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INTRODUCTION

Shared experience

Our interview-based research on family experiences of the vegetative and
minimally conscious states emerged directly from our ‘insider’ experience after our
sister, Polly Kitzinger, suffered severe brain injury in a car accident in March 2009.

SHULA: We were very outgoing. We holidayed most of the
summer. We did things, we, you know – that’s all gone.
That’s the bit you don’t appreciate.

How did being ‘insiders’ affect the research interviews?

INT:

INSIDER

SHULA: It is. And that is the only way I can say that. I did traipse
this house like a trapped animal.

Sexuality & ethnicity

FINDINGS

But there were times when we were
also outsiders. For example

Being insiders…
Interviewer and interviewees sometimes
Compared experience of same clinicians.
Compared signs of patient awareness.
Shared information/advice – (e.g. on care homes,
treatment options).
Laughed and cried together.
Interviewees sometimes told us things they’d told nobody
else (e.g. thoughts of ‘mercy killings’).

We were the ‘expert’ interviewers/researchers – they were participants
in our research study.
The patient was our sister. Some interviewees emphasized that their
experience was different because the patient was their child, their
parent, or their spouse.
We are both female, middle-class, lesbian, middle-aged and white
British but some of the people we interviewed were male, working-class,
heterosexual, young, black and of different ethnicities.
Our analysis shows that the insider/outsider research relationship is not
fixed – even over the course of a single interview. Our status as ‘insiders’
(or ‘outsiders’) is fluctuating, negotiated and sometimes contested, moment
by moment in the course of interaction.

INT:

Were you close [to your brother] before the accident.

JOHN:

Yeah, yeah. Because he used to be my mum’s carer. And
unfortunately he was (pause) gay. Right?

INT:

Right.

JOHN:

And being gay in a [ethnic minority]
family is a no-no.

INT:

Is it? Okay (laughs). Oh dear. So that was

JOHN:

(interrupts) Very difficult.

INT:

a bit of a challenge for the family anyway.

“You know as well as I
do that after the blow has
fallen and the ambulance
men have left and you’ve
drunk the second cup of
tea for shock…”

“I’m sure I don’t
need to tell you
how distressing it
is to watch a relative
having their lungs
suctioned.”

OUTSIDER

Class
ROS:

Whatever it is in our nature as a family – and maybe
you’ve got it as well – we don’t bring the best out of
medical people and they don’t bring the best out of us
(laughs), you know?

INT:

I think it’s partly being assertive, actually.

ROS:

It could well be because they can’t stand
that, can they?

INT:

No.

ROS:

And especially if you talk with a London accent, they think
you’re stupid. “You don’t know. How dare you?”

INT:

With my accent, they just think it’s middle-class posh and
they think I think I know better.

ROS:

Yeah, yeah. But they’re even worse,
I think, if you’re working-class.

Some of our intervieweees (they gave
permission to be filmed for our website).

“I know you
understand. If
anyone does,
you do.”

It’s the cage that comes down.

INSIDER

OUTSIDER

