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Study Design. For ths action research study, eight members of the ‘Amazing’ Brain Injury Support Group in
Framingham, MA participated in a 10-week Photovoice project. Photovoice is type of action research in which
people represent their ives, points of view, and experience using photographs and narratives (Wang et al, 1996).
Action research in the tradition of Kurt Lewin involves integrating science and social practice in a dynamic group
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Population Studied. The participants are members of the ‘Amazing’ Brain Injury Survivor Support Group, which
mE S e (SR T e e A B e S
partcipate in the study. Al are long-term survivors, having received their injuries between three and 31 years
prior to the start of the project. Six are traumatic B injury survivors, and two had brain tumors (one with a co-
oceuring stroke). Five have g or volunteering part-time in
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d The Journey, Lost Dreams,
Chaos, Challenges, Strategies, My Advocacy o e B o D
‘Taking photographs triggered participant reflection on their sitution and what they wanted to convey to others
‘about living with brain injury. Talking about their photographs with the group prompted deep discussions of
‘emotional (and other) issues that had not surfaced during regular support group meetings. The participants’
images and narratives convey their challenges and sense of mutual support as they work to accept their different
abilties and move on with their lives. Study data indicate that from the perspective of these survivors, healing
from brain injury is a gradual process that continues for years.

Conclusions. This research project provided the participating brain injury survivors an opportunity to play a
participant-expert role in the research process (Balcazar et al, 1998; Bruyere, 1993). The outreach phase is
providing new opportunities to use prior experience with communication, layout, and group dynamic skills in
upportive environment. Participating i this study became a meaningful experience for participants and
facilitators alike.

Implications for Policy and Practice. Rehabiltation professionals have long advocated for gaining an insider or
patient perspective on living with disabiliy, including brain injury (Prigatano, 2000). Involving people witl

disabilty in research about their lived experience may increase the relevancy of research to reallife situations
(Rich et al, 2000)
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Making Visible the Invisible: Using Photovoice to Understand Living with Brain Injury

Laura S. Lorenz, A.B.D., M.A., M.Ed., The Heller School for Social Policy and Management, Brandeis University, Waltham, MA, USA

The Journey

Lost Dreams

| Maybe there will be a good view

It's a muddy, rutty, hands-and-knees crawl up to the first

| Alight atthe end of the tunnel?

.this picture symbolizes what living with brain injury
can be like...On an overcast day...| gazed up at the sky
and took this picture through a tube. inds of
many of us there are thoughts that we will never achieve

rung of the
sense- andithen you got o begin o ealy struggl. The
climb does not and will not dy, and

Your now sl You ca't oven everhope t ge backto
your “old self”. Oh welll Maybe there will be a good vi
on this jouney that | hadn't expected.

Chaos

1 feel chaos

Ll

Ifeel chaos. I leave the dishes to be done later. |
tinate.

Inside my head is scrambled

‘The shel of my life became broken. Inside my head is
strands of my )

Challenges

Trying to run on ice

..Imagine yourself trying to run on ice...The faster
you run, the e you get nownere These mages

task:

1 watch cablo tolevision or daydream so I don't

doal with what | should be doing. This is the
piano that | should and would love to leam how to
play. | must practice.

pa begins.

Whale ot of s geting nothng aceomplisned.

| In a glass booth in the middle of the room

Remember what twa
Toom ukofpoapesaings ok, dancin, . nagmghst

than when was in 3 crowdsd room full of paope, v il

oor w talking about something sise
or o conversaions boid. f somacna told 8 o and everyore
aughed, 1o would lugh. However, 1 was not laughing 3 the joke

L

2 outof place.

Strategies

To compensate for my poor memory and
organizational skills

Determined to remake my life

My Advocacy
Story

They helped me

‘These are my counselors at Metro West Independent
Living Center. They helped me to focus by bringing me

my poor

skills, I need to put Iabels on everything in my home.

ihere are my socks? Which of these is my schedule
Bible?

my brain. | was.
unable towalk. Thats why ' n the wheelchalr. t ook
3 and o alf o leam how 0wl When s

necessary 3 years after my accident and probably for
It is painful to romind myself about
all of the brain power which l1ost at the time of my car

, 1was dotermined to remake my life;
ergo my advocacy story. Perseverance has helped me
reach my goals: an apartment and a jot

v
Representative.

Comfort and
Support

They make my heart sing

With T8I cortain parts of my life have added much comfort
and support. God has blessed me with Teddy and Bty
Marie. They welcome me hugs and slurps, we

into my neck and face to gently wake me in the morning.
‘They delight me with their personalities and antics. They
‘warm my heart and comfort me. They make me smile and
laugh. God has Blessed me with a ltte glimpse of heaven.

Acceptance

I need to accept this death of my “old self”

Whose grave is this? Surely it's not mine. This s not

my fate, s it? I need to make the best of this situation,
ithow? I's al suddenly compl

my doing, nor my choicel I'm trying to be gracious.

need to accept this death of my “old self".

Hope for
the Future

New Identity. New passion of gardening. First baby step

s plnking I comeours 30,28 okl ko it

because of imbalance. My gards

o s has Now I ot only con plant I the grounc, 1 dig
p grass and now havo threo perennial ga
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