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Chronic sorrow and bereavement
care

hromic sorrow has most often

been used in association with

those who are living with life
threatening or ongoing medical or
mental healeh condirions, especially
where these are progressive. Parents of
chronically-ill children in particular
have been susceptible to such labels. In
the past, chronic sorrow was seen asa
failure to face, adapt to and accept
losses, a resistance to moving ahead.,
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WHEN ASKED TO DESCRIBE chronic sorrow, both public
and professional audiences reveal negative assaciations:

‘endless’, “stuck’, ‘failure to accept a loss', ‘avoidance of real
grieving' and even ‘complicated bereavement’ are comman
respanses. Despite our greater awareness and appreciation of

recent bereavernent insights such as continuing bonds and
episodic grieving over the lfespan, there lingers a strong
suspicion that people whose mouming appears to be
chranic need assistance from mental health providers. This
article, however, presents an allemnative perspective that, for
some, chranic sorrow should be seen as appropriate, to be
expected, even developmentally and empathically sound.

While there was no clear timeline,
chronic sorrow was seen as extending
beyond rypical periods of acute or
incidental mourning and depressive
grieving.

Similar associations are common in
the bereavement literature. Rando
noted that chronic or protracred
mourning was included by most writers
in their discussions of complicated
bereavement. She described it asa
continuation of the acute phase of
grieving, thus becoming chronic acune
grief or chronic sorrow (Rando 1993),
Rosenblatt acknowledged thar grievers
who do not move an are commaonly
seen as troubled and in need of psycho-
logical interventions {Rosenblarr 19%96),

Deseriprions like these, published in
the 0%, are being examined in a
current debare about complicated grief.
In 2006 the journals Onmega and Grief
Matters each devoted a full issue to this
topic {see Bereavement Care for an
overview |Brady 2006]). Ties to this
article deserve comment, particularly
since in these discussions delaved grief,
or a chronic or persistent form of
mourning, are often referred to in
connection with complicared grief.

Three brief observations:

= A facet of the current debarte has 1o
do with promaoting the medicalisation
of one aspect of grief, something thar is
raised as a marer for concern in this
article (see p24)

s
I this article, the case & made for consideration
of chrome somonw &5 3 hon-patholopeal reality
for many grievers. For those wia lve with an
ongomg somow, the test of heakh 5 ther abvity

1o aky expenance joy and perform the necessany

functins o their ives, even while lving with

chrovic sorrow. Persanal and mational examples
are-included to emvich the dission

» A key distinction is that chromic
sorrow, as defined in this article, refers
primarily to what Hogan, Worden and
Schmide call adaptive grieving, in
conerast o maladaprive, or a kind of
complicated grief that requires chnical
intervenrion (Hogan, Worden et al,
2006).

» The current focus of debate is

complicated grief following a death.
Here, readers are urged to see if a new
definition of chronic sorrow, one thar
grew from involvement with chronic
conditions, can also apply to mourning
following some deaths.
Much more could be written but suffice
it 1o say thar the purpose of this article,
like the issues of the journals referred m
in this section, is to encourage debate.

New definitions, another perspective

Susan Roos, in her book Chronic
Sorrow: A Living Loss, argues elo-
quently for a more normative perspec-




tive for chronic sorrow, suggesting it is

abour living with irremovable loss

{Roos, 2002}, Her personal losses

include a child who died ar age three,

miscarriages, and another child with

developmental delay, seizures, and

autism. Roos contends thar, while

chronic sorrow has been a long-rerm

and a constant reality for her, it has not

necessarily been pathological or

negative. Rather, she argues, for those

whao face the daily demands of living,

or caring for someone, with a chronic

and debilitating condition, it is their

norm. The challenge is ro find a balance

between grieving and experiences of joy,

meaning and fulfilment. Roos urges

grief professionals to move beyond

more limiting models to sée that one can

be in chromic sorrow and have a rich,

full and happy life ar the same time.
If & way exisrs to console myself, |
think | would have found it by now.
I'm too productive to claim 1o be
seriously depressed, and 1 can feel
happy and amused ae times, but life
just seems wrong (Roos, 2002,

Her model suggests that chronic

sorrow includes these characteristics:

« Mon-pathological grict response

« Grief largely disenfranchised

¢ Traumaric onset

« Ongoing, with no foreseeable end

* Constant reminders

 Permanent adaptations or resolution

not achievable
* Periodic resurgence of intensity
+ Predictable and unpredictable stress
points
¢« Affected person continues to function
+ Mot a state of permanent despair

I have found these insights and argu-
ments to be challenging, but enriching,
in my work with parents of children
with special needs, parents bereaved of
a child, those who are living with
progressive, life-limiting diseases,
mental illnesses like schizophrenia, and
bereaved people. However, can a model
that was developed, at least in parr, as
a response to chronic medical condi-
tions also have efficacy for bereave-
ment and other losses?

A national exampie

Visiting Lithuania in 2006 [ found
what | came to describe as a form of
chronic sorrow, In 1940 the Lithuanian
state disappeared from maps, the flag
and other symbaols were removed and

replaced, and narional identity was
ignored as the Nazis and rthen the
Soviets imposed their rule, language
and culture for almost 50 years. In
spite of the fall of the USSR and the
return of Lithuanian sovereignty and
culture in 1988, it appeared to me that
chronic sorrow lingered in profound
ways, especially in the older genera-
tions. Recent writing about long years
of political violence and oppression
supported my ohservations.

In studies of political repression,
Danuté Gailiené (2005) asserred that
decades of research have shown that
the traumas of war and political
repression have grave, long-term
somatic, psychological and psycho-
pathological effects, He describes the
Lithuanian citizens of 1940 as having
hecome overnight hostages of an all-
destructive system.

One of the major contributing
factors to chronic sorrow in the model
developed by Roos is thar the sorrow is
unacknowledged. Parents of children
born with anomalics or who live with
chronic conditions are presumed to be
over their grieving by the time the
children are older; henee continual
grieving goes unacknowledged and
may be pathologised. Similarly after
the Mazi and Soviet governments
collapsed, there were repeated calls for
citizens to forger the past and move on.
One survivor described those who
returned from prison camps as continu-
ing to live in a kind of pressurised
environment where the trauma was
unmentionable. ‘Unless and until there
is public recognition and awareness of
[rAUMa, [rauma Survivors are not
recognised either’ (Gailieng, 2005).

Gheith reports thar gulag survivors in
the USSR risked severe punishment if
they discussed their experiences, so that
a narrative approach for dealing with
loss was unavailable (Gheith, 2007).
Rosenblart describes the pain of
bereaved parents when communal
empathy fails (Rosenblart, 2000a), and
Hardy sugpgests that repeated experiences
of unacknowledged and unmourned
loss contribute to dehumanisation.

Ir's ome thing o lose something that

was important to you, but it is far

warse when no one in your universe
recognizes thar you lost it. The failure

to acknowledge another’s loss is 1o

deny thar person’s humanity (Hardy,

Laszlaffy, 2005,

Kleinman and Kleinman look ar the
still common practice in many coun-
tries where eligibility for refugee or
safety status, or access 1o many mental
health services, requires people to
accept a cultural label of victim. They
conclude that those who undergo
torture or severe repression first
hecome victims, an image of innocence
and passivity. Then they become
patients with a disorder (Kleinman,
Kleinman, 1996). Roos' model, in
contrast, allows for suffering and
sorrow alongside health and sirength.
Here is the way one resister in the
Lithuanian struggle described meaning
making in the midst of rragedy.

There are various ways of resistance:

To survive when you are supposed to

die

To remember when you have to forget

To think when you must not think

To notice when you are made to ignore

To strive to know when you are

ordered not o know anything

(Grinkeviciing, 2005}

While national events differ from Roos’
description of families, the notion of a
dual process of sorrow and joy was
useful and applicable to Lithuanian
grief professionals, The tendency of
many local bereavement workers, and
guests like me, was to point toward the
almost 20 years of freedom, self-rule,
and restaration of Lithuanian identity
and to presume that sorrow, especially
chronic sorrow, should have passed or
been diluted. But, for those who
experienced unspeakable personal
losses (the gulags, death, prison,
including torrure, and the loss of rust
of neighbours), chronic sorrow was a
part of their reality. Acknowledgement
was required for a move towards
healing,

Questions can be raised, of course,
abour distinctions between trauma and
bereavement, about psychosocial losses
like nationality, or language and their
similarity and difference from death,
and whether or not Roos” model
actually applies to a narional situation.
Mevertheless, there are several implica-
tions for bereavement work.

Many immigrants and refugees
coming ro western countries have
experienced oppression and violence,
some incidental, others long rerm.
Chranic conditions of any kind can
contribute 1o loss overload and he-
reaved people may exhibit what

e R et o S NS S ST MRV TR |




Appears as an overreaction to a normal
death because of the accumulation of
losses eaelier in their lives. Clearly, for
some, the loss of country through
tyranny and oppression also leaves
scars, in addition to specific and
personal experiences of brutality and
trauma, My Lithuanian colleagues
reported that many of their country-
men were still suspicions about neigh-
bours, the current governments in
Lithuania and Russia, and about
‘freedom’, suspicions that caused many
to still be guarded and protecrive. For
me, it seemed like an example of loss of
the future story and the ability to
dream dreams (cf Parkes, 1986; Janoff-
Ballman, 1992; Bowman, 1994, 2000a).
Failure of bereavement workers to
acknowledge such losses could contrib-
ure o, or reinforce, chronic sorrow,

A natural extension of the Roos model
would be to perinatal loss, stillbirth
and deaths of children in the first year
of life. In Rosenblart’s small study of
parents, he found thar their losses
included what the child could have
become, sometimes the loss of the
parental role, and sometimes the loss of
support at times of grieving (Rosenblar,
1996} In his subsequent study of
parental narratives following the death
of a child, Rosenblatt found the child
continued to be part of the parents’
lives and stories long after the death
(Rosenblarr, 20004, 2000k} which some
might describe as chronic sorrow.

Six other sons, and yet

I know precisely the last pull of pain

when you came out of me,

feet first...

It was the last time we rouched

{Paisley 1999)

Mote the time-line and circumstances in
this parental description of ongoing
grief: six more sons and the sorrow
persists and can be palpable.

Grief after a suicide is also often
prolonged because grieving the loss
gets entangled with how the person
died. Failure to uncouple these aspects
can lead to chronic sorrow,

Ower 25 years have passed since then,

and her death has indeed sunk, as I'd

expected, deep inside me. Bar it is, like

any underwater object, crusted over
with barnacles of guilt, huzzy with
incomprehension and anger. Suicide is
just not deach. It is an act chat inssts; it

becomes the unanswered questions, the
missed opportunities. It docsn’t marter
what stories | rell myself: [ stll believe |
should have saved her, could have, and
didn't. | missed by moments. Now she
is my personal ghost whose hauntings

get rarer as the years pass, but who

returns nevertheless, to remind me thae

I will never understand, thae T will

always be responsible (McCauley, 1998),
In his classic study, Colin Murray
Parkes briefly discusses chronic grief.
He found that, years after bereavement,
many were still preoccupicd with
memorics of the dead person, pining
intensely and severely distressed by
reminders of them (Parkes, 1996). He
suggested that for many, chronie
gricving was seen as a duty 1o the
person who died.

It seems that as long as bereaved
people are able to function well with
daily tasks and can experience beauty
iri life, the presence of a chronic sorrow
could be understood, acknowledged,
even supported as an acceptable way of

Bricving.

In spire of all that is known about
grief and loss, there is still a tendency
to encourage people to move through
bereavement to ‘life after loss’. Roos and
others remind us thar many live with
constant and chronic sorrow, Closure,
acceptance and moving on, it could be
argued, should not be part of our
vocabulary; the griever's task is berter
described as learning 1o live with loss.

Grief workers tend o focus on
current losses without making full
inquiries about past, concurrent and
ongoing losses that should be consid-
ered part of bereavement care.

Those who practice Buddhism, and
many other religions, remind us that
sorrow is 2 part of life, If that is true,
then chronic sorrow is not some distant
ar strange emotion but something that
may affect any of us (a current example
for me is caring for my mother as she
moves further into the shadows of
Alzheimer’s disease).

The dual process model of bereave-
ment describes the ability and willing-
ness o grieve as one side of bereave-
ment, and integrating the grief with
other things thar evoke hope and joy as
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the other side, suggesting that to be
ahle 1o do both can be seen as a sign of
health, Roos and others seem o
support such a model.

A major component in Roos” model
and the studies of national trauma is
the importance of acknowledgement of
loss by one's community. Chronic
sorrow appears more likely to be
exacerbared when the sorrow goes
unacknowledged bath on a personal
and national level,

Obwviously, there arc some whose
chronic sorrow does not include the
ability also 1o experience joy. Clinical
depression is their reality and they need
not only support and acknowledge-
ment but referral to a skilled therapist.
The ourcome of the debate about
complicated grief referred 1o earlier is
impaortant for these people, for their
mental health care may depend on ir.

onclusion

Perhaps Paul Simon had it righe years
ago when he sang: *Hello darkness my
old friend” and the Minnesota poet
Michael Dennis Browne who wrote: ‘1
don't expect the anxiety to go away,
but | want the anxiery to know its
place in the scheme of things {Browne,
2005). Similarly, grieving parent Mary
Sheepshanks observed: Tt came asa
complete revelation to me in the middle
of great misery thar the ordinary things
thar amuse us on a day-to-day basis
don't cease to be funny.” {Sheepshanks,
1997).

Singers, poets and parents like these
three remind us that sadness is a part
of life. Sorrow, as discussed here, can
become chronic for all sorts of reasons,
but it need not be the dominant
narrative of lives. Rather, when balance
can be found, long held presumptions
abour chronic sorrow as pathological
can be dispelled. Understanding and
acknowledgement can lead ro support
for grievers, which is the best of
bereavement care. »
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