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Background

Traumatic brain injury (TBI) is a serious problem affecting not only
injured individuals but also their families and communities. A TBI is
an injury to the brain caused by an external physical force, and may
not be evident visually or clinically (Jagoda et al, 2002). Common
sequelae include headaches and memory loss; problems with
initiation, attention, focus, and follow-through; and depression,
irritability, impulsiveness, and altered personalities. An estimated
5.3 million Americans are currently living with disabilities resulting
from TBI, and 80,000 to 90,000 individuals join their numbers every
year (Langlois et al, 2005; Langlois et al, 2004). Research that
provides a deeper understanding of the patient’s perspective can
provide clinicians and others with valuable insights into the lives of
TBI survivors and the facilitators and barriers to recovery from their
point of view.

This Study

1 carried out this pre-pilot study in October 2006 with approval from
the Brandeis Human Subjects Research Committee and recruited one
respondent. As specified in the protocol, she had a cognitive level of
at least seven on the Ranchos Los Amigos Cognitive Level Scale
(one being lowest and ten being highest), and she received her injury
1o more than five years ago. She took photographs of living with her
injury and facilitators and barriers to recovery from her perspective
using a disposable camera with 27 exposures. She finished her
camera after three weeks, and we met a week later to discuss her
pictures. She told me what each photograph meant for her, why she
had taken it, and how she had setled on or created the image.

My two research questions were:
+What is the lived experience of people who have a traumatic brain
injury?

+What are the facilitators and barriers to recovery from the
perspective of someone who has a TBI?

The Analysis

This narrative analysis of 15 respondent photographs and interview
excerpts follows an approach inspired by Elliot Mishler (2004) to
see “the basic story parts, in temporal order: an initial problem,
action to deal with it, and a resolution” (p 108). Grouped into the
plot categories of problem, action, and resolution, the photographs
and text excerpts show us “the prologue to a more extended story” as
the respondent moves on with her life, four years after her injury
(Mishler, 2004, p 108).

For the analysis:
I removed all duplicate photographs and photos that were
“mistakes” (¢.g., a photograph of the ground).

I did not include some photographs of family members, due to their
repetitive nature.

+We discussed her photographs in the sequence in which she took
them. The analysis transformed that sequence.

+Within each category, only the last photograph s placed
purposefully, as it appears to lead to the next category of photos.
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Problem

ﬂ

“This picture here, there’s no connection and ... that’s how I fel...right afler my
accident, that there was no connection and there were so many missing links as I
tried to begin living again... When I saw that, well, that seemed like a perfect way to
sum it all up, you know

Paperwork...is a great obstacle for me...’s also a symbol for the disorganization I
encounter in my mind.... paperwork was never a forte for me, even prior to the brain

injury...how much of it s just my own pre-existing trait, and how much of it is the
disability? Maybe here it's like 50-50.

@

you said not o forget, that also obstacles, need 1o be highlightt wse they are
part of life with TBL..and having this...0u, was more of an obstacle...than previous
to my disability, because when you don’t drive, and you rely on...others, and you're
not feeling good, you just don’t have the energy to gt out there

L

this is a bunt cake, and it symbolizes my forgetfulness...now there is a joke in
my h here if I ever were to open up a restaurant, it would frgitutr et
done caf, boause end o ke 1 make everything well don. ot i s pshin
it...s0 that s my well done cake .. and to have a sense of humor about this whole
thing i critical

+..in the carly to mid stages of my recovery...it was nice for Paul and I just to be able:
10 got away, and...we would have our own house away from home. And with my
brain injury, and already experiencing a lot of confusion... with three college age
kids...and friends coming in and out, and, just, busy life... it served a good function
in that way

My forgetfulness is such that...if I really wanted to remember something, I would
have to...place it right in the middle of the floor, and otherwise, it would most ikely
be forgotten. Lists, you know, lsts just wouldn’t work....[ was trying to remember to
take a picture that day.

‘Thisis...a neighbor who has become a good friend of mine...in our walks every
morming ...we’ve been able to confide in cach other a lot...and she’s a great
listener...and...walking in the morning, has helped me tremendously with my day...I
feel very alert by the end of the walk, and its just a great help, o have someone o
walk with like that.

Twanted to show that...by the decision not to drive, T have .. slowed my life down,
drastically ... driving is @ responsibility, and it i taxing ... if you were to take your
focus for.. a, second, away...you are not only endangering, your own life, but the
lives of other people...0 it i very stressful activity, but we all...take it for granted.

when I took his picture I said to myself, hmmm, what would I really want Paul o
be doing...he loves to work with plants, and so, I ...said...just do something with
this plant... because I wanted it o be a metaphor of how he took care of me...He has
alotof what it takes, mosly patience...very understanding.

these two people are dear, dear friends of minc, and also wonderful teachers,
mentors for me...what they represent for me...is how emationally supportive they
have been, for me...1 am able to show them...my frailty...I'm able to ... feel very
safe and comfortable around them,

s
And here we have my daughter...she lives with us..and she has been very
supportive...and understanding, right from the start, of the disability. ..She sees a lot
of my compensatory stratcgies...and she works with children with, special needs.
We have this now, and we help each other. So that’s a wonderful thing.... I love
having her. So, 5o, thats why she’s here!
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Ihave a lifelong characteristc, of...caring for others. And when it comes to mysel 1
don’tdo quite as much....I think what matters s... o the degree that we neglect
oursehves. And | hink there was e iy e when 4 .0 the ot of

2 my aivays ke olerpople, seriously...at work, o,
verywhers, ey may be time to truly take my situation seriousl

Resolution

....dishes that need to be done...the sense of getting this cleaned up every
day s, a wonderful feeling...i’s concrete, it’s easy, it's uncomplicated, and
i’s just a matter of getting it done...so Inever look at this,
any longer as a chore...I really enjoy being able to clean it all up, it
probably just gives me such a sense of accomplishment, and a job done.

—

..now this one here is i another connection, but it...has nice, big
bulky connections, awhole picture....everything's working,
conneeted, and it S it s -ond s commios o g made
behind the scenes is what makes everything go. So that’s why I took that
10 just, kind of simple, but yet it personifies a pretty big thing. A pretty big
thing.

Iwanted to take her [Janét's] picture ...where she would be happy and
proud. The pride that you can sce...as she stands there, is the pride that I
fel in my accomplishments. And its very similar to the pride ofa young.
child as she’s growing...she symbolizes for me the hope, for the future.

Discussion

Grouping the study photographs and their text excerpts into plot
categories brings out movement in the participant’s healing over
time and reveals her hopes for the future—information that would
be more difficult to glean from analyzing a single photograph and
its interview data, frozen in time.

For this study, the respondent used several strategis for taking
photographs. Some images she took when she saw something that
reflected her experience with TBI: others she set up on purpose to
create the image. For some, she gave the camera to someone else.
She created several images with someone else’s participation and
worked with them in several distinct ways to create the images she
wanted, by:

~asking photographic subjects to pose in a way that reflected an
aspect of their relationship;

~giving them the camera to take a picture;

+secking their participation in determining how to express an
emotion, attitude, or experience

A major question when considering narrative analysis is: What is
narrative? For this study, narrative is the series of photographs and
interview text generated by the respondent. Narrative analysis is
often a case-centered approach, which is certainly true for this
study. Rich et al (2002) and others have referred to a series of
respondent images (video) and text as a visual illness narrative
(Rich et al, 2002; Rich ct al, 2006). For this TBI respondent, four
years after her injury, her series of images (photographs) and text
could be called a visual healing narrative.
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