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Abstract 
Acquired brain injury (ABI) is the primary cause of disability in people under 40 years of age in the UK (Patel et al., 2003). Lived experiences of ABI have neglected by ABI research and the studies that have included them have tended to focus on only one aspect of the experience, such as loss or personal growth. However, a review of the literature suggests that the impacts of ABI are pervasive and the consequences for the individual highly complex. This dual method qualitative study proposed to explore participant-defined meanings and lived experiences of life with an acquired brain injury (ABI) through the synthesis of data from semi-structured interviews and photo elicitation. A longitudinal design is proposed in order to further elucidate the shifting and multidimensional nature of understandings and experiences of ABI. Three key areas of interest would guide the study; how do people living with an acquired brain injury understand their brain injury; what is it like to live with an acquired brain injury; is ambivalence a defining feature of experiences and understandings of life with ABI? Although not an intervention, it is hoped that giving voice to client perspectives will be an empowering experience for participants, who are considered to be experts in the experience of ABI. By allowing participants to talk in their own words and make their invisible disability more visible through photography, this study aims to develop a more balanced representation of life with ABI. 
Understandings and experiences of living with an acquired brain injury (ABI): an ethnographic and interpretative phenomenological analysis.

Introduction
Background
The brain is instrumental to all aspects of perception and behaviour; consequently, damage to the brain can alter a person’s life in fundamental ways. An acquired brain injury (ABI) is a brain injury sustained since birth, unlike congenital or degenerative conditions. ABI is the primary cause of disability in people under 40 years of age in the UK(Patel et al., 2003) There are multiple possible causes, such as a car accident, assault or stroke (Chamberlain, 2006). Brain injuries vary greatly in severity and symptomatology; the most visible signs are epilepsy, speech impairment and paralysis (Silver et al., 2004). However, many people make an excellent physical recovery, often leaving no visible indicator of ABI (Chamberlain, 2006). Various invisible disabilities can also be acquired; frontal lobe damage typically causes executive dysfunction, which encompasses a range of cognitive, emotional and behavioural difficulties (Silver et al., 2004). Generally, acquired deficits have been the focus of ABI research; cognitive difficulties affect an individual’s ability to learn, remember and communicate, while emotional and behavioural difficulties affect inhibition, impulsivity and mood (Jackson and Manchester, 2001). 
In addition to the direct consequences of ABI, psychosocial issues such as relationship breakdown, social isolation, unemployment and increased susceptibility to mental health problems, further entrench the difficulties faced by these individuals (Jumisko et al., 2005; Velikonja et al., 2009; Hesdorffer et al., 2009). The impacts of ABI are highly complex and the perspectives of those with ABI under-researched (Bamford, 2008).
Literature Review
There have been two main waves of research into the experience of ABI. The first wave was largely quantitative, but also includes early qualitative work (Bamford, 2008; Howes et al., 2005). 
Many useful correlations have been established; for instance, positivity has been found to increase with recovery time, depression to decrease with recovery time and the chances of relationship breakdown to increase with injury severity (Chamberlain, 2006; Truelle et al., 2010). While quantitative research has been important in exploring the symptomatology and successful rehabilitation of ABI, it provides a limited insight into the experience of ABI. It focuses largely on deficits and what may improve them, which is just one dimension of an incredibly complex experience (Medved and Brockmeier, 2008). Similarly, early qualitative research tends to emphasise loss in ABI, which is conceptualised as the destruction of the former self (Desjardins, 2011). 
For example, Nochi (1998) identified 5 different ways that ABI can mediate loss of self; lost of self knowledge (memory loss), loss of self through comparison of the pre-injury and post-injury self, loss of self in the eyes of others, the acquirement of cognitive and emotional symptoms, and the stigmatization of the self. Jackson and Manchester (2001) went so far as to call loss of self the “sine qua non of brain injury”. Howes’ (2005) IPA study identified awareness of change, grief, and the struggle to adapt and accept changes as the defining features of ABI. Juminsko’s (2005) IPA study highlights feeling lost, struggling to adapt to the new self, change and loss as central to the experience. Clearly, loss of self is an important part of ABI and has important implications for clinical practice; however, the emphasis on deficits and discontinuity is a crude and unbalanced representation of the post-injury experience, which necessitates further open-ended qualitative research into the ABI perspective (Medved and Brockmeier, 2008). 


In comparison, the second wave of research highlights the potential for personal growth after ABI; these studies emphasise that trauma and loss can create resilience, improve relationships and prompt a new appreciation of life (Desjardins, 2011; McGrath and Linley, 2006). This is known as ‘Post Traumatic Growth’ (PTG) and the current interest in it seems to be a reaction to the purely traumatic conception of ABI, offering a more empowering counter-narrative to this deficit-centred conception. However, it has been argued that the tendency of ABI to reduce self-awareness makes PTG, which is characterised by changes in self-related cognitions, very unlikely (Mailhau et al., 2005; Millis et al., 2001). On the other hand, the huge variance in the severity, location and symptoms of ABI would suggest that self-awareness is not necessarily limited to this extreme. Preliminary qualitative studies suggest that people with ABI can and do experience PTG. For instance, Joseph and Linley (2006) reported positive changes in self-perception, such as increased resilience and kindness towards one’s own weaknesses and Bamford (2008) documents the strengthening of religious or spiritual beliefs.  
However, the PTG perspective also seems incomplete. For example, Jones and colleagues (2011) used structured questionnaires to explore the relationship between injury severity, survivor identity and life satisfaction. They conclude that those with severe ABI identified most strongly as a survivor and received more social support, resulting in higher life satisfaction than those with moderate ABI. This conclusion is at odds with widely replicated findings that people with ABI, particularly severe ABI, are socially isolated and more likely to suffer from depression (Silver et al., 2004; Wood et al., 2005). The title 

of the study, ‘what doesn’t kill us makes us stronger (and more satisfied with life), suggests that participants were more satisfied with life post-injury than pre-injury; however, the data only compares current life satisfaction across injury severities. Studies like this, which focus on one dimension of experience, do not tell us anything about paradoxes or oscillations in experience; they assume that self-identities are stable and singular, as opposed to shifting or multifaceted. As Landau and Hisset (2008) assert, ABI is “an evolving process, not a static event”. Although such studies  provide a starting point for further research, it is likely that they oversimplify a much messier and complex reality, making this new perspective equally problematic.
Although the ‘survivor narrative’ may be empowering, it could also be limiting; the term ‘brain injury survivor’, which appears abundantly in the literature, seems to imply that the individual has recovered and potentially underestimates ABI as a chronic condition. Moreover, the focus on the ‘survivor’ identity and PTG may subjugate or devalue other narratives of ABI, leading participants to hide the more difficult aspects of their experience or feel that they fail to live up to this image. As Kirkpatrick (2008) argues, any ‘master narrative’ can potentially be oppressive through deprivation of opportunity. ‘Quest’ narratives, heroic and idealised conceptions of illness, are intimately connected to social imperatives about illness and the cultural moralization of recovery (Frank, 1995). For example, Lorenz (2010) acknowledges the apparent need of the researcher to romanticize what it means to live with ABI: “Was I choosing to explore Judy’s story because it fulfilled my personal need for a lived experience with brain injury that exemplified agency and enrichment?”This highlights a key paradox of ABI research. There is a need for more empowering interpretations of ABI, which may not necessarily be entirely accurate or representative; however, it is also important to acknowledge and welcome a range of experiences, to ensure that those who do not experience growth and fulfilment are not devalued. To challenge ‘positive’ interpretations of ABI seems unethical; and yet, it seems equally problematic to prompt and reify comforting interpretations that satisfy our cultural ideals of heroism, recovery and growth (Lorenz, 2010; Kirkpatrick, 2008). Clearly, it is important that health research legitimizes a variety of responses to illness (Telford, 2006; Holloway and Jefferson, 2007).
Interestingly, across both waves of ABI research, the self as a monophonic and stable construct is a taken for granted fact (Chamberlain, 2006; Bamford, 2008; Nochi, 1998). The ‘old, pre-injury self’ and the ‘new, post-injury self’ are implicitly constructed as discontinuous, even mutually exclusive, entities. There is little to no consideration of the fact that the self might be a multifaceted construct, as suggested by social and cultural psychological theories (Markus, 1977; Carter, 2000) Researchers tend to consider the recovery of the old self to be impossible and self-defeating, and for good reason (Silver et al., 2004). However, this sometimes leads to the dismissal of the participants’ insistences of consistency and sameness as the denial of loss and change (Myles, 2004). Such interpretations are disempowering and silencing. It is, however, quite plausible that individuals vary in the complexity of their self-concept, which could influence how individuals cope with the experience of ABI (Linville, 1987). Wongvatunya and Porter (2008) found that parents of adolescents with ABI perceived them as being both the same and different; however, little is known about whether people ABI themselves hold contradictory self-images.
A
s Patterson (2001) asserts, the experience of a chronic illness is “an on-going, continually shifting process in which people experience a complex dialectic between themselves and their world”; if we consider self-identity to be multifaceted, different roles and contexts could produce a range of relationships to ABI. Lorenz’s (2010) case study of post-injury life develops the idea of ‘multiple partial identities’. This study, which analyses interview data and photographs taken by the participant, revealed a post-injured self with a multiplicity of definitions. Lorenz suggests the psychological task of ABI is to develop an identity that includes “new brain-injured self” as one of its multiple partial identities. Lorenz’ conception allows for the acknowledgment of change, but without reducing the individual to their ABI and keeps open the possibility of consistency.
Qualitative research into the perspectives of individuals with ABI has provided new insights into the priorities and needs of these individuals. The shift in focus from deficits and trauma to the potential for personal growth and fulfilment has been an important reaction to derogatory and hopeless conceptions of ABI (Desjardins, 2011). However, it is equally important that research also honours the suffering often endured by these individuals. In isolation, neither of these perspectives provides an adequate conception of life after ABI. As Roscigno and Van Liew (2008) assert, “more studies that include unbiased methods able to capture subjective experiences and what they mean to individuals with ABI are needed”. In particular, the use of methods requiring sustained contact with participants is needed in order to capture the multidimensionality of perspectives; this is reflected in the methodology of this study. 
Aims 
This study explores participant defined meanings and lived experiences of ABI. The main aim is to synthesise client perspectives, staff perspectives and ethnographic observations of Headway day services rehabilitation centre. Furthermore, it is hoped that this study will offer people with ABI the opportunity to tell their story and allow them to feel that their perspectives are a valid source of knowledge (Holloway and Jefferson, 2007; Kirkpatrick, 2008). Two broad areas of interest guided the study:

1. How is ABI understood?
2. What is it like to live with ABI? 
3. 
4. 
5. 
Methodology
Method
A qualitative approach was chosen in order to explore in an open-ended way how people experience and understand ABI. In general, qualitative ABI research explores the perspective of one group, such as clients or healthcare professionals, and with little consideration of the rehabilitation context in which they are situated (Nochi, 2000; Jumisko, 2007; Roscigno and Van Liew, 2008). The current study addressed this issue by incorporating client and staff perspectives, and locating the interview analysis in the context of a short piece of ethnographic work at Headway day centre. Moreover, it has been argued that ethnography could be utilized more in psychology and that Interpretative Phenomenological Analysis (IPA) in particular can be complimentary to ethnographic work (Scott-Jones and Watt, 2010). To the best of the author’s knowledge, ethnography and IPA have not previously been combined to explore experiences of ABI. However, it has been argued in nursing research that combining ethnography and IPA allows the researcher to highlight their interpretation of participant’ subjective experiences whilst considering the cultural background of the phenomenon (Maggs-Rapport, 2000). 
 IPA research explores how a phenomenon is perceived and how meaning is made through the rigorous and systematic analysis of experiential data; it is therefore consistent with the primary aim of this research, as it allows for the in-depth exploration of lived experience and provides a framework for taking client perspectives seriously (Smith et al., 1999). IPA highlights both the shared and idiographic elements of experience. The analysis is collaborative; the participants are experts in the phenomenon being studied and the researcher is an interested learner who aims to capture and explore the phenomenon. The researcher has an explicit role in the creation of the analysis, which aims to balance the input of the phenomenological insider and the interpretative outsider through reflexivity and attentiveness to the participants’ words (Reid et al., 2005). IPA allows participants to talk in their own terms, unlike structured interviews or questionnaires, which may limit responses, seems to demand a particular type of narrative or impose a vocabulary on the participant with which to structure their experiences (Nochi, 2000). However, it is important to remember that the conclusions of the analysis are a subjective interpretation and not a definitive account of the phenomenon. 
In ethnographic work, the researcher enters the social setting of the group of study to social and interactional processes of their everyday lives (Emerson, 1995). It aims to capture the social reality of the group through the production of field-notes that describe the activities and discourses of the group, particularly their concerns, values and understandings (Geertz, 1973). In this study, ethnographic observation will be used to contextualise the interviews and explore the meanings that guide the lives of people with ABI.
Data collection 

Ethical approval was obtained from the University’s Psychology Research Ethics Committee prior to data collection. There were 2 phases of data collection. Firstly, the researcher observed and participated in six Headway day service sessions over a period of 2 weeks; each session lasted 1.5 hours, plus break and lunch times. Detailed notes were taken during sessions and informal conversations were recorded at the nearest opportunity. The notes were then written up into an ethnographic report following Emerson’s (1995) guidelines. Secondly, semi-structured, voice-recorded interviews were conducted at Headway with 2 clients and 2 members of staff. Interviews began with the question ‘can you tell me how you came to be a client here?’, allowing participants to guide the interview. An interview agenda was used when necessary (Appendix 1); however it was not prescriptive, care was taken to ensure questions were non-directive  and sensitive topics were only approached if the participants raised this topic themselves. The interviews were then transcribed. One of the participants, Jane, provided the researcher with a booklet she wrote in 2009 about her experiences that is available to clients at Headway; the booklet was included as an ethnographic document and supplement to Jane’s interview.
Participants 
Participants were recruited for interview by purposive sampling; the researcher gave a few presentations about the study at various sessions and handed out information sheets. 



The inclusion criteria were that participants must be either a client or member of staff at Headway, must be over 18 years old and must be considered by staff to have the capacity for informed consent. The age range was 30-51 years and the average number of years since the injury was 12 years. Pseudonyms have been used.





Data Analysis
Analytic procedures
An 
inductive thematic analysis was conducted on the ethnographic report, as outlined by Braun and Clarke (2006). The report was read multiple times and analysed line by line to develop the initial codes. These codes were then collated and sorted into overarching themes and sub-themes. The themes were then verified against the data.
The IPA of the interview transcripts was 
conducted following Smith and Osborn’s (2003) guidelines. Firstly, 
unfocused notes were made upon the first engagement with each transcript. The transcripts were then analysed in depth with reference to the initial impressions, assigning theme to each line to capture its meaning. Themes were clustered together as shared meanings became apparent and emerging theme title noted in the margin. In vivo theme titles were used where possible. This process was repeated until no new themes emerged. 

A 
summary table was made for each transcript of subordinate (initial) and superordinate (clustered) themes, with quotations and line references. Superordinate themes from across transcripts were integrated to create master themes 
and refine superordinate themes. The major themes from the interview analysis and ethnographic analysis were then compared to develop themes that represented the whole data set.  


Results 
Overview
From the synthesis of the two data sets 4 master themes were constructed; ‘ambivalent feelings towards ABI’, ‘a fluctuating sense of agency’, ‘understanding and misunderstanding ABI’ and ‘still having a life to live’ (Table 1).
Table 1

	Master themes
	Ambivalent feelings towards ABI
	A fluctuating sense of agency
	Understanding and misunderstanding ABI
	Still having a life to live

	Superordinate themes
	Devastation

Being the same

A catalyst for personal growth

Finding balance


	Diminished sense of agency

Regaining agency through participation

Mastery
	Being misunderstood

Solidarity at Headway


	Having things to enjoy

Being positive

Being capable and useful


Ambivalent feelings towards ABI

Client and staff experiences were characterised by ambivalence, as seemingly contradictory ideas and emotions shaped discussions of ABI. The language of bereavement and chaotic imagery were used to articulate the physical, psychological and social consequences of ABI. Interestingly, the same participants who discussed ABI in terms of devastation also described ABI as a catalyst for personal growth. Participants’ constructions of ABI varied throughout the course of the interview, suggesting the complex and multifaceted nature of ABI. This was that only theme that appeared in the interview but not the ethnographic data; however, it featured very strongly in the interviews, and given the different contexts and kinds of data the two methods elicit, it makes sense that such abstract and introspective ideas didn’t emerge at the day centre. 
Devastation

Support worker Tom said, in his experience, “it’s quite rare that people get back to the life they had before”. In her interview, Jane creates a picture of incessant loss: “I used to a cardio-thoracic nurse and a midwife, I used to be attractive, I used to married, I used to be there for my daughter”. Both Oscar and Jane used images of chaos and devastation to convey the enormous changes they had endured; Jane’s booklet open with a photograph of the wreckage from her accident.  In the opening section, she writes: ““The world of a bereaved person is in chaos…she feels as if the most central aspect of herself is gone…the world itself has become meaning and irrelevant”. Here, she characterises ABI as the death of her former self, for which she is grieving. The evocation of her new, post-injury world is a nihilistic one. Similarly, Oscar’s world is in disorder; “my life is upside down, in almost every department of my life”. Jane echoes this sentiment; she writes, “Life would never be what it was before. I would never be who I was before”, creating an impression of fundamental, irrevocable change. 
At the most extreme, discussions of the turmoil caused by ABI culminated in ideas of self-annihilation. Oscar said that Headway exists so that “people don’t get in depression and get suicidal thinking”. In her interview, Jane raised the issue more directly: “I know what it’s like to wake up and wish I’d died in that accident. I won’t kill myself, but I know why a lot of people do with head injuries”. For Jane, these feelings seem to stem from a daily struggle against the debilitating impacts of ABI:

“You work on a day to day basis with the frustration and anger of not being able to do things the way that you used to…I’m so desperately unhappy, I have to motivate myself on a daily basis.”

She relates her suicidal thoughts to the fact that 15 years post-injury, she is still mourning what she has lost: “I’ve gone through all stages of having a head injury, except acceptance, I’m still dealing with the grief. I’m still looking at the person I used to be.” She is continually eluded by the final stage of acceptance and the language of bereavement is suggestive of being haunted by the pre-injury self. Without acceptance, Jane struggles to envision a future.  

Being the same 

Despite conveying immense loss and change, participants believed they were the same in some ways. Hobbies and interests provided a source of continuity; Jane has “always wanted to be a travel journalist”, and since her injury she has travelled widely and started a travel blog. Similarly, although no longer teaching, Oscar still identifies as an academic and keeps his brain active; “still I sharpen my brain because I have vain personality like an academician does”. Oscar suggested that misconceptions about brain injury impede his sense of sameness, as “people don’t grasp that you are able to work intellectually”. He believed his personality was essentially the same: “I like documentaries and factual programmes…maybe I am weird that I am not watching X factor, but I don’t like it really and before I was the same personality.” Moreover, Oscar situates his illness experience within the context of a long-held life philosophy: “Of course, it helps me to know more [about ABI] because it is my philosophy in life, ‘if something hit you, stand up and understand what’s going on.” Oscar’s response to ABI is heavily influenced by existing beliefs about the moral importance of the “endeavour to understand what’s going on”. At the end of the interview, when asked if he had anything to add, he gave a summary of his cognitive difficulties and then added, “but everything else is alright”, emphasising that parts of him remain unhurt.

Similarly, Jane’s booklet features a poem to demonstrate that the injury has not completely destroyed her: 

“I wasn’t my body, that was only my cell…my body was hurt and my brain was too, but my spirit is bright and reaches to you…my spirit is safe for eternity, that’s the real me I want you to see”.

The paradox of “I wasn’t my body” and the notion of the “real me” that is “safe” suggest an essential core of personhood that remains unharmed, and protests against the reduction of a person to their injured body. In her interview, Jane elaborates on how she is the same:
“I just wish I had somebody to love me for the way that I am now. I’ve still got a level of intelligence, I can still have an interesting conversation, I’m still incredibly fast minded in many ways”. 

Jane juxtaposes change and stability within the self; she acknowledges that she has changed, but draws upon the consistencies to assert her self-worth
. Negative representations of ABI, which were mentioned by all interviewees, appear to encroach on Jane’s identity; although aware of having changed, she suggests that she has not changed in the ways that people assume, recalling Breakwell’s (1986) Identity Process Theory. As Oscar suggests, the confusion of ABI with learning disability and brain damage leads others to overlook their intelligence and perceptiveness.
A catalyst for personal growth

In addition to assertions of sameness amongst the devastation, some participants also felt that their injuries had facilitated personal growth. Oscar described how disinhibition has made him more sociable: “I have lost inhibition in my mind in positive way…this shy person who is so laconic, so rational, that’s really changed…Before, I only talk to you like computer, ‘yes’, ‘no’, ‘1’, ‘0’.” He compares himself to a computer that only communicates using binary code, suggesting his experience of ABI as a process of becoming more human through deepened social interaction. He describes the whole experience as “something like looking in mirror”; a metaphor suggesting increased self-reflection and clarity. He is less complacent and less self-assured, but considers this conducive to personal growth: “I’m thinking about every step in my life, in my action, in my thinking. So something worse is good for me in life after this brain injury. So it is not only negative thing in life”. He uses the paradox of something bad being something good to explain how acquiring cognitive impairments has been a humbling experience that facilitated greater self-awareness. As explored earlier, Oscar believes he is the same in fundamental ways; however, images of stability co-exist with images of growth and loss. 
Jane did not allude to personal growth during her interview. However, her booklet is characterised by images of enlightenment; on the front cover is one of her drawings, which shows a woman stepping out of darkness into light. In the text, she conceptualises her accident as an “awakening experience”, through which she “linked into a Higher Force”. Although Jane held spiritual beliefs before the accident, she describes developing a “deeper comprehension of learning and understanding”. She interprets her ABI as disconnecting her from her former life and offering her a new experience that offers new insights. She also provides a more tangible example of how ABI has facilitated growth; “my gifts of writing and creative artwork have progressed. I now paint with my left hand, instead of my right.” She considers being unable to use her right hand an opportunity to develop artistic competence with her left. 

The experience of growth was not limited to the clients only; Tom suggested his job was a real “eye opener” that made him more appreciative of life. Furthermore, his experiences have improved his relationship with his father, who has ABI, making him “feel more equipped to deal with the emotional fall out of it better”. 

Finding balance  

Participants’ understandings and experiences of ABI were characterised by the need to reconcile contradictory ideas. Tom describes his job as a balancing act:

“We try not to cotton wool it too much. We’re quite honest about what your injury means. It’s a balance of being honest, but saying ‘you’re life’s not over, there’s all these good things that you could do’”. He emphasises the need to acknowledge the impacts of ABI, but without depriving clients of hope or over-focusing on loss. His conceptualization of ABI is marked by ambivalence: 

“There is something about it that’s hard to look at…the fragile nature of humans beings is scary, so I get why people can think of it as depressing…but it’s also inspirational. Not in a Hollywood kind of way, where the music comes on and everyone bursts into tears, it’s a lot more subtle and real.” 

He contrasts the fear and despondency evoked by ABI with the capacity for genuine inspiration and admiration. 

Jane has developed an understanding of ABI that acknowledges the complex loss and gain; for Jane, it is “a paradox”, as there is “grief, sense of loss, loneliness, changes that seem almost too much to take”, but there is also newfound “awareness, enlightenment, inspiration and understanding”. Similarly, Oscar accepts his cognitive impairments, but they don’t define his experience; “they discover that I have some problems, but I am normal, I can do things”. Jane highlights the vacillations in her viewpoint, outlining the tension between the desire for death and a commitment to life: “There are days when I feel much more positive, believing that I have a life to live. Unfortunately, I still have times when I feel I should have died in the accident”. She balances the immense struggle with a sense of possibility; “coming to terms with what I have lost is an incredibly difficult thing to do. Difficult, yes. Impossible, no.” Moreover, she acknowledges the coexistence of conflicting emotions and perceptions; “my happiness and my pain can live together in me”.

Understanding and misunderstanding ABI 

The need to be around those who understand ABI and the frustration of being misunderstood was a central preoccupation for interviewees and at the day centre. Participants’ expressed a need for ABI to be recognised as a real, but without being stigmatized by it. 
Being misunderstood

Speaking about ABI, Tom said: “Its really misunderstood…people think very much think of learning disability and there’s just a general perception that if you can’t see a disability then someone isn’t disabled”. This suggests that lack of understanding of what it is can lead to the confusion of ABI with other disabilities, and the invisibility of ABI can cause scepticism over its status as a chronic illness. Oscar describes how his ABI is confused with congenital brain damage, learning disability and mental illness: “They think that we are brain damaged or have problems with intelligence. People get it confused with mental health.” Oscar uses the distinction of “jacket and straightjacket” to explain the discrepancy between the publics
’ view of ABI and the reality; for Oscar, the straightjacket symbolizes abnormality and exclusion from everyday society, and to be associated with this is hurtful because he belongs in a normal jacket like those without ABI. 

Lack of insight into ABI is also a source of concern for Jane:

“They have no real comprehension. They can’t visualize the damage to the body. People can’t comprehend what it is to live with it…it does distress me that so many people have so little comprehension of severe head injuries” 

Jane and Oscar suggest that misconceptions and mistrust of ABI are discrediting and isolating. The invisibility of ABI allows its legitimacy to be questioned, as Oscar explains: “I have invisible, unrecognizable problem…if they can see something physical, a problem with your motion, they trust you.” He believes that lacking of a physical marker of the injury leads either to mistrust or to the conclusion that you “must be something weird” that you are able bodied, but have cognitive impairments, again suggesting misunderstanding of ABI as a source of alienation. Tom described how the invisibility of ABI leads to the misinterpretation of cognitive symptoms, such as disinhibition; “people just think they’re being awkward or annoying…they don’t think their disability is legitimate”. 

At the day centre, a new client, Kim, was aware that many people do not take ABI seriously. In informal conversation, she outlined her need for extra support; “I just really need to get my feelings out”. When asked if she would a support worker to be informed so this could be arranged, she hesitated before reluctantly agreeing, adding that she didn’t think anything would come of it; “I think people find me annoying, so they don’t listen”. Even at Headway, Kim worried about being taken seriously; her concern that people find her “annoying” echoes what Tom said about the misinterpretation of symptoms as an undesirable personality trait. Kim struggles with inhibition and following instructions and how others may misinterpret her symptoms leave her feeling silenced and discredited.

Solidarity at Headway

At the day centre, two distinct types of interaction between clients were observed. The first was mutually supportive behaviour; for example, when informed that a new client would be joining the session Andrew said, “we will make her very welcome”. The support worker explained that the new client was still finding her feet; Andrew replied, “Some of us will always be finding our feet.” Andrew highlights that recovery is often a life-long process, implicitly suggesting that this perfectly acceptable. Here, Andrew speaks in first person plural, as several others did, creating a sense of shared experience. The second style of interaction was banter; clients made fun of themselves and others, which seemed to be a way of bonding, making light of serious issues and reclaiming negative labels associated with ABI. For example, when Oscar signed up to be interviewed and was asked for his name he jokingly replied, “I am the most difficult client here”. Similarly, when Bill first introduced himself, he said, “you need to be careful with these lot”. As Bill took his seat in a session, Andrew playfully said, “be careful with this one, he’s a handful”. The jokes made revolved around ideas of people with ABI being difficult, which as shown earlier, is a common misperception of those with ABI. The clients appeared to be disarming this negative stereotype by making it the subject of their banter. 
A fluctuating sense of agency  

During the interviews and observed sessions, participants described ABI as impinging on their sense of agency; that is, their sense of control over their actions and perceived capacity to be effectual. Many clients described feeling estranged from their bodies and disempowered by their need for support; for several clients, this created an impression of no longer being one’s self. By contrast, the aim of Headway is to encourage client participation and enable independence, which bolsters clients’ sense of agency. The impact of Headway was reflected in clients’ control taking behaviours and assertions of capability. 
Diminished sense of agency 

Four clients at the day centre described ABI as taking control of their bodies and their lives. In a social skills session, Andrew explained that he suffers from waking seizures; “It’s like I’m locked in, I’m still awake, but I can’t move, can’t speak, can’t do anything”. He perceives a disconnection between his mind and body, as he is still conscious, but unable to move. Andrew’s description of being “locked in” is suggestive of being imprisoned in the body; similarly, Jane describes her “very upmarket property”, which she is rarely able to leave due to high anxiety levels, as a “glorified prison”. Andrew and Jane suggest their ABI as a form of captivity, which is a clear image of diminished agency
. Marie, who has impaired speech and mobility, added that she also experiences mind-body disconnection; “my brain doesn’t communicate with my body. I can think about what I want to do, but I can’t do it”. Some clients experienced reduced agency intermittently, such as when having a seizure. Carl, however, whose ABI put him in a wheelchair, experiences diminished sense of agency on a daily basis; “not being able bodied, it’s a journey from independence to dependence.” Carl explained that he now needs help with everyday tasks, such as showering, which he finds demeaning and hard to accept. Similarly, Jane’s booklet emphasises the transition to dependence; “I was, and still am, unable to work. I have 24 hour care, 7 days a week…I am a Registered Disabled Person”. 

Cognitive and emotional symptoms also reduced sense of agency. In a session about stress management, Luke describes the sudden changes in mood caused by executive dysfunction; “I sometimes get angry out of nowhere or take things the wrong way, but it’s my brain. I can’t help it.” Luke felt powerless to control his irritability and stressed the physical basis of these symptoms in the brain. Andrew, who has short-term memory problems, describes getting lost on his way to buy a newspaper; “I was so lost and so disoriented, I burst into tears. It was so overwhelming, not to be able to go to the shop by myself”. Andrew’s memory impairment prevents him from going out alone, limiting his autonomy. For Jane, although her injuries haven’t physically stopped her from drawing, her memory impairment reduces her confidence in her artistic abilities, as the gaps in her memory obstruct her sense of ownership over her artwork:

“Listen, some of those pictures on my website I can’t even remember doing…Kathy asked me to draw a picture of 4 little Pooh Bears, and when I sat down I thought, I can’t draw this, but within 20 minutes I’d drawn all 4…It’s because I had that doubt. I don’t have a lot of confidence, and yet I’m a very gifted, talented person. I’ve written a piece to go with Norway, but because of my memory I can’t really remember going.”

The dissonance between her demonstrable artistic skill and her inability to remember actually drawing the pictures, results in self-doubt and reluctance to try. Her impairment also disrupts her travel blog; she is keen to be productive, but her memory detracts from her ability to create. 
Likewise, Oscar has low self-confidence due to his attention deficit, which forced his retirement from teaching: “I get so frustrated and furious inside because I make so many mistakes because of distraction. I hate myself, and think ‘how can you do it?’” Sensitivity to distraction impedes his ability to think and act, as he can’t help ‘switching off’. His inability to concentrate on simple tasks leads to disbelief and self-questioning, suggesting estrangement from his injured brain. Oscar, Jane, Andrew, Marie, Luke and Carl all described ABI as disconnecting them from their bodies and reducing their capacity for action, which suggests a diminished sense of agency. As Jane summarises, “head injuries can change your thoughts, your memories and your emotions”. 
Regaining sense of agency through participation at Headway
Tom described Headway as “helping people to be as independent as possible” and a “place that people want to come to, rather than somewhere they get sent to”. This was evident in the layout of the centre, which was oriented at assisting clients’ participation and enabling their independence. For instance, the whiteboard timetable allows clients to find out for themselves where they need to be if they forget. Clients bring their own lunch and help themselves to hot drinks during break-time; the coffee is emptied out into bowls so there is no need to unscrew a jar and milk is in a dispenser so there is no need to pour from a bottle, which could be difficult for clients with physical impairments. At the end of break-time, clients put their cups in the dishwasher; everything in the kitchen is labelled so that those with cognitive impairments can find their own way around. 
Furthermore, the content and structure of sessions are designed to provide clients with the information and skills needed to continue activities independently. Clients took part in demonstrations and each had a role in group tasks; for instance, the cooking group worked together to make a fruit smoothie, which showed the clients that they were capable of making something. Sessions were interactive, always encouraging clients to participate in discussions and share experiences. The researcher’s sense of Headway was that it is far from institutional. Clients are not there to be ‘fixed’ by the professionals; on the contrary, clients are there to participate in activities of their choosing, socialize and exercise their independence. Some activities were directed at cognitive progress, but some were purely for enjoyment and allowing clients to realize their capability, such as the art class. 

The efficacy of Headway in facilitating clients’ sense of agency was evident; in her booklet, Jane writes; 

“I understand and appreciate some individuals following a severe ‘head injury’ are able to make effective decisions, trust themselves and their abilities...[At Headway] we can learn to relax…We can look at those beliefs that we hold about ourselves that may be negative and we can change our approach and turn those things that seemed impossible, possible” 
Here, Jane views people with ABI as capable of taking control and mastering cognitive changes, which cause a sense of estrangement and powerlessness as explored above, through participation and self-awareness.  The repetition of “we can” creates an impression of ABI characterised by empowerment, ability and possibility. This recalls a stress management session, which focused on accepted one’s own role in creating stress and developing strategies to reduce it. Similarly, Andrew kicked off a discussion about ‘requests and demands’ by saying, “aggression and hostility invites aggression and hostility”, emphasising himself as an active agent in social interaction. This contrasts sharply with clients’ descriptions of losing control over their bodies, cognition and lives. Although Jane describes her cognitive difficulties as weakening her memories, impeding her self-confidence and diminishing her sense of agency, she also demonstrates ownership of her cognition and experiences; “my attitude towards the pain in my life will determine how I experience it”. Headway provides an arena for self-reflection, self-regulation and self-actualization, thus enabling clients to reclaim their autonomy. 
Mastery 

Participation at Headway strengthens clients’ sense of agency, which is often disrupted by the presence of symptoms and dependence on others. A key means of strengthening sense of agency is through developing a sense of mastery over the injury. Jane, as explored above, finds mastery through self-awareness and self-regulation. She also asserts the importance of positive thinking and explains how this can increase a person’s control over their experience: “I feel that optimism builds inner strength… You can build your own hopefulness, your own resilience, your own purpose.” She believes that while people with ABI may have lost a lot of their independence and their abilities, they still control their outlook on life, which can be a useful resource. Jane’s booklet is suggestive of mastery through self-healing; “for my life to be happy, I had to love myself completely. I had to heal my instincts and my intuition”. For Jane, self-acceptance is the key to dealing with the fallout of ABI.

For Oscar, knowledge about ABI and cognitive stimulation is essential: “I like language and cognitive activities, anything that will utilize my grey cells…my philosophy is ‘use it or lose it’ with your brain, in other explanation, monotony makes atrophy”. Unlike Jane, who considers self-confidence and optimism to be essential, Oscar thinks about his brain in very scientific terms, hoping to prevent further injury to his brain in the form of atrophy by keeping it active. In addition, Oscar views trying to make sense and understand ABI as important: “I learn all about the brain now…you have to understand what’s the reason, and after that it is easier for you to overcome”. Oscar believes that knowledge about ABI is empowering and facilitates a sense of mastery. He made this connection explicitly during a session when he said; “knowledge is power, to know about our brain and our injury is our advantage”. Interestingly, in a gardening session a few weeks before, a PowerPoint presentation about growing seeds featured a slide saying, “Information is power”. This reinforces the idea that participation at Headway is important for regaining a sense of agency. Discussions of mastery, which was pursued in different ways by different clients, create a more agentic perspective on ABI than the discussions about the experience of symptoms. 

Still having a life to live

Although clients often discussed the tribulations of living with ABI, they also demonstrated the belief that their lives were not over. Clients considered themselves capable individuals, who experience enjoyment and remain positive. This outlook appeared to stem at least in part from the independence, recreation and social support they experienced at Headway, suggesting sense of agency is instrumental to this belief. There was some evidence that Post-Traumatic Growth contributes to this belief; however, while PTG featured quite strongly in Oscar’s interview and Jane’s booklet, it appeared only once during participation observation. 
Enjoyment

Many participants demonstrated that they still experience enjoyment. Jane has a travel blog where she uploads her photography and writes about each destination; “I love writing about it”. In her booklet, she reflects on her travels; “then, and now, they are spiritual experiences, filled with nature and the essences of life”. For Jane, travelling and photography are sources of wonder and beauty that allow her to feel close to a “Higher Power”. She emphasises that travel writing is a “life long love”, suggesting it as a source of continuity in her life. Similarly, Luke enjoys the art class; “it gives me something to look forward to, and I’ve been told I’m quite good”. Bill, like many clients, was very enthusiastic about the opportunities afforded by Headway; “It’s very important the work they do here, it gives people something”. Clients also described enjoyment outside Headway. Steve has taken up stone carving; “It gives me something to look forward to, and I like making something that’s my own that I can keep.” Steve enjoys the sense of agency that comes from creating something and echoes Luke about the importance of having things to look forward to. Luke plays snooker at a local club; “they know I’m not 100% the other lads, but they let me play with them anyway”. His enjoyment seemed to stem, at least in part, from the acceptance he has found in the community. Bill liked to show off pictures of his grandson, who was born a few years after the injury and was clearly a source of delight. Participants made it clear that finding enjoyment is still possible, and that having things to look forward to is essential. 

Being positive

Many participants were optimistic about life and some conceptualized their ABI in positive terms. Clients believed in the importance of living now; Bill said, “seize the day, do the best you can, while you can“ and Jane urged, “believe in yourself and live for today”. Bill framed his experience in terms of luck; he described how he had a haemorrhage outside his workplace and that by pure chance, a doctor drove past and helped him. Bill said, “it wasn’t just any doctor either, it was my own doctor, I can’t believe how lucky I was. It just wasn’t my time to go”. For Bill, the experience is characterised by unbelievable luck and gratitude for still being alive. Similarly, in a stress management session, Bill explained that because of his memory impairment, he couldn’t really remember enough to get stressed, suggesting that his injury has a protective function; “I’m a lucky man in that respect”. Likewise, Oscar suggests that his injury is his body’s way of regulating his behaviour, thus protecting him in the long run: “it was the consequences of stress and trauma. So it’s the right time to be more quiet and more relaxed, not hurry as before…now it’s please slow down, sit down, think properly step-by-step”. 

In her booklet, Jane outlines her spiritual beliefs; “the spirit can be born again into yet more realms for learning and progress”. These beliefs are not new; she was a member of the National Federation of Spiritual Healers before her accident, again demonstrating how the illness experience is informed by the context of a whole life. Jane’s interpretation of ABI echoes her beliefs that life is an endless learning experience, during which a person takes many different forms; “My life has a new beginning. My life has not ended. It has begun again”. Her description of the dramatic changes in her life is suggestive of reincarnation within life. Jane’s beliefs allow her to reinterpret the losses as “true learning” that will advance her spiritual well-being. However, during her interview, she expresses anger at “the Higher Force”:
“I feel angry at the Higher Force, because I do believe you’re born onto this earth to learn and progress…I do believe that it was destined that I had a severe accident. There must be a reason why I’ve stayed alive, I just don’t know what it is yet.” 

The meaning Jane previously assigned to her illness experience through her spiritual beliefs appears to have been lost; she grapples with the dissonance between her belief that the purpose of life is to learn and progress, and her belief that she was destined to be severely brain-injured, which impedes her learning. Here, she experiences her spiritual beliefs as disempowering; the notion that she was “destined to have a severe accident” has tragic connotations, suggestive of a cruel “Higher Force”. The discrepancy between Jane’s booklet and Jane’s interview suggest that while people with ABI do demonstrate optimism and satisfaction, that these beliefs are not necessarily stable, recalling Patterson’s (2001) assertion that the relationship to chronic illness is shifting and depends on whether illness is in the background or foreground. Longitudinal research may important for elucidating the oscillations and ambivalence of the experience of ABI. 

Being capable and useful  

Many participants demonstrated that they are still capable and productive individuals. Karen, who works in one-to-one support, described a mutually beneficial relationship with her client: “I’ve had a lot of illnesses since I’ve been with her, she’s probably helped me as much as I’ve helped her in a round about way”. At the day centre, Bill and Luke urged the researcher several times that they were more than happy to help, either by sharing their experiences, giving a tour of the centre or facilitating introductions. Oscar explained that although he no longer teaches, he is still assists his colleagues: “I can make for my friends comments on their scientific articles still… And that satisfies me psychologically speaking, that I am not useless”. Helping others with their work allows Oscar to reclaim the sense of agency that has been diminished by his inability to lecture due to attentional problems. Moreover, when Oscar came to register his interest in being interviewed, he revealed that English is not his first language and that he is fluent in 5 languages “even after the injury”, demonstrating that some abilities have been unaffected by ABI.

 Jane, whose career as a nurse was cut short by ABI, set up a website to showcase her writing and artwork. When asked what motivated her to do this, she replied, “to share my creative abilities. We originally set it up primarily for people with disabilities, to give them some hope…I just hope that book has helped some people”. Jane has replaced nursing with an alternative way of helping people; her artwork demonstrates that with determination, accomplishment is still possible, and her writings about ABI put her experiences to good use. One of her pieces has recently been published in Kindred Spirit magazine. Furthermore, Jane suggests her reason for being interviewed is to make a contribution to research “I don’t have a lot of confidence in myself, but I really wanted to help you”. Similarly, Oscar seemed grateful for the opportunity to be taken seriously as an expert in ABI; “thank you for having me in your scientific study”. For Jane and Oscar, being helpful to others provides continuity with their post-injury lives and bolsters their sense of agency. 

Discussion

The analysis demonstrates that experiences of ABI are highly complex and fraught with ambivalence. Participants described various relationships to ABI; some elements of their experience were characterised by hope and empowerment, while others were marked by loss and struggle. The findings will be discussed in relation to the 2 key areas of interest and existing literature.

How is ABI understood?

Participants emphasised that misconceptions of ABI are still rife; in particular, the confusion with congenital brain damage and mental illness, which participants found stigmatizing and limiting. Awareness campaigns could specifically target these misconceptions. Oscar and Jane’s interviews demonstrate the importance of context in shaping understandings and experiences of ABI. Participants’ existing beliefs, such as Jane’s spirituality and Oscar’s scientific background, informed their response to ABI. For Jane, her injuries were destined, which allows her to view it, at times, as a “learning experience”. For Oscar, it is his body’s way of telling him to take it easy. For Bill, the unusual circumstances of the accident lead him to interpret his experience as one of luck rather than loss. The importance of context and uniqueness of clients’ stories makes it difficult to generalise about experiences of ABI; however, ideas of ambivalence and paradox featured strongly across the interviews. At the day centre, where interaction with clients was briefer, often from a distance and during rehabilitation sessions, the most prominent way of talking about ABI was as something controllable that does not prevent independence or enjoyment. 

What is it like to live with ABI?

Participants’ ‘ambivalent feelings’ demonstrates the complex impact of ABI on selfhood; loss, growth, struggle, capability and resilience coexisted within interview participants’ experiences of ABI; therefore, this study provide evidence for the perspectives offered by both waves of ABI research. For example, Nochi’s (1998) interpretation of ABI as loss of self by numerous means is supported. ‘Loss of self through cognitive symptoms’ was evident at the day centre, where participants discussed how the presence of symptoms diminished their sense of agency and estranged them from their bodies. ‘Loss of self by comparison with pre-injury self’ featured in Oscar and Jane’s discussions of the grief caused by the changes they had endured. ‘Loss of self knowledge due to memory impairment’ was described by Jane, whose memory impairment encroaches on her confidence in her creative abilities, and by Andrew, whose independence was limited by his tendency to get lost. Finally, ‘stigmatization of the self by labels’ was present in client and staff interviews; for instance, Oscar described how his ability to work academically is undermined by the confusion of ABI with learning disability. However, at the day centre, negative images of ABI
 appeared to be reclaimed through banter. This suggests a complex dynamic in which negative representations can be disempowering and disempowered.  
The findings also evidenced the Post-Traumatic Growth perspective; although Mailhau and colleagues (2005) suggest that limited self-awareness makes PTG impossible, Jane’s construction of ABI as an “awakening experience” supports research suggesting otherwise (Bamford, 2008, Linley et al., 2006, Desjardins, 2011). Moreover, Oscar’s assertion that “in the majority, it is better now”, because of the increased sociability and self-awareness facilitated by his injuries and the metaphor he provides of ABI as a mirror that mediates self-reflection, provide clear examples of how growth might occur. As Medved and Brockmeier (2008) argue, emphasising the ‘lost’ self is an inaccurate representation of ABI; however, their study focuses on stability and growth, which omits an appreciation of the loss and suffering endured by many with ABI. The findings from the present study, through the consideration of loss and gain, diminished agency and mastery, isolation and solidarity, provides evidence for both of the dominant perspectives in ABI research and emphasises the need to synthesises the two. 

It seemed important to the interviewees to convey the multifaceted nature of their experience and changeability of their understanding of ABI. Kirkpatrick (2008) and Lorenz (2010) suggest that researchers in health psychology must negotiate the need to voice empowering interpretations of illness experience and embrace a range of responses to illness, including experiences of suffering and struggle. In the present study, support worker Tom’s understanding and clients’ constructions of ABI were also grappling with the need to balance loss and growth, struggle and resilience. Both Oscar and Jane describe their experience as paradoxical. Schaefer’s (1995) concept of ‘living in paradox’, which was developed through the study of loss and discovery in women with chronic illnesses, could be useful for thinking about ABI. It allows for the acknowledgement of loss and grief, but without being disempowering or depriving of hope, as it also attests the capability of these individuals, who can still have a productive and enjoyable life. 

Ideas of irrevocable loss and chaos frequently appeared, in contrast the arguments that people with ABI do not experience grief due to lack of insight into their injuries (Goldstein & Beers, 1998; Millis et al., 2001). The capacity for grief was most explicit in Jane’s interview; “I’m still dealing with the grief. I’m still looking at the person I used to be”. Jane echoes the experiences of grief articulated in Bamford’s (2008) and Howes’ (2005) IPA studies. A major theme in Bamford’s work is the ‘transition from the old to new self’; she describes participants’ “loss of their old self… and reluctance to accept their new identity”. However, participants in the present study expressed both loss of self and sameness of self. As Wongvatunya and Porter (2008) found in parents’ descriptions of their adolescents with ABI, perceptions of change and stability were simultaneously held. The major themes derived from Howes’ study (2005) were awareness of change, emotional struggle, struggling to make sense, struggling to adapt and struggling to accept, all of which were prevalent in the present study. However, participants in this study also showed that growth and stability featured in their experience of ABI. The findings recall Lorenz’ (2010) notion of the ‘multiple partial identities’ of the post-injured self, in which a new ‘brain-injured self’ exists amongst other self-images, as participants conveyed self-images of struggle, of grief, of capability, of adaptation and of resilience. 

In addition to multiple self-images, discussions of the perspectives of others featured in Oscar and Jane’s interviews. Herman’s (1992) theory of the dialogical self could be useful here; Hermans proposes that “other people occupy positions in the multi-voiced self. The self is not only ‘here’, but ‘there’”, suggesting the interconnection of self and society. The self is dynamic and consists of “intra-psychological dialogue between ‘parts’” (Valsiner, 2007). These parts can be external or internal; the imagined perspectives of others are external positions and internal positions are the roles or descriptions given to oneself. Oscar refers to many external positions in his interview; the general population’s positioning of people with ABI as mentally ill or unintelligent, the view of employers in academia, his doctor’s ignorance and the reassurance of Headway staff. He considers himself a capable yet unemployed scientist, struggling father, lonely divorcee, popular client at Headway and a helpful friend. Jane draws on the perspectives of the public, her sister, her ex-husband, her support workers, and the readers of her booklet. She thinks of herself as a talented artist, intelligent person, registered disabled person, vulnerable adult, travel journalist, absent mother, victim, optimist and spiritualist. 

This suggests that moving away from the dichotomy of the old and new self, towards the idea of a polyphonic self comprised of multiple parts that may be lost, retained or exchanged, could be better equipped for understanding the complexity of ABI. The interpretation of offered here could be useful for ABI awareness campaigns, such as ABI week; it appreciates the impacts of ABI without reducing these individuals to their illness, a strategy successfully employed in mental health campaigns. Furthermore, encouraging this view of the self in rehabilitation may help to mitigate the sense of devastation. Linville’s (1987) model of self-complexity, developed in the context of depression, suggests that selfhood consists of multiple self-aspects and that individuals vary in their degree of self-complexity. Linville’s theory proposes that more highly self-complex individuals are better equipped to deal with negative experiences, which are not perceived to affect the whole self. The difficulty of letting go of the old self and constructing a new self appears frequently in the literature as a major source of distress, which suggests that helping clients to realize their self-complexity could be beneficial (Bamford, 2008; Howes, 2005; Juminsko et al., 2005). 

Evaluation

This study presents a set of representations of participants’ experience of ABI; such representations are inevitably selective and the methods used rely on the representational validity of language as an adequate vehicle for conveying experience.

Some challenges were encountered in the recruitment and interviewing of people with ABI. The prevalence of memory impairments and high anxiety made establishing a rapport difficult and meant some participants did not turn up for their interview. This reduced the original number of clients interviewed from 4 to 2. However, as this study also draws on ethnographic data and staff interviews, this number was felt to be sufficient for this exploratory study. 

Both components produced high quality data and were successfully integrated into interesting and representative themes. The dual methodology allowed for the role of the day centre in shaping clients’ understandings and experiences
 to be considered and allowed for triangulation. Little consideration has previously been given to ambivalent feelings or sense of agency in ABI. Most studies have focused on one dimension, such as loss or stability, whereas this study explores the contradictions within experiences and understandings of ABI. The findings contribute to debates about grief and PTG in ABI, finding support for both. The findings have implications for clinical practice, suggesting that it could be fruitful to help clients to exploring stability and growth, as well as grief and anger.  
A longer ethnographic component could be fruitful to explore ‘ambivalent feelings’ at the day centre; this did not really emerge in the week of observation, where interaction was much briefer and constrained by the sessions. Interviewing a larger number of clients to encompass the diverse contexts in which ABI occurs; for instance, domestic violence and alcohol abuse would be interesting. A longitudinal project, tracing clients’ journey through inpatient to day services could be particularly revealing, as shown by the oscillations in Jane’s relationship to ABI over 3 years. 
Conclusion

This study set out to explore experiences and understandings of ABI; the synthesis of IPA and ethnographic observation allowed experiences to be considered from a personal and social perspective. The 4 themes constructed, ‘ambivalent feelings towards ABI’, ‘a fluctuating sense of agency’, ‘understanding and misunderstanding ABI’ and ‘still having a life to live’ compliment existing research and theory, and provide a more balanced and intricate consideration of ABI. 
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Appendices – included for transparencies sake and excluded from word count. 
Appendix 1: interview agenda

Clients

Can you tell me how you came to be a client here at Headway?
How have you been since the injury?

What is it like live with an acquired brain injury?

What do you think others think about brain injury?
Is there anything else that you would like to add?
Staff

Can you tell me about your experiences of working with people living with a brain injury?
Has your understanding of brain injury changed since your started working here?
How do you think clients cope with their injuries?

How do you think the general population perceives brain injury?
Is there anything else that you would like to add?

Appendix 2: coding frame
Ambivalent feelings towards ABI
Devastation – impact of symptoms, lost abilities, missing memories, injustice, lost roles, emotional distress.
Being the same – doing the same activities, having the same personality, having the same outlook/beliefs.
Personal growth – new knowledge, new experience, new abilities.
Finding balance – being honest about change, staying positive, resilience, taking control.
A fluctuating sense of agency
Diminished sense of agency – loss of control over body, loss of control of cognition, being dependent, lost confidence. 
Regaining agency through participation –encouragement, enabling independence, learning skills, sharing experiences, control taking, being capable.
Mastery – learning about ABI, optimism, trying to making sense
Understanding and misunderstanding ABI

Being misunderstood – not being listened to, not being believed, stigma, confusion with other illnesses. 
Solidarity – banter, mutual support, shared experience.
Still having a life to live
Being positive – living for today, positive interpretations, future goals and hopes. 
Enjoyment – enjoying Headway, having things to look forward to, importance of small things. 
Being useful/able – being talent, being intelligent, helping others, making progress.
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