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Half a Century of Care

Mary Ann McColl
Queens University, Canada

The issue of long-term care and support of people with acquired brain injury
has been a significant clinical and policy issue for some time; however. as evi-

dence accrues about increases in incidence and survival from brain injury, the
focus on this issue sharpens (Kolpan, 1990; McCluskey, 2005). The net effect of
these increases (in the number of new brain injuries per year plus survival beyond
the acute phase) is a sharp increase in prevalence, or the number of people living
with the effects of brain injury in a given population. Add to that new information
that has recently been published regarding long-term survival, and it becomes
immediately apparent that factors are converging to produce an immanent
increase in the economic and human costs of acquired brain injuries, at least in
the developed world.

Although relatively little information is available
on long-term survival following brain injury,
recent studies based on large samples (e.g., the
American Model Systems dataset) suggest that
there is only a small decrease in life expectancy
among those who survive the first year after brain
injury — in the range of 3 to 7 years (Brown,
Leibson, Malec, Perkins, Diehl et al., 2004;
Harrison-Felix, Whiteneck, DeVivo, Hammond
& Jha, 2004; Shavelle, Strauss, Whyte, Day &
Yu, 2001). While age and gender-specific mortal-
ity is somewhat elevated relative to the nondis-
abled population, much of this risk is accounted
for by several specific causes of death — seizure-
related deaths, choking and aspiration, and sui-
cide. Those at greatest risk are those with severe
mobility restrictions. Those who were ambula-
tory had life expectancies closer to general popu-
lation values. Thus for a person injured in his or
her twenties, it is not inconceivable that he or she
might require half a century of care.

The most recent published study by Lannoo,
Brusselmans, VanEynde, VanLaere and Stevens
(2004) estimated the prevalence of brain injury at
183 per 100,000 (Belgium). This estimate is com-
patible with established British estimates, which
find prevalence between 100 and 150 per 1000
(Bryden, 1989). Therefore, in a medium-sized city
like the one in which I live (Kingston, Ontario,
Canada; population 120,000), there must be about
200 people living with a brain injury. Of those,

according to Lannoo, about half, or 100, need con-
sistent lifelong support to be able to continue to live
in the community and function independently. A
further 20% (or 40 people) need a level of care that
requires institutionalisation. A fortunate 20% (40)
will be involved in educational or other productive
activity during the day, but half (100 people) will
find the lack of productivity a huge problem.

Mellick, Gerhart and Whiteneck (2003) have
described six typical pathways that individuals
follow in the postacute phase after brain injury.
A surprising 64.5% leave acute care and receive
no further services. Two of the pathways include
long-term care (either with or without rehabili-
tation prior), representing about 6% of post-
acute patients. Although these tend to be older,
more challenging clients, there is also a sugges-
tion that economic factors and institutional envi-
ronments contribute to significantly poorer short
and long-term outcomes than the various com-
munity discharge destinations. At the present
time, those who wind up as long-term care resi-
dents tend to be male with an average age of 53,
and with severe cognitive and/or physical dis-
abilities (Buchanan, 2003). According to
O’Reilly (2002), the population with acquired
brain injuries in nursing homes is expected to
grow, and this is an entirely unsatisfactory
response to the growing need for long-term care.

O’Keefe (1994) reports, and anyone who
works in the system knows, that long-term care
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and support of people with acquired brain injuries
is a patchwork of goods and services — some
government funded, some privately funded (insur-
ance or out-of-pocket), some charitable, and some
voluntary (usually from family or friends). The
ability to take advantage of the available resources
is highly idiosyncratic — as Degeneffe (2001)
puts it, based on the demographic and socioeco-
nomic characteristics of the individual and his or
her immediate supports. And yet, the availability
of durable supports has repeatedly been shown to
be one of the most deterministic factors in suc-
cessful community integration and positive health
outcomes. Tomberg, Toomela, Pulver and Tikk
(2005) go so far as to suggest that the develop-
ment of support resources should be the main
focus of rehabilitation, even over functional skill
development, due to its highly predictive role in
postacute outcomes.

Social support has traditionally been regarded
as a buffer against stress of virtually any type
(McColl, 1995; McColl & Skinner, 1988). Almost
every human condition — from bereavement to
pregnancy, from unemployment to workplace
stress, from natural disasters to posttraumatic stress
— has been shown to benefit from the mediating
power of social support. It is an integral part of our
conception of community integration (McColl,
Carlson, Johnston, Minnes, Shue et al., 1998;
McColl, Davies, Carlson, Johnston, & Minnes,
2001; Minnes, Carlson, McColl, Nolte, Johnston et
al., 2003). Along with having somewhere suitable
to live and something worthwhile to do with one’s
time, it is an essential component of the ability to
find a place for oneself in the community.

Social support may be defined in a number of
ways: according to the number of social contacts
a person has in a given period of time (objective
quantitative approach); as the extent to which
individuals perceive that support is both available
and adequate; in terms of the types of support pro-
vided — instrumental, emotional or informa-
tional. Social support may be considered by
source — intimate relationship, confidante,
family, friends, neighbours, work associates,
casual acquaintances. It may be differentiated as
formal (a relationship to which anyone can have
access by virtue of a certain eligibility criteria) or
informal (a relationship that is only available to
the individual because of who he or she is).
Finally support may be considered on the basis of
an evaluation of satisfaction. I have even won-
dered, despite all the literature that has been gen-
erated regarding the measurement of social
support, if the issue might be reducible to the

single question, ‘Is there someone that you can
count on should the need arise?’

Such is the robust nature of the relationship
between social support and health outcomes that
virtually every way of measuring support has been
associated with positive findings. So compelling
is the literature on social support that it has been
said to be even more important than smoking as a
single determinant of health. But the literature is
equivocal on whether social support works the
same way for people with brain injuries. On one
hand, both qualitative and quantitative studies
have found that social support among adults with
brain injuries was indeed related to quality of life
outcomes (Petrella, McColl, Krupa, & Johnston,
2005; Tomberg et al., 2005). On the other hand,
Rutterford and Wood (2006) suggest that there are
so many other powerful mediators of the relation-
ship between support and stress for someone with
a brain injury (such as functional and psychoso-
cial variables), that the stress adjustment model
simply may not work.

When talking about social support for someone
with a brain injury, it is probably important to dif-
ferentiate between three terms that are often used
interchangeably — support, care and supervision. It
is also important to specify the degree of responsi-
bility associated with the support relationship. One
of the most contentious issues regarding social sup-
port in our research and that of others has been the
issue of risk tolerance, and the necessity to calibrate
the degree of independence against the degree of
risk (McColl, Davies, Carlson, Johnston, Harrick et
al., 1999). As Petrella, McColl, Krupa and Johnston
(2005) point out, space for self-discovery, recogni-
tion of vulnerability, and the opportunity for exper-
imentation were essential elements of successful
community integration, and none of these can be
achieved without a degree of tolerance for potential
risks.

In closing, I am tempted to reflect from a per-
sonal perspective on the issue of long-term plan-
ning for personal and financial security. As many
of us from the baby-boom generation contemplate
the prospect of retirement, aging and eventual
long-term care, we undertake a process that car-
ries with it some degree of foreboding about what
the future holds. We are forced to confront ques-
tions of a ‘What if …?’ nature — questions that
take us into the fearful territory of the unknow-
able. Imagine then the layers of complexity that
are heaped on this process for someone who is
planning for a 50-year time window rather than a
20-year one; for someone whose needs include the
broad range of services often required by someone
with a brain injury; for someone who knows that
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many of the informal supports on whom he or she
depended for the bulk of his or her life are
unlikely to still be available.

Articles in this special issue of Brain
Impairment address many of the issues covered in
the current editorial. On the substantive side,
authors have addressed the importance of mean-
ingful participation, risk tolerance and social sup-
port. They have explored alternatives to
institutional residential care, and they have
focused on particularly challenging subsets of the
population, such as people with dual diagnoses or
persistent behavioural problems. On the method-
ological side, these articles cover policy analysis,
research synthesis, qualitative studies, small
sample, descriptive and survey research. They
illustrate the potential for a variety of different
approaches to contribute to an enhanced under-
standing of this complex issue. I look forward to
sharing with the readers the privilege of reading
the selection of articles assembled for this special
issue, and to learning more from this august group
of authors.
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