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Abstract

Currently, disability studies is starting to apply a life
course theory framework to sone of its investigations.

G ven the strengths of each field, |ife course theory can
greatly inmpact disability studies, and vice versa. For
this cross-pollination to reach its maxi mum potenti al,
disability studies researchers need to understand life
course net hodol ogy and the types of results that arise
fromthese nmethods, as well as the inplications of these
results for the field of disability studies. This paper
reviews |ife course nethods as they apply to the field of
disability studies. Mre specifically, methodol ogical

i ssues are highlighted through a study of individuals

with traumatic brain injuries. The article illustrates
the utility of life course theory as a tool to
investigate the total life experiences of persons with

disabilities and the inplications of integrating
non- normati ve experiences into life course research.

| nt roducti on

One of the strengths of disability studies has been its
willingness to place the individual into his or her cultural
context. This is also a strength of life course theory. Until
recently, these fields existed independently. In 1991,

Al brecht and Levy called for disability to be studied as part



of the life course, since disability affects the majority of
i ndi vidual s at sone point in their |lives. However, it was not
until Priestley's (2001) volune that disability studies forged
explicit links to |ife course research

Since this conmbination of fields is so new, it is
i nportant to understand the nethodol ogi cal and theoretical

inplications of this mxture. First, this paper will briefly
define |ife course theory. Second, |inkages between life
course theory and disability studies will be outlined. Next,
one study will be highlighted to review both general life

cour se net hodol ogi cal issues, as well as disability-specific
issues in life course studies. Lastly, recomendations will be

made for the future.
VWhat is |ife course theory?

At their core, all life course theories posit that a
dynam c exchange exi sts between individuals and their
envi ronnents. This conceptualization yields four constructs:
| ocation, referring to the historical and geographi cal
patterns of |ife; social ties, relating to soci al
rel ati onshi ps; personal control, describing aspects of agency;
and timng, pertaining to individual devel opment (G ele and
El der, 1998). As such, any life can be exam ned through the
uni que interplay of historical patterns, social relationships,
i ndi vi dual devel opnent, and situational control. This may | ead
to a deeper understanding of both the individual and the
i ndi vidual's environnment.

The history of |ife course research is replete with
studies of "typical' if not 'privileged devel opnment, dating
back to Terman's (1947) study of gifted children and
continuing through Vvaillant's (1977) study of nale, Harvard
under graduates. As such, these authors did not see disability
as being a conponent of typical adult developnent. Simlarly,
this lack of focus on the |life courses of individuals with
disabilities is shown in Clausen's (1986) definition of
expectable life course:

A normal, expectable |life course includes a nunmber of

ill nesses, mpjor and m nor, but sone persons are born
with or acquire inmpairnments that nmake this expectable
life course inpossible... The courses of their lives are
mar kedly influenced by their inpairnments, but to a

consi derabl e extent they are subject to the sane general
devel opnental processes as their uninpaired peers. (pb)

Here, Clausen does not explicitly describe which

i ndividuals with disabilities he perceives as being included
in, or excluded from typical |life course processes. He al so
does not discuss how disability affects the life course. In
addition, this quote reflects the nedical nodel stance that
nost |ife course studies have taken in regard to ill ness,

i npai rnment, and disability. If these studies address health,
they tend to exam ne inpairnment and physical limtations as



characteristics of the individual's body, w thout including
socially constructed neani ngs of disability or disability
identity.

What can |ife course theory bring
to disability studies?

While |ife course research tends to ignore the effects of
illness and disability, this paradigmis often used to exam ne
the effects of normative and non-nornmative experiences on the
life course. As such, life course theory can function as an
entry point for exam ning the inpact of illness and
di sability. For exanple, one can focus on the aging popul ation
of the USA, in whom chronic illness or disability is likely to
be viewed as a typical experience (Al brecht and Levy, 1991).
In contrast, the devel opnmental and social inplications of
chronic illness or disability nay be quite different for
chil dren, adol escents, and young adults, because inpairnments
are often perceived as non-normative in these age groups
(Al brecht and Levy, 1991). Additionally, life course
researchers who do not routinely focus on disability issues
may find thensel ves questioning their assunptions about
normati ve experiences, if they analyze the non-nornmative
experiences of youth with disabilities.

Anot her thread that |ife course theory can provide to
disability studies is a focus on total |ife experiences, not
solely on disability experiences. As early as 1988, Fine and
Asch comrented that disability should be viewed as one
vari abl e, not necessarily the overriding variable. By taking a
life course approach, disability can become a facet of life,
not the focus.

Assum ng funding can be located, |life course research can al so
bring to disability studies a history of l|arge, |ongitudinal
desi gns. Large studies can help disability studies reach
beyond case studies, yielding a wi der range of experiences and
participants, while serving as a foundation for the growth of
the field. Longitudinal designs can explore the interactions
of the |links between personal timng of inpairnent, social
ties, location, and personal control.

VWhat can disability studies
bring to life course theory?

As stated above, one commonal ity between disability
studies and life course theory is both fields' reliance on
pl acing the individual into his or her cultural context.
However, disability studies can al so nmake several unique
contributions to life course theory. First, since culture is
inportant to both fields, disability studies can introduce
life course research to the concept of disability culture, in
order to investigate how disability culture is or is not
i ncorporated into individuals' lives. This may lead to
hei ght ened awar eness about how these cultural concepts are
conmuni cat ed anong i ndividuals, which may |l ead to targeted



interventions to spread disability culture. Second, disability
studi es assunes that the tenporarily abl e-bodied to disabl ed
continuumis constantly in flux. Therefore, it can be argued
that |ife course research needs to go beyond cat al ogi ng
di sease and inpairnent to investigating illness and
disability, as a part of the |ife course of the majority.
Finally, disability studies can teach |ife course
researchers the positives of centering the experience of
disability (Linton, 1998). While on the surface, this sounds
simlar to the dichotomy in life course research between
normative and non-normative experiences, there is an inportant
difference. Equating disability with a non-nornmative
experience tends to assune that disability is a negative,
undesirable status. In contrast, centering disability can
hi ghli ght the positives of disability culture and can question
t he assunptions of non-disabled culture.

To illustrate how t he above issues affect research
desi gn, the remai nder of this paper will discuss one project.
We will show how non-normative experiences shed |ight on

normati ve expectati ons, how the study of the experiences of
people with disabilities should not be limted to their
experience of disability, how disability culture does or does
not appear in the |ife course, and how the 'expectable life
course' interacts with the experience of disability.

Met hods

In 1997, the first author collected pilot data for a life
course study involving people with traumatic brain injuries
(TBlI'); since 2000, this has grown into an on-going study of
the life experiences of people with TBlI, spinal cord injuries
(SCl), or no known disabilities (NKD). This study is now
beginning to explore the simlarities and differences in the
life course experiences of people fromthese three groups, as
well as the portrayals of the simlarities and differences in
i ndi vidual s' narratives. However, this paper will solely focus
on the individuals with TBI and the nmethodol ogi cal issues
involved in conducting |ife course research with individuals
with cognitive inpairnents.

Between the two studies, eleven participants with TBI
were recruited through several routes, including participant
lists from previous studies, support groups, other disability
organi zations, and snowbal ling. Their ages ranged from 20 to
43, four were female, and the group reflected the ethnic
diversity of New York City. All their injuries resulted in a
| oss of consciousness of at |east 24 hours, and occurred
bet ween the ages of 15 and 20. Therefore, these individuals
were between two and 26 years post-injury. While a few
i ndi vi dual s had speech that could be considered to be
significantly affected by their injuries, all the participants
were able to communicate at some |evel in English.

I nterview procedures and instrunents



The pilot interview had two parts, a self-structured life
story section, and an interviewer-structured tine-Iline
section. Due to limtations found in the pilot, the full study
has two additional parts: a linguistic section, and a
fol |l ow-up phone conversation to adm ni ster questionnaires on
identity and the participants' history of brain injury. The
life story section is based upon the work of Rosenthal (1993).
I n her study, the author asked participants, in individual
interviews, to describe how German socialismhad affected
their life experiences. She then |let them speak, wi thout
interruption, until they were finished. Rosenthal felt that
this technique mnim zed the possible contam nation from her
own i deas, perspectives, and questions. However, the author
does nmention that she made socially appropriate responses,
when required.

The current study adopts Rosenthal's technique for these
reasons, as well as reasons related to individuals' cognitive
abilities. Sone individuals with TBI may experience short-term
menory | oss or pragmatic difficulties with the two-way nature
of communi cation. For these individuals, an unstructured
interview wi thout interruption may be npst confortable and
productive. To clarify any narrative confusion, at the end of
this section, the interviewer asks followup questions.

The second section of the interview, a co-construction of
the individual's tinme-line, builds on other cognitive and
linguistic abilities. In the pilot study, the tinme-Iline
started out with markings for the individual's age and the
year. Then, during the course of conversation, events were
pl aced on the time-line. Most time-line events were very
i ndi vidualized and had stories attached to them for exanple,
the timng of a religious cerenony or the attainnent of
puberty. Sonme of these events had been nentioned in the first
part of the interview, while others had not. During the pilot
testing, one participant, who expressed concern over the
spottiness of his nenory for past life events, recorded
several w nners of the Super Bowl for American football, which
captured his fan identity, while filling his tinme-Iline.

While all of these individualized events are inportant to
participants' identities, it was decided, for data collection
pur poses, that the time-line section needed nore structure
beyond markings for age and year, since the narrative already
al l owed for individualization. Therefore, in the full study, a
series of visual icons, based on those used by Bruckner and
Mayer (1998), was constructed to collect specific informtion
about eight areas of |ife: schooling, working/volunteering,
housing, famly relationships, significant romantic
rel ati onshi ps, friendships, own or other's health, and
significant life events. In order to standardize dat a,
specific questions are associated with each icon, which may or
may not |lead to stories about the topic. These icons serve to
| essen the reliance on the participant's pragmatic abilities,
whil e providing visual pronpts to facilitate nmenory recall

From anal yses of the pilot data, it became obvious that
unexam ned |inguistic characteristics were influencing the



content and structure of the stories in the first two parts of
the interview. Therefore, two linguistic tasks were added to
the full study. The Controlled Oral Wrd Association Test
(COWAT, Benton, Hansher, & Sivan, 1994) is used to exam ne
verbal ability. Also, the 'Cookie Theft Picture' fromthe
Bost on Di agnosti c Aphasia Exam nation (Goodgl ass and Kapl an,
1983), is used to exam ne how various individuals tell a story
when given the sanme stinuli.

As a result of a pilot participant's coment that the
i ntervi ew experience subsequently |ed her to continue
reviewing her life on her own, a decision was nade to contact
participants a day or two after the initial interview partly
to verify that they do not experience harmfromthe initial
interview. Therefore, in the full study, at the end of the
i nguistic section, participants schedule a follow up phone
call. The phone interview conpl etes the study, by
adm ni stering an identity questionnaire (Bolton and Brookings,
1998), and the Brain Injury Screening Questionnaire (RTC,
1997). These instrunments are being adm nistered |ast, so that
they do not influence other sections of the interview.

The identity questionnaire will allow for triangul ation
with the identity information fromthe first three parts of
the interview. This short questionnaire (64 questions) has
four identity subscal es: personal conpetence, group
orientation, self-determ nation, and positive disability
identity. The Brain Injury Screening Questionnaire delves into
participants' histories of |osses of consciousness from
different sources, as well as collecting information about the
probl ens experienced with a variety of cognitive tasks over
t he previous nonth.

Resul ts

The results discussed here focus on issues that may
i nfluence design decisions in all |ife course studies, as well
as issues that relate to the intersection of life course
theory and disability studies.

Prospective versus retrospective design

The inmplications of prospective versus retrospective
designs are often discussed in |life course research. Sone of
this is reflected in the design of the life-story and
narrative sections. Although prospective data collection is
often seen as 'nore accurate', because it is capturing events
as they happen, it often |lacks the distance in tinme for the
participant to have achi eved a sense of the events' |long-term
inplications. Wiile it is hoped that these 11 participants
will forma core for a prospective, |ongitudinal study, the
cross-sectional nature of their length of time post-injury
started to address this difference. Due to the wide variation
in years post-injury, sonme participants, who were nore
recently injured, nentioned issues in their life stories, |ike
schooling and enpl oynment, which participants further along had
resol ved.



Al so, the difference between prospective and
retrospective data collection my be nore salient when
interview ng people with TBI, who nay have nore nenory
constraints than the average person. Therefore, with this
popul ati on, prospective research may be nore |ikely to capture
"accurate' facts about enploynent, housing, and other issues,
as they unfold. However, narrative theory would take the
stance that many, if not all, 'facts' are constructed,
reconstructed, and renmenbered within the framework of the
i ndividual's current situation. As a result, the role of
‘accuracy' is less inportant than the outconme of the
i ndividual's sense-making. In order to gain the advantages of
both stances, the tinme-line section attenpted to pronpt
i ndividuals for '"facts', while accepting answers indicating a
| ack of menory for specifics, while the |life story section
privileged the sense-maki ng behind the 'facts'. Especially
with a population that is frequently silenced and not given
the opportunity to express their own opinions of their
experiences, this sense-naking becones nore interesting than
accuracy, and may eventually lead to interventions.

Partici pant-versus interviewer-structured life stories

This ability to structure their own life-stories allows
participants to convey information that m ght not be gathered,
otherwise. In addition to providing the participant with a
voi ce, and relegating the interviewer to the status of
recorder, their structuring nmay reveal issues about thensel ves
and their experiences that would not be considered. For
exanpl e, one participant, a college student, reviews her life
frombirth to her plans after college, and cl oses her
narrative with, '...and sonmewhere in between, | was hit by a
car and had a brain injury." Although she had i ndicat ed,
outside of the interview, that she saw herself as someone with
a brain injury, by constructing her narrative in this way she
bracketed her TBI as different fromher other life
experiences. She was willing to talk about her injury, but not
as a narrative; she would only talk about it as a dyadic
conversation, in the form of questions and answers.

I n contrast, another participant, who was paid to provide
outreach to the TBI community, tal ks about being practiced in
telling her story, as well as nentioning that early on, since
she had no nmenory of her accident, she menorized police
reports, in order to be able to answer questions about her
hi story. Perhaps these responses woul d have been canoufl aged
by an interviewer's question of, 'Please tell nme what happened
in your accident.' Since this question was not posed, the
i ndi vidual s were given the opportunity to fashion their own
responses to their experiences.

Capturing normative versus non-nornmative experiences

During his life-story section, another participant
di scusses his recuperation, which sheds |ight on the ways in
whi ch non-normati ve experiences nmay shape understandi ngs of
normati ve experiences. He was injured at 16, and there are



t hreads of independence and nornmative expectations running
t hrough his recounting of his recuperation,

.1 have a picture of the first time |I got out of the
mheelchalr with a cane, a quad cane, y'know. But, they
took a plcture of it. And, I"ve still got the picture,
and | treasure it of course, cuz, y' ' know that's a big
victory in ny life.

When ot her 16 year-olds are experiencing i ndependence
t hrough learning to drive, he is becom ng i ndependent by re-

l earning to wal k. He continues his themes by describing his
reaction to his rehabilitation center, which focused on
community re-integration, 'W would go out all the tine,

y' know, we did al nost every night, and y' know, it was cool"’
For a teen who had never lived away from honme, |iving away
fromhis parents and going to restaurants nearly every night
fits devel opnentally with his need for independence, and
allowed himto be |ike other young people.

For several participants, the experience of TBlI or their
life after injury were not central, focal experiences of their
lives. Parental divorce or other non-normative traumatic
experiences were likely to shape individuals' stories. Having
an injury does not insulate one fromother traumas or life
events. Since other aspects of his or her life will shape the
individual's disability experiences, these other aspects need
to be included in any anal yses.

The 'expectable |life course' is another area where the
interaction of life course theory and disability can be
expl ored. Although this study is only starting to explore this
area, one topic that many participants identified as differing
fromthe expectable |ife course was their |ack of significant
others. A few had experienced rel ationshi ps; however, severa
did not even have opportunities to neet significant others.
These participants were primarily in their twenties and nost
felt a sense of loss at this |ack. One participant nmentioned a
parent's advice to not even | ook; others sinply did not know
where or how to neet other people simlarly in search of
rel ati onshi ps. Although sonme of these perceptions nmay refl ect
their cultures' and the participants' own sense of being
i nappropriate partners, nmuch of their angst may be due to
their own sense that they are of the appropriate age to be
form ng relationships. It is the expected outcone, and
al t hough parts of the culture may tell themthat they may be
considered | ess desirable as partners, other parts of the
culture may be telling themthat this is the appropriate
devel opnental task for their age. So, it is not sinply that
they are, or are not, excluded fromthe expectable life
course; the expectations exist, but the opportunities do not.
Significant relationships are sinply one of many areas that
can be viewed as part of an expectable life course. Future
studies will have to continue these investigations, to see how
the tension between expectable |ife course and exenpti ons due
to disability play out in individual |ives.



Capturing disability culture

One of the strengths of |ife course theory has been its
i nclusion of many aspects of culture as objects of study. By
weddi ng disability studies to life course theory, it becones
possi ble to nake disability culture, and participants’
construction of it, into a focus of study.

Al t hough participants did not explicitly |abel or discuss
"disability culture', nost had connections of various
strengths to a sense of a disability comunity. This my have
sinply included knowl edge of a few other people with TBI.
Several participants had gone further to participate in
research or support groups, to becone nenbers in the state or
national brain injury association, or to becone involved in
outreach. Many participants saw support groups as neeting
time-limted needs, |ike access to other people or support
after a recent injury. For those who saw groups as having
time-limted purposes, they tal ked about how their support
groups catered to individuals who needed to tal k about their
own experiences, as opposed to supporting individuals in their
daily lives in the community. G ven these participants’
experiences with support groups, an incorporation of a greater
sense of community and culture may encourage support groups to
grow wi th individuals.

Concl udi ng t houghts

In the future, it can be hoped that there will be greater
co-operation and col | aborati on between the disability
community and the research community. Bringing |ife course
theory into disability studies is one way to acconplish this.
By centering the experience of disability, and exploring its
ram fications across the |life course, researchers nmay be
better able to capture the experience of disability and to
expl ore topics of inportance to people with disabilities.

Al t hough the goals of the disability comunity and the
research community have not al ways been conpatible in the
past, life course theory is one way to ensure a better fit,
since life course theory privil eges individual agency, whole
life experiences, and participants' constructions of their
experiences.
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