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I will present an overview of the research I have been carrying out towards a PhD on Stroke and self-identity among older people from a biographical approach.
First I’ll give a bit of background and talk about the overall aim and the research questions before talking about the methods and the analysis, which is the stage I’m at at the moment.  I’ll then discuss some themes that are emerging from the preliminary analysis.
I became interested in older people and identity through my work in the Division of Health and Social Care Research when I was employed on a project on older people’s medicines use (I’m actually a part time PhD student and I work full time as a researcher.  My first supervisor Myfanwy Morgan is at the Division of Health and Social Care research and Karen Lowton from the Institute of Gerontology is my second supervisor).  Carrying out in depth interviews it was so interesting to see that respondents would never just talk about their medicines, they would talk about them in relation to their stroke and other illnesses they had, they would talk about their family and their homes and their jobs- so this contextualised their medicines use.  The interviews gave me a real insight into these older people’s lives and it became clear that it’s so important to look at chronic illness, such as stroke, in terms of individual’s biographies.
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 Increase In older people living with chronic
conditions.

 Stroke Is the leading cause of disability in England.

* Few studies explore the meaning of chronic iliness
for older people.

e Little research on identity in old age more generally.
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Just to give a bit of background:
The population is ageing, as we know, and more people are living with chronic conditions, in particular stroke which is the leading cause of adult disability in England.  Although there has been a lot of sociological research on the experience of chronic illness in relation to identity and biography there are few studies exploring the meaning of chronic illness for older people, particularly those aged 75 and over.  I also found that there is little research on identity in old age more generally.  
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To explore the experience and meaning of stroke In
relation to the self-identity of older people based on a
biographical-narrative approach.
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From a sociological perspective I aim to explore the experience and meaning of stroke in relation to older people’s self-identity based on a biographical-narrative approach. 
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e To what extent Is stroke experienced and interpreted
as a ‘biographical disruption’ (Bury, 1982) by older
people?

 In what ways does stroke disrupt or allow continuity
of identity for older people?

 How do older people present themselves to others In
personal and public contexts following a stroke?
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And the research questions:
Firstly I will explore the extent to which stroke is experienced and interpreted as a disruption to the identity of the participants, and this will involve looking at the extent to which Bury’s theory of biographical disruption can be applied to the findings.
Based on a qualitative study of relatively young rheumatoid arthritis patients Bury argued that the sudden onset of chronic illness can be drastically disruptive to the structures of everyday life, leading to uncertainty which can dominate people’s lives.  This theory has been highly influential in subsequent sociological studies on the experience of chronic illness. 
However others argue that Bury’s theory of biographical disruption has limited applicability for older people as it was developed in relation to relatively young patients, so this is an issue that I will aim to address with my research.
The second question addresses the meaning of stroke and the ways it has disrupted or enabled continuity of older people’s identity.  For example this will involve exploring the experience of stroke in relation to employment and retirement, which I’ll discuss a bit later on.
The third question focuses on examining the ways in which participants present themselves to others in personal and public contexts through their narratives,  following a stroke.  Here I will draw on sociological theories of identity including Goffman’s (1969) work on the presentation of self, which will also be discussed in this presentation.
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 Qualitative biographical-narrative interviews
(Rosenthal, 2004).

 Begins with open question to elicit the story of their
stroke.

 Respondents give structure to their own narrative.

 Shows how the stroke fits into their biography.
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Now I’ll discuss the method I’m using. I’m carrying out qualitative biographical-narrative interviews with stroke patients which is a method developed by Rosenthal.  I begin the interview with a very open question asking the respondents to tell the story of their stroke.  In this way the respondents give structure to their own narrative with minimal influence from the researcher.  
Their narratives indicate how they make sense of their stroke, what meanings they attach to it, how they present themselves and how they attempt to locate the illness in their overall biography. 
So beginning the interview with an open question is intended to elicit a detailed narrative from the participant that will move the focus away from the listener and on to the memories and feelings of the participant.  After the main narrative I then ask open questions to encourage the participant to talk about certain phases or events in their life in more detail but avoiding specific questions about their reasons or attitudes.  
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Recruited from South London Stroke Register.
Eligibility criteria:

aged 75 and over

living In private households (ie. not institutionalised)
AMT score of 7 or above

able to communicate in English

without severe speech impairment

stroke occurred within the last 12-36 months
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On to the sample:
Interviews have been carried out with older people recruited from the South London Stroke Register.  This is an ongoing population-based register established in 1995, recording first ever stroke in patients of all age groups in a defined area of North Lambeth and North Southwark and has currently recruited approximately 4,000 patients.  
Eligibility criteria for the sample

aged 75 and over
living in private households (ie. not institutionalised) 
an Abbreviated Mental Test (AMT) score of 7 or above (indicated on the register, which excludes those with mild cognitive impairment or memory problems)
able to communicate in English
without severe speech impairment 
stroke occurred within the last 12-36 months. 
 
Interviewing people who had a stroke 1-3 years previously will enable a focus on the longer-term effects of stroke on identity.  Participants will have been through what’s regarded an initial period of physical recovery after 3-6 months (Mayo et al, 1993) and will be adjusting to life at least a year after their stroke. 

From a list of eligible stroke patients I randomly selected patients to write to with a letter inviting them to participate in the study, followed up by a phone call.
All the interviews took place in participants’ homes. 
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« Aim to complete 30 interviews in total
 Theoretical sampling approach

e 13 interviews completed to date

e Currently being analysed

® 8 males, 5 females

® 9 White British, 2 Black Caribbean, 1 from former
Yugoslavia.

® All lived in inner city areas
® Mainly from working class backgrounds
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The aim is to interview up to about 30 people, with equal numbers of male and female participants.
A theoretical sampling approach will be employed as analysis progresses in order to focus on a group of interest that emerges from the data.
So this means I’m carrying out the analysis of the interview data simultaneously with data collection.
So far I’ve carried out 13 biographical narrative interviews which are in the process of being analysed 
So we can see that there are more males in the current sample, and they are mainly White British, all living in urban inner city areas, from working class backgrounds.
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Biographical case reconstruction analysis
(Rosenthal, 2004).

Contextualises events in terms of wider life
histories and circumstances.

_evels of analysis:
Past life events (Life history)

Respondent’s presentation of the narrated personal
Ife story (Life story)
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For the analysis I’m using Rosenthal’s biographical case reconstruction method of analysis that is specifically intended to be applied to interview data based on a biographical narrative interview method.
This method of analysis aims to explore the way that respondents’ structure their narrative by carrying out analysis at 2 different levels of analysis:
The first level aims to identify the actual life events experienced by the respondent, referred to as the life history.  So this level of analysis aims to avoid the respondent’s self-interpretation and part of this stage involves constructing a timeline based on the life events that respondents’ talk about in the narrative, so the aim is to look objectively at these events and avoiding respondent’s own presentation of these events.
In contrast the second level of analysis explores the way in which the respondent has structured their narrative.  For example the way in which they chose to talk about certain themes over others would indicate that these are more important to their identity, and this level of analysis is referred to as the life story as it’s focusing on their own presentation of their biography.

These two levels of analysis; life history events and the narrated life story are then compared and contrasted to interpret the gaps or inconsistencies between the two. The aim here is to explore differences between the 2 in relation to the question ‘what is it in the biography that produces this kind of self-presentation’ (Miethe, 2002: 213). 
So I feel this method is really useful for exploring the respondent’s self-presentation and to gain an understanding of the social context within which the narrative was produced.
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Previous employment and presentation ——

of self (Goffman, 1959)

| was (working) there for twenty six years...| started off sweeping the floor and
then from there | worked my way up to a charge hand... Silk screen printing... |
was in charge of nine, nine girls, | think, two guys.

(‘William’, White British, married, aged 78)

| joined there as an engineer going round putting phones in people’s houses and
that, you know, and to offices, pubs, clubs. | enjoyed it. Good job. You'd get
tips.

(‘Harry’, White British, single, aged 77)

They were lovely people to work for. It was lovely because | get on with
everybody. When | used to clean their homes, it wasn’t their home | was looking
after, it was mine.

(‘Mary’, White British, aged 75)
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As I’m in the process of analysing the data and this is very much a work in progress I will present some themes that have emerged from the preliminary analysis. 

Employment appears to be very important for most of the respondent’s in terms of the way they presented their identity.  Although all respondents were retired apart from one, most talked about their previous working lives in their narratives.  
Here Goffman’s concept of impression management can be applied to the data.  He talks about the construction of self-identity through social interaction in everyday life.  He argues that impression management is something that everyone does and it’s about people presenting themselves in a certain way through what they say and what they do, to project a certain image of themselves in order to fit in with society’s norms and legitimate their social roles.
Drawing on their previous employment can be seen as a way that respondents construct themselves as valuable, capable people, almost distancing themselves from the negative image of frail, disabled, dependent older people.
The quotes here show the respondents talking about the level of responsibility they had while in employment, how long they’d worked in a job for and how much they enjoyed their jobs and how they got on with people at work, creating an image of responsible, committed and hard-working employees.  
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Presentation of self and Sl
previous employment

Since | was 14, I've never been on the dole, I've never consciously
been out, I've never been out of work...When | had Sally |
stopped when she was born and when she was a few months old
my mother babysat for me and | went back to work. | think you've
got to have some purpose and pride.

(‘Mary’, White British, aged 75)



Presenter
Presentation Notes
This quote illustrates Mary’s presentation as a hard-working moral individual, by saying that she’s never been out of work since she was 14, even when she became a mother and that working gives her purpose and pride.  
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| retired when | was 60, which took me two years to get over the
shock. I'd made up my mind | was staying in work till | was 65
but | worked for (a large telecommunications company) and they
were quite adamant that you went at 60.... | was completely
shattered (when | had to retire). | mean I'm what 75 now but
inwardly I'm 27.

(‘Mary’, White British, widowed, aged 75)

My wife didn’t want me to get a job (after | retired) but | said yes |
will. 1 phoned the office, | started there because | was bored
and short of money, it's as simple as that.

(‘Bob’, White British, widowed, aged 87)
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So because work was so important to the identity and self-presentation of some respondents, their narratives presented their experience of retirement as a major disruption to their lives and their self-identity.   Some respondents talked about their enforced retirement at state pension age in terms of a shock.  -Here we can see that Mary describes it as ‘shattering’ and Bob talks about how he was bored and short of money after he retired so he got another job even though his wife didn’t want him to.
It could be argued that their narratives present their experience of retirement as a biographical disruption, showing that Bury’s concept can be applied to other major life events as well as chronic illness.   
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Stroke as biographical disruption INColige
due to enforced retirement

| do miss (work)... If | hadn’t had my stroke I'd still be doing my
(paid) housework probably.

(‘Mary’, White British, aged 75)

It was a good firm while it lasted, well | was there 22 years... they
kept me on, let me stay there as | was 87 before | had the stroke.
Well it wasn’t practical for me to stay there after I'd had a stroke....
But | do miss that because it made a break by meeting people first
thing in the morning you see. Something to do and something to
say...l thought it was going on forever to tell you the truth and
suddenly it hits you.

(‘Bob’, White British, aged 87)
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So now moving on to think about the stroke in relation to employment, preliminary findings show that for some respondents’ their experience of stroke did correspond with Bury’s theory of biographical disruption and for two respondents in particular the stroke was experienced as a disruption because it had led to an enforced abrupt retirement.
Two respondents had taken on employment after initially retiring at state pension age but they had to give up work due the impact of their stroke- Mary’s eyesight had been severely affected and Bob’s had very limited mobility, and was unable to walk outside unaided.  For them, stopping work appeared to be the most important way the stroke had disrupted their lives because work had been such a significant part of their identity.  As bob says, he thought his working life would go on forever before the stroke abruptly ended it.
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reinforcement
(Carricaburu and Pierret, 1995)

On the day, I think | was discharged, (the nurse) said, ‘I'd like you
to become a member of the Stroke Governors Unit as a patient
representative.” She said, ‘I| know you can use a computer, you
appear to be fairly literate, and you're not frightened to stick up
for yourself and other people, and | really would welcome that.’
So I did.....I was invited (to speak to) the Health Minister, and
that was great to sit and have a one to one with him...I was able
to tell him what had happened to me...when he left he thanked me
and asked me how I'd got involved with this. And I said, ‘Well old
trade union habits die hard.’

(‘Tim’, White British, married aged 75 )
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However in contrast to the experience of stroke as a biographical disruption through enforced retirement, one particular respondent presented a narrative that demonstrated the experience of stroke as a continuation of his biography, and in particular his working life.  Although he was retired before the stroke, he drew on his previous employment for a trade union and his role as an activist in local politics to present his experience of stroke as a continuation of his biography as he had become an active patient representative in what he referred to as ‘the stroke governors unit’ at the hospital he was treated at.  As this quote shows, this gave him the opportunity to meet the Health Minister to talk with him about his experience in the hope of improving things for other stroke patients in the future.
So the respondent can be seen as incorporating the stroke into his biography.  I found that Carricaburu and Pierret’s concept of biographical reinforcement is a useful framework for interpreting this respondent’s narrative. 
Based on a study of haemophilic men and homosexual men who were HIV positive they found that both groups of men interpreted their illness in relation to their individual and collective pasts in different ways, to attempt to give continuity to their biographies.  For haemophilic men who had organised their lives around their illness prior to their HIV diagnosis, this was experienced as a continuation of their biography as people living with a genetic condition and for homosexual men their diagnosis reinforced their identity as belonging to a generation of men who fought for the recognition of homosexuality.  So biographical reinforcement emphasises the importance of context in the meaning of illness and the way in which people attempt to incorporate the experience of chronic illness into their biography. 
So in this way this respondent’s experience of stroke can be seen as a continuation of his working life, again demonstrating the importance of employment for identity and self presentation. 
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Employment as preventing stroke

They pensioned me off....I tried to get another job actually. | went
to the labour exchange and | wanted a £50 a week job, and, ‘You
can’t have it,’ they said, ‘You can’'t have it." ...And if I'd had, I'd have
been kept busy and | might not have had the stroke.

(‘Harry’, White British, single, aged 77)

Employment as causing stroke

Whether whatever caused the stroke will cause another one...It
may be that because | was still working at 87 | should have packed
up before then and, but then | become bored so what do you do.

(‘Bob’, White British, aged 87)
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Lastly I just want to highlight another theme that has arisen in relation to stroke and employment.  It seems the respondents’ narratives indicate contrasting ways in which they link their stroke to their own employment history.  We can see here from the first quote that Harry tried to find another job after he had to retire at 65, but had been unable to, and he links this with his stroke, saying that if he were kept busy through work he may not have had the stroke.

In contrast the second quote here shows that Bob, who worked in another job for 22 years after initially retiring at 65, thinks that still working at the age of 87 could have been a factor linked to his stroke.
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e Continue to conduct biographical narrative interviews
e Theoretical sampling approach
e Carry out analysis simultaneously

» Explore other themes to emerge eg. social support
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So I’ll just conclude by saying that the next stage of the research will involve:
Conducting more biographical narrative interviews, with the aim of completing a total of about 30, based on a theoretical sampling approach, so I’ll focus to interviewing a particular group of people depending on the findings that emerge from the analysis.
 This will mean that I’ll continue to carry out analysis simultaneously with conducting the interviews.
 And in addition to employment and retirement I’ll explore other themes in relation to the stroke such as social support, so the role that family and friends play in identity following a stroke.

And that concludes my presentation.
Thank you for listening.
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