiting, yeah because when we—then we make an appointment with the

oncologist. When he told us that you know, it is cancer, you just devastated.

[Charlene, now 64 whose husband Henry died of lung cancer]

Given that Charlene and her husband shared a life together for decades, asheestsgduses
did, they took for granted that they would grow old together. Watching her spousealioigeie
was so overwhelming that it left no room for envisioning a life without him. Now that drenie,
Charlene discusses later in the interview the tremendous pain she stillliealshe sees
couples walking together. For years they shared a coupled lifestyle, one timasst®deeply.
Again, evident in these examples are attempts to reconstruct meaning byndeham the
previously shared relationship as noted by Marris (1974).

These responses show the diversity in one’s experience of losing a spousdic@éapar
concern is the need for more pre-loss help for those who are providing care foinaltgiill
spouse. Many express that it was a tremendous burden to carry the sole respdosibilit
working, caregiving, and in some instances child care. This point reveals thed si@ain in a
dialogue of individualism where one must act with both self-responsibility and gaeagme
(Beck & Beck-Gerhsheim, 1995; 2002). Again, it exemplifies complex identgidsaussed
earlier when conflicted with ‘doing the right thing’ in stressful situationsrevttee self, a
significant other, and the relationship are in flux.

Coping After the Loss
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When asked what enabled them to go on, there is little, if any hesitation from trdgymaj
of the 34 respondents who were asked this question. They provide multiple answers and almos
all of the replies are positive and indicate that they see no other weydmbnafter the death.
Responses vary and cover a wide territory that play into these spousesiaesiluding the
recognition of informal support, responsibility for others (i.e., caring for @nldnd animals),
the feeling of having ‘no choice,” and one’s belief in a higher power (or antteyit was
simply their ‘faith’ in God that enabled them to carry on).

Value of Informal Support

The value of informal support systems, such as family, and friends was high @t the li
of enabling these spouses to carry on:

...I'm convinced that it is the support systems. And | have a much, much, better

set of support systems than | would have to say the overwhelming majority of the

people there [at the support group]. [Brian, a 56 year old whose 58 year old wife

died from a brain tumor]

What enabled me to go on? That’s a good question. Family, my kids [ages 20

and 24] in particular, because | talked to them—to my kids, before we even made

the decision because we knew it was coming. And they were really supportive,

they didn’t want to make the decision. They just said ‘Dad, you know whatever,

we’re there’. They were a really big support.[Dale, a 59 year old who had to take

his 52 year old wife off life support after a sudden collapse]

Oh, support, support. My kids, my family, my sister, | had so much support.
[Eleanor, a 59 year old whose 59 year old husband died of a sudden heart attack]

Social support for those who suffered spousal loss was an important resource for both
emotional and practical help, especially in the immediate situation and afigehath. This
support included a level of comfort where the bereaved have the space to expressdbeut
their loss. For those grieving, a sufficient network of support helps to relieve wanlésedings
and concerns and can ease grief and stress reactions which in turn reduces @al/gholsiems

(Johnson, 1991; Sherkat & Reed, 1992; Thuen, 1997a, Thuen, 198&Hformal support
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present to these spouses at this critical juncture appeared to solidigxipettations of both
perceived and actual support for crisis in their lives. In turn, this enabled theffedo re
positively with a realization that this type of support is of great value to théhe initial stages
of chaos and adds to a more confident self, one that can, and will, carry on.

Responsibility for Others

After hearing about the value of the support groups, the second most frequent response to
the question about what enabled these spouses to go on included a reply of having a
responsibility for others, to care for small children [in one case, aninmaldjeing there for
adult children.

| also had a son at home who had a horrible time dealing with his father’s death.

You know [my husband] was a 6’2" dynamic and totally fit person, and this is not

the person who died, anyway. So, that, yeah, how did I go on? You just go on.

You hurt like heck, but you have children and you go on. [Betty, now 55 whose

52 year old husband, Guy, died of pancreatic cancer]

Had to. | had animals. [Cheryl, now 63 whose 67 year old husband, Hank, died of
liver cancer]

Again, the above answers came quickly, without pause. These spouses and others had to focus
on the needs of others and their own grieving takes a backseat. First and forasrats¢mding
to the well-being of others. Once the strong tie to a spouse was severechbit dppeared
that the protection once enacted for the dying spouse was then transferred telatibaships
and became the point of focus in the emotional attachments for the self.

Simply no choice.

Several spouses noted that they had ‘no choice’ and some get agitated just thinking about
it, often looking puzzled as to why | would ask such a question and sometimes asking back

“What choice did | have?” Responses include one from Cindy:
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| just felt | had no choice, | just had no choice, that the only other, you know
either you go on, or you Kill yourself and that is not an option (laughs nervously).
[Cindy, now 49 whose 51 year old husband, Harry, suicided]
Cindy, knowing the destruction that suicide created from her spouse’s death sudgesd t
did have a choice, but killing herself as he did was simply not an option for her. Nexthadily
a stark realization as she thinks about the question and constructs her answer:
| had no choice, | had no choice. I'm not old, I'm not ill and bedridden, | had to.
There was no choice. You know a lot of things, a lot of things (Laughs) are
different and | do differently now but | had no choice. And | had to get structure
back in my life and | had to make decisions that we were making together to an
extent, semi-future, now | had to make those decisions myself. | had no choice,
what was my choice? What IS my choice? [Emily, now 64 whose 66 year old
husband, Jake, died of a sudden heart attack]
Emily, at 64, defines herself as healthy and ‘not old,” one who now is alone in makimg all t
decisions in the household. She uses the term ‘semi-future’ as she talks abautsiaoisi
being made in her new role, one that is ‘half’ what it used to be. Next, Bettyvjsatnangrily]
shapped back:
| don’t know if | had much of a choice! What was my other choice? My other
choice was to die with him? Or, my other choice was to become depressed and
somewhat catatonic and remain in my house? Then somebody would have had to
give up their life and come home and take care of Mom. One of the sons. [Betty,
now 55 whose 52 year old husband, Guy, died of pancreatic cancer]
These responses indicated frustration over having the burden of an untimely intrub®n of
death of their spouses. Emily was keenly aware that she needed to retunnestouleer life
amidst the crucial decisions she had to make alone on all fronts. Betty eluded ng keepelf
together so that she did not become a burden to her children. After her caregivirgnegper

she knew the stress and demands of taking care of others, whether physiwaihgaoncerned

with their mental well-being.
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These responses also attest to a construction of a responsible, yet emotianatigadn
self. Just as Betty preserved her own self in the face of a demanding carsigiagtign, she
now feels a need to preserve a sense of self by circumventing the feelsgTruie, in turn,
limits her emotional offerings to surface displays of the ‘right’ feeling she suffers anyway
from a sense of being ‘false’ (Hochschild, 1983). Holstein & Gubrium (2000:47) note that i
world where false selves swarm the ‘true’ self, the real self is in dahgathdrawing inward.
This leaves uncomfortable remnants and phony personas unsuitably aimed at otheedjaand “
as it may be, the resisting self is still victim to the social.” When anamignt of
commodified feelings and managed emotions are commercialized, Hochschild4a§8§83%ts
that the ‘true’ self is, more often than not, infested by false selves thabéangut into
movement to help keep the demands of the social at bay. The question is whether U.Ss society
moving in the direction where the death of a significant other is shaped by sechdhies as
others expect us to get over it quickly and get on with a productive life.

Faith in a higher power

Faith in God was another answer from this sample about what enabled them to go on
after the death of their spouse:

I've learned so much, but you learn that God is there for you no matter

what...[Donna, now 54 year old whose 49 year old husband died of pancreatic
cancer]

Donna (who identified as a Catholic at the beginning of the interview) attestselitgfthe
presence of her God and had a strong belief that God will be there for her. And Difres
identified Christian), who needs to know that her deceased spouse is ‘somewharedledss
not just ‘disappear,’ talked with a strong conviction about trusting God’s promises:

It was MY FAITH and trust in all the Lord’s promises....l prayed to Him

continually to hold my [Brandon] close to him and take care of him ... that was
my only concern. It wasn’t about me....it was about him. | prayed over and over,
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to keep the doubt away and remind me that GOD had a plan in place...and

[Brandon] just didn’t disappear. That he was somewhere else.[Delores, now 59

whose 59 year old husband, Brandon, died of a sudden heart attack]

Elaine, a non-denominational Pentecostal, suspected that she was not at alaapabl
surviving this ordeal and attributed her strength to that of a higher power:

My God, that's who gave me the strength to go on...a higher power however

people want to refer that to...Well, | know that He’s there and He helps me

because there is no way | could have made it through without...[Elaine, 56 year

old whose husband, Jay died from complications of liver transplant rejection]

And although the three women above, Donna, Delores, and Elaine all identify withitheir fa
community, in addition they are attending members of support groups. Durkheim’s (1965)
specific hypothesis on the protective influence of particular religiongpjsosted here for the
survivors who claim that their faith enabled them to go on.

Other responses include the importance of formal support, as in support groups, and a
determination to go on with life. Some of the women talk about poor role models, namely their
mothers, who became depressed after adversity, and these women were deteeyived|d
not go that route. A few spouses have unique answers (3/38), such as one man who said he was
able to go on because he did not talk about the death and loss which he refers to as “it.” possibly
a form of denial, or a way of deflecting the painful memories associatedwdial death.

Another comes from a woman who tells me that the only way she can go on during $isdasline
because she held onto hope that he might not die after all. Again, as statedi@artjgestion
provoked a very quick response, in most cases without hesitation, indicating that there is no
doubt about what enables them to go on after the death of their spouse.

All of these responses combined for carrying on after a significant lodgzdtiea of

informal support, responsibility for others, having no choice, and faith in a higher)power

demonstrate a recognition of the role of other (significant and generalizd)ot Whether this
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was a family member or a higher being, sheer determination was evidene tespiemendous
difficulties involved, to accept what one cannot change.
The Experience of Grief

The ways in which these spouses experienced the grief over the death of thengmus
very diverse, but they all had a lot to tell me, especially about their expastat what it would
be like. One unigue and descriptive account came from Brian:

Well, my expectation was that at first it was going to be—at first Igeasy to

go through some kind of a shell shock thing, then | was going to hit some rock

bottom, and then | was going to gradually going to pull my way out. [Brian, now

56 whose 48 year old wife, Gwen, died of a brain tumor]
Brian uses the term ‘shell shock’ to describe his expectation of the ingiglds in
bereavement, a phrase that is associated with battle fatigue, meaniras deeih worn down.
After a lengthy caregiving experience for his wife, this terminolgg consistent with the
constant demands and pressure he was under. Next, he expected that he would hit rock bottom,
which he did not, and then he noted that he would pull his way out. The interview continued and
Brian actually said he was not surprised that he functioned and coped so well bieatissthe

way he is wired and people have commented on it. He fares well under stress. Bnmedont

... by nature I'm an optimistic person, and | don’t know why but even when | get
hammered with something | seem to have this ability to bounce back...

So even though Brian viewed himself as resilient, he originally describedgastations
of the grief experience as rather gloomy. Perhaps, this is the hardest herhag ime
life, a time where he loses his confidence in his old self's ability to ‘bounce back.’
Others have some idea of what to expect (but don't elaborate). They mention how
different this loss was from their previous loss experiences of parents adpayents:

| had an idea, yeah, just from (crying) my father having passed away alddut eig
years prior. | had an idea, but definitely nothing close to what | experienced.
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[Brenda, now 47 whose 48 year old husband, Gerald died of a sudden heart
attack]

| knew it was going to be hard and I grieved my Grandma, | grieved my step-dad

but this is NOTHING like that, nothing like it. [He] and | were very close, we

were really each other’s world and to not have my partner and my teammate, my

friend, my lover anymore is just—even though | was just writing in my journal

last night and | said ‘Even though I’'m a whole person, | feel like there’'sa hug

part of me missing’. [Denise, now 51 whose husband, Bob, at age 58 died of

cancer]

Denise suggested that the loss of a close relationship can be compared to not beinguvtol
is hard to situate the lost part, as she said, “I feel like there’s a huge peatoissing.”
Describing the loss as Denise does, in terms of a ‘part’ of her that is missiogneee how
connecting the physical body and/or emotional connection to the one who died, to hemaself, i
way for her to capture the deep pain she is experiencing.

Next, for Connie, who also had a previous loss comparison, and whose spousal loss was
the result of a suicide, a description about her expectations for grief inveds. | She implied
that a spousal loss is on a different plane than that of losing a sibling. She noled et
experience with sibling loss and her current expectations are:

Not to that level. | mean | had experienced the death of a brother at a young age,

but not to that level, | had no idea. [Connie, now 46 whose 47 year old husband,

Herbert suicided]

Others continued to tell me that their expectation is that this loss mighmiter $0 previous
losses; however, this does not seem to be the case:

My expectation was to have it be similar to my mother’s. | did of course miss he

and adjusted with that but this was harder. [Edith, now 61 whose 68 year old

husband, Jason died of blood cancer]
Edith and the others (Denise above) suggest that their previous losses reveahtte atieh

those who died have formed an essential part of their sense of identity, less bylers'sl

more by the closeness of the relationship. With the death of the spouse, howewés,aher
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diminishment and interference of selfhood where both role and intimacy share mgotve
Continuing on with the expectations of the grief experience, there were s&/@talv(ho
simply had no idea of what to expect after the death.
For those who responded that they have no idea of what to expect in the
grief experience, there are those who have not grieved any type of loss befand theva
no comparisons or expectations:
| had no idea of what | would feel. | had been through so much in such a short
amount of time. [Guy’s] illness, [Guy’s] hospitalizations, several of thes, hi
pneumonia, his over...um, he was overmedicated. It was just non-stop, my life
changed on a dime...[Betty, now 55 whose 52 year old husband, Guy, died of

pancreatic cancer]

| didn’t know...It was uncharted...It was a road | never went before...[Diane,
now 53 whose 53 year old husband, Bernard, died of liver cancer]

| didn’t know what to expect... | didn’t know, so | went and bought
books...[Elliott, a 54 year old whose 49 year old wife died of leukemia]

Elliott’s search to know what is in store for him in the grief experiencerily acomplished
through self-help books, as several (9/38) also note, yet he is unable to tell megkehany
in particular that were of help, just that they were. While Elliott'scteaame after the death,
Diane tells me that she visited her local library and read everything slieadmult her
upcoming role of being a widow. She is determined to prepare herself. She also Biatkihe
cover to cover, three times in the three years during her spouse’s illness. Books a

recommended to some of the spouses by friends, family members and support groups and

provided a few of these spouses with some idea of the road to be trg\‘r}eled.
Lastly, several (12/38) noted that they had no expectations [some even said ‘reone’ as

response] whatsoever about the grief experience, and all of these partiplids came from

55 . . : . .
A small list of books mentioned in the interviews that gave some help to theaedukre
spouses is found in Appendix N.
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those who lost their spouses from sudden death. Perhaps they had not experienced other losses
in life to make comparisons, but it seems more likely that the sudden death gbdhse s

blindsided them. While in a state of shock, they simply had no expectations of the road ahead,
and yet many are very anxious and express a desire to know what to expect, evengaosy in y

two and three of their bereavement.

Functioning

A wide range of responses about functioning were given including amazement by some
spouses about how well they functioned in the aftermath and others by how quickly thé&y ‘lose
during the grief process. Brian reflected:

Hmm. Well it surprised me was that | was able to function as well add.cou

You know, I've heard of people being incapacitated, but | did okay. [Brian, now

56 whose 58 year old wife, Gwen, died of a brain tumor]
While others focus on losing it and on how out of control they felt and how unpredictable the
waves of grief were and still are:

| think the fact that you could just lose it on a dime and not be able to regain

it...oh, music, | still can’t listen to country music. Music blows me over the

edge... | used to sing to him all the time and whenever the song came on “I'm

amazed by you,” | would sing it in his ear, so whenever | hear that (cryiogj i

like whoosh | lose it and so...there was a pillow at the store and it said “All’s |

want for Christmas is You,” well, my girlfriend, you know I'm just like sifi

there on the floor just crying, my girlfriend’s just like ‘are you okay?’ ‘Weand

it just took me a long time to be able to like when | totally lose it like that it took

me a long time to regain it. [Barbara, now 47 whose 44 year old husband, Greg,

died in a car accident]
Again, Cheryl testified to the sudden loss of control of emotions in a public but private space
that of her automobile, while out on the road driving:

| think what surprised me most when was all the crying would just all of a sudden
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start. And I think the thing that worried me the most was when it would start in

the car, that bothered me. Cause you'd get to going and you couldn’t see to drive

(Laughs).[Cheryl, now 63 whose 67 year old husband, Hank, died of liver cancer]

These bereaved participants expressed their concern about the loss of control and the
uncertainty of where and when they might ‘lose it.” Walter (1999:149) reminds ubehadst
majority of the bereavement literature, books for the general public, and media d@rieeent
encourage expressive individualism, as he notes that the aim is “to challenge pevsdnal
and anomic grief.” The message here is that there is only one way to grieveatwyal
expression of emotions, yet there are no guidelines about the appropriateness ahd/nens
to do so. Sociologists have long argued that emotions are not natural but constructed and
managed within situations (Goffman, 1959; Hoschild, 1983) along with philosophers who note
that emotional expressions function as public manifestations of emotional experienc
(Wittgenstein,1953). As a result, these bereaved seem caught between ahigipublic
and what is felt in private realms (Goffman, 1988) were anxious about expressing emotion as
Barbara and Cheryl note in the above accounts.

How long it lasts and how difficult it is

Some comment that they were surprised by the intensity and length offpeef
following is a common response on this topic:

Well, people kept telling me they say ‘It's going to get better and yogaang to

cry a lot at night’ but it's not...I cry all the time. It doesn’t matter whaetwh

the day. You know the minute | thought about him, I cry. | walking, |

cry.[Charlene, now 61 and 15 months post-loss, whose 67 year old husband,
Henry, died from lung cancer,]

The number of people who mention such an experience show that while emotions may be
unpredictable (i.e., as Charlene notes by thinking about the deceased, or seeicmuptke

while walking alone, etc.), controlling them is much more difficult in a sanavhere the focal
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point — the death of a spouse — is experienced at a much deeper level within tAgaelf
these spouses go on to tell me about what surprised them:

Just how hard it was...And that it was never going to get better. [Earl, now 64 at
33 months post-loss, whose 57 year old wife died of a brain tumor]

Both Earl (above) and Dana (next), nearly three years from the death optheses, had
similar concerns about the length of the grief:

(Pause) What surprised me the most? Boy...tough question. Probably

the...hmmm. Maybe how long it lasts, really.[Dana, now 46 and 36 months post-

loss, whose 41 year old husband, Brad, died of a brain tumor]

Many people in Western society generally are not comfortable with pralonge
expressions of sadness and we tend to encourage others to return quickly to norredlicg by
them that their grief should let up or ‘get better’ as Charlene indicates. $lara@assumption
that one’s grief should only last a certain amount of time- a sense of mamageaheontrol
over one’s emotions- but this timeframe is not outlined in the groups for bereaved indgividual
These participants state that they were surprised at how long theagrsefihd some add that it
‘was never going to get better.” One social factor that may cordribuhese assumptions
includes the medicalizing of the experience of grief and labeling it intoar&egsuch as
normal or complicated. With the latter, it is assumed that the grief maytriméttgr until they
are treated by a mental health professional, especially those who appeautfering
‘prolonged’ symptoms of unhealthy behavidhere are continuous messages and assumptions
that we need to restore normalcy and the sooner the better. One examplensft@mployers
require workers to be back to work and fully functional after just a few days. Medidsralso
influence the general public through the use of photos (and stories) that depict thefabeny

initial grief period but rarely follow-up to show how people’s lives are forevergdthafter a

significant loss. Social factors abound, grieving the loss of a long-ternonslkaip is a heavy
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burden, one that leaves the bereaved person feeling unbearable loneliness, questioning thei
mental health, and searching for validation of feelings and reassurantteetheither are okay

or will be. Oftentimes, the people expected to provide this support — e.g., family member
are also grieving this deceased person, although a different relationship tleid own way,

which leaves the bereaved spouse searching for meaning and seeking to be understood.

Reactions from others
Several bereaved spouses in this sample were surprised at how other pegple react
oftentimes people in their own families. Clearly, the following quotes indica¢x@ectation
that family members should be better equipped and more available to offer smpartch
words. Family and other informal support was present and mentioned by most of thpgastici
(31/38), but a few (4/38) made specific mention about how it was not quite how they had
imagined it would be. As Denise notes below, not even the support from her immedigte fami
was sufficient:
The certain people not even saying anything to me. People who | would have
thought would have said something to me, didn’t say anything to me. My sisters
and | are extremely close, kind of like the three musketeers, but even they are not
as supportive as | would have expected.[Denise, now 51 whose 58 year old
husband, Bob, died from cancer]
Lifetime friends can also disappoint, as Eric suggests:
(Pause) Yeah, the way people react towards it, like my closest friend that | kne
from high school became distant, the people that you thought would be supportive
and be there for you were no longer that, what you expect them to be. | expected,
you know, | got a, he’s got (referring to young son) a Godfather and a Godmother
and | expected them to be more there for him than what they were, but they

weren't...[Eric, now 53 whose 53 year old wife, Jana, died from liver cancer]

And, unexpected blame from one’s own family diminishes support for this woman:
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...one thing that happened that was unsettling to me too was the fact that my
relationship with his children soured and they blamed me for his death. And with
his sister also, he had a twin sister. Anyway, | met the whole family before we
married and not only did he and | get along, | got along with his whole family and
he got along with my family. And so we met each others families before the
marriage and we had a pre-nuptial agreement, everything was shared. And then
to have that happen, that was unsettling too...[Edith, now 61 whose 68 year old
husband, Jason, died from blood cancer]
A good deal of surprise and displeasure that one’s own family members haudtglikhowing
how to have conversations after the death was expressed by Edna:
| have a sister-in-law that, it's my husband’s sister, it was like, tlyeshva said it
was like ‘how do you like living alone?’ She didn’t mean it in that way but it just
took me back that some people just don’'t know what to say or how to say it.
[Edna, now 62 whose 67 year old husband, Jerry died of lung cancer]
In these narratives there was great dissatisfaction that those tbotbesn are not able to
provide the much needed support and the space for them to grieve, as well as thesnarrative
needed to feel good about the self during and after such a traumatic experiencea&tnly
aware that her relative had no intentions of hurting her as she recognized that'josbgion’t
know what to say or how to say it.” Some say foolish things or use clichés or platitegese
familiar with just to indicate that they care at some level. Some peoplersiteat and distant
for fear of upsetting further the already vulnerable grieving spouse. énajenereaved
individuals are often responsible for managing emotional displays when saaaliss (and
the cultural script tied to them) produce discontinuity between what peopldyafstabhand
what they seem required to express to others (Turner & Stets, 2006). This, in ttes, &rea
frustrating clash between the emotion ideologies, feeling rules and disf@ayn one hand and
the actual emotional experiences of the person on the other (Hochschild, 1983, 1990; Rosenberg,

1991; and Thoits 1990, 1991). In our social world, we are expected to keep our feelings in

check, and as Hochschild (1983) reminds us, we are also expected to put the apprdprgge fee
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on display and to do it on demand, what she calls the ‘commercialization’ of featidgs
emotion work, resulting in burnout and estrangement (In Holstein & Gubrium, 2000). When
experiencing something as profound as spousal bereavement, this burdens the alread
compromised self.

Summary

In general, bereaved participants evidenced an overarching theme of compromised
individual and social selves. Attempts to define the self, coupled with descriptidresdefath
and loss stories, reveal the complexity and diversity of the individual expedakspeusal loss.
They contribute to ongoing sociological debates on: (re)constructinglsetity within
relationships, personification, and to society’s structures (Valentine, 2008)e Jpmsses
indicate the challenges that arise from becoming suddenly widowed. As tigpletio
describe themselves to me in question one, many were unable to construct whe tioay, ar
without bringing mention of the deceased spouse. Next, as we move into the stories afdleath a
loss, they continue to show efforts to re-construct the wounded self as theylpaatognize
how they sometimes talk as if the spouse is still alive. They move back and forth in this
reconstruction by recalling past and current stressors related torttatioes and from their
attempts to adjust to this new role of widowhood.

Death and loss stories, in particular, revealed an attempt by the survivarsiuotrineir
experiences where they draw on the extensive discursive frameworks of linatiocg
individualism, relationship and personhood. There is an obvious need to protect both the dying
and other family members through reflections about the most overwhelming part of the

experience of spousal loss. Although not expressed explicitly, the tone and nonverbal
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communication indicate a need for stoicism in the face of adversity asgansthility to create
normalcyfor others, including for the dying person by managing emotions.

Stories include descriptions of hospitals, medical teams, emergency ang sooges
where spouses are dying in an unfamiliar and more often than not depersonalizioigneent,
and one where they have to negotiate and oftentimes coordinate the care tleenideve is a
wide range of positions related to the professional help where the medicalindgynisviewed
as wonderful, to the other extreme where hospice, for example, was not at all apgEoehee.
This span reveals how medicalization of death and grief can be both supportive of human value
and dignity, yet dehumanizing (Seymour, 1999).

Death occurs typically at the end of a long iliness for most of the spouses imthlse sa
(24/38) with additional demands of caregiving. Participants noted that when you arednwolve
continuous caregiving of a terminally ill person, the focus lies with the conoéthe dying,
and any other family members, in addition to maintaining some sense of norimalgyhiout
[i.e., working, shopping, cooking, cleaning, etc.]. This includes being able to finpscipport
the family while attending to the dying person. The resultant alteratipesienxced in
widowhood often include frustrating accounts of adjustment to a new role alone, which echoes
those in caregiving, where they are the sole provider for the couple. Thedehree questions
and their probes, which covered a wide range of topics surrounding the experienoceyd los
spouse, indicate an on-going attempt to re-construct the self after suchiaeasigtoss.

It has been documented for decades that the transition from being a marmedtpers
suddenly widowed is a very distressing experience (Holmes & Rahe, 1967). Begafdhe
type of loss, these 38 widowed spouses indicated that the pain associated with the ahotipt los

their spouse and revoked marital status, is unsettling and unbearable. Suddenly widowed,
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participants confirmed the need to reinstate their competence to functionsigfeeEnt
individuals. They attempt to do this by reconstructing their lives and theissslbeth the
individual and social levels. For the majority of these individuals, this reingatemas not

found in familiar support units such as family. Rather, it takes place through a component of
post modernity, that of a shared experience with other grieving people i sugpert group

setting, which is the topic of the next chapter.

CHAPTER SIX - RESULTS 2- FORMAL GRIEF CARE
Introduction

In the previous chapter, difficulties associated with trying to make séhsging a
significant other within the context of the self are evident. This chapéstsato other research
that shows how the loss of a spouse in midlife disrupts the continuity of the life cysleing
hopes and dreams for the future (Wolff & Wortman, 2006) creating great uncertairdy a
fragmented sense of self. As a result, these spouses sought out a safe haveheapsraece
and a significant community through formal care. This chapter also continubsitine of how
a bereaved spouse works at reconstructing the self after spousal loss wittiord group
setting. In this environment, attempts are made by professionals tdlassisteaved (i.e.,
clergy, social workers, mental health professionals, etc) along withpastéay facilitators (some

who are volunteers) and other participants in the support group settings. Since tiredorgie
56 . . .

of formal support by these spouses was the support graandarge part this chapter examines

the experience within the group. It includes explanations for why some parscgupaet out of

these groups earlier than others along with a general discussion about formal senpaEs

and their contributions during bereavement. This dissertation looks at whether thetapproac

56 - : -
All but one participant attended at least one support group meeting through the fisiesagen
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formal care changes the bereavement experience of losing a spousengnitiacdverall
understanding of death within a (post)modern society; one where self is authoetypants sit
on the sidelines, ready to assist, but hoping to see people help themselves.

Next, Chapter Six continues to show an evolving overarching theme from the data,
namely, thecompromised individual and social sehasevident in on-going attempts to re-
construct the self. Four other themes materialize and include: 1) the impatanegroup as a
safe havero do ‘grief work’ and re-construct one’s self and life narrative; 2) the value of a
shared experience of spousal legth other group members; 3) teggnificance of a community
where significant loss is explored; and lastlyudinet needbrought forth by way of
suggestions for improvements of care by the recipients which include both pre andgost-los
needs. A large gap in the structure of support group care, namely, inattentionustnegil
stress related to tasks associated with practical needs, is also appareapplfieg the
postmodern theoretical model for spousal bereavement by Utz (2006).

First, as a researcher, | feel a responsibility to look for what is dedlceéhin the
experiences of card specifically look for clues on whether the care for these spouses could add
to our understanding of bereavement in general. What is clear here is thatberet is an
undesirable state, one that can shatter the self when the loss is of a signifieanBereaved
individuals engage in attempts at reconstructing the self at both the individual andighe s
levels. During the period of interaction with these participants, | listdretsttuggles that they
encounter prior to attending the support groups, which gives me some insight into the complex
and chaotic role of a surviving spouse. For those who are in caregiving situatiexsgle,
they are forced to work hard at managing their emotions in order to protecirigeadyg other

members of the family. After the death, the need to protect shifts fromitigembrson to
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oneself and close others. Continued attempts to manage emotions around fandly, el
co-workers appear confounded by all of the practical tasks left solelgwmstioulders. Itis in
formal care settings that these individuals seek answers and sharedregsetinat help to make
sense of this new widowed self, and a lonely life for many.

The post-loss loneliness is emphasized by talk of coming home to all too quiet houses
and feeling a need to get out and be around others, especially in the evenings. Far young
Boomers, those with children still in need of parental care, not having another adult in the
household is sorely missed. For the mature Boomers who are retired, thgsfeélomeliness
are intensified even more as they thought a great deal about futures that no Idnded itheir
spouses, but rather, a life alone. On all fronts, intimate conversations with the speusssply
missed. These participants help me to see the tremendous amount of adjustmedtateuire
spousal bereavement. Outside of the formal care realm, they worry that @keaydgood deal
more time to get it together -- (re)construct the new self hespick and choose those
individuals with whom they deem ‘safe’ with their thoughts and feelings. Sutiéian
ultimately limits the amount of reflexive conversations available to arengrerson.
Oftentimes, even close others, including family members, cannot toleratieyl@mgotional
outbursts, and attempt to help the bereaved person shake off the sadness quickly, fon their ow
sake as well as that of the person who is widowed. Our culture focuses on the emotions
surrounding death with concerns about whether the bereaved are in line with somei@zhstr
view of normal grieving (Bonanno, 2010). Carrying on in this unpredictable environment
without formal support leads to worries that one will incur physical illnesscombe depressed
from lingering too long over the loss or seeking out a new relationship too quicklythe fill

void.
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Although most of these individuals (32/37) found the organized groups helpful, it is
important to point out that in addition to attending the support group through the agency they are

or were involved with, other groups were also sought out with an interest in learnieginoort

grieving. For the time-limited grouf)ss7, participants came to fear the end of the group sessions.
This could be because they would no longer have a safe haven (as the support groups were
described to me) where they could release emotions, talk about the deceasedperzome),

and gauge themselves with other widowed people. There is an expressed need lietpnore
(even from those several years into the bereavement) as they want to saeodleat group

might have to offer.

In three out of five of agencies used in this research [a funeral home, a hospica/hospit
and one center for grief], all bereaved people, regardless of the type @iréossglcome and
included in the groups. One center is designed to care for grieving children ardntiles,
therefore, it meets the needs of parental, sibling and spousal loss. Lastly, two ge@peciic
to spousal loss and have programs exclusively designed for those who suffer frora tfi@los
spouse. In some of the agencies there were social functions that extended sentienef t
limited, close-ended groups, which will be discussed later in this chapter.

According to the experiences of care for all participants, there was drasimithin all
five agencies on doing grief work in terms of expressing emotions and talkingvetietutas
happened. However, there is only one mention in this sample of help for managing all the
practical matters and personal concerns that accompany spousal loss, siecidizg ab home

maintenance and financial matters. These concerns are demonstratedhagtes, which show

>7 Time-limited, or close-ended groups are usually conducted for 5, 6, or 8 weeks consecutively,
and require that members commit to attending the group. When the program ends, the group is
finished at the formal level. Some patrticipants choose to keep meeting out$ideyadup (i.e.,

for dinner, coffee, etc.)
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how these practical matters clearly cause continuous struggles forotngs d use two
postmodern models for bereavement to discuss the emergent gap in care, the DiaMidekes
of Grief (Stroebe & Schut, 1999) and Utz’ (2006) Theoretical Model of Spousal Beneat.
There is discussion next here in Chapter Six about the general lack of understanding
among the participants about the grief work hypothesis, yet there tends to behasisrm
support groups that one needs to do this kind of work. Grief work is explored and analyzed in a
discussion that examines meaning in the context of support group attendance, in addition t
suggestions for improvements in these group settings. Lastly, | discuss hoat paxeipants
offer stories about extraordinary experiences of the deceased, which arg nbthgaoriginal
interview instrument. They are certainly a part of the lived experigingeef for those who tell
the accounts to me. Additionally, they are worthy of inclusion with an eye on futeseaies
opportunities, as projecting a loss onto extraordinary events and circumstagdas paat of
the grief work in progress by those widowed. Yet, they are underrepresentedtopas
research due to measurement issues and cultural values related to the supeAtidtough
only one participant mentions that he thought this topic could be addressed in a support group
(experiences he refers to as ‘hauntings’), perhaps further reseatdipnage helpful about
whether or not these extraordinary experiences are common and whether thiecioidids
explored in a formal care setting.
Formal Support for the Bereaved
Walter (1999) writes a thorough account on the culture of grief where he @is¢hes
social position of the bereaved. He notes that bereaved people find themselves caegint bet
the living and the dead, searching for some sort of guideline in a de-ritualizety sdwere grief

is policed and pathologized. He suggests that grief in late/postmodern socegjylated
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through categories (the grief process and grief work) and through counseling and guqups.
“The grief process replaces social mourning as the framework within whefhs regulated”
(Walter, 1999:187). Just as therapy allows for clients to recreate themisgleaving a space
of ‘not knowing’ (Anderson & Goolishan, 1992), Walter suggests that bereavement support
group facilitators might also embrace this path, helping the bereaved teertheitself and
playing the role of a friendly editor (Hoffman, 1988; Cochran and Claspell, 198 &rRE293).

| would add that other bereaved members in attendance at these groups also&omtiigit
restoration on many levels, as they discuss their own journeys of loss, providinyltgdvice
(indirectly) through their own stories.

As mentioned in earlier chapters, formalized grief care involves an@rssyvices from
informational support (i.e., brochures), conversations with professionals, and includes$ suppor
groups and professional counseling. The main focus of this study turned to the culture af suppor
groups for these widowed spouses, because in the interviews almost all spousesd@mi88) i
with, and have some affiliation with, the groups for formal help with grieving. Thistis
surprising, as there appears to be many instances where these spoudesttiegadesire to be
with other widows and widowers who are living through the same experience. Evideggen t
stories is that in order to learn how to be a widow or widower, these bereaved spous&gdyand ne
widowed want to spend time with others who are already operating in that rolee mbenbers
live the new identity and are able to assist the newly bereaved with sortiagdosifting
through what does and does not work, and attempt to support others on how to ‘work through’
the grief and suggest ‘how be widowed.’

There is a general understanding [and oftentimes push] among care providers in these

settings that those suffering from a significant loss need to talk their voagthit (Parkes,
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2003). One dominant model is the grief work model [also known as the grief work hypothesis]
which advocates that one work through the pain associated with grieving which sesgmredre

to make real the fact of loss” (Walter 1999:103). With this in mind, the faciistatr grief
counselors help to create an environment that enables the bereaved to tell thietseolyss

and discuss their struggles. Riches & Dawson (1996a) refer to the support graups as a
“imagined community,” one that incorporates like-minded individuals who paraliel the
biographies and eventually rejoin the living (Seale, 1998, in Walter, 1999). In this cogymunit
the changing narrative is constructed and reconstructed to make meaning ouleathhend

loss. This phenomenon -- the reconstruction of one’s biography after a signdgantis an

expression of the postmodern self (reflexive conversation with self and otherk) toahke

sense of life experiences and of life itself (Walter, 1999). Because denslﬂrnjicalizedr),8 the
compassionate response from the helping professionaltaiset@areof the survivors. But as a
result of all this care and attention, grief too becomes medicalized and affesing to the
receivers of care. The task of reconstructing disrupted survivor narnasiwmesdiscursive
activity through support group settings may then be viewed in the bereavement conasuni
one that requires the help of (professional and/or trained volunteer) formal ahit@des to be
successful.

Crossley (2000) notes that discursive activity represents a valuable eemuadjusting
to the social world and making sense of experience especially during vulrteredse
However, if the focus is solely on the emotions in these groups, it may leave outrgmorant

aspects of grief care, such as teaching the person practical skiisifanew role, in this

58Walter (1999:85) explains that in earlier centuries, the last chapter of Eelbpds’revolved
around religious language and beliefs (i.e., ‘Did she die believing’) whereths BJ' century
people began to ask questions related to medical concerns, such as ‘Did she dieim?gny pa
thereby medicalizing the experience of death.
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instance, that of widowhood. Although Crossley (2000) suggests discursive asta/itglued

resource, these spoug%:émany who have attended several support groups and accessed grief
counseling) are clearly irritated with their new responsibilities (suchaagenance of homes)

and other aspects of grief (i.e., loss of control of emotion, being judged, etc.) in thair soci
worlds. These groups provide help with emotional stress but it appears manyesttilde
struggle with the practical concerns.

While all of the bereavement care programs in these five agenciestugetared
support group format over a period of weeks and months for this discursive activitglsmur
provide social functions, religious services, retreats and workshops or one-tinogi@hem
services. Two of these agencies, namely, Agency #4 — Horizon of Hope Center f@uppert
(HHCGS) and Agency #5 — Widowed But Not Alone (WBNB#Iifer regular social events (e.qg.,
dances, potluck dinners) and these continue on indefinitely adding a social dimengien for
widowed. The other agencies may have fundraisers to help support their activitieanhutl
aware of other social events held specifically for the bereaved persons ofithielsupport
group format.

The main discursive activity during group consists of releasing emotions andlizorgn
feelings as the participants tell their stories and struggles in the grtting s A script is
provided in the group (whether through facilitators or other attendees, or both) thategipks p

a helping hand when their taken for granted reality, including their sensé-ilesgity, is

>9 All in their 2"%and & year of bereavement, with the exception of one participant who is well
beyond the 3 year criteria and this is made known in the collection of demographic tidorma
but her responses are kept as data.
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threatened (Crossley, 2000). However, as will become clear, emotionaﬁostsd:tﬁe sole focus
in these five groups which ignores other practical aspects when dealmthavibss of a spouse.
Given this look into the operation of support groups, it is important to consider the times
in which we now live including the character of society that may impact outyreatieath and
loss. For example, fairly recent sociological and anthropological work (Hot®69;
Bradbury, 1999; Riches and Dawson, 2000; Francis et al., 2005) brings to light the incyeasingl
varied and fragmented character of contemporary Western societesphasizes a more
interactional vision of society, one where people “make sense of their world thraymianhen
with each other” (Valentine, 2008:2). The social reality of death and loss withetysoonsists
of a diversity of meanings and worldviews, one where individuals use cultural scriptotdynot
construct meanings but to express emotions and act on the basis of those meanimys (Hock
1996). In the world of these bereaved spouses, we witness the negotiations with iaf@mal
formal support systems to make sense of a new lifeworld while grieving tiisnmeaching
loss.
Participant Experiences of Formal Care
Since the most common type of bereavement service utilized by these spdlses is
support group, the lived experience is analyzed through descriptions of the variousattomne
and activities in the group. Attempts from others (both participants and facd)téa help the
griever move towards new levels of personal growth is highlighted. | exanemartng

interactions within a community of strangers who share a similar exgerpf loss, and point to

60 Yet, current grief researchers, such as Silverman (2011: ADEC websit@ueotat stress that
‘We have learned over the years that when an individual loses a key member dfdrigaonily,
such as a spouse or a child, we cannot look at this as a purely emotional experidaces at
the mourner's mental health. We have learned that grief is also a sociamegyeain economic
experience and a spiritual experience as well.’
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where other bereaved participants are seemingly more valued than thatdasili The support
group culture (of narrative discourse) and language (e.qg., grief prgde$syork, grief triggers,
etc.) appear to offer a guideline (often through the direction of assignbthfais) for
navigating and reconstructing the individual and social landscape of bereavementynubi
some direction for the widowed self.

Almost all participants in this sample (36/38) attended at least one support group. One
woman recruited from the funeral home did not attend their support group but felt that the pre-
arrangements for her husband’s death and a visit from their representativensiagered formal
support. Another woman attended the social functions only for Agency Five, Widowed But Not
Alone group. Twenty participants attended the support group of the agency | waswitegvi
them from; eleven attended this group and another support group; five attended three suppor
groups and one man attended seven support groups since the death of the spouse.

Only a few patrticipants (5/38) mention individual counseling. Several spou36}% 482
still involved with the agency support groups, either through their ongoing atten@#86) at
the group or in a volunteer position (3/36). Of special interest are discussiongliighhthe
real core of bereavement support group participation when the spouse redalléapart
situations, conversations, and language used in the group that leave a lastingjompres

Throughout the stories of loss, subjects reconstruct personal conversations with
professionals, both in and out of the support group. Some of these professionals and
conversations are helpful, and some are not. First, | would like to show how prior to finding a
group, the encounters and conversations with a range of professionals (i.e., couns#brs, s
workers, support group facilitators and clergy) have both positive and negatives aspect

surrounding understanding the loss and incorporating it into one’s life narrative.
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Personal Conversations with Professionals

These widowed spouses provide accounts of conversations with professionals (which
include volunteer facilitators of support groups) that take three basic forms: d)ysooiect
both personal and public conversations with those they assume are professiondie ftamt of
the terminal illness or scene of sudden death, which includes professionals ataddliescof
support group meetings; 2) others spend a good deal of time struggling with thisrgaedtare
not certain about the credentials of the people in hospital settings and those befiparigate
the group; and 3) still others are forgetful about the conversations, which ofteocdliected
later in the interview. A good deal of reflection for some time seems egdmsore recalling
accounts of personal conversations with various professionals throughout soneatgn#sess
trajectories. For several (9/38), hospice staff (which includes nurses aadiswk&ers) are the
most often cited professionals, followed by facilitators of support groups, hasmstal
workers, clergy, mental health experts (i.e., grief counselors, psysisighsychologists) and
physicians (primary and in hospital). An unexpected reference is attribukespecialized
hospital team and in one instance, a Veterinarian is consulted at a routine appoiorta gt f
check-up where stories of loss are shared.

Conversations held with professionals and close others obviously seem to have less value
to these spouses than conversations with other support group members who shanelassimila
This is consistent with aspects of postmodernity, in that “solidarity is based na-erigting
relationships of kinship, neighbourhood, or work, but on a shared type of experience” (Walter,
2007:128). Stories of these spouses indicate that other types of formal suppors $eevice
personal counseling, informational support, retreats, workshops, etc.) are ledshvatuthat of

the support group. In some instances, there is a good deal of negativity when talking about the
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experiences with professionals, such as mental health practitioners and &lerggver, in

defense of these professionals, this could be attributed to what some schofagsycediping.’

This concept suggests that bereaved individuals may indulge in negative coping lseéhavior
directing anger at someone (such as a doctor, social worker, or otheragpstitution) which

can make them feel better about the loss (Bonanno, 2010). | explore this notion furthest, but f
| recognize that in the immediacy of the death and loss, especially fonmthosexperience loss

as the result of a sudden death (14/38), there was a strong preferencelitar paoyple for

support rather than for a professional.

Desiring the Familiar

At the end of life there is a good deal of uncertainty and oftentimes chaos ftdfios
behind. The spouses in this study often express a desire for the familiaarfdgpport from
family and friends.Brenda, for example, appreciated the attempts made to help her, but felt a
need of an informal support person (i.e., family member) in this chaotic situation:

| just had a ton of support both from family and friends immediately, you know,

the police called a social worker who came and she gave me information about

different services that were available. We already knew about [Hédhiag]

because of participating in some fundraisers ... and | had some friends who had

used [Healing Place] and then that information was in the stuff that she gave, but

she really wasn'’t a key person at that point because | needed people that | knew
around me. So, my sister came immediately... the social worker that came tried
to talk to me but | really did not want to talk to her. [Brenda, whose husband

Gerald died at home of a sudden heart attack]

Although professionals made themselves available, Danielle expresaddraant
preference to grieve in her own way, which is alone. Still, the hospital socialnpooked
herself helpful and arranged for a final request:

...after he died, the social workers kind of like stepped in and the [specialized

hospital] team was still there. They were so kind and I'm used to being me,

myself and I. | didn’t want any assistance. | didn’t want any help, | dorces
grieve all by myself. | didn’t want anybody there when he had the operation, |
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didn’t want—I’ll be by myself. And that social worker asked me, she must have

asked me 15 times, if there is anything | want and | just looked at her and | said

‘You know what? [ just want to lay in the bed with him’, and she made it happen.

[crying] [Danielle, whose husband Bill died in a hospital of a brain bleed]
Danielle was atypical for this sample, preferring to keep her grieftprarad to figure things out
as she always had, alone. Her story, however, was typical in the sense thag ¢hiedeath of
a spouse includes access to professional help. In both examples, it is evidaet¢habs a
need to maintain a certain level of normality and familiarity, whether thatgroup setting or
in isolation. As Brenda points out, she needed the presence of family around her, which
obviously brings a sense of comfort and security. Danielle makes it cleahéhpreferred to
deal with these situations alone. “I'm used to being me, myself and I. | didmt'tawg
assistance,” yet both informal and formal support highlight the presemeptacce and
eventual help of the professional other. As Glaser & Strauss (1965;1967; and 1971) and Sudnow
(1967) suggest, “we may react to the threat posed by death by invoking and aahtréng t
norms of everyday reality” (In Valentine, 2008:61), and these norms are imporagheto
demand professional guidance.

Clergy are among the professionals that appear in several of thése &t0/38). They
were viewed as sometimes helpful and at other times as just a part of the. pldesswas a
sense that the importance of having a religious and/or spiritual guide was mictbgart in
these dying and loss trajectories. | did not have specific questions relaigg from clergy,
but since most in this sample identified with some religion or acknowledge a beigigher
power (29/38) | did probe to see if these professionals were a part of the pegeedtess of
where the death occurs. When they were involved, in the accounts that are made known to me,

clergy left little impression. Doris, reaches out to her priest indiregtiysking him to bless her

home after her husband died there from a fall:
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...I had a priest come to my house to bless my home after my husband died. And

we had a brief conversation, but, you know, it left me, not empty, but not warm.

So | figured, you know, I'm getting what | need through [Horizon of Hope Center

for Grief Support] and that’s where | focused.[Doris, whose husband Bruce died

from an accident related to a fall]
No other details are given about Doris’ reason for calling a priest to bleksrher but one can
surmise that there was an expectation for a faith-based conversation sviloflessional about
the recent death of her spouse. Expectations were that this person should know how to handle
these crisis situations, as they are trained in ministry and counselingorey however,
training was not enough:

...I honestly don’t know that | had any [personal conversations with

professionals] that | can think of. | truly don’t. Our pastor is relativelyMess,

| mean, he is about 38, 39 years old and has never had a significant loss in his life,

what is he going to tell me? I'm not trying to be meafBrian, whose wife

Gwen died of a brain tumor]
Brian assumed that a younger preacher did not have the necessary liferexgseio help him
make sense of losing a significant other, yet it is still the mention of a poofakthat should be
kept in mind. We expect experts to help us (Giddens 1991), yet expertise (in berepdessent
not necessarily lie with formal credentials, but with real, shared expeseAgain, consistent
with postmodernism as Walter (2007:130) points out, with its’ deconstruction of medtiveesr
of religion, in that “no longer can [a] priest or scientific expert tell us how tohiew to die,
how to grieve. It all depends on personal choice, and on the community with which one
identifies.” In one case, clergy was on call at the hospital and the jpanticiotes her
experience throughout different stages of the death and loss. Others mentiory thati¢iiv out
a familiar religious figure to be present (3/38) such as Dale in the followarg@e:

The pastor of our church was there when they took the life support equipment out

and obviously prayed and we talked a little bit, but early on, | don’t remember any

long conversation. [Dale, whose wife Ingrid died in a hospital after a sudden
collapse]
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Dale was not too overly impressed by his pastor and could not recall anything that prowded hi
comfort from this professional at this time. But one has to wonder about the level of his
involvement with this congregation and whether this pastor knows the family well or not.
Clergy, even those from one’s own congregation, did not seem to be a first line of suppgrt dur
and after the death. This may indicate that the participants felt as if teegldthy) have had
little personal experience themselves with death and loss (other than abelgattenes) or
because they are not viewed as professionals who are trained thoroughly ipehisnee.
Rather, it appeared that the surviving spouses are eluding to doing the right taithgn-the
religiously ordained and pray at this moment. The experiences of clerggdaémost
forgotten, until | probe further about other conversations with professionals.

Surprisingly, since most of this sample espoused a belief in God or mentioned an
organized religion (29/38), there is no talk of death-bed scenes where the soul anditteriris
of concern (e.g., a priest being called in to administer the Sacrament &ites3. Rather, the
focus appeared to be transferred to the medical aspects of the death. This agaio point
postmodern landscape, with a more medicalized and institutionalized systemgfvdyere
religious beliefs provide something of an ‘optional extra’ (Walter, 19€Hxistina, shaking as
she recalled her agonizing experience of an unfamiliar assigned pooédssergy person called
in by the hospital emergency room staff. She holds an exceptionally painfurgnem

They had—I guess they're called Chaplains. | guess | just felileekept, he

kept pushing me, wanting me to go where he wanted me to be. “You need to

come do this, you need to come do that.” He just always had his hands on my

shoulders just guiding me, guiding, not really what it felt like (laughs), being
pushed. | guess maybe if they'd of been more—I don’t know—nhe just didn’t

seem very—I| mean he was compassionate—don’t get me wrong... | just, | wasn't

ready for—I know they had the legality that they had to go through (crying)...

(crying) Everybody was there and we were out in that big room—I don’t know, |
just hated it. It was awful, it just was awful. | guess if they could tanaleyou
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someplace private and said “You know, this stuff needs to be done” but it wasn’t

done that way... | mean | had to wait for him to get there but yet | had to hurry up

and get papers signed. He was gone and | didn’t see what the hurry was then... it

just went kind of weird. [Christina, whose husband Harvey was rushed to a

hospital by ambulance and died after a misdiagnosis earlier in the eveamg at

urgent care center]
And although this story is not representative of others in the study, it was told vatlegretion
and deserves mention so that those in the field can be reminded of the tremendouisyseisiti
the family members. The encounters that were recalled with religiafiigted professionals
were mostly viewed in a negative light where they were either eef¢oras inadequate or
somewhat aggravating. Overall, the responses show a favor towards caf@fitban others
and perhaps a move away from a religious framework for initial support. The mounting
legalities of paperwork, an essence of postmodern society, appear to takeruecsee the
spiritual and such requirements are strongly embedded in the memories of endagfids and
are worthy of inclusion.

Professional one-on-one counseling from psychologists and grief counsel@isovas
sought out, but was deemed too lengthy of a process. And, as with interactions wythtloéeey
was disappointment in the counselors. Cindy, whose estranged husband Harry soicided, f
example, found herself extremely frustrated with the first attemphat@rcounseling, as she
described a session with a psychotherapist:

His style was just to sit there and say “So, just talk,” and I'm really notya ver

good talker and especially when my brain and emotions were totally

dysfunctional. You know I couldn’t—I was having a hard time completing any

sort of a thought. “So, what’'s on your mind?” Well, which minute are we talking

about? The last minute? Five minutes ago? Yesterday? | just couldn’t—I didn’t

know what to say, other than, “I'm really messed up, I'm really messed up.” |
needed somebody to lead me through it more... | mean there were actually times

we sat there in silence for minutes at a time and | stared at him and deastare
me, and | was like “l can’t do this.”
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But Cindy, looking very disgusted as she recalled this experience, did not give upsgmat wa
touch with a social worker who was able to provide some immediate relief througly weekl
sessions:

Cindy: | saw her fairly regularly for several months and I'm not sure—

LEH: Whatis it she did?

Cindy:  She was very good at asking the right questions to get me to talk and not
just a “How do you feel about that?” and “How does that make you feel?” and
very good at telling me what’'s normal even though | knew a lot of what was
normal and | knew—you know I've read books and stuff and people tell me
“Yeah, that's normal.” But to actually—I don’t know, just really seem to
reinforce—and to suggest and to say “Now, you may find this and you may try
this and...” In fact, one of the very first sessions she said “What do you really
want?” and | said “Right now, | know | need to relax, | know | need to do these
relaxation exercises and stuff, but | can’t—my mother has sent me—dmuegle
relaxation type exercises, she has sent me books with chapters and | gan't eve
just do it, | can’t sit and read through them and do it myself, | can’t.” So she had
me lay on the floor and start to do it right now. Rather than just give me a
handout and say “Go home and do this.” | told her “It's not working—you know
| can’t—just, something is way beyond me, you know I'm very limited here.”
And so she did, she said “Okay, get on the floor and we’re going to start here.”
And | started crying and crying and crying all the way through tleexagbn, |

still didn’t relax that much but to be just told to do it right now, | don’t know it
was just the first step—

LEH: To feel cared for.

Cindy: Mm. Mmm. So, she had a good insight at least for me, had a good
insight as to what things are really important to address right now, what things
aren’t, what's okay to feel and when is it time to say “I'm not going to go down
that road.” There are still times | feel like just sitting and brea#towgn and

crying and you know they are very rare. But there were times there fsom la
spring onto mid-summer where at least once a week | wanted to just lethdose a
do the pity party. And there were times when she discouraged it. She said, “You
know, you are at the point where you need to get on—you know focus better and
get on with it.” She just has an insight of when you need to be in that space and
when you need to get out of that space too.

Although Cindy’s bereavement differs on many levels because of the statusealatienship

with the deceased (they were divorcing) and because of the nature of the deatb)(har
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account of the professional one-on-one counseling echoes others. There appear#tkto be li
patience for the long and sometimes agonizing road involved in the process of one-on-one
counseling. A speedy search for normality and bringing order to chaos was annteaittae

as clear in Cindy’s expressions of “what’s okay to feel” and “good at tetimgvhat’s normal.”

Perhaps some of these participants did indeed have a good therapist but did not want me to know
about their encounters with professional counseling due to the stigma attached tdeadihta

care.

Earl, in his experience of one-on-one counseling through a church community member,
was told to remember that grief is individual. He seems agitated by the loosngards of
reassurance and adamantly disagrees:

...I said “I'm doing all the right things, why is this so hard?” And he said “Well,

there’s no right way to grieve,” he said, “everybody grieves different.”d| sai

“No, everybody grieves different, but there’s a right way,” and to me thegeopl

sitting in the chair looking out the window, they may get to it, they may think this

is the way | got to deal with it, but to me, if you get it out, then it getse littl

easier...” [Earl whose wife, Jenny, died after a short illness relatadbtain

tumor]

Again, it is evident that Earl was (and still is) searching for normalibheasotes there is
a right way to do this. Other participants expressed counseling experieniéaste Cindy’s
first and therefore do not seek out another. The time-consuming task of re-vinatisgfft
through weekly sessions with a mental health professional (who may or may nbadaae
significant loss experience of their own) gave the impression of being unprodoctiliese
spouses. Formal support preference for this sample lies in the support groups, whare there
many voices providing personal experiences of loss. This move from a modern view of th

professionals as expert to a community of other bereaved individuals being the exper

consistent with a postmodern shift.
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Theme 1: Safe Haven

A major concern and expression of the lived experience in a support group format
surfaces in the way that the participants stress the necessity of haaifeghevenThis was
(and still is for some) a place where they gatease emotion, have their feelings normalized,
occupy their time, and do ‘grief work’ while reconstructing a narrative. Danoaing her
fingers along the table to demonstrate working through her grief, atteshexigodf work
hypothesis, the important task of reconstructing the narrative, and having pl&ad’ to talk
and re-tell the story:

They [the support group facilitators and attendees] would always say, “you don’t
get over your grief, you have to go through it, you have to do the work.” And
that's exactly what it is, you can’t just get from here to here [participanes

finger on table from one end to the other] you gotta go through it and that was
something that | had remembered. People think you just can go around it, but you
gotta go through it, you gotta do the work. And in talking, that was the other
thing that they teach you, the more you tell your story, the more you work through
it and that was the whole purpose of the workshop and the meetings after so that
you can continue to tell your story, no matter how many times, and if people are
hearing it for a thousand times at your group, it's okay, because everybody knew
that that was aafe placdhat you could tell your story. And you might tell it
differently each time, or you might cry less each time, or cry at diff@ants

each time, but if you told it, for me, | would walk away thinking | learned
something this time from telling my story. So that was HUGE for me, just having
a place to tell your story because other people that haven't been through it, they
don’t know, they don’t know what to say, and you know you might be boring
them with some of your feelings or bringing them down, so many things. But
when you are with people who have all been through it, when you are telling your
story, there’s somebody across the room going “yep, yep, | know what you're
going through,” and they can all add their little two cents in. So that was really
helpful. [Donna, whose husband died of pancreatic cancer]

A ‘safe place’ to tell your story implies there is no judgment and no timeslonibheed to edit
the content of your story, (although as Donna notes it may be constructed dyffeaghttime,
perhaps as one thinks more about the details as time moves on). Facilitators and groes me

help to edit the storytellers new self just by their witness to the storgimptfiesence. That the
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bereaved could only find this safety in a formal support group points to having arefemin
close others who were either too upset by the talk of the deceased person, orfekrhaps
burdened watching the struggles and obvious pain associated with grieving a $pdhse.
support group, the deceased person gains a social existence through the bereaved pers
accounts. This in turn aids the bereaved individual in keeping hold of memories and a close
image of the one who died, which is difficult when the relatives and friends digraitak
(Walter, 1999). By being with others who have experienced such a traumatic eveatighe
self begins to shift from the family or friends to the support group. One feels ptbiethis
space (with other support group members) and exposed in others (with informal support
members), including spaces that were at one time central for meaning iatitgt {(perhaps the
home), especially in the immediate death experience. Again, it appeatsethaire cut off

from informal supports and the rest of society, the stronger the bond and reliance on the support
group and its’ members.

Several participants echo Donna’s account that the group provides a lifelifesrgedite
no specifics about how to accomplish the so-called ‘grief work’ other tharemetss to talking
and telling stories. Again, participants express their concerns about whetheeteein line’
with others who had a similar loss. Elliott, with a relieved expression, drops igrarmthe
table as he recalls:

So, I just went a few times and just listened and whew, realized just how many

people had been going through the same thing. And then | started asking

guestions on what everybody did that would give me an idea if | was doing things
right or if | was out of the ballpark in my thinking and all that type of stuff....

And it was really good to get some of the people that have been through it for

five, six or more years on what they've been going through because then | know

what to expect and where my path is headed and so forth. [Elliott whose wife,
Justine died of leukemia]
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Elliott’'s concern as to whether he is doing thitlgs right wayincludes references to the task of
going through his wife’s possessions. According to Walter’s (1999) typology, ofdngse
spouses searching for normality were immersed in the lost idesulbgflturalisty as they
sought out an alternative society (the support group) which establishes, eas@mdgnstructs
them with the new identity (i.e., of a bereaved widow/er). Yet, Dana, for egalifijophg her
hands in the air, had a hard time identifying her reasons for continuing to attend a grgaort
at first, other than feeling better from talking about the loss and listening toties ©f others:
I'll go to group on Tuesday night and on Wednesday morning, | feel better. You
know just that whole process of talking about what had happened and telling my
story over and over again, listening to other people’s experiences, and
appreciating the different perspectives and everything, and just that whole
process, the next day, | feel better. [Dana whose husband, Brad died of a brain
tumor]
As Dana continued, she was able to tap into other important factors relateddaratee such as
having a ‘landing place’ to display emotions:
So, the group itself, like | say is just helpful between what the leaders wilthhave
say and listening to other people’s experiences and the opportunity to really
process—and frankly working fulltime for most of this time, and not having a
place to cry, and that was what | was looking for at the time, this landing place
where | could—because otherwise | would just throw myself into work and stuff
like that and not done—and to be honest, three years into it, | probably haven’t
cried as much as | should. | haven't done all the work that | probably should
because I've got so many other responsibilities that I've kept my focus on during
this time, but my goal and what [Horizon of Hope Center for Grief Support] did
was that landing place, where | could sit down and know “okay, I've carved this
time out, this is where you can be sad, and so on,” so that was very helpful.
Dana allowed herself to feel sad once a week at the group meeting, an obvious effort at
managing emotions. She works and has two small children so she may not want to express he
sadness in front of her co-workers or her small children.

There were suggestions about help in processing grief from group participactts whi

incorporates “what the leaders will have to say,” but this was not the casefithal support
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groups. Dawn, with great confidence, noted how the facilitators of her group had ne sty
Dawn: And the facilitators, you know, they helped too. They really couldn’t say
anything. They couldn’t agree with you, you know what | mean, because they
weren’t professionals, they're volunteers.
LEH: So they stayed neutral?
Dawn: They had to stay neutral. And you understand that. Now the one we had,
she had lost her husband, we had two ladies. The other one was a former nurse
that worked with hospice people, very compassionate, she says “I've never lost
anybody,” but she was very, very compassionate, nice person. They get—I'm
sure they put those people through interviews, but, yeah, to make sure they're a
right fit. [Dawn whose husband died from a blood clot in his leg]
A neutral stance by facilitators in conversations, however, does not suggestytisdtythevay
from prescribing ways of grieving. The participants recalled beingowtr and over that grief
is an individual experience, yet many were still interested in some sorebétguette standard
(i.e., what is the right way to do this?). They also had a keen sense in recognizingtlidne
messages and confirmations of those in the group when some members express emotions,
including their disgust and anger about a particular part of the experience of tassoflithe
head from facilitators and other bereaved in attendance along with encounagehaan into
the pain are all part of the support group scene that stress the grief work hgp@tresbe &
Schut, 1999). The group also reminds them that there is work to be done when one does face

this reality. Some of these spouses have an expectation that there is a roagundgdioe they

might be given from the support group professionals, but learn early on that thishis casé.

. 61
There is no formula or no manual handed out on how to grieve.

61 In the self-help literature, there actually i&aeving For Dummieseference book (Harvey,
2007), but to my knowledge this book is not being used in support group formats. ltis filled
with advice on coping with various types of loss and includes two fundamental facts about
grieving, namely, it reminds the reader that they are not going craziarttieir grief will end

in time. It also lists three basic tasks of grieving, to acknowledge the xpssience the grief
that the loss produces and incorporate the loss into the rest of life. In additiees ia gpopular
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It is also evident that these spouses, once enmeshed in the group, realize thahdaving t
necessary space to talk openly about their beloved deceased spouse is helpfuheyemafriot
given some magic formula on how to fix this grief state they find themselviésimuld be
noted, however, that just telling the story proves problematic for a few (2/5 whd attly
once), and could be why some group members eventually leave and do not go back to the group:

Plus, a lot of the same people came, so you looked forward to being with those

people. After about a year, | started feeling | didn’t want to hear all the new

people there, because it was just rehashing, and | felt bad for them...[Dawn, who

attended an ongoing grief support group for a year after her husband, Blake’s

death]

Five participants from the sample decide that the support group is not an environment
which they feel drawn to. One woman, who appeared sullen and sad, found it incredibly painful
to keep re-hashing the story of the loss, so after two sessions she left:

...l don’t know, it just was too hard to go each week. Because it was a weekly

thing and it just was too hard to go each week and just tell the same story.

[Christina, whose husband Harvey died of a sudden heart attack]

Christina, who early on described her life as ‘pretty much a non-exisféertthe death of her
spouse, was eighteen months post-loss and did not view ‘talking’ as a necessary part of he
grieving. She seemed to have accepted that her married identity had beendjissbligenow
having difficulty anchoring herself in the widowed identity. Another participantyAnad an
overall negative experience, and shows a good deal of anger, raising his voice ahaedooi
standing up after his comment, pacing in his living room. He is greatly disshtisfiethe way
in which the group facilitator put so much emphasis on expressing emotion:

...It was a slap in the face from them that they didn’t get it. Males grieve

different than females... It seemed to really focus on emotion and a year and a
half later I'm still struggling to feel emotional in my body at all, would stteigg

list of the mourner’s Bill of Rights, reminding the reader that if theygaesing a significant
loss that they have a number of rights during this mourning period.
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with emotion so to think that I'm going to be emotional three months after my
wife died was ludicrous in my opinion. [Andy whose wife Fran died of breast
cancer]

Andy’s experience of formal care within a support group is not representathis gfaup, but

nonetheless, was one of frustration and disappointment. Bonnano’s (2010) ‘ugly coping’

concept, however may apply here as Andy’s story of the death and loss of his spoludieofvas

negativity. He was angry at the doctors, angry about his wife’s care hospéal and felt that

hospice was useless. These negative comments continue into his bereave memicexgaout

the insensitivity of the support group facilitators.

Theme 2: Valuing Shared Experience

Overall, there was a strong identification with these communities ofystramwho share

similar experiences in support groups. As the quotes testify, and as \2@érl(30) notes,

“...in the group there is relief, even on occasion ecstasy, at finding others who haveneeoke

the same feelings. Previously isolated individuals bond with each other.” Pautscghare with

me how membership in the support group was (and is) very meaningful and gives treme c

to look forward to an outing and some relief from the loneliness. They have a placeherg

their feelings and thoughts are normalized. Courtney, in a rather quiet and hushpditdgae

out:

Just having some place to go every week, outside of work of course, just to have
something to do, just different people to see helped tremendously and then
hearing other people, not necessarily in the same situation but there are some
commonalities with anybody that’s in grief. And just having people say, "No,
you’re not going crazy, this is normal.” | actually sat and told them how my
mind, | used to be such a positive happy go-lucky person and now I'm not, | just
think horrible things are going to happen. 1 sit at home and think okay here’s
chest pains I'm probably going to die right now and | was telling them haw I
gotten obsessed with making sure | have brand new underwear because when |
die alone in my chair and the EMS come, (laughing) I got to make sure my
nightgown is always pulled down when I'm sitting there, it's just warped, my
mind has gotten warped (laughing). But to hear people say, “Well, that’s
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normal,” I'm like, “Okay, good.” [Courtney, whose husband Hal died of a sudden
heart attack]

Others suggest that it is through chosen topics (such as guilt) presendeditaydrs and
discussed in the support group among the members, that their fears eased up abouthefether
were still in the normal range. Donna, tilting her head to one side, is animated andhabmew
hyper as she recalled a particular group meeting:
...[the facilitator], who is the head of it [the group] would get up and talk about,
say if we talked about ‘guilt’ or ‘regret’, then she’d do just a little thing ancg w
amazing how, sitting there listening to her, you just—I can relate to everything
and for me it was so helpful to know that what | was going through, what | was
feeling was normal because you don’t know what normal is when you’ve never
been through something like that, and you think you’re going crazy becaude, like
said I've always been a very kind of in control, a planner, got everything under
control, I know what I'm doing and I, my mind was so scattered, sometimes |
didn’t know myself. | thought “you know | used to be able to do this, to keep
things in order” | knew what | was going to do, and | would have days when |

just—I couldn’t think, my mind was just—there was just nothing there, and it's

scary, to go through that... [Donna, whose husband Brad died of pancreatic
cancer]

Donna talked about her panic associated with having little control and not knowing what norm

is. One term often used in these group settings and throughout the grief literéthateof a

‘new normal.” There is the old normal, their life before the death, and now the ‘newalhorm

after the death, which indicated and implied that there is a new way of lifdearbed and

lived. Donna also noted that “...my mind was so scattered, sometimes | didn’t know myself,”

and in my opinion, this was obviously a very frightening experience as she desgrinedane

that may benefit from acknowledgements by others’ accounts of similar happanthfgelings.
Participants stress the importance of the mutual help aspects of the suppoangioup

also the significance of having role models to help them navigate through the sByrenda

closed her eyes during her recollection of how she found reassurance that she butdigle

her grief when listening to others:
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...there was somebody in the support group who had already gone through that
and so it was wonderful to be able to just share and have somebody else share,
you know “this is what we did” and you know assure me that they make it
through and you know it's going to be okay and (Laughs). Yeah...you know as
time has progressed and I've become one of the older people in the group, and
you know | can see other women come in who are—and KNOW exactly how they
were feeling. And it was nice to be in a group where you could talk with people
who know what you are going through. [Brenda, whose husband Gerald died of a
heart attack]

As Brenda suggested, other widowed members who appear to be ‘okay,” and are edlble to t
their stories in a way that included some kind of healthy grieving tips, aitecal@auge for the
spouses so that they too can construct a ‘new normal.” This provided an environmerithvehere
more cut off from the rest of society, the more members feel the group to be tipdacrlywhere
they are understood” (Walter, 2007:131). In this space of shared experiencar meehaps get
in touch with an authentic self as they are able to fully express their paint godlet without
upsetting others, which is counter to what occurs in many informal settings alBgveith
close others, bereaved individuals must manage their emotions so as not to cawsakldditi
worry and stress for those who love them and evaluate them. In the support groups they felt
better understood, where others experiencing a similar loss provided recognihtieir of
struggles. This mutual help was an important component of why some stayed in the groups
Diane, touches her heart and tears well up in her eyes, as she described soste rod o
loss among other group members:
We had 12 of us. Every single one of us lost a husband in the past 3 to 6 months.
So from that point on, immediately | kind of feel, | cried—but I cried for others—
| got myself up to the top [participant holds hand above her head] | kind of feel
that | was on the ceiling of that room looking down at everybody and myself, so |
don’t feel pity at all—I cannot feel—you know my heart went out to someone
else—some young lady who lost her husband when her son was only 2 and then
there was another lady who—she fell in love with this guy but their familly rea
strongly against—after like maybe 20 years, finally the 2 found each other, so

they kind of started live together, nine months together, they loved, they were
talking about getting married, whoops, one day he died. So a lot of those made
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me believe that | can help others, rather than feel pity for myself. So | ftenk a
my husband passed away and everything became pretty smooth when | say that,
smooth in a way, challenging, but in a way because | prepared myself—[Diane,
whose husband Bernard died of liver cancer]
Diane tells how she prepared herself before the death (meaning she griévgdeuhusband’s
illness). However, she also expressed to me that she still feels she npeisdi@w helping
others turned out to be just the heleneeded. Brown, et al., (In Carr, et al., 2006) presents the
interpersonal and spiritual connections that are maintained and altered afleatthef a
spouse. Although the spouses in their study are older than this group, they found, in part, that by
increasing one’s level of social integration by giving support to otherg(rdian receiving
support) one’s loss is dealt with in a healthier fashion. This could explain why sonesef t
spouses, although they note that they did not seem to ‘fit’ in the groups, continue on in some
fashion, volunteering and attempting to help others who have lost a spouse. They may have
witnessed some kind of healing within themselves after being benefici@leiopatrticipants,
which gives meaning to their pain.
Theme 3: Significance of Community
Riches & Dawson (1996a) refer to support groups as communities of feeling wtatd cre
a subculture where the deceased can be the central actor. Shapiro (1994:1996)thaggest
people continue to attend the group if the group’s storyline is a good fit with theanpé
experience. In most cases, the bereaved person’s narrative needs to allowldadttelive on
(at least for some time), along with a recognition that grief has no end and no cea) bat
transformative. This scenario is encouraging for those who want to create andeargiory.
It is more logical than having a focus on resolving or recovering from a senhkede (Riches &

Dawson, 1996b). Yet, at the same time, it is unsettling as they realize that altmeggleftwill

lessen, life will never be the same.
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The support groups provide the space for those who need to talk about the deceased.
Such a space can be prescriptive, as in suggesting that everyone needs toryedinal stork
through their grief in order to be healthy. This is accomplished through comgirantl telling
the story of the loss and death along with the expression of emotions felt. Earl, red tne,
told me how he felt that any mention of his deceased spouse, even in the family, was
uncomfortable and yet he desperately wanted to talk about his wife:

| guess, well, for me to talk about [Jenny]. Oh, yeah, it was a big thing. | thought

of, yeah, go stand on a street corner, let me tell you about [Jenny]. So, it gave me

a chance to talk...[Earl, whose wife Jenny died after a short illness rededed

brain tumor]

Expression of emotion is encouraged by facilitators and participants, so for thmse w
were more private, this can be problematic. Overall, this group felt that thefjtlieom talking
and expressing emotion and that the care from these agencies was verhakalgilected by
their attendance at weekly sessions, social events, and volunteering in the §matis(1998)
points out that grief is now more public and openly expressed, and the boundaries blun betwee
public and private realms. In the mid to late twentieth century, the norm ensunesvatual’s
grief does not intrude too much on others, while these same others should not encroach on a
person’s private grief (Gorer, 1965; Walter, 1999). Today, we see an amplifieidmaitt, one
that privileges the open and shared expression of grief (Walter, 1999). This appgggesdisu
that emotional expression of feelings is linked with self-authenticity amohgla therapeutic
value invested in emotional release (Lupton, 1998; Hockey, 2001).

While emotional release in a safe space was important to these partjciplaetdenefits
were alluded to, including: the significance of structure provided them withsufygort groups;

being with others who have had a shared loss; how their feelings are validated aaldzedrm

and just an overall sense of being in a safe place to talk about their deceased spaatie or r
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memories. Barbara, whose husband Greg died suddenly in a car accident, lightsnibearatks
she tells me how grateful she is for not only having had a space to share memoriss, fout al
being in a group who actually had good marriages:

....the funny part about [support group] was the group that | was in with, it was
AMAZING. A lot of us were married to our best friends. And it was like, you
know, —the woman who led the group—she said this is really unusual to have so
many people in one group that were married to their best friends. And we had all
been together 15-25 years and so that was kind of awesome. That was a really
good experience because we could talk about our memories and they were all
happy memories, you know. It was like a really positive environment. . .
[Barbara whose husband Greg died in an automobile accident]

This particular support group had the storyline and composition that she needed to fit both her
spousal and widow identities. Others reflect on why they attended groups, andeui&otiv

the groups were helpful. For example, Delores speaks about how she attends theggbup to
help with ‘fixing it’:

You know when somebody dies like that, as you are aware, you —the first thing
you want is for somebody to fix it. It's like you want to go —when something’s
broken, you get it fixed and you feel better. | wanted to get to [support group],
when | heard that they had something, | wanted to get there so they could fix it.

It was so funny because at the first meeting, | cried all the way theras &n 8

week session, that 8 week session is the most important, it was the most, it was
the best thing that | could have done for myself. | cried all the way theresgeca

| didn’t want to have to go there but | needed it—it was my lifeline. When | got
there, the first thing [the speaker] said was “You can't fix it, we camignim

back, we can't bring her back, we can’t do that but we can help you get through

it.” And that's exactly why I think everybody goes initially. 1 mean like, “fix

it, fix it, help me, I need help.” So I'd cry all the way there and I'd drtha way

back and | did that for all 8 weeks. Probably but | needed it so bad, it was the best
thing | ever did and met some very, very dear friends that to this day we see each
other all the time, support each other and talk. And they are the ones, they are the
ones, somebody that's been through the same thing that helps you validate your
feelings.[Delores, whose husband Brandon died from a heart attack]

The central restoration story suggests that in mainline culture a bereasexd peeds to rapidly
repair themselves and align with normality (Walter, 1999). Delores is remigdbd bpeaker

that this is not the way things will work out. The story of loss that is acknowleddsd graup
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is either a ‘chaos’ story recognizing how bad things are and that there mayehd to the grief,
or a ‘quest’ narrative where the long journey of grief is likened to a pilgensépersonal
growth and transformation (Frank, 1995).

The cultural theme of a shared experience was also an important aspect optine sup
group. Repeatedly, both men and women, regardless of the manner of death, agreed that the
most vital characteristic of the group is feeling understood by others who bawiaa loss.

They formed a bond with members in the group who know the pain and struggle of losing a
spouse. There are statements made throughout the interviews that retheeidite have a

place where they can feel free to express themselves. They explaintlkiogvand telling

along with the expression of emotion is encouraged in the groups and emphasized that the dead
can be mentioned, which is usually not the case around friends, co-workers and even in some
families as it is thought to have the potential to upset the survivors. People turnderstiaith
common experiences for their sense of community in postmodern society andiasedent
earlier, will attend support groups if that group’s storyline fits their persxperience better

than what was accessible to them elsewhere (Shapiro, 1996). When there is nonfigythey
wander until they find a group (or counselor) that acknowledges their experieruesal 8f

the spouses in this study told me that they wanted to see what other groups had &soffer.
stated earlier, they finished one group and then looked for another and a few (3/38)ewmere
attending two support groups simultaneously. One man attended six groups and alsd obtaine
one-on-one counseling. He mentioned the importance of being able to tell people about his
beloved wife in these groups. He was excited when | gave him even more reagailedde in

his area at the end of the interview. And although he told me that he has a venmyftargal i

support system (nine sisters-in-law and adult children) who live in close prpxia preferred

189



a group of strangers for his support system, perhaps a group where he would be freeutt const
an image of his deceased spouse.

The tremendous difficulties accompanying spousal loss result not only fromysiegbh
absence from everyday life but they are also absent from the recipramabeal aspect of the
relationship. Feelings of grief are amplified when the relationship is one wiesother, the
now deceased, loved back. The surviving spouse can no longer be significant to the deceased
person, they are not in their lives and thoughts as they had once been. Perhaps tmkaia sy
representation of the death of part of one’s own self since a dimension of it no losternean
the other spouse dies. In essence, one’s self is disorganized and fragmented wiwa ther
significant loss. Not only is the physical presence of the spouse gone aldsupfyg too is the
companionship, affection and intimacy that the other spouse often provided. After sajn a m
loss, the self needs to be transformed with new meanings and the construction ofraatere s
for life.

As reported earlier, they had no choice but to go on after the death. The support group
became a lifeline and anchor. It enabled them to face the realityrddithation. Denzin
(1991) notes that the social self draws from diverse sources for identityy rebsidts in a more
socially, formulated self. There is a concern about what close others wowdteak about
decisions they were making related to sorting through the possessions ofethgedeor
appearing well-adjusted too soon after the loss. There are worries that théy loakea certain
way to others, and to some extent, even in the support group setting. For example, altheugh ther
was an expectation that emotions need to be expressed in the group, after a ceriis tim
viewed as unhealthy. One widow told me that she listened attentively duriggtipemeeting

to a group member recall the struggles of widowhood, who also cried at times thraihgh@ut
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telling. At the end of the meeting, she learned from others that this person’s digols&

years ago, and she is horrified to think that six years from now, she might be sptea.*

Overall, the seasoned group members reflect healthy adjustment to bexatiwéich is one

reason why the newly bereaved continue on in the group. Cooley’s concept of the loolsng-glas

self, as described in Chapter Four, can be of value here as it reinforces thanogof how

others can shape our self-identity because the self is the product of our soceliorter This

widow feared that this example of another widow could be her destiny.

Theme 4: Unmet Needs: Pre-Loss and Post-Loss
Unmet needs surface in these interviews and include both pre-loss and post-loss.reques

Some spouses had broad concerns related to the overall experience of spousdklosisasdi

had specific suggestions for meeting pre-loss needs, for example, bettenatamdf care.

There was also an emphasis on a more sensitive notification of the news of téimesgbs

well as of the news of a death. Pre-loss needs for those who care for a spousaessan ill

sometimes over a long period of time included a desire for respite canme gvheme) and help

with coordination of care in medical settings from doctors, specialists and fodp#na, starts

and then stops her story, as she struggled to recall the numerous hospitalizatibadaokdof

an organized care plan for her dying husband:
Coordination of services would be really helpful, that was really, that wikgs maed,
again, in their defense | understand that you are dealing with people who are jusynot ful
equipped to understand what they are hearing, but overall having somebody there would
have been good. That was a big thing. And also, and | guess my expectation was that
there would be somebody there in that role and so | was very frustrated and angry tha
that was not the case and that | had to do so much.

Dana, went on to tell me that in the realization that she had to sift through the bgdandor

her dying husband, she thought about how hard this experience is and was for her, a college

educated woman. She wondered how others in these situations (who may not be educated or
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have the same resources and contacts as she had), would make their way throuagtethiShe
emphasized how much more stress she experienced during the time when she had to enake thos
decisions.

Next, a very unusual story of pre-loss help also surfaces. Atthe end of a lorghgnd t
caregiving experience, while her husband was being cared for in a nursing hootayDor
attempted to get some pre-loss help for her grief before her spouse dieding web a grief
support group. She shifts back and forth, crossing and un-crossing her legs, foldingshasarm
she recalled the experience and her anger and disgust about not being able to get th&hsuppor
needed WHEN she needed it the most, prior to her husband’s death:

Dorothy: | went because | just needed to—I needed —I just—one of the reasons

we probably didn’t talk was because some lay people don’t understand it but he

was alive | walked into this group at [name] church and I said, "You know—*and

they said, "No, you can’t be here, you know you can be here but you won't get

anything out of it.” So for all intensive purposes my husband was dead, he was

gone. | can’t tell you how brilliant he was, he was so uniquely brilliant—

LEH: So you watched him decline and lose all of that and you were grieving—

Dorothy: Absolutely, | was—... So, that caused me a lot of stress...(Pause)

Expectations of the grief experience...after, | never—you know after he died, |

once again went into this group—I went in, | mean you can sit here and | said,

"He’s alive but you know he’s not alive and | need to be here,” and they were just

like, "well, you can go in but. . .”

LEH: They didn't think it was going to help.

Dorothy: Right.

LEH: So, then after his death, you went back—

Dorothy: Yeah, but can | tell you something?

LEH: Sure.

Dorothy: 1did go back after and | went twice to that 8 week thing and | sat ther

and listened and then | said, "You know what, | needed this, | needed this when
he was alive.” | needed this at the end. | needed to come in here and just watch
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all this because everything | was hearing was what | had beentgoough for a

long, long, long time. [Dorothy, whose husband died after a long illness related to

Diabetes]
Dorothy had contemplated her upcoming new role of widow, and in her mind she began to
prepare for it before the death of her spouse. She needed help in doing so, but was not welcome
at the group because she did not fit the expected script of this support group for bereavement
Dorothy explained to them how she lived in limbo at the end of the caregiving, in wintaig
viewed as bereaved in spirit but not in reality. She specified that is whgshiet ®ut and
attempted to attend a grief support group before the death. Her pre-loss needsifotigral
well-being were greater before the death than after. However, shreje@ed in her attempt,
because in the group’s eyes, there was no way to talk with a soon-to-be-bereavewBpasise
not yet actually widowed.

Another suggestion was that there could be a more sensitive notification of the news of
terminal iliness as well as of the news of the death. Several participlaintset about the
delivery of the news of an illness that was terminal by specialists in aheffices when the
patient was alone, or over the phone, as in Elliott’s case with his wife, Justine:

Well, it was kind of weird [laughs] because she had two canker sores that she

couldn’t get rid of and | had gone to the store to buy the medication, and that

didn’t work and finally, she says, "ah, I'm just going to go into the doctor’s to see

if they can have something.” So, she went in, she had an appointment, she went in

and they did blood work and that and | would say that evening, she got a phone

call from the doctor stating that she had to go into the hospital right away, that her

white count was like through the roof and that it looked like she had leukemia.

So, they told her over the phone [laughs nervously].
Elliott, while laughing nervously, had tears welling up as he recalled how the ;x\given to
his wife. He was not able to protect her or choreograph this story. Othersii¢ikede still

bothered and agitated about the way in which doctors had no regard for their patients in thes

sensitive situations. Brian, imitates the way in which he feels the docteds sxca nonchalant
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manner as he recalled how they told his wife, Gwen, about her brain tumor, préfectagtors
words with ‘Gee..." indicating how ridiculous it was:
We both coincidentally had conferences up in Traverse City and she just broke
down crying saying, “I'm having trouble with my handwriting, | think I've got a
pinched nerve or something.” So, very carefully, we got in our separate cars,
drove back, took her over to the doctor, dropped her off, and of course | went to
see a client, and they just routinely x-rayed her and so she was by héaeself w
the Dr.’s came in and told her, "Gee, you have a brain tumor the size of a walnut.”
And, it's like, if I had but known, | would have been there. But she said, "no, go,
go, go, go, this will be no big deal.”
This was a huge regret Brian has yet to resolve which may, as in Et&s$es be tied into
failing to protect his wife from emotional suffering. Dawn, whose husband Blakeusiasd to
the emergency room after waking up in the night and not being able to breathe and sdllgseque
dying in their home, (pronounced dead at the hospital), suggested:
...1 really think the hospital...should do something and not just send you home.
They had a social worker there, | didn’'t even know what he was. They
never...and the pastor, they never even said, "This is the pastor, this is the social
worker.” They took us, after my husband passed away, they took us into this
room and here’s these people....
Continuing on when probed, Dawn offered a better way to approach and help the family:

LEH: So, what do you think they could have done? What would have been a
better scenario for you and your family?

Dawn: | think, “We’re so sorry that this happened.” You know, just given the
heartfelt thing, | think it was really cold.

LEH: Maybe sit down with you?

Dawn: YES. And, “I know your mind isn’t clear right now, but let me give you
some phone numbers. We want to help you, help your family.” We got nothing.

The importance of a proper introduction and overall demeanor of those who have the
delicate task of delivering this news was a critical concern and seemakta kasting impact

on the bereaved spouse. A large part of one’s self in these instances was rigpeithaibe
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news of the death of their spouse, and yet the newly bereaved had little time to Rdjhst,
they are thrust into a cold new world of institutional processes, one where thaetede little
respect for their unfortunate situation.

Although there was a good deal of nervous laughter when re-telling the walggm w
the news of the terminal iliness or death is delivered, it was evident that th@maions
buried towards those whom they felt were insensitive. Protecting the personhbenl loivied
one has strong meanings assigned through these stories, yet while throlwesatsituations,
there is little control and a yielding to those in authority. For those who died ifntmees,
there was a much more relaxed reconstruction of the end of the life story frometiieciole
spouse. For those who had a more unsettling experience and who could find others who had
similar unfortunate endings in the support group, it appeared to me that the connection alone
seems to ease the wound. This bonding shifts the power of expertise from thé medica
professionals (facilitators) to the bereaved persons as there was now aexpéuignce of
suffering among group members. Just an understanding from others that this occuas thied th
frustration and helplessness shared seems to bring comfort for those stillregrugtty these
unfortunate experiences.

Of the most concern after the death, or post-loss, were topics that relateapeto the
support groups and include: extending the number of group sessions or not being limited in
attending the groups (i.e., about to be widowed vs. already widowed); concern about where
emphasis should be in terms of social events or grief recovery sessions, or both; a@nfdia nee
the facilitator to adjust to the topics that those in attendance wish to talk about.

Extending group sessions was brought up because some of the participants felt that the

group ended too abruptly. This left them no safe space to express their emotionsrayed fee
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without judgment and no close others to share their experience with. Dawn, age 61, whose
husband Blake died suddenly, had this to say:

Dawn: Once you finish the class, it stops (slams hand down on table).

LEH: Too abrupt?

Dawn: Yeah, and | wish it could have gone on, if people wanted to go on, and I'm
sure they would have.

LEH: But when you finish those weeks, it was kind of...

Dawn: Yeah, it’s like, you're on your own now.
Dawn, at 22 months post-loss, who had grown accustomed to expressing her emotional stress i
the group, now suddenly had no safe place in which to do it. Noticeably absent in her interview
were references to other support systems, such as family or frientds, @d\sidentified with
her part-time work. Later |learned that she had children and grandohi@tieers, like 56 year
old Cathryn, whose husband Hugh died after a short illness, wanted to know that she could come
back, and that there would be no time limits:

...I guess just having the grief support groups available. Knowing that you're

not—it’'s not like they take attendance—that you can come and go...I mean 5, 8

years down the road, you know you can stop in—you don’t have to be coming all

the time, | mean you can just stop in...
Cathryn wanted to know that she could stop by and engage in discussions in a safeh@ace if t
need arose. We see that solidarity was formed within the group structure,tqreided
stability when all other support systems appear inadequate once the bond witluthis g
formed. Perhaps Cathryn wanted the reassurance that at 5 or 8 years post lodsjrghe is
‘okay,” and the only place to do so would be in a support group of others who are widowed. This

appeared to be the only space where she could determine her abilities in thidthaaghA

mourners were told that everyone grieves individually, they were also emulainge of
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others who were further along in their grief and who offered them a gauge hth 1@
measure their own grief trajectory.

Two of the groups (Agency 4, Horizon of Hope Center for Grief Support; and Agency 5,
Widowed But Not Alone) proposed ongoing social events where the widowed continue meeting
for years. People start out with the grief recovery sessions and then moveodhevents.
For people being supported by other agencies (who did not have the resources or personnel to
continue to provide events) all that was available was the two month goalgres, for
example, would like to have seen that eight weeks turned into twelve weeks or more:

LEH: What could be more helpful, if anything?

Delores: Uh, hmm. Well, | would have liked to have seen that 8 weeks turned
into 12 weeks (laughs) or more.

LEH: Because you had to make a decision at the end of the 8 weeks?
Delores: No, | missed the weekly, | missed the weekly.
LEH: Having that to look forward to.
Delores: Yes, and the small group intimate—we had connected so well with our
little group that | would have liked to have continued that for a longer period but
we are—they do provide other groups that you can join, which we did with the
starting on with my friends but it was a bigger group setting. And | don’t know if
we were really quite ready because we didn’t start with that right.avée
waited a month or two.
Delores mentions the ‘intimate’ nature of the small group, perhaps a replademthe
intimate role her spouse once played in her life or a replacement for emotidrsalcal
activities they once had as a couple. It appears that there may be a depemdiére group

support and perhaps a frustration for those professionals and volunteers oversagmgpthe

who may think that many bereaved individuals have not moved on or shown some kind of
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progress. In afew instances, it is brought to my attention that facilitaidrsoanselors
attempted to remind the person that at some point, they should look to the future.

Agency Five (Widowed But Not Alone), with over 700 members, is situated just outside
the Metro Detroit area. They hold monthly social events in various areas for theemem
These events, | am told, are better attended than the support group sessions tsagraefdres
recovery, suggesting a need for more social events and agendas for these IadiVideigocial
gatherings that are held include a religious service with a potluck afterweoviding a social
space to be with bereaved others in an environment where the deceased is not thie center o
discussion. Eric, 27 months past the death of his wife, who attended this group, however, was
agitated when | asked what improvements could be made, as he continues todddba mere
grief education. He was disgusted to learn that this agency offer$ eegaeery program, as he
had only attended the social events and he never even learned about the other group, until our
interview. Eric noted:

Eric: ...maybe more encouragement to participate in their support programs,

versus just being a social aspect that people just get together and sogihlize

there was no pressing or no encouragement of doing those specific programs.

LEH: To attend like the educational—

Eric: Right. | mean they were promoting their dances and things like that but

they weren’t promoting the educational ones, although they were there 11 real

wanted them, | could have went to them.

LEH: So, you weren't even really aware that they have these types oik | thi
they have, it's called Grief Recovery and it’s like an eight week pragram

Eric: No, | wasn’t even aware of that.
Eric, possibly because he was in his early 50s and had a young son at home, had muge pressi
concerns than attending social events. He had more of an interest in connectimg with a

educational grief recovery group that would continue to gather in an intimate spaaeto |
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about the struggles of everyday life as a widower. This may indicate an omgeitigo have
other widowed people ready to assist with re-writing the self, as suddpstWalter (1999).
This includes a space where support group members (along with facilit@ionsovide editing
through affirmations, suggestions and advice about his ongoing daily strugglesnlgsaw
advertising about the social events of this group and felt that they were heavilyg@omot

The spouses who participated in the social events saw these gatherimgsdcmsre
alternative to the grief recovery sessions, a breath of fresh air frooorttiauous re-hashing of
death and grief. Since | have no statistics on the larger extended group whdattsoual
events (such as months post-loss) | am guessing that they may be faayhé&oan the death,
with new needs to rejoin the living and get on with life. One participant, Earl, who atietids
the grief recovery programs and the monthly social gatherings for this gemeyd#5), referred
to these two seemingly separate realms as phases, where in Phasedwoangl in Phase I
you get together for social events:

Earl: Yeah. With [Widowed But Not Alone], you go to dances and a lot of
things, you don’t even talk about the grieving stuff, it's just Phase II.

LEH: So you called that Phase 11?

Earl: Yeah.

LEH: The social.

Earl: Yeah.

LEH: So the attendance at support groups was Phase 1?

Earl: Yeah, that would be the ‘doom and gloom’, | mean you would laugh at
different things, but the [name of agency] is the next step.

LEH: A little lighter.
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Earl: Yeah, it, because a lot of them women and men in our meeting, it's been

years ago already, so it's not really, they’ve gotten on and learned tatlive w

their loss more.

As part of these social events, one agency provided a religious service so srases
able to identify with their faith tradition, which for the most part appeared to bwmdpct. In
one instance, however, Eleanor, became very animated with her voice and her hands, as she
recalled how offended she was after attending a Mass where the celélin@dearvice, in her
view, overplayed the ‘widowed’ identity:

My cousin was with the [support group] and she encouraged me, one or two, they

have every couple months, a Mass, a [support group name] Mass and | think | was

a widow two, three months and she goes, “Why don’t you come to Mass with us

and meet people?” So, | went with her, | came home and | cried the rest of the

day. | walked into this area, | seen, | was probably one of the youngest people

there, | went into the church and the priest in his sermon told me probably 10

times throughout it that | am a widow. | went home and | thought, “This isn’t

what | want to do on a beautiful Sunday afternoon.” And, actually since then, it's

been a couple of years, I've only gone to one other Mass. | just, you know this

whole thing, it's too overwhelming. And so then, | went to a few more things, |
went to a dinner, and it was kind of okay. And | find | do better on a smaller

group level with the [support group]. | have met a lot of people in our area, my

age, little by little, I'm doing more. Actually, this past spring, | &@iced the

retreat for the weekend.[Eleanor, whose husband, Jared died of a heart attack]
Eleanor associated her new status of widowhood to being ‘old’ where even the mention of
‘widow’ was troubling for her to hear. The fact that the Mass was populated by meadet than
herself, and the constant reminder that she is widowed was problematic todecofsself.

Later she comments on her volunteer work with the group, “I'm doing good with thageimgs
them more as people and not as widows and widowers.” This may be a projection of her own
sense of self to others with similar experiences, helping her to reassokerhseripts. Since
many of these spouses also indicated that they still feel married, petbapsrks not quite

ready to accept this new status and role as she continued to have strongfieetiagdeceased

husband. Their decades long marriage coupled with the fact that he died suddenly, and at a
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relatively young age in today’s standards (age 59), there was no chaagegoodbye or
express her gratitude and love to him. Although she does not attend another religicas servi
affiliated with the agency, she does currently attend the support group regsisinly tinks it
helps to do her grief work, a very necessary part of grieving that will lead ithyheutcome
according to the support group script.

Grief Work

The grief work hypothesis is based on psychoanalytic models of grief (Freud, 1917;
Lindemann, 1944, etc.) and suggests that for the bereaved individual to have a healthy
psychological adjustment to loss, they are required to deal with and assetstlghts and
feelings about the deceased. Itis assumed that if a person distracelbsmsavoids this
‘work of mourning’ (as Freud called it), then this points to denial and may resulayede
prolonged or chronic grief. Grief scholars, notably Stroebe (1992), and Bonanno and Kaltman,
(1999), have challenged this long held psychoanalytic view. Others as well, \Wantich&ilver
(1989), challenged the assumption that grief work is necessary for a sulcadagtation in
bereavement. They found that people who did not show distress after a signifisaind lost
always experience subsequent difficulties.

However, the idea of doing one’s grief work in support group settings is still egedra
and the need for emotional expression is a large part of the landscape of such grioapsg inc
for those in this study. Grief work is also referred to as ‘active grievingtevtine bereaved sets
aside time to think about and face the memories of the deceased (managed ematidms). O
other hand, mourners are reminded in these groups of their personal choice on how to grieve.
Diversity is emphasized and notable within the script given inside the group. hailibes are

normalized and validated and participants are told that grieving is an indivighesience.
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Phrases used to explain doing the necessary grief work include ‘leaning artd &@llowing
oneself to ‘feel the pain.’

Foote and Frank (1999:168) discuss grief work in the bereaved role as comparable to
Parson’s sick-role theory where being ill positions a person within a rofeedddy socially
ordered expectations of being sick. These authors propose that the bereavgduxads ca
“several dimensions of the prevailing discourse of the social ideal of bereat’édbecause the
role is to be temporary, occupies an excluded class that had some benefits €i @&f, fiom
work), and one where professionals are entitled (and expected) to intervene andpffer he

Also in the late 1990’s, the Two-Track model of bereavement was introduced by Rubin
(1999) who argues that the loss process is conceptualized along two distinctiveractivete
axes that focus on overt and covert features of the response to loss. Track | explains
biopsychosocial functioning after loss where Track Il is concerned with thelteels ongoing
emotional attachment and relationship to the deceased ‘(Rubin, 1999:681). This model
highlights the importance of examining the continued relationship of the bereased frethe
deceased person to assess and intervene with the client. It is similar tot tmeadebfor
discussion, the Dual Process Model of Grief, in that they both underline that therenigl@o si
predictable passageway through grief (Neimeyer, 1999).

Dual Process Model of Grief

More relevant, in my view, is Stroebe and Schut’s ‘dual process model’ (DPM) where i
is recognized by Walter (2007) as a postmodern model of grief. Stroebe and Schutr@899) a
that mourners should indeed ‘work through’ the painful feelings, but that there is muehomor
it. The authors advocate that the emotional and readjustment stress cannot behgosemnae t

time, and that survivors oscillate between being emotion focused and task focusexl. Whil
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attending support groups, the individuals | interview inform me that they are alblecentrate
on the emotion-focused side of grief. But, in my assessment from their storigs,)dglyées
outside of the group seem to be all consuming and overwhelming, which involve a good deal of
the task-focused elements not being addressed in groups. These relate ty dvergdand
concerns about practical matters (i.e., household maintenance, etc.) alorgp witiotional
stress, which are reflected later in this chapter. These practicatgnattave the demands and
tasks of life for the bereaved person, now living a life without the help of the person who die
Unaddressed in the group, for the most part, are discussions about the struggtisoréiaise
concerns in order to restore normal functioning after spousal loss. Bales (1950peé\zel
model, one of equilibrium, which is similar and suggests that a group generaiywitbal
instrumental (task-oriented) and expressive (socio-emotional) isquaatsdy. Groups often
deal with the instrumental issues first and then gradually move on to the expiessdgeto

keep the group going.

The DPM is recognized as helpful in moving away from viewing grief as arlprecess
of stages or phases and offering a more flexible approach that permits indisabial and
cultural diversity (Valentine, 2008). However, it is also met with someisntias this same
author, Valentine (2008:125), points out that there is still too much weight given to individual
psychology rather than social context. She argues that the DPM suggests¢hagrthely is a
‘healthy adjustment’ needed in bereavemdfar example, she notes that this model implies
there is a ‘time-bound process of ‘oscillation’ between the demands of the Indrieadead’
and that it fails to recognize that for some, the deceased becomes a pépadana their
everyday lifeworld and of their sense of self. They may still oscillatehleytmay identify

more with the loss-oriented side of the model. For example, a number of the spolesseginnt
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tell me about having ‘extraordinary experiences’ of the deceased (i.engjr@nsations of
presence, etc.) which may be considered loss-oriented, and according toahediteould be
viewed as problematic if they remain focused on the deceased person and fait to dua
changed relationship. Valentine (2008) does not believe that the DPM fully capturés how
some survivors the deceased may live on as a permanent part of their identityt thié danger
of being considered ‘chronic’ grief.
Theoretical Model of Spousal Bereavement

Adapting the bereavement model put forth by Stroebe & Schut (1999), Utz (in Carr et al.,
2006:186) identifies another significant characteristic of bereavementispecpousal loss,
which is “how the experience varies across individuals and social contexts.” Utz $200e)sts
that coping abilities after a spouse dies are associated with risk fswtbreis how couples
designated their social roles and everyday tasks in their married aydifgdtask allocation),
whether they expect and anticipate the death of the spouse (nature of death) thedthde
have sufficient support (social support) for the tasks they face in their new raldosfhvood.
The practical everyday tasks, which may include for example, home maintendrfagaacial
responsibilities, are considered ‘secondary stressors’ and part of theti@stor@nted coping.

Extending the understanding of how people cope with the restoration-orientedgasks
outlined in the DPM, the new model by Utz shows how these tasks play into a bereaved spouse’s
distinctive experience of bereavement as there are obvious other kinds obstsehss the
emotional, associated with losing the spouse. Additionally, the nature of death,nithetse
sudden or anticipated, may also play a role in the readjustment to the loss of the kpsilge.
the role of social support is addressed, both at the informal and formal levels, bdtarattua

perceived, which again, can impact one’s adjustment to spousal loss. This modekdhggest
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one also needs to learn new skills to address “the stress associated witthgisgrumental
arrangements that allowed the married couple to operate efficientty'i(UCarr, 2006:171).
Building upon Stroebe & Schut’s (1999) work, Utz’s model illustrates the two main tf/pes o
stress that result from losing a spouse, specifically the stress of &sergotional attachment
(loss-oriented stress) and the ensuing stress due to the disturbance ioloenfe@nd practical
arrangements that the couple shared and maintained” (restorationébgass) (Utz, In Carr,
et al., 2006:185). Utz’ (2006) work examines how older bereaved spouses cope with the
economic and practical challenges of spousal loss and how these everyday atjustme
contribute to the overall experience of losing a spouse. My findings with yoagee bereaved
spouses partially parallel Utz’s (2006) model.

Evident in this younger group of surviving spouses, and consistent with Utz’ (2006)
model for late life spousal loss, both emotional and readjustment stress arky stiemtdied.
Emotional stress, and the subsequent formal care in support groups plays a langasiting
them with the expression of the emotions and feelings mainly through talking amgl aéibut
their experience. These spouses also articulate their frustrationsrifpiothar aspects of the
transition from being a married couple to a single person that are obviouslyhdedtte in
support groups. These concerns include help with the added responsibilities related to the
maintenance of homes and financial concerns (mostly by the females) aladitigeconcerns
and need for a companion (mostly by male participants). Suggestions to improfreroateese
agencies include requests to extend the group sessions, perhaps in part, hoping tooatglress s
of these additional needs. As noted earlier, almost half of the spouses in this studya|$@/38)
sought out other support groups in addition to the one through the agency they aralriecraite

for this study which may indicate an attempt to find more help for these otherto(eg.,
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financial, dating, etc.). To speak to the criticism of Valentine (2008), a moautiofollow-up
study of this sample is in order which might focus solely on the two suggested notioredoutl
in the model provided by Utz (2006). Utz’ (2006) model is useful in the present context when
approaching and interpreting the experiences of these bereaved spouses. niperéusgap
in formal care in a support group format that emerges from this data, theihgllsections
address both the emotional and readjustment stress experienced by thapargartic

Emotional Stress

Expressions about feeling better after attending a support group meetingegeaently
heard in these interviews, however, no one identified any acquired skills to provide helg outs
the group in everyday life. There is an acknowledgement that a loss of contradtadres is
unpredictable and frightenindn fact, a number of these interviewees described a loss of control
in the public realm as surprising and unsettling. As mentioned in Chapter Four, for exaraple
of the younger widows, Barbara, who is 17 months past the death of her husband from a car
accident, noted she would “lose it on a dime and not be able to regain it.” As she stared off i
the next room, eyes filled with tears, she attempted to tell me about not beitg ledién to
country music because it stirs up memories of when she used to sing to her husband, and now
when she hears these songs, it's like “...whoosh | lose it.” Cheryl had a fearful lookfanée
as she also expressed concern over the unpredictability of emotions in public:

| think what surprised me most when was all the crying would just all of a sudden

start. And I think the thing that worried me the most was when it would start in

the car. That bothered me cause you'd get to going and you couldn’t see to drive

(Laughs). [Cheryl whose husband died of liver cancer]
The space in her car provided a private place to cry in without judgment by others, theugh it

still problematic for a number of reasons, including her own safety and that of those anund h

Remaining strong is still highly valued in our society, so losing control outsidsadéalace is
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problematic. Showing emotion publicly, especially for long periods of time, nudkess
uncomfortable and is bothersome to the bereaved pefg@support group space is also a

place to show emotions, but in a more supportive and safe venue, a place where widow/er
narratives can be shared, and, in a sense, tried out. Unfortunately for marsg gfatieipants,

the support group narratives do not translate into being able to manage one’s “expectatl” norm
self in other spaces.

Stroebe and colleagues (2005:395) review research on the impact of expressing and
sharing emotions across four social spheres related to grief, namelysspgatt, emotional
disclosure, experimentally induced emotional disclosure and grief interventiay. cbnclude
that “in none of these areas is there evidence that emotional disclosutatésciaddjustment to
loss in normal bereavements.” Wolff and Wortman’s work (2006) challenges trettbal
assumption that it is essential for bereaved people to ‘work through’ theémgieed order to
make progress in bereavement. Although their review of research and findingsedeoinghe
Changing Lives of Older Couples (CLOC) study, they point out considerable irgriabi
whether any specific grief work is beneficial.

For the spouses in this study, the shared experience appeared to be an edeallly crit
aspect of group attendance. All but two of the fourteldendeath survivors, for example, feel
that the formal grief care was quite helpful because of the companionship factor

Their retreat, it was for two days, | just went for one day and it was veryYVER
helpful, just the camaraderie, the same boat, everyone’s in the same boat.[Emily

Emily only attended the social events after the retreat, and the symbolissharkd identity
and companionship within those settings was meeting her needs. She did not express emoti
during the interview and did not mention the importance of the support group for this concern.

As well, one of the fourteen spouses who did not find the group all that helpful said she just did
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not fit in with the others. She expressed that the support group taught her nothing new. She does
not mention that it was a good outlet for her emotional expression and she spends a good deal of
time explaining why the group was not a good fit. She noted that it was becauas sbe h
children and that there were many conversations about children and grandchildren, ahd even t
facilitator would remind the participants that “they always have thermnlto think about.”
Nevertheless, she volunteers (for this same organization) after her groopsessi and she is
involved in fundraisers and social events at the time of our interview. As stdted ear
maintaining some level of social integration -- in this case by giving sufgpothers who do not
fit the normal script — in my view, may help her to cope with her grief in a ydakhion. Or,
this behavior implies that she has been given something by the experience bff@ma
support, usually some insight that must be passed on to others. Since she never mentioned
emotional stress, nor shows any when recalling her husband’s sudden death, perhaps her
continued contact with the agency is to provide help for others with adjusting tolgengled
all the tasks that come with it.

Readjustment Stress

Utz’s (2006:186) model outlines another critical aspect of bereavement, oneethat s
explains as “how the experience varies across individuals and social contexte’ fadtess
include the amount of help for the new workload (such as maintenance, financial, or @king
cleaning tasks) waiting for the bereaved person after the death (Social Fuppoyiprior to the
death, the spousal couple allocated social roles and everyday responsibdsieal(dcation);
and whether or not the spouse’s death is anticipated (Nature of Death).

Utz (2006) challenges assumptions about spousal bereavement by attending to

readjustment stress in addition to the emotional stress. There is of coursetibeanioid
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created after the spouse has died, but also, as evident with the spouses in this studyhther
void from a lack of active physical help from the spouse no longer present. Thegreas deal
of frustration about concerns with all the practical issues from becoming syidddalved (i.e.,
home maintenance, financial concerns and dating). Throughout, the interviews inchaedeo$tor
the aggravating demands of adjusting to life without the physical help of teasgecspouse.
This grief is not static, but oscillates between emotional stress and teadjtistress. This is
clear in Danielle’s discussion about what else the support group could have done to help her
adjust. She actually can’t think of how they could possibly help, as she mentioneaf adist
tasks (mow the lawn, put the gas in the car, etc.), along with her usual ones (cook,c)ean, et
She ends with telling me that yes, you need help, but she’s not sure how they cametae
suggested that you just have to muddle your way through it:

LEH: [Q D.13] So, looking back Danielle, can you describe for me what you

think might have been more helpful (if anything) from [Horizon of Hope Center

for Grief Support]?

Danielle: ...no, | don’t think anything would be more help because it’'s all new,

it’s just all new and you have to kind of like find what you’re going to do. | mean

you're a couple here...and now—not only do you mow the lawn, you cook, and

you put the gas in the car and buy the gas to put in the lawn mower—I think the

overwhelming...that now you have two jobs...I don’t think that you could sort

that out yet.

LEH: So you need a little guidance on how to get through everything and do two
roles now, take care of everything.

Danielle: Yeah, but | don’'t even know how—I think that you just cry for the first
month because you don’t know what else to do.

Danielle’s description supports both the DPM and Utz’ model. She was experienefrig g
wavelike manner. Seemingly, she was frozen initially and locked into the emticass
associated with the loss and the realization that she was solely responsiblia$és aelated to

everyday living. The oscillation between loss-oriented and the restoration ost&ss is
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evident. She recognized in that first month that she had to face taking on both roleadds

to the emotional stress. When Emily loses her 66 year old retired husband who has ‘done
everything’ (As in Task Allocation, Utz, 2006) while she works outside the home, sheudes a
awakening. Here she recalled (at the end of the interview but with greagYeddout all the
changes she has been forced to adapt to:

My husband was retired, so the aftermath is now all of a sudden, every single
thing that he did | have to do. Everything. | never pumped gas for my car; |

never went to the bank (Laughs). | knew where the bank was, | knew to the

penny how much was in our accounts but | never had to bother to cash a check. |
didn’t even know when the bank hours were, much less, | never had to bother
because he was retired and he was at home. A multitude of things he did that now
| have to do, | think that was the biggest change, the biggest change and some of
it caused grief. You know, like making the decisions and right or wrong, it's my
decision, that’s pretty much the bulk of it.

| mean like | said, since his death was sudden, we were not prepared. | was not
prepared, my children were not prepared...one man [at the support group] said,
“I'm standing in the grocery store and | don’t even know what kind of soap to buy
to wash my clothes.” And that’s true. All of a sudden, | have to get the oil
changed in my car, oh, even better, | have to buy the tabs for my license plates
and | have to put them on...I thought this was a big process and | had to call my
son and say “What do | do? Do | peel the old ones off, what do | do?” | didn’t
know what to do. So all of these things. So, again, you ask people, so, and again
with [name of agency], when | heard that man say that, well | didn’t have the soap
issue because | know that, but | have funny little things that | didn’t even expect
to do or question...that's some of those things, you think about, and “Oh, my
gosh, | have to do that too and do that too.”

Emily also discussed her concerns about maintaining the home. She has grown childr
living in other states who provide her with some social support through phone calls, but
are not there physically to help (As in Utz, 2006, Social Support). The tasks allocated for
home maintenance and finances in the pre-loss days lie solely with the husband and when
he died suddenly she was forced to deal with these issues (As shown in Utz, 2006, Task

Allocation and Nature of Death). Although the lack of topics of this nature are major
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concerns for the care of spousal loss, the overall helpfulness of the group as a sounding
board and safe haven to express emotions was evident.
Overall Helpfulness of Support Group
When asked about how helpful the support group was, Eleanor, now 59, who lost
her husband suddenly from a heart attack, tells how it was helpful to listen to and get
advice from other widows and widowers she meets in the group and stressed how it is not
only the emotional you need help with:
First of all, he was 59 and | was 58 and oh my goodness, how am | on my pay?
My income has changed by two-thirds. Am | going to make it? Am | going to
keep my house? And what am | going to do? My husband did everything, |
couldn’t pump gas. Thank goodness | could do, | did the finances so | knew all
that but who’s going to mow my lawn? It's not only the emotional, it is your
whole life, has changed. How am I going to do this? And that has helped me in
talking with people as to “Okay, I'll get a landscaper, he can mow my lawn.” So
you solve the problems and | think by being with the support groups, and they do
help you, support groups, with your emotional and your grief, but it's more than
just that, it’s all these coping with life now and moving ahead.
Though none of the participants suggest a list of specific topics the grouptfasildaguest
speakers could have followed to address their needs and meet new demands, thiegififud it
to be around others who are experiencing similar stress in readjustirgwattibut a partner.
They have conversations outside of the group meeting and limited exchanges withaughe g
about topics they are struggling with. Anxiety by a younger male Boorheriold me that he
is considering selling his home and moving his pre-teen son and himself becaudeeof all t
maintenance explained:
So whether or not to stay here or to get a fresh start somewhere else in an
apartment, which is not, probably not the ideal environment. Although there are

children that are in apartment complexes but it's a lot less maintenance, the
grounds, you know. [Eric, whose wife died from liver cancer]
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There is a deeper meaning here that goes beyond moving because of maintename &®nc
he had re-painted the entire inside of the house, removed all the photographs and other wall
decorations and boxed them up. It appeared to me that he was trying to remove some of the
material possessions, or ‘remnants’ related to his memories of his lateBuifé felt that by the
way he glanced around, sighed heavily, and realized that he may have to leave the home
completely, he may be learning that you cannot simply erase the spousethadredmories.
Perhaps this act of renovation is not enough, and now he is thinking that moving to an entirely
different location might provide some relief from the painful memories agsdowith his
deceased wife.

Several of the participants expressed frustration about the home maintenasitg (m
women). Although there are no formal instructions offered through support groupsiésr iss
surrounding these concerns, | believe the bereaved spouses share their knoiteelgehw
other on the readjustment tasks on some level. Christina, age 55, became overwhelmed a
started to cry as she thought about how much she now has to deal with and how it might have
been helpful to have had some individual counseling. | attempted to help by askibguteha
hardest part for her right now. She lives in a trailer with a small lot sizehduotdintenance
issues continue to compound her grief:

LEH: What's the hardest part now?

Christina: (laughs while crying) Well, the maintenance, the maintenanee her

LEH: Of your home?

Christina: Yeah. Wednesday, | ran out of water, no water! | said ‘Oh my God.’

Friday, finally | got water again. | didn’'t have to worry about that stuéf, Was

all his. So, it’s figuring out why, what's wrong, why and do I...to me it was the

pump. Well, it wasn’t the pump, it was a leak elsewhere. | never had to worry

about that. Never did, that wasn’t my job, my job was inside, his was outside.
You know, it's that kind of stuff that ...
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LEH: Makes it challenging—

Christina: Yeah. It does. | don’t know, just so many things.

LEH: You said that being alone is very difficult.

Christina: Yeah, itis. | hate nights, | just—but it's the maintenance, it igvs

do you—I don’t have the mentality for it—he was very smart and he knew

whether—he just knew that stuff—I don’t know maybe it was a guy thing, | have

no idea, but it's not my cup of tea. (Laughs)

These accounts attest to the ongoing and stressful nature of readjustmeapioafteal
loss. They could be addressed more directly by support groups if they were willavgark the
contemporary scripts that frame grief work as solely getting thrdweggarhotional turmoil.
People prefer to have some idea of what to expect and how to adapt when they argdhrust i
new roles. Even though the spouses indicate that they just want a place to go where a@hers hav
had a similar experience (the support group), they are actually ggtsrastthey listen to stories
about how particular situations are handled by others who have lost a spouse. Thesdyare usu
shared after group meetings, in one on one encounters.

The newly bereaved entering the group take on the role of others, echoing work by
Parson’s (1951) and as described by Morris (1967:xxviii-xxix) who drew on Mead’s (1934)
work, as a new type of universalitysacial universality

...The individual transcends what is given to him alone when through

communication he finds that his experience is shared by others, that is, that his

experience and the experiences of others fall under the same universal (st the fir

sense of that term). Where the particulars or instances of this universatHadl w

different experiential perspectives, universality has taken on the sociadsiane

The individual has, as it were, gotten outside of his limited world by taking the

roles of others, being assured through communication empirically grounded and

tested that in all these cases the world presents the same appearaneethig/he

is attained, experience is social, common, shared; it is only against this common
world that the individual distinguishes his own private experience.
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These spouses demonstrate this social universality in that it is only thronghnlia similar
others that they can examine and construct the new role of widowhood and their own private
experience of the loss of their spouse. The behaviors of others in the group are adogyed if
view the other as appearing to be ‘okay’ and functioning well. Comments are madérabout t
individualistic nature of grief, however as participants gain insight frasetivho are farther
along in their grief experience, they take on some of these coping styles. it&i®mhelps
many spouses to feel that they are aligning with others they think are adoptingl behavior,
since in their eyes, these people, although strangers, appear to be coping andrfgriostter
than they are. They also look to other widowed members for tips on future relationships.
Dating and Commitment

Some of the respondents (mostly the males) were more interested invdatengthers
(mostly women) were determined not to give up their symbolic ties to theirag@uaind chose
to continue to wear their wedding rings. Perhaps others struggle with thisisaase but do
not bring it up. One man indicated that he kept his on to keep away the ‘riff-raff’ as he had no
interest in dating, indicating that he would be vulnerable if he removed the rirgw@nan
showed me her deceased’s husband wedding ring that had been melted down and made into two
rings, one for her and one for her young daughter. As stated earlier, one of tleapédic
whose husband suicided included telling me about how upset it made her that, even though they
were divorced, he had put his wedding ring back on before he shot himself.

Since the wedding ring is a recognizable symbol of love, a circle signiégarnity with
no beginning and no end, it is no surprise that spouses who value the meanings attached to the

wedding ring may have great difficulty removing it upon the death of their partheseTings
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can also be ‘treasured romantic gifts filled with memories’ and takieny off is one more loss
(Feinberg, 1994:143).

| also thought that these spouses might show me informational materiad@ihem
from the agencies to help them but only two men (both interviewed in their homes) shewed m
notebooks and do so half-heartedly. This could mean that these materials are hebify bt
they are not materials that the bereaved spouses refer to again and again.

Other issues that surfaced throughout the interviews include dating and meetiag other
Those who talked about this topic were anxious about why the grief facilitators didoustsdis
know that they would want more information about meeting others. They were ofjastdi
about how they were shut down when they brought sensitive topics up, as Barbara talls in thi
example:

Barbara: ...a lot of the guys in the group after we left the class would pull m

aside and talk to me. And a lot of them wanted to move on quickly and they were
like talking to me about somebody they met or that there was something they
were feeling about somebody—and | talked to [the support group organizers] and
said, “You know, [name], our group leader, never been married, never had any
children, her first loss was her parents and that was a few years ago and she’s
probably 60 something, in her 60’s.” So whenever we would get into—the guys
would get into a touchy subject about maybe dating, | said that she would just turn
it around and not—

LEH: She was a facilitator?

Barbara: Facilitator. And she would talk about, “let’s talk about, let’s talk about
your spouse, and your death and your experience and your grieving,” and | told
the facilitator, | said “You know, the guys, they think different.” | said, Ang the
wanted to talk about a few other things about moving on and about you know
meeting somebody and [she] would just shut that right down, right there, Johnny
on the spot because we were there to grieve about our spouses. And | said, And
some of them were trying to feel like they were moving on and consequently all
of them left, they didn’t come back, which I thought that they still had a lot of
work to do. [Barbara whose husband died in a car accident]

215



This provides an example of when a facilitator, with little experience of herascides to steer
these spouses in the direction of their ‘grief work’ or Phase | as Earl aabedblier, the gloom

and doom phase of grieving. This facilitator moved the group back to the expected script and
away from discussing these other topics of interest, and as a result lost the meegraup. A

better outcome might be to bring in a guest speaker, someone who has either persoadpknowl
or expertise, and can address these topics. Studies show that although women @ifitemrmore
widowed, they are less likely to remarry after the death of their husbamlel@id &

Gianturco, 1976). Lee, et al., (1998) notes that widowed men are more likely than women to get
involved in romantic relationships and to remarry than widows are . In a study of ragtle-
bereaved people, Hustins (2001) finds that at the end of the first year of bereawetyerfo of
women became involved in some type of sexual relationship compared to 54% of men., Clearly
these studies indicate a larger interest by men to be involved in another relatifteshiea

death of a spouse.

To show how dominant this theme was with those | interviewed, six of the eight men talk
about an interest in dating, or concerns about meeting someone and two of these skemen ha
lady friends they are involved with. Out of the 30 women interviewed, three told maréhey
dating, and one was remarried (the latter participant, however, falls outsiseasiteria of
being bereaved 1-3 years for this project). Most of the women in this study, éeynention
dating, seem to have little interest in another partner at this point. Carr (2064 )hat men are
quick to form new relationships after spousal loss, which re-establishes emolosealess,
especially if they were emotionally reliant on the wife. With eviderma fthe Changing Live
of Older Couples (CLOC) study, Carr (2004) reports that the pattern wasecki@rsvomen.

The more emotionally reliant women are on the husband, the less intereste@ thgyuasing
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subsequent relationships after the death. Wolff and Wortman (2006) note that Carrjs (2004
findings suggest that widowed men want and need social support and those who have strong
informal support are less motivated to find a new wife and confidante. This may lzeiuedat
women'’s stronger support systems in general, where they have networks tothefgrious
aspects of the grieving process, where men are more likely to seek a newtpdrscome a
close companion. The younger the men are (in this study), the more they talk abalgsineir
to find a companion and less about their informal support systems. The women, regdrdles
age, note the importance of friends and family as a means of support at thisdimehee
foreseeable future.

Again, the overall helpfulness of the group was expressed to me in the interviews and
viewed most favorably in terms of having other widowed people to share the journegrand le
from. However, as noted the group could also work against the bereaved, in theirdailure t
address important issues, such as dating and financial concerns. It also &ddamehat
through language and non-verbal gestures, one’s own selfhood may be threateneaupthe gr
emphasis is placed on constructed norms about how to be widowed. Given that symbolic
interactionist theory argues people bestow meaning on their interactionshveitb-ethat selves
are emergent and socially constructed, the examples presenteddmneeshiow these group
members value their interactions within the group. So, how might this impact ofietodel
and ultimately, how does it shape widowhood?

Learning How to be Widowed

American essayist and poet, Ralph Waldo Emerson, once said that ‘to be youaself i

world that is constantly trying to make you something else is the graateshplishment’

(Myerson, 2005). This study has brought an awareness that although the bereavedvepause
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grief support groups as helpful; they also seem conflicted about constructeagaramd norms
they learn from within. These spouses don’t appear to connect their current seaseatiadn
and ongoing struggles to their sense of a fractured and wounded self, in théif@earc
widowed self. In one respect, the group members and facilitators suggest ihwitdowed
(not through direct advice, but rather by sharing what has worked well for them, or lyow the
adjusted after the spouse died), yet at the same time individuality is ¢hnsteouraged within
the group, which may contribute to their ongoing stress and confusion.

A strong self concept involves having a distinct identity, unique from others, resgardle
of similar roles, as in widowhood. And although they heard that ‘everyone gdefezently’
and ‘your grief is unique’, there was still an innate desire to do things like othersegm well-
adjusted. They appear to have little confidence that all will be well. As theschumte
displayed, one of the constant concerns involved knowing whether they are doing okay and
whether they are in line with others who have lost a spouse. Questions that stefagechfde
‘Should | get rid of the clothes? Should | take off the wedding ring?’ Ondadse&lnd
behaviors were validated in the group for the bereaved spouse, their worries andsasedéd
down, but the curiosity remained, followed by worry, when listening to the storiessdfdns
others who are widowed. These stories often include attending to tasks once done by the
deceased person. Widows and widowers in this study, however, found themselves empowered
each time they were able to complete the role of their now deceased spouse.

For example, Charlene (C in the excerpt below), when asked whether anyitipingesl
her during her grieving, sits up straighter in her chair across from metadeess that of
subdued as she begins to answer the question, but she gradually moves to excitement and

eventually she expresses pride in herself as she describes this story:
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C.. When he’s there, he’s taking care of our things and now that he gone
you have to—I mean | have to do it, but ...

LEH: Things like?
C: Well, just like have to replace battery for the smoke detector.
LEH: The batteries.

C: The batteries, yeah. And, | never done it before. You know that’s the
thing, he did everything. And then, one night, | get ready to go to bed and then |
open the door and | was walking through the kitchen and | saw something flew by
and | thought ‘Oh my God a bird in the house.” So, | then look up again and |
hear it come by again and | realize it wasn't a bird, it was a bat.

LEH: A bat?

C: Yeah, a bat. Oh my God, | was terrified. | don’t like the animal—I mean
that bat. | was like Oh, God. So, and it flew by and I, you know, ducked down
next to the butcher block, and while | was down there | realized you know | say to
myself “You are the only one at home right now, | need to take care of this thing.’
So then | get up and somehow it gave me a little strength, you know, thinking
about that, knowingly, that you are it. You know you gotta take care of this thing,
even though | was still, you know, after | find out where it is and | just couldn’t
touch it. So | have to have my son-in-law over and he took care of that for me.
[Charlene, now age 64, whose husband Henry died at of lung cancer]

Others told me similar stories where it seemed like a defining point ingitefirexperience as
they realized that by doing things the deceased spouse used to do, they felt empaheaed an
greater confidence that all will be well. Next, Diane, recalled how headeddusband used to
make all the arrangements for vacations for the family and how she never edgamyzof it
when he was alive. But her children are still fairly young and she wagét smme sense of
normalcy back into their lives by doing some fun things ‘as a family.” With fongdsless
constructed the scene, which was a turning point for her:

Diane: | know that | don’t want to overwhelm myself because all my life | was

pretty speedy, | was running, like 100 miles, | don't really look at stop sigfs tha

how | conduct my life, you can see | got all my three Master’s, | worked fo

United Nations, | got into this country for only this few years, | accomplishe
quite a bit, a job and | put a lot of people who are native born behind. So | was
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running like that. And then with my husband’s cancer, it was truly a stop. So
that’s when | found ‘Ewe, | have a lot of garbage that | need to kind of deal with.’

So, | think that's—and so | learned that | need to slow down, so 2009 | kind of—I
give myself only one major thing per month, so ‘don’t rush honey, don’t rush’ so

| do only one thing a month, major thing, one a month, okay. Small things, one a
week, if | don’t get it, | don’t get it. Okay, major thing | gotta accompliSh.I

think | pretty good, you know compared with other widow, | have to say | am
blessed, through all this | am now able, | am still able.

There’s a lot of other things that kind of gave me this, like my husband passed
away in September of 2008 and February of 2009 | took both kids to Disney. It
was—when we got there, we found out it was ten years ago we went there, it was
exactly ten years. And then we went there and you know—I ask kids where they
wanted to go, that was our first family trip of three. You know family trip of

three of us. | asked them where they want to go, and they want something light,
really light, | said ‘Hey, let’s all be kids, let’'s go to Disney’. No one cardie

when they’re in the Disney world right? Let’s just go. So we went there and then
there was one night and we go there usually when we travel with four of us, my
husband will do all the—you know renting the car, hotel—that night we went to

all the fireworks and so we left there pretty late and | was driving. e/ Vknks

driving, just spurred out of my mouth, | thought ‘I am able’ you know, | said it

out loud to myself and here my daughter said ‘Mom, you are’. [Laughing] Yeah,
and my son said ‘Mom we are proud of you’. And | said ‘I need to give myself

on the back of my pat, so here my come my kids they pat me’. You know those
were the moments where | found a turning, where | get out of somethingt | star
saying ‘hey, | can do this, | can do this, I rent a car’. And I had fun. [Diane, now
53, whose husband Bernard died after a three year iliness from cancer of the liver

Again, each task performed is described as an accomplishment and offers hopes thtetsel
widowed persons to learn to be confident about their new status of being on their owneafter oft
several decades of having a teammate. These scenarios beg more quéAtiddshese

spouses be this confident if they never attended a grief support group?’ ‘Diddhehow to

be in this role by listening to others who were farther along in their g@ef2lo they learn by
doing? Perhaps, little by little, task by task, all widowed persons learn how toltweed by

doing what needs to be done. An earlier response may provide some insight fromicipapiart

who snapped back angrily at me when | asked her how she coped when her young husband died,
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as she answers her own question, ‘What choice did | have? | had no choice.” Otheghptltrou
the interviews, made comments about how you simply ‘go on about life.’

In order to ‘go on,” almost all these spouses (37/38) chose to attend formal griet suppor
groups. Yet several (12/38) mention specifically that it was their informpglost, including
family and friends, that helped them to cope. Regardless, they still attend supppst@nd a
few (5/38) tell me that they sought out individual grief counseling. As mentioniest gaventy
participants attended the support group of the agency | was interviewing thenelzoen
attended this group and another support group; five attended three support groups and one man
attended seven support groups since the death of the spouse. This scenario confirms that the
spouses presume that the informal support persons are not equipped to provide the necessary
support needed. Yet, as | propose in Figure 5.1 below, those who knew the deceased are the link
to the past, which will help in the reconstruction of the new widowed identity througsshmal
memories related to the deceased person.

We very well may be ignhoring an important association to help bereaved spailises wi
reconstructing their new widowed self. As Giddens (1991) reminds us, the pastoneeds t
recovered and the future to be contemplated by way of the present. Much of ouhrgsearc
bereavement dwells on behavior and labeling through categories (e.g., nbmoahal,
complicated, delayed, etc.) when perhaps we should look at strengthening the informal suppor
systems to assist in reconstructing the past, which seems to be a comoany &fereaved
people in their initial grieving. With these spouses, | saw a continuous attempt by tedking
about their deceased spouse (and who they were) their current frustrations@gldsstand
their fear of the future alone (see Figure 5.1). Giddens (1991) reminds us that a peesditys

is not to be found in behavior but in the capacity to keep a particular narrative going. So, how
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does one do this when they have had a major disruption to their autobiography presenting an
uncertain future? The support groups do provide the space for this course of narrative
reconstruction at the formal level, which | see as a quest for wholeness. Hawerers a need
that is recognized to assist the informal support persons to feel adequate teehgthen the
healing for these bereaved people. By providing a community-wide grief educatgvarprfor
informal support persons (i.e., family, friends, work colleagues, etc.) | beliatthey can help

with the construction of the new widowed self and the reconstruction of the disruptétv@arra

PRESENT
|
P CYCLE OF GRIEF Formal Support
[ A WORK F . Syst'ems
S U (i.e., grief care
T T industry)
] help with reconstruction
R in presentcrisis and
E

Informal Support Persons provide tools

(i.e., family, friends, work colleagues) for thefuture

are the link to theastrelationship (the

deceased person) and can assist wit
reconstructing the past

Figure 5.1 Cycle of Grief Work for Reconstructing the Disrupted Narrative
after Loss through Informal and Formal Support (Hilliker, 2011)
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| abandoned the oscillation models discussed above (Stroebe & Schut; Utz) and meaedi for
with the development of my own model from hearing the stories and struggles of these 38
bereaved spouses who are in mid-life. Although Stroebe and Schut (1999) make a valuable
contribution which takes us away from the linear models used in the past, the prolblghewit
Dual Process Model is that it focuses on behavior (adaptive coping). And although the
theoretical model for spousal bereavement by Utz looks at the importance@fizng the
readjustment tasks and practical matters that are stressful in spoesakbsent and suggests
that we consider social support as a factor in bereavement, it falls short iimiexgetme
tremendous impact that family, friends, co-workers and other informal suppottaea The
proposed model presents needs at both the informal support level for a community-efide gri
education program which has the ability to equip those closest to the chief mowgndaitaly,
friends, work colleagues) with the knowledge necessary to support them. Additidnslly, t
research has pointed to a need in the formal support systems, specifiehlbypgport groups, to
provide more tools to assist the bereaved person in helping themselves with uetionsf
their new identity after a disrupted narrative, addressing both present and dumceens. The
groups can do so by having a more client-centered and holistic program that has ongoing
sessions and is not time-limited.

In summary, this chapter attests to other research that shows how the loss of &nspouse
midlife disrupts the continuity of the life cycle, crushing hopes and dreams fluttine (Wolff
& Wortman, 2006) creating great uncertainty and a fragmented sense of s@lftegult, these
spouses seek out a safe haven, a shared experience and a significant commurhtjotimailig

care.
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These accounts revealed that although participants refer to griebnbitke importance
of going through some kind of process, they do not specify what this means. They attempte
interpret statements made by facilitators and other grievers tessx@motion, allow themselves
to feel the pain of grief, and lean into it instead of shy away from grief anthgsos keep
emotions bottled up inside. These language references were adopted and inimise¢nsead-
construction of an authentic self. The self now exists in this experience tcea tlegyrit can
only be accountably communicated within an interpretive community, one wheraawsa’s
much narratively constituted as actually lived” (Holstein & Gubrium, 2000:71).diBgibn
Nikolas Rose’s (1990) claims about how the soul or self becomes more and more governed or
discursively created by emerging institutional communications, HolsteliiGabrium,

(2000:71) analyze the construction of the self in postmodern times:

Rose’s storyline jibes with postmodern claims of self construction, if not with

hyperreality or evanescence. It shows how the business of self construstion ha

now spread well beyond the psychological sciences. Selves are now paraded and

bandied about in diverse institutional sites, from pastoral counseling, self-help

groups, and mental commitment hearings, to romance novels, television talk

shows, and advice books. Much like Bentham’s Panopticon, we have taken on

board—uwithin ourselves—the language games and associated subjectivities of

Foucaldian ‘guardians’ of all kinds, inciting ourselves to display and

communicate the selves expected of us and that we assume others, in turn, share

with us.

Holstein & Gubrium (2000) continue to point out that now, as Lyotard (1984:15) suggests, we
have a myriad of sites that inform and present the self with “a fabric abreddhat is now more
complex and mobile than ever before.”

At the same time, it is apparent from other struggles and concerns that the apthises i
study share together, that they are not working through their grief in i€tgnrather they limit

themselves to focus on and experience only the emotional self, and whatever emotions come

about (this emotional self is highlighted in support groups as mentioned earlier)s Jimdar
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to Ironside’s (1996: xvii) observation that”[yJou do not work through bereavement. Kswor
through you.” As a result, the emotional charge and unsettling feelings andtiomstthat come
with the loss of a spouse, move them to continue to search for a guideline on how to gaeve, or
roadmap of sorts on how to adapt and function in this role of widowhood. Once in a support
group there was a great deal of observing, imitating and adapting to the vedlysrefwho have
gone through a similar experience of loss. This resulted in a re-constructaisaifghe

remaining self. Continuous struggles outside of the group were evidence that thaskore t
focused elements of the grief experience are still problematic and unaddrEssetional work

was at the forefront of the help agendas offered by these five support groups

Although a good deal of scholarly debate has been held on the necessity to ‘work
through’ memories, thoughts and emotions that are associated with griefanbifortman
(2006) contend “little empirical evidence supports the necessity of ‘working thirthegloss.”
These authors go on to note that Nolen-Hoeksema, and colleagues (1997) for exampk, find t
thinking about the relationship with the person who died is linked with worse long-term
adjustment. However, their research also suggests that it is recognized these who have
difficulty expressing their emotions, or in cases where the loss is patidudaimatic, working
through the grief can be beneficial (Lumley, et al, 2002; Jordan & Neimeyer, 2003).

This chapter shows how these spouses see the formal care from support groups, along
with their members (and in some instances the facilitators), as a welefuge from the
oftentimes conflicting and contradictory messages available to themriformal support
systems. Although well meaning, this includes close others where suppuortad by an

uncomfortable silence when emotions are expressed. These spouses prefertedtiofera
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themselves others who have had a similar loss, who are sane and functioning,iagdowill
provide insight into an unfortunate shared experience.

The support group format then provides a counterculture of sorts in terms of emotional
expression and talk about the deceased person. As the group members painfully rebotistruc
their individual and their social self, they were aided in this journey by stsaafjgmagined
communities’ (Riches & Dawson, 1996a). The new community allowed them to learn a ne
identity, widow or widower, and get closer to a self that is thought of as normat tiehspace
of the support group. This is in opposition to the outside society (including informal support
systems) where there was little tolerance for talk related to tlle, deaf the deceased, or for
lengthy emotional outbursts.

In reality, the re-construction of a new self is influenced by friendly ed{idalter,

1999) such as facilitators and other group members, who supplied a languageefi @ordi
grief triggers, grief process, lean into it, work through it, etc.) which doesaw these spouses
content, but rather still searching. These findings echo Giddens’ (1991) work whneresie
that a person’s identity is not to be found in behavior but in the capacity to keep a particula
narrative going. These groups (through accounts of others who are seasoned and newly
widowed) also assisted the bereaved spouses with their curiosity about ‘how tddeedi

And although to some extent this help appears beneficial, many were stillisiguograsp

their new identity. The support group strangers, both bereaved members araddiegilit
appeared to eventually become ‘close others.’ In this role, they did contribuiiegiodpa sense
of order to chaos, and in so doing, contributed to assisting the newly bereaved spouses, in part,
with their untimely new role of widowhood. Paradoxically, the message is tlyatebd to

work through grief, it should fit a certain script, but at the same time, tedgldrto do it in
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their own way. As a result, these mourners continued their quest for meaning. iIgbme fi
meaning through ugly coping (as discussed earlier, Bonanno, 2010) while some find it by
helping others, and the remainder roam in the wilderness, hoping they will soon fingateir
Regardless, formal grief care, in particular the support group, played adtge the
reconstruction of the self for these spouses. As they attempted to adapitaarnigy, the

group offered some sense of peace and helped most find some meaning in their unfortunate
circumstances during the second and third year of their bereavement. Nextr Skapte

summarizes the dissertation which includes recommendations for futurehesear
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CHAPTER SEVEN - SUMMARY
Introduction

This study identified, explored and articulated the thoughts, opinions, and expectations of
38 Baby Boomers in Michigan concerning their experiences of formal bereaiveane after
their spouses die. This involved describing the meanings constructed by these irdlabdudl
this type of care before, during and after the death of their spouse. Secorttadigsertation
examined the experiences within a support group setting which is the preferredaftforenal
support of almost all participants (37/38 attended at least once). It is expedttdebtfindings
can challenge and extend dominant models and theories being promoted in theysghelarl
literature and being adopted by some professionals in the grief care indiérya selective
review of grief models and theories, one widely used model in particular, Stroetfei&sS
(1999) Dual Process Model of Grief along with Utz’ (2006) Theoretical Model of Spousal

Bereavement were identified in helping to partially understand these spouyssseces.

However, my contribution as outlined in Figure 5.1 ab&vgcle of Grief Work for
Reconstructing the Disrupted Narrative after Léssugh Informal and Formal

Suppor} brings into focus the temporal nature of identity reconstruction following spousal los

as evident in the interviews.

First, in their attempts to answer my inquiry about who they are (tell me wytanself),
many of these participants struggled with a wounded self which resulted irgamngnattempt
to re-construct their past, present and future identities. Through a recollant re-telling of
the death and loss stories, survivors recounted their past and present experiences @foncept
suffering and human agency are evident as spouses uniquely work through theiebwheye

they are instructed in groups that the self is authority and individualism is erzgzha8y
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managing their emotions, this served as a protective cover of one’s personisoéat, tire
dying spouse, next for themselves and lastly for those in their informal supgterns as well.
Next, participants described their personal experiences of formamaia particular,
that of the support group care as Chapter Five reports. One aspect of theemepénat is
not anticipated going into the interviews is the continued effort to reshape andeedefself
with the help of others in a support group setting (strangers initially). At,tthmeeself remains
in the past, attached to an individual (the deceased spouse) who has been a vital jpart of the
lives, but who is no longer there physically, although, in most cases, still loved. A mofmber
strategies are used to try to understand the loss and redefine the now widbwea feemal
care setting. Maintaining attachments to the deceased spouse is accomplisickdling them
when reconstructing one’s narrative through discursive activity (tedimogre-telling the story in
the group). The reconstruction of the present identity, now widowed, and search fargneani
occur for both widows and widowers, regardless of the nature of the death and is enlcourage
the support group through the facilitators, other group members and through social activities
(generally after the grief education support meetings). Meaning is ghughgh attending
workshops, memorial services, and social events, and by visiting more than one swappoot gr
through seeking out individual counseling services. For several of these padi¢§iaaj,
additional meaning about the death is discovered through an ‘extraordinary expsuehces
visions or dreams of the deceased spouse. There is also uncertainty expressmateabfuttire
throughout the interviews where participants attempt to repair the disruptetivearra
Findings from interviews with 38 Michigan residents born between 1946 through 1964
reveal one overarching key theme, namelycttapromised individual and social sehass

evident in a continuous struggle to re-construct the past, present and future identityth&ou
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themes emerge and include: 1) the importance of the grougaées laaverto do ‘grief work’
and re-construct one’s wounded self and life narrative; 2) the valughaired experience of
spousal lossvith other group members; 3) tegnificance of a communityhere significant loss
is explored; and lastly, 4lnmet needwere brought forth by way of suggestions for
improvements of care by the recipients and include both pre and post-loss needss Reeds
such as respite care in caregiving, better coordination of care in generaigalnsettings and
attendance at some type of support group prior to the loss were concerns of this greupasher
also an expressed need for a more sensitive notification of the news of terdmasal aind/or
death in many of these situations (as noted in Chapter Four). Improvements fospastilde
a desire to have an extension of group sessions in terms of weeks the groupds offer

A large gap is apparent in the support group care, namely, an inattention to reaajustm
stress related to tasks associated with practical needs when applyirgptieéichl model for
spousal bereavement by Utz (2006). As reported in Chapter Five, the sole emphasks in t
groups from these accounts was on the emotional stress experienced, whesede, ¢éke
stories of these surviving spouses show that a more holistic approach would be beoeécial
where they can gain valuable knowledge on issues of concern in their daily liegswilhaid
them in moving forward with their lives. They continue to exhibit tremendous réaejots
stress from various issues related to spousal loss, including home maintenarcescamnd
dating issues. | now return to the initial research questions, and list thgtistreand
implications of this study, along with recommendations for future research.
Research Questions

The following research questions were the focal points of interest: 1) Bvihat i

experience of formal bereavement care for bereaved spouses?; 2) Why quespflaattrition
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out after a certain level of formal care and others do not?; and 3) How do variesi®typrmal
support services aid in the understanding of bereavement? Exploring the expesfdnomal
care with these participants revealed that the support group is a [mostly]fosmat in terms
of assisting with emotional stress, but an inefficient means of addressiongtiadl widowhood
experience. The support groups appeared to ease some stress for the berdeqdptes
highlighted how problematic it is for many to express an authentic self outstile gfdup
community (at the informal support system level). The survivors are constarthgmg
emotions in their social world to protect themselves and others, which is exhaustireyefow
the cultural expectation in the formal care industry is that a participaté teevork through the
emotions and feelings related to the relationship (i.e., past role of spouse) to dse=dace
order to lessen their pain from loss. A good deal of time needs to be allotted fwrethwveork
and the construction story. But, as this study brought forth, and others have ratognize
bereavement involves much more than an emotional experience. Further, thishesgesivly
widowed people without tools for the future. The improvement of care for individualppo
groups is to address the gap where the additional needs presented in terms oneatdjtrsss.
Since experiences of these spouses reveal a continuous struggle and seagalnifuy,
indicative of a need for a more holistic approach in formal care services, brseeshasitive to
the concerns of the group of recipients of care.

There is also the possibility of a loss of one’s unique selfhood as the bereaved person
takes on the role of others in the group setting. Since theories of phenomenology and symbolic
interaction have similar concerns, exploring the lived experience of bareateare deserves
mention as Chapter Three points out. van Manen (1990) suggests that a researcher needs

connect four vital existential themes that permeate the lifeworld, wheclivad space
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(spatiality), lived body (corporeality), lived time (temporality) and livethha relation
(relationality or communality). First, the space of the support group in whioh $pesises find
themselves, affects the way they feel and express emotions. Some groupsamaehes,
while others have spacious private rooms in which to place group members. Itsssipaite
that the bereavement care has meaning. Group members also sit in closeypduxingtthe
meeting hour which gives an intimate space and feeling of closeness to Mh#rsespect to
the corporeality or lived body, in the compassionate gaze these other widowed aleogle (
with the facilitators) offered, the recipient may lose their authentisith@ body is now the
object of someone else’s gaze (Linschoten, 1953; Sartre, 1956; van Manen, 1990). In addition,
lived time (temporality) slows down for the bereaved person in the group as tleetexkbn
past memories of the deceased or on details of the loss. In the temporal dimansasts
present and future, the bereaved recalled, reminisced, and reconstructedifitedlise
narrative and the self. Lastly, there is a relationality or lived offarng maintained within the
group space, a lived relationship. To some degree the widowed looked to others in this
collective social group for meaning as they developed a spoken relation timcasssisted in
going beyond self. These four existentials then, lived body, lived space, livedriore/ea
relation to others form an elaborate harmony called the lifeworld and allawesdgnize a vast
richness of meaning (van Manen, 1990). This aids in lessening the suffering dimdj erea
feeling of security to move forward.

Next, the support group experience appeared to strengthen the bereaved spouse as they
form a bond between strangers with a similar experience within that groggmportant to
note that the experience of other group members grieving the loss of a spovsleed by

participants over the experts, volunteers, and facilitators. Problems thet@geized, however
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included a shift in the focus from the bereaved individual to the group facilitators, anddll

for the latter to control most of the interactions with the members. This resuliethe

attrition, while others met outside of the group to concentrate on their concerne that leing
addressed, and yet still others dropped out entirely. These ongoing strughéebareaved

reflect wider social questions regarding what constitutes effeatieeagre for those who seek

it. Attrition for others is in part due to the overall one-sided support coverage whidedoan
addressing only emotional stress. This stress should not be overlooked, but can be problemati
when members of the support group do not identify with their emotions, or having to rehash the
death story, which made it difficult for some people to move beyond that experienusitiRe

pain felt each week for others in the group from those who could not bear to tell the story agai
and again, or listen to other painful accounts of loss, resulted in their decision natdaéte

initial visits.

In response to the last research question of interest dealing with an understdnding
bereavement in general, the overall contribution of this dissertation is tdsitathe discourse
on the importance of considering the temporal nature of identity reconstructionitfigilawfe-
altering role change. It recognizes that the bereaved attempt toteteonhood, their own,
the deceased and close others. It also provides a closer look at how bereavementcabpea
viewed as an undesirable life experience because of the great sufferingsf et it is
inevitable that someone we love will die within each of our family units. iBgigbrmal care
services imply that we must address the experience of grief at dHat/atakes a personal and
oftentimes private struggle, public. Evident in the array of answers from asges about
how they learned about the services (Appendix D., QWEL the agency that provided

bereavement care for you recommended by someqfits to the concern that this
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bereavement is not only undesirable, but also that those closest feel inadehaatie it and
provide support. Through recommendations from informal support persons (i.e., family,
neighbor, co-worker, church members) as well as from professionals (y&gighs, dentists,
medical examiner, masseuse, social workers) and from the agency thadwegyovided care

for the dying spouse (i.e., hospice, hospital), a message is sent that the survivorlpeeds he
Several of these spouses saw advertisements in church bulletins and in oneetasesed &ad,
which encouraged them to seek help. The minority went online (3/38) and searched for some
type of support themselves, but most (32/38) are told about where they could ‘get Inelp.” W
there is a significant loss, people want to help the bereaved individual in someomagye,
recommending a support group sends a strong message to people that they would benefit the
most from some type of professional setting. As a result, bereavement béagelysignored

by informal support persons and there is a general sense that it can be resobagdar tr
professionally, and until help is sought the person is viewed as in an unhealthy statéheine
grief is sometimes policed and regulated. Many of these spouses had hopes of treatgdns
once in the group, on how to get from point A to point B and be done with grief.

In addition, those who led the groups had power to enforce the definitions of grief,
bereavement and normal behavior, and encourage those grieving to work through ieae@xper
of loss by following a very specific script through language and non-vgeisalres. Through a
specific use of terms and phrases, (igrief process implying there is an established way to
grieve or a set of procedures to do so, which might include a beginning and an egdieand °
work,” where it is suggested that one must do the emotional work associated with a loss), an
implication exists that there should be some outcome and that this is the onlyaghieie a

healthy adjustment. The language of the formal grief care agenaesl glantrol in the hands
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of the professionals and volunteers who offered it, which brought both benefits for some, but
costs for others and needs to be carefully weighed. It was clear in théeingethat at times,

many individuals in these support groups did not look upon facilitators as the real experts, but
found those who had shared experiences to be much more enlightening and helpful. However,
members of the group are also influenced by those who lead them. All in all, the notgmethat
specialists and an array of other professional support services exist tmreaved, confirms the
idea that bereavement is an undesirable condition that needs attention, as opposed 10 a norma
life experience.

Lastly, a more thorough follow-up study of Baby Boomers is in order which might focus
solely on the two suggested notions outlined in the model provided by Utz (2006). As noted in
the literature on grief and bereavement, attention to both emotional and readfisitess is
pertinent for a significant loss. However, the dominant focus (at least in thesgéncies) was
on the immediate emotional stress of the present and the importance of expressiotioof e
and doing one’s grief work, leaving a wide gap that needs attention. With respedbihood,
for example, it could be advantageous to bring in guest speakers, someone who has either
personal knowledge or expertise in the areas of interest to the group, and couldtadoh®ss
related to the readjustment stress involved, such as financial concerns, cookimg, fating
issues, etc., which could greatly reduce their uncertainty about the future.

Strengths

While there are limitations as stated earlier, there are also a nungterafths. First,
studying formal care for spousal bereavement from a sociological pevedead an important
practical dimension. We cannot improve this care for those similar to this sahgpkgtend

support groups without understanding the structure of the groups and how the group members
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and facilitators interact with each other. Chapter Two brought forth insight dhgsogs,
support groups and bereavement groups in order to understand these concerns.

Next, the sample came from a good representation of agencies who offeregmerga
care, including a funeral home, a hospital hospice, two grief centers and @eragization
whose goals are specific to serving the widowed population. The data collegcesitaese five
sites in 18 cities, and in different geographical areas within the state logsticalso increased
the transferability of findings. As well, all data collected from tleggencies used the same
protocol increasing dependability of findings. The use of NVIVO qualitativestdtaare
enabled an efficient organization of the parent and child nodes which offered an additional
clarity to understanding the phenomenon of formal bereavement care through thquesgesft

Although | used semi-structured interviews with a guide of 15 questions and probes,
these are open-ended and gave a space for the spouses to tell me their versios as égent
aside my own agenda. This approach enabled me to enter their world and strehgthens
inquiry by providing their experiences, thoughts and concerns surrounding the deaith of the
spouses and the subsequent care for their grief. My findings come from tla¢ c@mterns
expressed by the responses these participants shared with me about themaegef grief
care. It also gave space to allow the past to be recovered and the future tornplatedeoy
way of the present (Giddens, 1991). The stories of loss and subsequent formal support are not
only remembered events, they are actual lived experiences of formaldasgd\care, which
are not difficult to remember (all participants were in the second and garcoy bereavement)
as some of these spouses continue to be involved in support groups at some level.

Further, peer debriefing increased credibility of the study. This includeasdisas

about the analytic process, findings and conclusions with other sociologists anchescia
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the fields of selves, identities, grief and bereavement. Specificatpsulted with two experts,
one in the area of thanatology, Dr. Richard Gilbert and one practicing psychhevis.
Claudia Combs-Wise. Both read and gave feedback for the study. Dr. Gilbert imzs/exte
experience in thanatology and end-of-life issues and is a prolific writer evidoads include
HeartPeace: Healing Help for Grieving Folk8bbey Press)Responding to Grief: A Complete
Resource GuideandFinding Your Way After Your Parent Dies: Help for Grieving Ad(Age
Maria Press). Claudia Combs-Wise, LMSW, ACSW, PLLC, Psychotherapisieldd F
Instructor, who counsels bereaved individuals in her practice, was gracious wohrhens
after reading a draft of this dissertation. Both professionals proved verydinegfih their
suggestions and comments.
Implications

For Practice

These participants indicated how unprepared they were to deal with the loss of thei
spouses. Some had no previous loss and had no expectations of grief or how to deal with it.
Others, with previous loss experience, note that this loss of their spouse was rdachhiasar
losing a parent or other significant person. This study has the potential to aitiopestivho
work with the bereaved to be prepared to take an active role in helping people to undeestand t
complexity of their grief and the unique issues that have an impact on it. Witbtrestiee
experiences specific to support groups, Thuen (1995) highlights the value of social and
emotional support the group itself offers, which includes the style of the facibsbeing an
important factor for those attending. Additionally, essential information veasdad here to
inform those in the bereavement care field of the needs of Boomers. This saagEsties

with furthering their understanding of how to effectively assist spouses otk ij)@hen
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caregiving, if this is the case) and after the deaths. Effective, mearangf holistic
interventions that include the concerns of those seeking out support, as outlined throughout this
dissertation can help to ease suffering. Participants shared their richgdexsperiences of
support needs and grief interventions, which in turn can inform procedures and protocols for
those who will continue to provide services to future bereaved spouses, in particuldabyhe
Boomer cohort.

In Education

Helping to educate those who provide end-of-life care support, such as physic@als
workers, hospice workers, bereavement care providers, nurses and clerghalooaterns
brought forth from these spouses could ease stress for future survivors anahtities.faDgle,
et.al (2005) point out that because of the continued cure-focused emphasis in mediangpwe f
recognize the importance of motivating change within the medical professionalf@mng in
medical school lacks sufficient end-of-life care modules and there iscamte on the part of
many residency directors to teach upcoming physicians about how to bring about a @bod de
for their patients (Ogle, et al, 2005). A statewide survey of 275 Michigan residemgramps by
these same authors found that fewer than half (46%) provide formal training ihldadare,
and some do not even offer a single optional lecture. Given this statistic, the cohtieess o
participants for better coordination of care at the end of life and more eiénsgiated to news
delivered to families, are no surprise. An implementation of death, dying ahdamses into
curriculums for professionals, to include refresher courses as techsaog@nce and family
units change, would be an asset. As new developments emerge in the medical comittunity, w
online medical records for example, one would think it might be easier to have a smooth

coordination of care among doctors and specialists, but this did not seem to be theoogse am
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the 24 participants whose spouses died of illness which often required many hospitalizat
over the course of their illness.

In Research

A wider dissemination of research findings to a broader and interdisciplirfreolady
community on the need to address the concerns for an uncertain future, such as déaling wit
readjustment stress related to spousal bereavement would be beneficial. Proolumiet
tools to attend to the practical matters is critical to the future welgbsithe widowed. Equally
important are the effects of an insensitive delivery of the news of terihmesls and/or death
overlooked and underrepresented in research studies. Some of these spouses akso &xpress
desire to have additional resources for their grieving adult children. Futuaectesa the topic
of bereavement care for spousal loss might include a bibliographic resourcaniat made
available to the grief care industry.

In general, sociologists who study selves and identities may be enliglotetiee abrupt
role change (spouse to widow/er), along with the temporal aspects of identitymectiors,
namely past, present and future constructions. This reconstruction involves bothuvideiahdi
and social selves. Because a bereaved individual may not want to draw netathienab
themselves by displaying the chaos they feel in front of informal support personsiate
they seek out an imagined community for help with this task of repairing the wounideld sel
could be advantageous to explore other abrupt loss and role change (i.e., gainfuiyedmpl
worker to unemployed; married to divorced status) along with the support systplasd for
them, and how people adapt to various types of stress in these new life experience

With regard to medical sociology research, an entire volurS®ablogy of Health &

llinesswas recently devoted to the concept of body work (Volume 33, 2011) and highlights the
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body as one of the ‘longest standing areas of sociological interest’ (Shilling33611This
dissertation brought forth a concern with bodies caregivng for bodies through bothrtying a
grief trajectories, and illuminated the professionals who work closely with. thiemay be of
interest in medical sociology with new insight given its symbolic intemaist emphasis. It has
the potential to raise important questions at the individual (sociology of the boaiy-at ke),
social (medicalization- of death and grief), and societal levels (smmmatruction of the
community- in particular the formal support group) among scholars studying suthis
discipline.
Recommendations

Thanatologists continue to work towards improving the care of the dying person and their
survivors in today’s complex, multi-cultural, and highly technological societyer&kof these

professionals, working together undére International Work Group on Death, Dying and

Bereavemer(tIWG)62 note that “the need for appropriate bereavement care has not received
sufficient attention” (Corless, 2005:382). It is my ardent hope that this digseisaa catalyst

for more research regarding care for those in these stressful situatiotiseitheoices will be
heard and their concerns addressed, specifically for the millions of Beameiothers who will

lose a spouse and seek formal care.

62 “The International Work Group in Death, Dying and Bereavement (IWG) is a@atiovial

international organization of 150 members froncaduntries who are leaders in the field in their

own countries. IWG provides leadership and support to those involved in death education, in the
care and support of the terminally ill, in the care of the bereaved, and in promaotiaches
evaluation, application, and policy development in these areas. IWG conducts resgilagm

at which leaders in the field can, in an atmosphere of shared collegiality, mebsiualy

together. By doing so, IWG promotes both the acquisition of knowledge and the promulgation,
evaluation, and testing of assumptions that can then be disseminated to others, ¢herepg s
catalytic role.” (Corless, 2005, retrieved from: http://www.iwgddb.org/, mgepage)
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Reflecting on these care experiences for spouses instructs us on what tantrtpdhem
after such a significant loss. Toscani, et al. (2005) note that care at the éadoofdiperson
indicates the performance of our health systems. | add that the care thmatestd be offered
to the survivors for adaptation to widowhood and healthy day-to-day functioning is just as
important an indicator of our health systems as taking care of those in nmesidal Knowledge
from the chief mourners as reflected in this study has the potential to add tolityeauoa
efficacy of that care. This sociological exploration of the most advantagaoifor survivors of
spousal loss is timely as Baby Boomers age, lose significant otherseagithar referred to
formal support systems or seek out care for their bereavement.

Based on the emergent themes derived from the experiences of these spouses, scholar
and bereavement care providers may benefit from the articulated and ardiogads of these
Baby Boomers. Gaining insight into the issues brought forth from this studgpted sarlier,
will be beneficial, such as extending group support meetings, and training tarslittaaddress
the concerns and topics of the group as they arise. This should include helping to iddmtify bot
pre and post loss needs for families of dying persons. This study illustratecréaateoe
spouses ages 46-64 at the time of the interview, can begin to adjust to losing thes spouse
through kind companioning, listening, validating feelings, and normalizing behavierswfiy
support group members. Additionally, it shows that by discussing a wider atopyas that
cause readjustment stress in spousal loss, we might help alleviate sonreprétemt and
future concerns, aiding many in moving forward. Designing specific serfiac¢his population
is a critical step in the right direction. The bereavement care industry qatrt@tize needs of
Baby Boomers after loss by listening to the concerns of this group angisgrtfeeir own

clients to see if they have similar interests, rather than assuming thaitnéocus lies solely on
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current emotional stress. Since these participants identify more witrh#renatows and
widowers in the group, it is also expected that they could benefit from havingiercage-
specific groups to attend, but this should be determined.

Future research might address the current system of support for the bepease] &
particular for those who will be most likely to seek support (e.g., those witledinmtormal
support). Support groups could offer a more holistic program by holding seminars as part of
their grief recovery sessions. In these seminars, they can address tiespsiat, spiritual and
other needs to assist the bereaved in adapting to their new life alone buli inigolvie
changing the basic structure of the program. This approach could include discusspsnanm
home maintenance, cooking for one, or how to meet other people with similar interestte Pr
surveys of the attendees might provide the facilitators with additional infiormauch as a
desire to talk about extraordinary experiences they may be having. Theseggoenrzly meet
for eight weeks. In the first two weeks, participants could be directed to teltibiges of loss
and talk about their current struggles, which would address the emotional stigesks three
and four, the facilitator could introduce a more hope-based approach by helping the ntembers
think about their strengths and the resiliency they have had in previous crisis, and dresw on t
along with skills used to effectively cope. Next, in weeks five and six, priactatgers could be
the focus, including examining the current concerns and struggles within the group. stind, la
in the remaining two weeks, drawing from the community, speakers could be scigbeli-
care experts, financial planners, real estate brokers, etc.) and might $@eddoehelp with the
readjustment tasks at hand. By doing so, a limited emotion-focused group is abandoned.

Ideally, these groups could offer an additional series of sessions for thoseanthto wontinue.
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| believe it could also be advantageous for future research to take an in-depth look at
what formal grief care facilitators believe are the support requirsni@nbereaved spouses both
before (when there is a terminal iliness) and after the death. Since theh&awhority in
framing ideas about bereavement support, it would be helpful to recommend to them to do an
inquiry of their participants.
Final Words...

In this dissertation, a narrative re-construction of the past, present and futuitg Wast
viewed through the grief work hypothesis as an important aspect of migdibsal
bereavement. This work was accomplished by the bereaved spouse inopgtt the support
groups. The sequestering of dying and death, the protection of personhood, and the great
suffering related to the taboo topics of both death and grief were all contribatiogsfto the
difficulty of repairing the disrupted life narratives of the survivors. Whthgrofessionalization
of medicine and the sequestering of death and dying, these experiences arermilcatige
where one is surrounded by family members and other community close others fozrioolg
of time. Rather, in the 2'century, the dying are hidden away, while most of the family ‘await
the call.” As Kellehear (2007:253) so adequately describes, ‘Institutionatightit physically
removes people, ...competing policy priorities ...often block our view.” Others who have had a
similar experience acknowledge the need for the members to talk about whatuneedaoc
their experience, the death and loss story and the disruption it has creatednwdiiesitalking
about the past and the deceased person. A conflicting emotional landscape hdsmesulte
apparent need for experts in numerous helping professions to assist people wilifethes
changing events, and in this case, one that used to be attended to by family and cksésthe

in dying, many of the bereaved also continue to protect personhood, their own and that of others
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exhausting themselves, grabbing on to the first life raft thrown their waghwinhy come in the
form of recommendations for formal grief support.

In bereavement care, the provision of formal services through providers whdnange
highly educated and specialized individuals to volunteers, and who recognize the néeds of a
bereaved individuals, transcending culture, gender, race, religion, and classirai@d. The
emphasis on emotional expression has seemingly contributed to an emergencalafdierm
providers who assist people through the roller coaster of feelings and emotioa$oaefront of
traumatic life experience. However, today’s culture does not provide people Watr sense
of how to interpret the meaning of personal life changes, given the emphasis on
individualization. In this specific case, where the talk of death and grigfated to private
settings of counseling or support groups, this gap contributes to an ongoing quest fogmeanin

Most of this dissertation covers the micro-level issues which occur at theleke
participants and their support groups where meaning is assigned to bereavement. The
tremendous emotional stress is eased as most are able to feel understood and trauagthts,
feelings and behaviors normalized. Equally important, and largely unaddresbedeged to
know how to readjust to present and future life without the deceased’s help in evasjday t
We need to thoroughly examine the necessary tools for bereaved people to auggh this
identity reconstruction process when support systems fail.

Utz’ (2006) model for older bereaved spouses, adapted from the Dual Process Model by
Stroebe & Shutz (1999) was somewhat useful as a conceptual framework to shdevasice
in the lives of these Baby Boomer aged spouses as well. However, although tkeefleaea
strengthening of coping mechanisms from sharing in and attending the drimws] that these

spouses were engaged in a continuous process of narrative reconstruction timpogal te
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aspects of past role of spouse to their present and future role of a widowed pé¢hsonhan
oscillate in their bereavement as Utz suggests. The support group provides sfiaee for
emotional stress and relieves suffering for many, but falls short on offezlpgvith the
practical matters associated with losing a spouse. Newly bereaved pesgile with the
overwhelming experience of widowhood and, in part, look to others, the more experienced
bereaved spouses, for learning their new role of widowhood. They also understand and
communicate how they have to ‘learn by doing’ and being fully in their new roleinthisles
recognizing the ongoing stress and frustration of having to learn how to uncoupkadrom
married relationship, reconstruct their narrative, and fill the role once hele leteased
person, in terms of everyday tasks, now and for the rest of their lives.

This dissertation has shown that when a Boomer is faced with [or is dealingheith] t
death of a spouse, they experience a compromised sense of self and identityndriiney in
the immediate crisis, they prefer the familiar, whether this is througle $pame over hospital]
or persons [family, close others over professionals] and this provides greattcoffife spouses
become protective of the personhood of the dying spouse and of the emotional state of both
themselves and close others. Attempts are made to minimize emotional outilisstgeafrom
upset, which results in more stress. After the death, this protective roleussndin and shifts
from shielding the dying to protecting oneself and close others from worry thieouivell-
being. While grieving, they manage emotions and appear as if all is welhismngldn
exhausting effort. There is a quest for meaning that may begin in sonme@sstehen death is
anticipated. There is also an ongoing need of the bereaved spouse for an underfstamding

others about their situation.
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Some seek out formal care on their own to continue to protect close others from knowing
the depth of their suffering. Others grab the first lifeline thrown their, which comes through
a recommendation often from others for professional help from the griehdaistry. In their
guest, and in a support group specifically, there is an ongoing re-constructionasf thely
grapple with making sense out of the past death event and attempt to determine how to be a
widow or widower. Their unique selfhood is at stake; however, as many observe and then
imitate the role of others in the groups, they adopt the values and langulageaiup.
Through particular language (i.e., grief work, grief process, new norroglaatl non-verbal
gestures (i.e., nods of the head) their feelings and behaviors are validatednagdzedr They
are intrigued with others who have lived through it and are seemingly weltetljus

For most of these spouses, the support group is an anchor. It provides them with a
dialogue for the personification of a wounded self, and this helps to account for who and what
people are as they experience bereavement. For a few (4/38), the quest leamsdheurney
of their own and they opt out of the group early on. Others settle with ‘ugly coping’ to.get by
But for those who regularly attend the groups, they adopt the storyline of the synopirt
which becomes a safe haven to express emotion. They value the shared expeatiemme a
even to some degree integrate the ways of other widowed members from thisasignif
community into the new self. Some also desire to continue on with the groups therelgyahavin
gauge for themselves as they look to other widowed people for normalcy and for hdigimto t
future. In addition, because the group-based identity meets their emotional needsaee
strong ties that make these others’ views about the self important. Sincsupaoyt groups
are time-limited, they do this through ongoing interaction by extending their imaeiven a

volunteer role. From my inquiry about other support used, it is clear that the redoorstofic
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one’s individual and social selves were in constant development and flux and people may
continue to search for help or stay involved in the group on some level, until they reach a
satisfactory level of functioning and a stronger self-image.

Lastly, because the focus in these groups is on addressing emotional strésfs, a ‘gr
process,’” and individualizion associated with grief, these spouses continue téestritigghe
readjustment stress and uncertainty about whether they are griempeglpmwhich complicates
their bereavement. A large gap in assisting the spouses with practiGknratiereavement
care also exists as identified earlier. This gap could be narrowed anddheses need to be
addressed by the health care and grief care systems. Although formallegpdul in dealing
with loss, many people are left still searching and could benefit from e lmotistic and hope
based program, one less focused on a grief process which is hard to determinesargtestty.

In closing, the results of this dissertation demonstrate that much is yete@arbed about
pre-loss, post-loss and appropriate bereavement care needs for those whose spiedéha
midlife. The findings also illustrate the multiple parallels in the eepegs of Baby Boomer
aged spouses with elderly spouses when grieving a husband or a wife. Data fdr spousa
bereavement did not support a recent model, Utz’ (2006) theoretical model, where @avedere
spouse oscillates between the emotional and the readjustment stress. Retbsrel that the
disruption of one’s narrative due to spousal loss creates a continuous reconstruction of one’s
past, present and future identity. This temporal choreography is crticgddiologists and
others who study identity reconstruction as unresolved suffering canwlteslations to society
and to ourselves. In my view, as reflected in the main finding of this study, perhdpus fgpe
of significant loss, it's not a grief process that a bereaved spouse has to work thrgugther,

the process of re-constructing one’s identity as considerable chaagesaed of attention. An
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equally important observation is that immersion in a support group and anonymitgitiadly i
bring a temporary loss of one’s unique selfhood. As the newly widowed join the group, it is
problematic to adjust to one’s new role of widowhood as they attempt to determinenvanethe
not they are in the ‘normal’ range by comparing themselves to other widowed persons
Validating all of their behaviors and feelings as ‘normal’ while thegiiso a variety of

solutions from other widowed persons (and read popular books in the media, some with outdated
advice) created confusion and frustration, which needs clarity. In the poofgssiorld of
bereavement care as outlined in these five agencies, the self has been sitheemlithority as

all griever’'s experiences are normalized. Those | have interviewedyéwgll have a great
deal of anxiety about whether or not they are doing their grief work in a wiawithgesult in a
healthy outcome. A grief ‘process’ implies there is a beginning and an enidisysdt clear in
these groupw/here one isn the process, which concerned many participants. A clearer view
with an emphasis on one’s past, present and future identity (e.g., marital roleedidde) may
prove to be a better support. Providers of bereavement care can ease thesdwor
recognizing the temporal aspects related to an identity reconstructi@sgroather than
suggesting that the bereaved person has to go through a grief process ( one thade robdar

to them). They can also adopt a structure of care that addresses topicsahabacern to the
bereaved spouses throughout the course of the group. This approach may more effectively
address the needs for a large cohort of Boomers who seek these services andoaltteah a
fractured and wounded self after spousal loss. Most of these spouses who regehaligédat
support groups (34/37) found a safe haven in the support group where they felt understood, had
their feelings and behaviors validated and normalized and began to re-construct thedwounde

self. They valued the shared experience of spousal loss with members in the grougciod reli
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the support group community as a significant source for relief from managing enwtians
day-to-day basis in other formats. And although these spouses had a good deatyohbowte
their loss and continued grief, and seemed unaware of their attempts to rettmsipast,
present and future identity, | believe that on some level, the mutual help grdegdrese

bereaved spouses in reflectingwho they are now
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APPENDIX A

Initial Consent Form For Bereaved Participants

Dr. Tobias Ten Eyck, Principal Investigator Laurel Hilliker, Co-Inigzgor

Michigan State University Michigan State University

Department of Sociology Department of Sociology

316 Berkey Hall, East Lansing, MI 48824 316 Berkey Hall, E. Lansing, Ml 48824
Phone: 517.353.8671 Phone: 517.862.9221

Email: teneyck@msu.edu Email: hillike2@msu.edu

The Sociology Department at Michigan State supports the practice of protection f
human subjects participating in research. The following information is provided sothedn
decide whether you wish to participate in this study. Your participationadystroluntary and
is greatly appreciated. You should be aware that even if you agree to participatyou are
free to withdraw at any time.

You are being asked to participate in a research study attempting to exaenine t
bereavement care experiences of bereaved spouses and/or domestic partnerse eenha
selected as a possible participant in this study because you contactedhthesstigator, Laurel
Hilliker, after being invited to participate by: (name of agency) __

If you choose to be a potential participant by signing and returning this consent for
will then contact you by phone to obtain some basic information on yourself and yowsetecea
loved one, which will help me to choose a diverse group of participants for thischepeaject.
If selected as a participant, | will then proceed with arrangingtarview with you. You will
then meet with the co-investigator on only one occasion (at your convenience aotgjoarof
location, time, and date). A two hour audio-taped interview (approximatelyhpevdbnducted
with a limited number of participants to gain some understanding of the bereaveragidica
have experienced. The audio taping of this interview is required to be a particigasistudy,
so that you are given full attention by the interviewer. Even if you are noteskfec an
interview, you will receive a list of grief support services available in goes, if you would
like them.

The goal of this study is to explore the experience of bereavement carerixigents
of such care. From these interviews, it is hoped that new knowledge will be gained, avhich c
contribute to the scholarly literature in the field of death, dying, grief arehlkement, and
would benefit all involved.

The data for this project will be kept confidential. This work is a disgertegsearch
project. In collecting data and writing up the dissertation results, idsrtitibe participants
will be concealed to ensure confidentiality. If quotes from or details aboutduodis are used,
names will be changed. The results of this study may be published or presentegsatqualf
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meetings, but the identities of all research participants and their deceasedhes will remain
anonymous. The data will be coded and an identifier key maintained separatelgkaadih a
file cabinet in the home of the co-investigator, where | will be the only persbraegess.

All information collected will be protected, stored in a locked file cabinet, andidept
three years due to required regulations for research on human subjects. Ahezetyedr time
frame, the tapes will be erased or destroyed and all other informationl telabe participants
in this study will be destroyed.

Information about you or your deceased will be kept confidential to the maxintent ex
allowable by law, unless information shared in the interview is exposed (sucleaksng an
unreported suicide or homicide) which requires me to report this information toieshor

The potential risks associated with this sensitive topic about the loss you have
experienced may cause some distress or discomfort for which | am prépaddress. A
resource list of referrals for counseling and/or support groups will be readiiable to you.

You are also entitled to stop the interview at any time. A possible benefit oéskirch is that
providers of bereavement care may gain additional knowledge of how to best meetthefnee
those grieving a significant loss. This will enable those who work in the field talineetly

from you, and learn what helped and what hindered your bereavement process.

Thank you for your willingness to consider participating in this studyoufhave any
guestions about the study, please contact the investigators: Laurel Hilighone at 517-862-
9221 or by email: hillike2@msu.edu, OR Dr. Toby Ten Eyck by phone at 517-353-8671 or by
email: teneyck@msu.edu

If you have questions or concerns about your role and rights as a reseacipapdyti
would like to obtain information or offer input, or would like to register a complaint about this
study, you may contact, anonymously if you wish, the Michigan State Unyweidiiman
Research Protection Program at 517-355-2180, Fax 517-432-4503, or e-mail iro@msu.edu or
regular mail at 207 Olds Hall, MSU, East Lansing, M| 48824.

Your participation in this research project is completely voluntary. You havigtthea
say no. You may also change your mind at any time and withdraw.
X

Sign above and return form if you agree to participate Date here

[ ] Please indicate with a check mark if you agree to be audio-taped for thigtérview

Sign here if youdo not agree to participate but would like the listing of bereavement resources

You will be given a copy of this form to keep.
This consent form was approved by the Social Science/Behavioral/Educatitutiarstl
Review Board (SIRB) at Michigan State
University. Approved 11/21/09 — valid through 11/20/10. This version supersedes all previous
versions. IRB # 09-1035.
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APPENDIX B

Letter To Bereaved Interviewees
Dear (Name of Participant): Date:

| am writing to confirm our phone conversation on .
appreciate your willingness to participate in my research. As you knaowiritarested in
studying your experiences of bereavement care. This research study hasrthal potinform
those who work in the area of bereavement care as to how they can be most helpful to those who
are grieving.

The interview in which | am inviting you to participate in is on
at and will
take approximately one to two hours. | do realize that it may be difficult foroyaidxperience
your thoughts and feelings about your loss and | am very grateful for youngweks to take
part in this study. There will be time after the interview to talk about tipereence. | am
prepared to discuss referral options for further support if that is somethingeymtieaested in
pursuing.

Also, please note that | may be accompanied by a research assistantalsbdéng
required to sign this confidentiality promise and is instructed not to discuss &y ypaur
story.

Your identity will be protected in this process. You may wish to use a differem inam
the interview, (which will be audio taped). When the results are summarized ingastation
or in a research article, your name will not be used to ensure complete corlitgentia

| hope that you will feel free to contact me if you have any questions atrkist if you
need to reschedule our appointment. | will call you one day in advance to confirmetkirevnt
time. | look forward to meeting you on at p.m.
at .
Thank you in advance for your agreement to assist with my dissertatiorchesea

By signing below, you have my guarantee to protect your privacy:

Date:

Laurel Hilliker, Doctoral Student

Department of Sociology

Hillike2@msu.edu, 517.862.9221

By signing below, you have the research assistant’s guarantee to protect youryacy:

Date:
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APPENDIX C

Preliminary Information Form

Introduction: Hello, my name is Laurel Hilliker and | am a doctoral candidate at Michiga
State University in the Department of Sociology. As | explained by ph@me nhailing you this
document to obtain preliminary information on yourself and (use name of decedsed @a
spouse.)

Enclosed please find a stamped envelope to return this form to me. | will then make a
determination and notify you either by mail or by phone as to further consideratam for
interview. Thank you in advance for agreeing to be a part of an important resegech pr

C1. Name and contact information (address, phone and/or email address):

C2. Male or Female

C3. What is your age today?

C4. Which of the following best describes your race?
C4a.__American Indian or Alaskan Native
C4b.__Asian or Pacific Islander
C4c.__Black or African-American
C4d.__ White
C4e.__ Another race or multiracial:

C5. Is English your primary language?

C6. What is your religious or spiritual preference? If any

C7. How many people were you living with at the time of the death?

C8. How much schooling have you finished?
C8a.__grade school
C8b.___high school
C8c.__some college (but did not graduate)
C8d.__Associate’s Degree
C8e.__Bachelor’'s Degree
C8f.__Master’s Degree
C8g.__ Higher (PhD/JD, etc.)
C8h.__ Other (for example, certifications, ordinations, etc.)
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And, now, I'd like to ask you the following information about your _(if mentioned in first
phone call, insert name of deceased person, otherwise use deceased spouseguadsen
spouse/partner:

C9. Please tell me the name of the deceased:

C10. What was the relationship of the deceased to you?
C9 a) Spouse or C9b) Domestic Partner

C11. Was the deceased male or female?

C12. What was the age of the deceased at the time of their death?

C13. What was the month and year of the death?

C14. Did (if mentioned in first phone call, insert name of deceased person, otheavise us
deceased spouse/partnelip a sudden death or one from an illness?

C15. Which of the following best describes the race of the deceased?
Cl5a.__ American Indian or Alaskan Native
C15b.__Asian or Pacific Islander
C15c.__ Black or African-American
C15d.__ White
C15e.__Another race or multiracial:

C16. What was the deceased’s religious/spiritual preference?, if any?:
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APPENDIX D

INTERVIEW GUIDE

Introduction:

This interview is being conducted to understand more about the ways that bereaves apdus
domestic partners are cared for during their bereavement by those whgrieffeducation and
support services. | hope that you will be comfortable expressing yourgeelnd views,
knowing that all personal information gathered about you and your family will be kept
confidential. When | report these results for my dissertation project ortbleanevith other
professionals, | will do everything possible to make sure that you are not igkmtiiay way.
The interview will take approximately two hours or less. If you have anyigoesbout any
issues we are talking about, or you want to go on to another topic, please tell me. efi@ant
is being audio-taped and | will be taking notes throughout. Since we may only meet today
would like to talk with you briefly at the close of the interview to make you @abavailable
grief support services. Okay, are we ready?

1. To begin, I'd like for you to tell me a little about yourself, perhaps you can talk
about your work, your family, or whatever you'd like for me to know about you.

2. Because | now know that (use name of deceased) died

‘ suddenly’,OR from ‘an illness’, can you tell me more about:

2a) the sudden death
(i.e., how the news was delivered, who was with you, the arrangements, the
funeral, etc.)

OR

2b) when you learned the iliness was terminal?
(i.e., who was with you, what happened, who the caretakers were, etc.)

2.1Probe-What was the most overwhelming part of this whole experience for you?
2.2 Probe- What enabled you to go on?

3. Next, can you tell me what your expectations were of the ‘grief experience’?
3.1 a.Probe-What surprised you the most in the grief process?

4. Can you now tell me what types of personal conversations you had with
professionals about the death of , and with whom?

5. Did you receive information about how to cope and what to expect?
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6. Were you aware of any support groups that were available for you to attend and
what professionals you might consult?

7. Did you receive any follow-up information from the agency, and if so, what was
it?

8. Did a representative from this agency visit you at home?
9. Did you attend any support groups or special memorial services?
10. Did this agency offer or provide you with any individual grief counseling?

11.Was the agency that provided bereavement care for you recommended by
someone?

12.Was any of this grief support helpful?
12.1 Probe-f yes, how was it helpful? 12.2 Probe- If no, why not?
13.Looking back, please describe for me what you think might have been more
helpful (if anything) from this particular agency who assisted you with you

grief experience?

14.Did you get any other bereavement support from other agencies? Or any other
sources?

14.1 Probe: If so, was it helpful, or not?

15.1s there anything that | have not asked you that you would like to comment on?
Shut off the tape for the final questions:
16.How have you felt about this interview?

17.Were there any questions too difficult to discuss?

Lastly, present the participant with the list of Lansing Area Bereaventeatvices
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APPENDIX E

FORMAL BEREAVEMENT CARE SERVICES

LEVEL ONE
e Personal conversation about the death/loss
e Written or verbal informational support (i.e., may include brochures, newslettersnet
how to cope, what to expect, and the times/places of support group meetings or local area
professionals who specialize in grief counseling)

LEVEL TWO
e Follow-up telephone calls from bereavement care agency
e Letters, cards and/or gifts from bereavement care agency

LEVEL THREE
¢ In-person bereavement home visits from an agency’s representative

LEVEL FOUR
e Peer support through support group attendance
e Special Activity attendance, (i.e., memorial services, holiday events)

LEVEL FIVE
e Individual grief counseling
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APPENDIX F63
List of Bereavement Care Providers

Funeral Home Community Bereavement Services

Gorsline-Runciman Funeral HomeéNavigating Through Life’s Landscapes
Contact: Gwen Kapcia at 517.333.3636

Palmer, Bush & Jensen Family Funeral Homes
Contact: 517.268.1000

Faith Organizations/Church-Sponsored Bereavement Support

South Lansing Church of the Nazarene
Contact: Larry Vert at 517.323.4355

Trinity United Methodist Church
Contact: Rae Franke at 517.322.0484

Hospice Community Bereavement Support Programs

Eaton Community Hospice Survivor's Support Group (Meets in Charlotte)
Call: 517.543.5310

The Hospice of Lansing and lonia Area Hospideassages Through Loss and Grief
Understanding Your Grief: 10 Essential Touchstones
Contact: 517.882.4500

Ingham Visiting Nurse Services of MichigarNew Tomorrows 8 week grief education series,
registration requested

Contact: 517.975.9909

Or Ron Hutson at 517.975.9913

Great Lake Hospice Grief Support
Contact: Charles Krueger at 517.351.4100

Sparrow Hospice Bereavement Services

Grief Support Groups; Seasons of the Heart (6 week grief education seriesyiptetion
required); Coffee hour-informal social support for spouses; Memories inrardtirdaughters
without moms; Memorial Services twice a year-Spring and Fall; Holdoyge for the Holidays
Contact: 517.364.7208

63 . - I .
A resource was provided for each specific area within the state [i.e., Jacksamla
county, etc.]
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APPENDIX G

RECRUITMENT LETTER

Date:

Dear:

You are being asked to participate in a research study being conducted byaggatctoral
candidate from Michigan State University, Ms. Laurel Hilliker. She is gmrige conducting
this project to look at the experiences of bereavement care services providadtoour
agency. She hopes that the results of this study will contribute to a better urtiegstd the
needs of the bereaved individual.

You have been selected to receive an invitation to participate in this study beedosieeve
you may meet the criteria as outlined in her proposal for the project, which is tverigtl

1) Bereaved no less than 1 year and no more than 3 years;

2) Have received formal bereavement support of some kind (i.e., on an individual basis
or through support groups from one of the agencies named in the research study);

3) Have experienced the loss of a spouse or domestic partner;

4) Belong to the Baby Boomer cohort (born between 1946-1964); and

5) Have English as the primary language

Please be assured that our agency representative has met withd.augelre that your privacy
is protected at all stages in this research process. There is no requilangoti thave to
participate, and even if you decide to initially, you can stop the process ananyliaurel is
looking for 15 participants to interview in the next few months. If you are intekgsease
either email her at: hillike2@msu.edu or call her at 517.862.9221(cell). She will indoras
to the next step after you contact her. If you have any questions, pledsedéelcontact us:
(Agencies addresses will be added at a future date).

We wish you peace of mind and heart.

Sincerely,

(name and address of agency)
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APPENDIX H

Newsletter Recruitment

A grief and bereavement sociology researcher at Michigan State Utyiveteoking for 15
participants to be involved in a study about their experiences of grief careesdnii her

dissertation project. If you have lost a spouse or domestic partner at legsaoago and no

more than three years ago, feel that you have received some type of bereseevimad from

our agency, were born between 1946 and 1964 and English is your primary language, and most
importantly, if you would want to be considered for an interview as a researclippattiplease

call or email the researcher directly. Her name and contact informagi@s éollows: Ms.

Laurel Hilliker, phone: 517.862.9221 or email: hillike2@msu.edu.
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APPENDIX |

. . .64
Interview Observation List

K1. Wearing wedding ring

K2. Photo of or personal belonging of deceased prominently displayed or shown to
researcher

K3. Any shrine visible in home in honor of deceased person

K4. Funeral cards or other objects from funeral or memorial services shown tochiesea

K5. Program books, leaflets, brochures or other memorabilia from grief prolgoayn s
to researcher

64 . . . . . .
These themes will be developed in an iterative process as the project devedogiaradaird
practice in qualitative methods.
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APPENDIX J

Final Thank You Letter To Participants

Dear (Name of Participant), Date:

| want to express my gratitude to you for participating in ititerview about your
experiences of formal bereavement support. | appreciated yiingmess to trust me with such
an important part of your life. Please know that your input tottieysvas greatly valued. It is
my hope that the results of my study may inform providers ofaveraent services with more
knowledge on how to respond sensitively to the needs of those who areggaesignificant
loss.

Sincerely,

Laurel Hilliker

Doctoral Candidate
Michigan State University
Department of Sociology
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APPENDIX K

Participant/Deceased Characteristics Using Pseudonyms

Agency#, Pseudonym, Age and Race Description of Participant [age of partieipt is at
time of interview, age of decedent is at the time of death] Age and DiagnosisDeceased

0-001-Andy57 year old white male, professional auto body worker whose 67 year old wife
(Fran) died of breast cancer

0-002-Adam-60 year old, multiracial [part Cherokee Indian-Scottish/Irish] malejradet
minister and academic, whose 49 year old \Ha&rah) died of breast cancer

0-003-Ann 57 year old female, part-time teaching assistant at a private eleynsettaol,
whose 69 year old husbafirank) died as a result of several health problems and ongoing
iliness related to a bleeding ulcer

1-001-Beth 63 year old white female, retired administrative university asgjstdnose 61 year
old husbandGeorge)died as the result of a long iliness related to emphysema

2-001-Brian-56 year old white male, who works as a vocational rehabilitation counselor, whose
58 year old wif§Gwen) died of a brain tumor

2-002-Betty 55 year old white female, working as a part time editor, whose 52 year old husband
(Guy) died from pancreatic cancer

2-003-Brenda47 year old white female, retired teacher, now working part-time at hestchur
whose 48 year old husbaf@erald) died from a sudden heart attack

2-004-Barbara-47 year old white female, part-time worker at an elementary school, whose 44
year old husban@@Greg) died suddenly in a car accident

3-001 Charlene 64 year old Asian female, unemployed, whose 67 year old hugdandy)
died of cancer of the lung

3-002-Chery 63 year old white female, unemployed, whose 67 year old hugbamnd) died
from cancer of the liver

3-003-Cathryn 56 year old white female, assistant in a medical office, whose 54 year old
husbandHugh) suddenly after a short illness related to a brain aneurysm

3-004-Christina 55 year old white female, works part-time as an administrative adsista
school district, whose 52 year old husbéHdrvey) died of a sudden heart attack
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3-005-Cindy 49 year old white female, who works in accounting position, and whose 51 year
old estranged husbarfdarry) died of a sudden death by suicide

3-006-Colleenb8 year old white female, who works in the health care field, and whose 67 year
old husbandHoward) died as the result of complications of alcoholism

3-007-Connie 46 year old white female, who works at a medical center and does medical
coding, whose 47 year old estranged husl{biedbert) died of a sudden death by suicide

3-008-Courtney 46 year old white female, who works as an registered nurse, and lost her 44
year old husban(Hal) died of a sudden heart attack

3-009-Corrine 52 year old white female, who is self-employed, and whose 70 year old husband
(Haden) died from renal failure related to several combined illnesses including esadoed
congestive heart failure

4-001-Donna 54 year old white female, who works part-time for a property management
company, and whose 49 year old husb@radd) died of pancreatic cancer

4-002-Debra 60 year old white female, who lost her job as assistant to her husband’s
professional chiropractic business, and whose 58 year old hud@amdlied from a sudden
heart attack

4-003-Diane 53 year old Asian female, who works as a sales manager, and whose 53 year old
husbandBernard) died from cancer of the liver

4-004-Danielle 63 year old white female, who works in real estate, and whose 65 year old
husbandBill) died as a result of a brain bleed

4-005-David 71 year old white male, who is retired from food sales, whose 65 year old wife
(Irene) died of breast cancer

4-006-Doris 62 year old female, who is retired, and whose 56 year old hugBarnzt) died
from an accident related to a fall

4-007-Denise51 year old white female, works for a publisher, and whose 58 year old husband
(Bob) to cancer [adenocarcinoma, related to epithelial tissues]

4-008-Dorothy64 year old white female, retired from nursing, and whose 71 year old husband
(Barry) died from complications related to diabetes

4-009-Delores59 year old white female, who is a homemaker, whose 59 year old husband
(Brandon) died from a sudden heart attack

4-010-Dana-46 year old white female, who works as a counselor and mediator for a county
court system, whose 41 year old husb@d) died of a brain tumor
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4-011-Dale 59 year old white male, who works as an engineer in the auto industry, and whose
52 year old wifgIngrid) died from a sudden collapse related to cardiac arrest

4-012-Dawn61 year old white female, who works two part-time jobs, one as a teacher of
enrichment courses and another in a bakery, and whose 58 year old hiidalkeddied
suddenly from a blood clot in the leg

5-001-Elaine 56 year old white female, who works two part-time jobs, and whose 55 year old
husbandJay) died from complications due to alcoholism

5-002-Eric 53 year old white male, who is retired, and whose 53 year old Jeife) died from
liver cancer

5-003-Edna-62 year old white female, who works part-time as a secretary, and whose 67 yea
old husbandJerry) died of cancer of the lung

5-004-Earl 64 year old white male who is retired, and whose 57 yeawitdd Jenny) died
after a short iliness related to a brain tumor

5-005--Edith 61 year old white female, who is retired from teaching, and whose 68 year old
husbandJason)died from a short illness related to blood cancer

5-006-Elliott- 54 year old white male, who works in auto industry, and whose 49 year old wife
(Justine) died of leukemia

5-007-Eleanor 59 year old white female, who works as a billing assistant for a transport
company, and whose 59 year old husb@ded) died of a sudden heart attack

5-008-Emily 64 year old white female, who works part-time, and whose 66 year old husband
(Jake) died from a sudden heart attack

5-009-Elizabeth 62 year old white female, who is retired, whose 63 year old hugbahnd)
died from esophageal cancer
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APPENDIX L

Brief Descriptions of Five Agencies

Pilots — 3 total who sought bereavement care from various agencies in the Lamg
Michigan area. They were recruited by the researcher contacts made thiarea support
groups.

Agency #1 — Hensen Family Funeral Homda participant]

This funeral home is a locally owned and family operated Michieness [since 1926] with
three locations in Mid-Michigan. They provide traditional funeral emetnation services. They
also have a Continuing Care Coordinator who offers grief supportofir the families they
serve and the greater community, including coffee hours once monlb$ed-ended support
groups [5 weeks] an annual Remembrance Service and presentations on specific topics.

Agency #2 — Healing Place [4 participants]

Healing Place is a nonprofit, community-based organization witlssion to create awareness
of and support for grieving children and their families. Through peer sugpmrp programs,
Healing Place helps children to cope with the death or lifetéme® iliness of a parent, sibling
or other close family member or friend. They are committece&ehing out to all grieving
children and their families throughout Mid-Michigan, and provide gragpart services at no
charge.

Agency #3 — Good Fellow Health Hospice [9 participants]

Good Fellow Health is a community-owned and locally-governed hegitem. They are
entering their 10th decade of serving the people of south centriaigéin with local health care.
All grief support events are free of charge for participantsoged to the public. Support groups
are designed to address the emotional, educational and sociabhé&sase who are coping with
a death.

Agency #4 — Horizon of Hope Center for Grief Support (HHCGS) [12 participats ]

Horizon of Hope Center for Grief Support is a Christian based bareavt outreach center that
provides grief support services to adults, teens and children througls gnodipidual support,
seminars and other resources. HHCGS is a tax exempt, approvel{HQdrganization and is
funded primarily through private donations and fundraising events. &heCreceives no state
or federal funding and does not charge a fee for any of its setadadividuals. Their goal is
to help each individual who seeks out grief support services to firfelBHhd healing. People
of all faiths are encouraged and invited to participate. Thegiaze in offering age and loss
specific support to all who are grieving. Support groups areofrebarge and typically people
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are placed in a group with others who have had a similar loss. hHveyan eight week series
which also offers specific groups for parent loss, sibling loss, suicide loss, etc.

The Center has developed an 8 week series called From Grieptothhat is offered in churches
and funeral homes all over southeastern Michigan at various timegtiout the year. The
series begins with a live presentation from a grief specmaisch provides information and
education about the grief process. Following the presentation thapaarts attend age and loss
specific small groups facilitated by trained facilitatorsnany of which have experienced a
similar loss. The From Grief to Hope workshop is also offemeal half day seminar format at
certain times of the year. They also offer several ongoing grfou@slults and children which
meet throughout the year for those who are dealing with spec#se$. As a resource center,
they have an updated referral list of qualified counselors atsddisother groups available in
southeastern Michigan.

Agency #5 — Widowed But Not Alone (WBNA) [9 participants]

Widowed But Not Alone was formed under the auspices of a Cathaticdfrcese, Office of
Family Life. The need for a support group for the widowed was idethitfy widows themselves
at a retreat held in 2002. Several months later this group wakligised, and since then
membership has grown at a rapid pace [nearing 700]. The groupasffepportunity for social,
spiritual, educational and grief support. Participating in the WBN#®igtny, members are able
to expand their circle of friends and ease the feeling oftisaléhat accompanies the loss of a
spouse. The group offers widowed men and women of all ages, withir¢hdiocese, caring
companionship and the opportunity for healing, spiritual development, edu@atbmew
growth. Enrichment activities meet a variety of needs toitaiglthe journey from grief to a new
sense of joy and purpose. Widowed men and women of all faiths acemeesl The group
charges a small fee for dues which represents the primapyeaised to defray costs of
printing, mailing and/or distributing newsletters, brochures, etcy sidual dues income is
used to cover some expenses of other social, educational and spiritual events.

Total Participants Interviewed: 38, which include 3 from pibt interviews to test Interview
Guide
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APPENDIX M

Bibliotherapy: Recommended by Participants

Feinberg, L. (1994)I'm Grieving As Fast As | Can: How Young Widows and Widowers Can
Cope and. Heal New Horizon Press.

Gray, E., (2009)Essence of GrievingMosaic Publications. Using Poetry as a Guide for the
Grieving Process.

Haugk, K.C. (2004)A Time to Grieve Stephen Ministries.

O’Shaughnessey, J. (2007)he Greatest Gift: A Return to Hapslelson Publishing &
Marketing.

Schwiebert, P. and DeKlyen, C. (2009)ear SoupGrief Watch Publications.
Westberg, G.E. (201@ood Grief: 50" Anniversary IssueFortress Press.

Williams, D.R. (2001)Grief and Mourning: When someone or something you love is no longer
there. Decapolis Books.

Wolfelt, A., (2004) Understanding Your Grief: Ten Essential Touchstones for Finding Help
and Healing Your HeartCompanion Press.

Young, W. P. (2008)The Shackwindblown Media.
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APPENDIX N

TABLE A AGE CHARACTERISTICS OF POPULATION

Year of Birth # of Age
Participants
(n=38]>>
1939 (1) 1 71
Mature Boomers (23)
Ages 56-64
1946 4 64
1947 3 63
1948 3 62
1949 2 61
1950 2 60
1951 3 59
1952 1 58
1953 2 57
1954 3 56
Youngest Boomers (14)
Ages 46-55
1955 2 55
1956 2 54
1957 2 53
1958 1 52
1959 1 51
1961 1 49
1963 2 47
1964 3 46

65_, . .- .
Thirty-seven were Boomers, however, one participant misrepresentece: hissagas not a
Boomer, rather he was 71 years old.
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APPENDIX O

TABLE AD Additional Demographics

Int. # Age | Gender | Religious or | Educational | #of Addl.
Spiritual Attainment Residents and
Preference Relationship if
known/Extraordinary
Experience Noted
0-001 57 M Would not AA.
answer
0-002 60 M Christian M.A.+ 2 [teenagers]
Ex. Experience
0-003 57 F Catholic B.A. 1 [young adult]
1-001 63 F None Some College 1 [young adult]
2-001 56 M Presbyterian M.A. 1 [teenager]
2-002 55 F Christian B.A. 1 [teenager]
2-003 47 F Protestant M.A. 2 [young children]
2-004 47 F None Some College 1 [teenager]
3-001 64 F Catholic Grade School
3-002 63 F None B.A.
3-003 56 F Presbyterian| A.A. 1 [young adult]
3-004 55 F None High School
3-005 49 F Protestant B.A. 1 [young child]
3-006 58 F Catholic A.A. Cert. for Extraordinary
Med-Tech Experience
3-007 46 F None High School| 2 [young children]
3-008 46 F None A.A.
3-009 52 F None AA.
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TABLE AD Additional Demographics, cont.

4-001 54 F Catholic Some College 2 [teenagers]
4-002 60 F Catholic A.A.
4-003 53 F Christian MBA+2 2 [1 teenager, 1
M.A.’S young adult]
4-004 63 F Protestant AA.
4-005 71 M Believes in | Some College
God
4-006 62 F Catholic M.A. Extraordinary
Experience
4-007 51 F Believesin | AA, B.A.
God
4-008 64 F Believesin | A A+
God
4-009 59 F Christian High School Extraordinary
Experience
4-010 46 F None M.A. 2 [young
children]
Ext. Experience
4-011 59 M Nazarene M.A. 1 [young adult]
4-012 61 F Catholic B.A.+ Extraordinary
Experience
5-001 56 F Non-Den. Some College
Pentecostal
5-002 53 M Lutheran Some College 1 [young child]
5-003 62 F Catholic High School
5-004 64 M Catholic High School
5-005 61 F Catholic M.A.
5-006 54 M Catholic AA.
5-007 59 F Catholic High School
5-008 64 F Catholic B.A.
5-009 62 F Catholic Some College 1 [young adult
grandson]
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