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Overall Abstract for Thesis Portfolio
This research portfolio aimed to increase understanding of the needs of people with Acquired Brain Injury (ABI) and their caregivers and provide insight in to how they may be better supported. The aim was to systematically review current literature on providing caregivers with person-to-person information and education during post-stroke rehabilitation and the effect this has on their depressive symptoms. The second aim was to discover moments that people experience post-ABI that they consider to be ‘personally important’, to explore the subjective meaning attached to these moments and the influence on their post-injury journey. A systematic review was conducted using electronic databases and manual reference search. Alongside this review ten individuals with ABI were interviewed. Interviews were analysed using grounded theory and a theoretical model was developed. The systematic review yielded 12 studies appropriate for inclusion. Nine studies were rated as having good methodological quality, two were moderate and two were weak. Seven studies found that providing caregivers with education and information in post-stroke rehabilitation reduced their depressive symptoms. Five studies had no significant findings. From the qualitative research, three broad types of important moments were identified: Moments that contribute to a coherent sense of self, Moments of social interaction and Moments of disempowerment. The types of moments and the process of subjective meaning-making were associated with two types of influence on the lives of individuals: Ability to work with own reality and “What will be will be”. In conclusion, providing caregivers with person-to-person information and education during post-stroke rehabilitation may reduce their depressive symptoms. Findings are presented tentatively and further research is required. Conclusions from the qualitative research suggest people experience important moments, following ABI, that increase awareness of the post-injury self. Subjective appraisal of important moments impacts on a person’s sense of continued self and influences broader adjustment narratives. 
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Introduction to the Thesis Portfolio
This thesis portfolio consists of two main papers: a systematic review and a qualitative research paper. There is a bridging chapter and a final discussion chapter, bringing together the findings from both studies and discussing them in the context of the current available literature.
The research within this portfolio focusses on Acquired Brain Injury (ABI).  ABI is defined as damage to the brain, which occurs after birth and is not related to a congenital or a degenerative disease (Headway, 2017). These consequences may be temporary or permanent and cause partial or functional disability or difficulties in psychosocial adjustment (Murray & Lopez, 1996). Following ABI individuals experience a wide range of different difficulties, depending on the nature and location of their injury and may present to rehabilitation with various combinations of physical, communicative, cognitive, behavioural, psychosocial and environmental problems. Consequently, tailored interventions are required to suit the unique needs of individuals (Turner-Stokes, Bill & Dredge, 2011). Research has evidenced that multi-disciplinary holistic rehabilitation programmes are effective in improving outcomes following ABI (Turner-Stokes, Bill & Dredge, 2011) however it is argued that further research is needed in order to  investigate the patient characteristics and therapeutic factors that contribute to optimal outcomes (Cicerone et al., 2008).
The event of an ABI is typically stressful and traumatic both for individuals and their families (Gracey & Ownsworth, 2012). Due to the long term nature of ABI and its ongoing consequences, individuals and families are often faced with chronic distress and change in quality of life and family functioning (Norup, Siert & Lykke Mortensen, 2010; Thompson, & Ryan, 2009). The psychological well-being and coping skills of the caregiver directly impact on the emotional well-being and quality of life of the injured person (Oddy & Herbert, 2003; Sander et al.,2002; Gan, Campbell, Gemeinhardt, & McFadden, 2006) and depression and anxiety in the primary caregiver has been associated with greater and longer lasting cognitive, behavioural and emotional changes in the person they care for (Klonoff, 2014). Greater understanding is required as to the post-ABI experiences of individuals that contribute to such changes and research providing insight in to, and evidence for, the interventions that may help reduce negative outcomes for carers is therefore crucial.
Aspects of the health of caregivers are addressed in several reviews (Ellis, Mant, Langhorne, Dennis, & Winner, 2010; Smith et al., 2008) however the caregivers were not the primary focus. A review of interventions for stroke caregivers was conducted by Legg et al. (2011) and found that there was insufficient data to support or refute the use of information and education for caregivers to reduce depression and suggested further research was required.
This research portfolio aims to provide both qualitative and quantitative information that contributes to a greater understanding of the experience and needs of people with ABI and their caregivers and offer insight on how to better support them in clinical practice.
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Abstract
Stroke is a leading cause of disability in the UK and can leave individuals with severe cognitive, emotional, behavioural and social difficulties, subsequently leaving many people dependant on caregivers. The demands of caregiving are difficult and time consuming, and can negatively affect the caregiver’s well-being. Despite this it is not standard clinical practice to provide ongoing support for their care-giving role or involve them in the rehabilitation process. The main objective was to review the evidence of the impact that providing person-to-person information and education during post-stroke rehabilitation, has on caregivers depressive symptoms.  A systematic review of the literature was conducted using electronic databases: SCOPUS, MEDline, PsychINFO and CINAHL complete and a manual search of relevant reference lists.  After applying the inclusion criteria 12 studies were deemed appropriate to include and the data from each study was collated. Nine of the studies were rated as having good methodological quality, two were moderate and two were rated as weak. Seven of the studies had significant findings, five did not. Trends in the data suggested that individualised problem solving interventions of nine weeks or longer and delivered by telephone may be effective at reducing caregiver depressive symptoms. Providing caregivers with person-to-person information and education during post-stroke rehabilitation may reduce their depressive symptoms. Findings are presented tentatively and further research is required.
Keywords: acquired brain injury, caregiver, depression, education, information, rehabilitation



Introduction
Stroke is a leading cause of disability in the UK [1] and the second largest cause of death worldwide [2]. There are more than 152,000 strokes in the UK each year [1] and stroke survivors currently make up 1.7% of the UK population [1]. Within the medical literature, stroke is defined as a cerebral vascular accident resulting in an interruption of blood flow to an area of the brain from either a blood clot or the rupture of a blood vessel. The interruption of perfusion leads to ischemia, brain cellular damage, often leading to permanent damage [3]. Stroke causes the greatest range of disabilities in comparison to any other condition [4] and the impact can be devastating, leaving a person with residual impairment of physical, and social functions [5]. The psychological impact on stroke survivors is also well documented. Around a third of stroke survivors experience depression after their stroke [6] and over half of stroke survivors experience symptoms of anxiety [7].
Due to the long-term consequences of stroke, more than one third of people are left dependent on an informal caregiver [8]. Informal caregivers are people who provide help and support without payment to a family member or friend who may not be able to manage because of frailty, illness or disability [9]. Informal caregivers provide a substantial amount of essential support as stroke survivors return to community living [10]. The demands of caregiving are difficult and time consuming and can negatively affect the caregiver’s well-being [11]. The negative effect of the caring role has been well documented in the literature [12]. Research has shown that stress related to providing care can result in a negative psychological impact, anxiety and physical health decline for the caregiver [13-17]. Denno et al. [17] surveyed 153 caregivers and found that increased caregiver burden was strongly correlated with caregiver anxiety and depression. Alvona et al. [18] identified a high prevalence of depressive (40.2%) and anxiety (21.4%) symptoms among caregivers of stroke survivors. In a study of 28 family caregivers, [19] Creasy et al. found that some caregivers felt disconnected and ignored by health care providers and were subsequently unsuccessful in obtaining answers to their information needs. Research has shown that some caregivers are hesitant to ask important questions of the health care professionals and may possess a misunderstanding as to the requirements of their role [20].
A study by Ostwald et al. [21] of 159 caregivers, found that the level of preparation for discharge provided by medical professionals can either lessen or increase the amount of stress experienced by the caregiver. Research has indicated that the development of depression among caregivers, following stroke, stems from a lack of preparedness for the abrupt change in role, combined with a lack of support leaving them feeling frustrated [3]. The demands of providing daily care for the stroke survivor cause the caregiver to sacrifice opportunities for social participation in the community, leading to isolation [3]. Caregivers psychosocial functioning is directly associated with the quality of care that they provide to the person with the brain injury [22]. Furthermore, it is recognised that the quality of life and psychological well-being of the injured person often depends on the psychological health and coping skills of their family caregivers [23, 24, 25]. Heightened depression and anxiety in the primary caregiver has been associated with greater and longer lasting cognitive, behavioural and emotional changes in the person they care for [26].
Perakis, [27] suggest that to treat depression and anxiety in the caregiver, they need to learn coping skills. Research suggests that these coping skills should include self-soothing techniques, psychoeducation, goal setting and cognitive behavioural techniques [28, 29, 27].
Despite the wealth of evidence regarding the impact of ABI on the caregiver and the potential impact this then has on the cared for, it is not standard clinical practice to prepare or provide ongoing support for their care-giving role [10]. 
In addition to the clinical effects of poor emotional well-being on the stroke survivor and caregiver, there are also cost implications. It is estimated that the average NHS and social care cost for each person that has a stroke is approximately £22,000 a year [30]. Previous research has estimated that stroke costs the UK around £9 billion a year as a society. This includes £2.4 billion a year in informal care costs, £1.3 billion in lost income due to care, disability and death, and over £800 million in benefit payments [31]. 
Given the significant impact caring has on caregiver well-being, the subsequent impact on the well-being of those they care for, and the cost implications of these the need for evidence based cost effective interventions for caregivers is critical. 
A systematic review of interventions for caregivers of stroke survivors by Legg et al. [32] examined the findings of 8 RCT’s. Primary outcomes included caregiver strain and caregiver well-being. The interventions included; Support and information, Teaching procedural knowledge and Psycho-education. They concluded that there was insufficient evidence to support or refute the use of information and support interventions or psycho-educational interventions for caregivers of stroke survivors to reduce or prevent caregiver stress and strain, depression or anxiety. 
A more recent review of the literature addressing stroke caregiver burden by Camak [3] suggested that there are still gaps in the research regarding evidence-based programmes addressing the unique educational needs of caregivers, further research is therefore required.
Objectives
The objective of this review was to provide a reliable summary of the existing literature examining the impact of involving stroke caregivers in post-stroke rehabilitation by providing them with person-to-person information and education, and whether this led to a reduction in their depressive symptoms.
The specific question was as follows:
Does providing person-to-person education/ information to caregivers during post-stroke rehabilitation, reduce their depressive symptoms? A systematic review of the evidence.
Method
Eligibility for inclusion
Types of studies
This review included all Randomised Controlled Trials (RCT’s) that examined the effect of education and information provision, on carer depression in post-stroke rehabilitation. 
Types of participants
We included trials that recruited informal caregivers of stroke patients. For the purpose of this review, the term ‘caregiver’ refers to any none paid persons providing care to stroke survivors. We included only studies with adult caregivers, over the age of 18. We also only included studies involving caregivers of adult stroke patients. 
Types of interventions
The review included studies of interventions involving person-to-person provision of both education and information (face-to-face, telephone, video calls, online chat). Studies were excluded if they only involved information provision.

Types of outcome measures
This review included RCT’s investigating carer depression, therefore depression outcome measures were required for inclusion. Studies using measures of general mental health, or those unable to provide a separate depression score, resulted in exclusion from this review.
Search restrictions
This review only included studies that were published in English. The search was also restricted by age, and included studies on the adult population (18>). The search only included peer reviewed journals. 
Informational Sources
Electronic searches
The following databases were searched for published literature: SCOPUS, MEDline, PsychINFO and CINAHL complete.
The following search terms were used:
· ‘Stroke’ ‘OR’ ‘CVA’ ‘OR’ ‘Cerebrovascular accident’ ‘OR’ ‘Cerebral vascular accident’ ‘OR’ ‘Hemorrhag*’ ‘OR’ ‘Heamorrhag*’
· ‘AND’
· ‘Family’ ‘OR’ ‘Carer’ ‘OR’ ‘Care giver*’ ‘OR’ ‘Caregiver*’ ‘OR’ ‘Spouse*’ ‘OR’ ‘Partner*’ ‘OR’ ‘Families’ ‘OR’ ‘Family intervention’ ‘OR ‘Family therapy’ ‘OR’ ‘Family involvement’ ‘OR’ ‘Relatives’
· ‘AND’
· ‘Depression’ ‘OR’ ‘Low mood’ ‘OR’ ‘Depressive symptoms’ ‘OR’ ‘Carer depression’
· ‘AND’
· ‘RCT’ ‘OR’ ‘Randomised control* trial’ ‘OR’ ‘Randomized control* trial’ 
The final literature search was conducted on the 10th September 2016 therefore only research published up to this point was included in the review. In an effort to identify further published trials, a manual reference search of relevant papers was also conducted.
Search results
The electronic search identified 363 records. A further 12 articles were identified through manual searches of the reference lists of the 31 articles assessed against inclusion and exclusion criteria. A total of 12 studies were included in the review. Details of the process of article selection are provided in Figure I.
















Figure 1
Flow diagram demonstrating process of article selection
[image: C:\Users\Katie\Downloads\prisma flow diagram.jpg]



Data synthesis and quality assessment
Each of the 12 studies were reviewed against the aims of the systematic review and relevant data was extracted from each study (see Table 1). This included sample size, intervention, intervention details, outcome measure, summary of results and methodological quality. 
Methodological quality of all included studies was scored using the PEDro (Physiotherapy Evidence Database) scale. The PEDro scale is a valid measure of the methodological quality of clinical trials. [33]. PEDro was originally designed for assessing the quality of RCT’s for physiotherapy, but has since been used to assess quality of psychological studies [34]. It consists of 11 items relating to: random allocation of participants, concealed allocation, blinding and reporting of statistical and measures of variability. For the purpose of this review, two items of the PEDro scale were not applicable and were therefore removed. Item number 5 was removed. This item refers to blinding of subjects, as participants could not be blind given the nature of the intervention they were receiving (aware of treatment group) and so this was not possible. Item 6 was removed. This item refers to blinding of therapist, as therapists were those delivering the intervention this was not possible. With two items removed, studies were given a quality rating out of the nine items valid for this study. The score obtained was used to give a general indication of quality. A score of 7-9 was considered good quality, a score of 5-6 was considered moderate and a score of 5 or below was considered weak. 
Results
Included studies
Twelve studies were included in the review [35-46]. A summary of study details is provided in Table 1. 
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Table 1
Correlations Among and Descriptive Statistics For Key Study Variables
	Study Authors  [reference number]       
	N
Total (T)
Intervention (I)
Control (C)
Sham (S)
	Intervention (I)
Control (C) 
Sham (S)
	Intervention 
details
	Outcome 
measure

	Summary of results relating to carer depression
	Pedro rating /9

	Perrin, Johnston, Vogel, Heesacker, Vega-Trujillo, Anderson & Rittman, 2010 
[35]


	T= 61 

Numbers allocated to I and C not stated

	I = Transition Assistance Program (TAP)  C = TAU

	Skill development, education, and supportive problem solving. 

Four videophone calls and one face-to-face meeting.

	Short version  (10-item) of the CESD-10
	Non-significant

‘Full model’ no significant treatment effects.

	  4 - weak

	Grant, 1999 [36]


	T= 30

Numbers allocated to I and C not stated


	I = Social Problem Solving Partnerships (SPSP) , either telephone group or home visit group)

C = TAU


	Training in use of social problem solving skills in managing  caregiver problems, provided by registered nurse.

7 contacts, either telephone call s or home visits, over 12 week period


	CES-D
	Some significant effects

Telephone group had significant reduction in depression at 2 weeks (B= -1.63;p<.01) and 5 weeks  (B = -.91;p = .05) after discharge.



	3 - weak

	Grant, Elliott, Weaver, Bartolcci, Giger, 2002 [37]










	T = 63

 Numbers allocated to I and C not stated


	I = Social Problem-solving Telephone Partnerships (SPTP) plus usual discharge planning

S = Sham telephone intervention plus TAU

C = TAU


	Content of I = Training in use of social problem solving skills in  managing  caregiver problems, provided by registered nurse. 3 hour home visit post discharge.
Followed by weekly then biweekly telephone contacts
	CES-D
	Some significant effects

Carers in intervention group had significantly less depression ( = -2.918: p=<0.001) than in sham intervention group and the control
	6 - moderate

	Pfeiffer, Berry, Schayck, Hautzinger, Wengert, Hoffrichter, Becker, & Elliott, 2014 [38]





	T = 122

I = 60

C = 62
	I = Problem solving intervention (PSI) and monthly information letters in addition to usual care

C = monthly information letters in addition to TAU


	Content of I = 2 home visits and 18 telephone calls delivered over a 3-month intensive intervention and a 9-month maintenance period.
	CES - D
	Some significant effects

PSI group showed significantly lower levels of depressive symptoms after 3 months (p<.01, d= - .48) and after 12 months (p<.05, d = -.37)
	8 - good

	Bakas, Farran, Austin, Given, Johnson & Williams, 2009
[39]









	T = 40

I = 21

C = 19





	I = Telephone Assessment and Skill-Building Kit (TASK) 

C = Attention control group. Brochure and calls with only active listening and paraphrasing

	Content of I = 8-week program, TASK notebook and individualised interventions to aid skill building. Telephone calls only

	PHQ-9
	Non-significant

Moderate decreases for depressive symptoms at 4 weeks, F(1, 36) = 3.35, p = .08, η2 = .09; however, the effect sizes became small at 8 and 12 weeks.







	7 - good

	Bakas, Austin, Habermann, Jessup, McLennon, Mitchell, Morrison, Yang, Stump & Weaver, 2015 [40]




	T = 254 

I = 123 

C =131
	I = Telephone Assessment and Skill-Building Kit (TASK II).

C = Information, Support and Referral (ISR) comparison group. Received calls but only active listening.


	Content of I = Nurse-led skill building intervention. 8 weekly calls and a 12 week booster call
	PHQ-9 
	Some significant effects

At primary end point (8 weeks) TASK II group (with baseline PHQ-9 >5) reported a greater reduction in depressive symptoms from baseline to 8 weeks than those in the ISR group (mean difference [SE]=−2.6 [1.1]; P=0.013. This represented a statistically significant interaction between time and treatment

Among caregivers with baseline PHQ-9 ≥5, those randomized to the TASK II intervention had a greater reduction in depressive symptoms from baseline to 8, 24, and 52 weeks




	8 - good

	Kalra, Evans, Perez, Melbourn, Patel, Knapp, Donaldson, 2004 [41]


	T = 300

I = 151

C = 149
	I = Caregiver training

C = TAU


	Content of I = information on stroke, benefits and local services and ‘hands on’ training (moving and lifting, ADL’s and communication). Three to five sessions lasting 30-45 minutes, and a “follow through” session at home




	HADS
	Some significant effects

Caregiver depression improved significantly at 3 (no statistical data given) and 12 months (p=0.001)



	6 - moderate

	Ostwald, Godwin, Cron, Kelley, Hersch & Davis, 2014 [42]











	T= 134 

I = 69

C = 65


	I = Home visits for 6 months post discharge plus mailed info

C = Mailed info only


	Content of I = Home based intervention –Provided by practice nurse, OT and physio. Information provided on: education, support, skill training, counselling, and links to local services/ resources. Average of 36.7 hours of psychoeducation over 6 months



	GDS
	Non-significant

Depression not significantly different between the caregiver groups through 6 or 12 months

	7 - good

	Forster, Dickerson, Young, Patel,  Kalra, Nixon, Smithard, Knapp, Holloway, Anwar &  Farrin, 2013 [43]



	T = 609 

I = 295 

C = 478

Doesn’t tally
	I = London Stroke Carer Training Course (LSCTC)

C = Usual care 










	Content of I =  caregiver training sessions and competency assessment (details page 6)
	HADS
	Non-significant

No significant differences found in outcomes at 6 or 12 months, between intervention and control






	8 - good

	King, Faan, Hartke, Houle, Lee, Herring, Alexander-Peterson & Raad, 2012 [44]


	T = 121

I  = 55

C = 66

	I=  Caregiver Problem Solving Intervention (CPSI)

C = WLC (Wait List Control). 

Content of C = Supportive listening from counsellor with no problems solving



	Content of I = Training in skills for problem-solving and coping with stress and emotional responses. Where possible first 2 sessions face-to-face, then tel calls

	CES-D 
	Some significant effects

ANOVA - T2 (3 to 4 months) differences in change scores favouring the CPSI for depression (Group x Time: F2, 238 = 3.43, p = .035) 





	9 - good

	Johnston, Bonetti, Joice, Pollard, Morrison, Francis, MacWalter, 2007 [45]









	T = 172 

I = 82

C = 90
	I = Work book based intervention with home visits

C = Normal care





	Content of I = Information on stroke and recovery, guidance on coping skills – drawing on CBT. Questions answered, encouragement given, goal setting and tasks. 5 week period. Home visits and telephone contacts
	HADS 
	Non-significant

There were no signiﬁcant effects of group by time interactions on the total HADS for carers (F<1). 


	7 - good

	Smith, Egbert, Dellman-Jenkins & Nanna, 2012 [46]







	T = 32

I = 15

C = 17


	I = Web based intervention including key intervention components

C = Resource room only (no key intervention components) 








	Content of I = Web based intervention (Guide, educational videos, online chat, email/ message board, problem solving, and resource room)

	CES-D
	Some significant effects

Statistically significant differences were found between conditions. At T2 and T3 intervention condition reported lower CES-D scores than did controls for both intent-to treat, F(1,29)  6.13 p <.01; observed power  .67, and per protocol, F(1, 26)  5.80, p<.05; observed power  .64, analyses. The standardized effect sizes associated with mean differences were large at T2 for CG (.79 intent to treat; .81 per protocol), but only medium at T3 (.52 intent to treat; .41 per protocol)
	9 - good

	
	
	
	
	
	
	


 Best interpretation of PEDro score in the context of limitations due to missing data / failure to report


Participants
A number of included studies failed to report the sample size and so it was not possible to calculate precise numbers of participants included in this review. Stroke caregiver participants were recruited predominantly from hospital services, in addition to veteran’s association and community charity sector groups. Five of the thirteen studies specifically looked at family caregivers, two of these being spousal caregivers. The others did not specify the relationship.  
Interventions
Interventions were varied but with many similar core characteristics. All of the twelve studies involved the provision of some educational element. All studies included the transference of information from professional to caregiver, most with the addition of accessible written information. Eleven of the 12 studies used individualised interventions, with at least some element of them being tailored to carer needs. One study used a manualised protocol. 
Interventions were delivered by a range of health care professions including; Nursing, Occupational Therapy, Physiotherapy, and Clinical Psychology, with Nursing being the most common. In four trials nurses delivered the entire intervention but were involved in delivery across nine of the 12 studies included in this review. Method of delivery of intervention was also varied. Nine of the 12 studies used face-to-face delivery, most in combination with telephone calls. One study used face to face with the addition of video calls. Nine studies used telephone calls, in two of which this was the only method of contact. One study used online chat, which involved the use of headsets. Duration of intervention ranged primarily between five and 12 weeks. One intervention was delivered over a six month period and one over a 12 month period. In one study, duration was unspecified and was described as dependant on individual need.  
Not all studies provided clear information regarding the number and duration of contacts. Approximate number of contacts ranged between three and 17. Subsequently, hours of contact time also varied from three to 18. 
In five of the 12 studies, the control condition was standard care. Three studies used a control of ‘information only’ without person-to-person contact, two studies used control groups in which ‘active listening’ was provided without an educational  element and one study provided ‘active listening’ without education or information. One study included a ‘sham’ condition in addition to the ‘standard care’ control. This ‘sham’ consisted of ‘usual care’ plus telephone intervention. 
Primary Outcome Measure
Six trials used the Center for Epidemiologic Studies Depression Scale (CESD) [47] or the shortened version (CESD-10). Three trials used the Hospital Anxiety and Depression measure (HADS) [48]. Two used the Patient Health Questionnaire (PHQ-9) [49] and one used the Geriatric Depression Scale (GDS) [50]. 
Description of quality rating for studies included - PEDro
Eight out of the 12 trials included scored between 7 and 9 on the PEDro scale. Two scored between 5 and 6 and two scored <4. However it was difficult to determine whether these scores reflect study quality or reporting quality, a point returned to later in the discussion. 

Study Findings
Seven of the 12 studies included found some significant effects of education and information provision on caregiver depression. 
Skill building
Two studies scoring 7 and 8 on the PEDro scale evaluated the effect of a telephone only support package Telephone Assessment and Skill-building Kit (TASK); [39] and TASK II [40]. TASK I was of 8 weeks duration and included tip sheets and support tailored to caregivers needs. No significant difference in caregiver depression for TASK compared with control was found at the end of intervention, no follow up assessment was conducted. The TASK II intervention was of 12 weeks duration, also included tip sheets and individualised support for caregivers. Compared with control, TASK II group showed a significant reduction in depressive symptoms (PHQ-9) at the end of intervention. To avoid possible floor effects, those with PHQ-9 greater than 5 were analysed separately, this subgroup showed significant changes at treatment end and 24 and 52 week follow-up.
Skill building and problem solving 
One study with a score of 4 on the PEDro [35] assessed the impact of the (brief intervention 6 week, pilot) Transition Assistance Program (TAP) on stroke caregiver depression (CESD-10). The program is composed of skill development, education and supportive problem solving. In primary analysis, treatment was non-significant. 
Two studies investigated the impact of a 12 week Social Problem-Solving Partnerships (SPSP) intervention on family caregiver depression (CESD-10). SPSP involves training and support in social problem solving skills. Grant [36] reported an RCT scoring 3 on the PEDro, comparing the effectiveness of home and telephone delivery of the SPSP. Both intervention groups (home and telephone) had a significant reduction in depression at two and five weeks after discharge. Grant [37] reported an RCT scoring 6 on the PEDro, assessing the impact of the SPSP intervention. Carers in intervention group had significantly less depression, at end of intervention, than in sham intervention group and the control. 
Pfeiffer [38] reported an RCT scoring 8 on the PEDro, examining the effectiveness of a 12 month Problem-Solving (face-to-face and problem solving) Intervention (PSI) on stroke caregiver depression (CESD-10). PSI consisted of identifying and addressing individual caregiver problems. In comparison to control, the PSI group showed significantly lower levels of depressive symptoms after 3 months and after 12 months.
A study by King [44] scoring 9 on the PEDro, assessed the efficacy of the 10 week Caregiver Problem Solving Intervention (CPSI). At time point 2 (3-4 months) there were significant differences in change scores favouring the CPSI for depression over control. 
CBT based Coping Skills
Johnston [45] reported an RCT scoring 7 on the PEDro, evaluating the effectiveness of a work-book based intervention on caregiver depression (HADS). The five week intervention consisted of information, coping skills, goal setting, relaxation techniques and participants were provided with person-to-person monitoring and encouragement via telephone. No significant difference in caregiver depression for intervention, compared with control was found at end point. 
Practical/ Physical Caregiving
Two studies evaluated the effectiveness of practical based interventions for caregivers delivered pre-discharge [41,43], both had face-to-face delivery. Kalra [41] reported an RCT scoring 6 on the PEDro, evaluating the effectiveness of a brief (three to five sessions) intervention, training caregivers in basic nursing and facilitation of personal care techniques on caregiver depression (HADS). Caregiver depression improved significantly, compared to control at 3 and 12 months. The second study [43] reported an RCT scoring 8 on the PEDro, evaluating whether or not a structured, competency based training programme (duration/ contacts not stated) for caregivers of stroke inpatients improved depression outcomes for caregivers (HADS). No significant differences were found in outcomes, at 6 or 12 months, between intervention and control. 
Psychoeducational
Ostwald [42] reported an RCT scoring 7 on the PEDro, comparing depression outcomes (GDS) of a six month home based psychoeducational program to mailed information only to spousal caregivers of stroke patients. They found that depression scores were not significantly different between the two caregiver groups at 6 or 12 months. 
Knowledge, Resources and Support
A study scoring 9 on the PEDro, [46] tested the efficacy of a nine week web based intervention (including person-to-person interactive chat and messaging) for alleviating carer depression (CESD-10). The intervention was designed to provide stroke caregivers with knowledge, resources and skills. Carers were invited to discuss their particular problems regarding a named topic for interactive discussion. Carers were provided with emotional support by a Professional Guide and they were encouraged to interact with other caregivers to enhance mutual well-being. Statistically significant differences were found between intervention and control at time point 2 (T2 - end) and time point 3 (T3 - 1 month follow up). The standardized effect sizes associated with mean differences were large at T2 for but only medium at T3.
Discussion
Summary of the systematic review main findings
The main purpose of this review was to give a systematic overview of existing literature, examining the impact of providing stroke caregivers with person-to-person information and education in post-stroke rehabilitation and determine whether this provision led to a reduction in their depressive symptoms.
Significant findings were reported in seven of the 12 studies [40,36,37,38,44,41,46] with results revealing improvement in caregiver depression outcomes. 
Six of the significant studies had moderate to good quality rating [37,38,40,41,44,46], the one significant study with weak quality rating [36] was a pilot for one of the significant studies with moderate quality [37]. This provides some evidence of the potential of caregiver interventions to improve their depression outcomes. However, the studies selected for this review included a wide range of interventions and several outcome measures. This combined with the variance in methodologies and quality of evidence makes any possible conclusions tentative.
The interventions across studies were heterogeneous with substantial differences in mode of delivery, length of sessions, overall duration and frequency of delivery. They were also delivered by a range of professionals, some by one individual and some by two. Within the studies yielding significant results, a general trend in type of intervention was observed. The content of the interventions was primarily focussed on active and personalised problem solving [36-38,41,44,46]. In contrast within the non-significant studies, there was a trend for interventions to centre on skill [35,39,42,43,45]. Trends in method of delivery were also noted, six of the seven studies with significant findings had primarily telephone delivery [36-38,40,44], whereas the trend within the non-significant studies was primarily face-to-face [35,42,43,45]. Differences in duration of intervention were also noted. Six of the seven significant studies were of nine weeks plus in duration. [36,37,38,40,44,46]. In comparison four of the five non- significant studies were of eight weeks or less in duration [35,43,39,45]. This trend was also reflected in hours of contact time. Six of the seven significant studies had eight hours plus contact time [40,36,37,38,44,46], whereas four of the five non-significant studies had less than eight hours contact time [35,39,43,45].
Whilst the above trends are acknowledged, it is noted that many of the significant studies include all four trends (problem solving content, telephone delivery, longer duration and more contact time). These confounding variables make determining the important variable for reducing caregiver depression impossible. 
Strengths, Limitations and methodological issues of included studies
As evidenced by the small sample of studies available, there is a limited amount of existing research in this field. A particular challenge in this area of research was that many studies included both patient and carer as participants, making the results often difficult to separate/ interpret. Several papers considered for this review were excluded as the analyses and results were presented jointly, therefore further reducing the available sample size. 
Issues in quality of reporting impacted the findings of this review. Unfortunately the intervention components described in some of the included studies were not outlined in enough detail to draw any firm conclusions on the impact on intervention content. Three of the included studies failed to report the number of participants in the control and experimental groups. No studies offered any descriptions of co-interventions, such as anti-depressant medication. This could be a potentially confounding variable.
Ten of the 12 studies had moderate to good quality ratings [37-46], the two with lower scores were small scale pilots [35,36]. A systematic and established criteria, the PEDro scale [33], was employed in terms of rating quality of evidence. However this was not without limitations due to further issues with inconsistent reporting. Many of the studies failed to report explicitly on specific criteria making the assessment of bias difficult. For example details of criterion 8 (measures of at least one key outcome were obtained from more than 85% of the subjects initially allocated to groups) and 9 (all subjects for whom outcome measures were available received the treatment or control condition as allocated or, where this was not the case, data for at least one key outcome was analysed by ‘intention to treat’) were frequently not stated.  Where this was the case a consistent approach was taken and the criterion was scored 0. These limitations made it difficult to establish whether issues were due to methodological quality or quality of reporting. The lack of adequate reporting, and the difficulties it presents, are well recognised and led to the original development of the CONSORT (Consolidated Standards of Reporting Trials) statement in 1996 and its most recent revision in 2010 [51].  The CONSORT statement provides guidance on reporting for RCTs and facilitates clarity, completeness and transparency of reporting by encouraging explicit descriptions, without ambiguity or omission, in order to best serve the reader [51]. Despite the availability of this, inconsistent reporting still presented significant challenges for this current research. 
Overall, a number of issues compromise ability to make clear judgements on risk of bias; not reporting sample size, patient versus carer (recipient of intervention), gaps in reporting, co-interventions. Flaws in the design, conduct, analysis, and reporting of randomised trials can cause the effect of an intervention to be underestimated or overestimated.
Strengths, limitations and methodological issues of this review
This review has addressed a gap in the research evidence base by focussing on the impact that providing stroke caregivers with person-to-person information and education in post-stroke rehabilitation has specifically on carer depression. Other studies have focussed more on burden, stress and coping [3]. However this review has a number of limitations. This research was conducted as part of a Doctoral research programme, which resulted in constraints of time and resources. The review excluded non-English studies, and unpublished studies were also excluded, thus leaving a potential for bias and meaning findings may not be generalisable. Excluding unpublished studies can result in publication bias or the "file drawer problem" [52]. This refers to the bias introduced into scientific literature by a tendency to publish positive results and to not publish negative or non-confirmatory results. 
Whilst searches were only conducted by one researcher, a sub-section of selected studies were independently checked against inclusion/exclusion criteria by a second researcher to ensure consistency. Studies in which eligibility was unclear were discussed between the first and second researcher until a consensus was reached. 
In regards to the issue of assessing methodological quality/ the presence of bias in studies, the PEDro was chosen as research has demonstrated its reliability and validity in assessing the methodological quality of clinical trials [53,33] and providing a comprehensive measure of methodological quality of stroke literature [54]. When considering queries relating to incomplete reporting in relation to PEDro criteria, it is acknowledged that the authors could have been contacted for clarification. Unfortunately time constraints meant this was not possible. It is therefore acknowledged that this may have implications regarding the accuracy of summary scores and subsequent quality appraisals.
The use of summary scores from quality scales, where a study receives one point for each item met, has been criticised on several grounds [55].  Items that are important in some situations, may not relevant in others but are given the same weight in the quality scale [55].  Therefore the Cochrane Bias Methods Group and Statistical Methods Group recommend that summary scores obtained from quality scales should not be used [56]. The Cochrane Collaboration developed ‘The Cochrane Collaboration’s tool for assessing risk of bias’ [57], with the aim of making the process clearer and more accurate [57]. The tool is neither a scale nor a checklist, but a domain-based evaluation. It comprises a judgement and a support for the judgement for each entry in a ‘Risk of bias’ table, where each entry addresses a specific feature of the study. The judgement for each entry involves assessing the risk of bias as ‘low risk’, as ‘high risk, or as ‘unclear risk’, with the last category indicating either lack of information or uncertainty over the potential for bias. It is noted that, given the issues in assessing quality, the Cochrane may have provided a better assessment. 
It is possible that the search terms used may have not captured all the data. Although a systematic methodology was employed, it is still possible that some studies were missed. As caregivers were not always the primary participant, they may not have been identified through the search strategy used. This study searched four databases, it is acknowledged that we could have searched wider. 
Implications for practice and research
In future, studies need to give clearer description of the intervention offered. The CONSORT statement developed for complex interventions offers some guidance but requires only one item saying ‘sufficient details to allow replication, including how and when they were actually administered.’ thus leaving interpretation of ‘sufficient details’ up to the author [58]. This has recently been extended on by Hoffman et al. [59] who present the Template for Intervention Description and Replication (TIDieR) checklist and guide. The aim of this is to improve the reporting of interventions and make it easier for authors to structure accounts of their interventions, reviewers and editors to assess the descriptions, and readers to use the information.
Trends in the significant studies suggest that interventions of longer duration and more contact time may be more effective in reducing caregiver depression. This has cost implications for services, particularly in the current economic climate. However, trends also indicated that telephone delivery is effective which potentially may be easier to implement and more economically viable than face-to-face interventions. 
Studies with significant outcomes for carers, indicate that a range of interventions may reduce caregiver depression, further research is necessary in order to reduce the potential risk of confounding bias and establish those interventions most effective in reducing carer depression. 
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Chapter 2. Bridging Chapter
	The overarching aim of this research portfolio is to provide a greater insight in to the needs of people with ABI and their caregivers, in order to provide a better understanding of how their needs can be supported. 
	The systematic review addressed the stated aim of reviewing current literature on providing person-to-person information and education to caregivers during post-stroke rehabilitation and the effect this has on their depressive symptoms. Findings from the review suggest that providing post-stroke caregivers with information and educational based interventions may help to reduce their depressive symptoms.
	The systematic review examined the current quantitative evidence regarding carer depression in post-stroke rehabilitation. It was focussed specifically on the impact that providing carers with person-to-person information and education during post-stroke rehabilitation had on their depressive symptoms as measured by objective depression measures. 
	The research presented in this portfolio is approached from a critical realist perspective. Critical realism is a useful philosophical framework for social science (Fletcher, 2017), it is an epistemological standpoint that moves beyond the realism-constructionism divide providing an intersection between a constructivist epistemology and a realist ontology (Ussher, 2011).  It recognises the value of, and incorporates, findings from different perspectives in to one framework without having to reconcile competing epistemological assumptions or the truth claims in positivist research (Ussher, 2011).
	 The second aim of this portfolio was to discover what specific moments people have following ABI that they consider to be ‘personally important’, and how these influence their post-injury lives. The following qualitative research aims to explore the individual experience of living with an ABI and provide insight in to the subjective meaning attached to important moments.
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Abstract
Aims: The aim of this study was to discover what specific experiences people have following an ABI that they consider to be ‘personally important moments’ and in what context these moments occur. The focus of this aim was the subjective meaning individuals attach to these moments, the impact on awareness of post-ABI self and the influence they have on their post-injury journey. 
Methods: Ten individuals with an ABI were interviewed individually. Interviews were analysed using grounded theory methods and a theoretical model was developed.
Results: Three broad types of important moments were identified: Moments that contribute to a coherent sense of self, Moments of social interaction and Moments of disempowerment. The types of moments and the process of subjective meaning-making resulted in an increased awareness of the post-injury self and were associated with two types of influence on individuals broader adjustment: Ability to work with own reality and “What will be will be”. 
Conclusions: Personally important moments that occur post-ABI contribute to an increased awareness of the post-injury self. These moments can have a significant impact on an individual’s well-being and can subsequently influence their ability to adapt to and work with their post-ABI circumstances. 
Keywords: acquired brain injury, ABI, moments, adjustment, self-identity, rehabilitation


Introduction
In the United Kingdom there are more than one million survivors of Acquired Brain Injury (ABI), living with the lasting effects [1]. ABI is defined as brain damage caused after birth and can result in temporary or permanent cognitive, physical, emotional, and/or behavioural changes. Subsequently a complex set of biological, psychological and social domains interact, influencing the individual experience of life post-ABI. This poses a significant challenge when developing rehabilitation programmes and in order to ensure the provision of appropriate interventions, an understanding of the interplay between these domains is crucial [2]. 
ABI can affect all facets of an individual’s functioning and as a result can challenge the very nature of the person [3]. Developments in medicine and rehabilitation now permit a good level of physical and functional recovery. However, the long-term psychological effects are frequently the primary difficulty people face in reintegrating in to their various life contexts and for this reason ABI has been referred to as a ‘silent epidemic’ [4]. The critical relevance of multi-disciplinary neuropsychological rehabilitation in post-ABI recovery has been widely recognised by the professionals involved [5]. Current holistic neuropsychological rehabilitation primarily includes: cognitive rehabilitation, psychotherapeutic interventions, psychoeducation and a supportive, and structured therapeutic milieu [6].  Research has evidenced that these holistic programmes result in greater improvements than other interventions [7], a randomised controlled study by Cicerone et al. [8] found that, in comparison to individual and discipline specific, multi-disciplinary cognitive rehabilitation was significantly associated with better outcomes in several domains of post-ABI adjustment (employment, life satisfaction, self-efficacy and community functioning). It is argued that there is a need for future research to move beyond the question of whether rehabilitation is effective but to investigate the patient characteristics and therapeutic factors that contribute to optimal clinical outcome [8]. However, the complexity of the factors, processes and individual differences that play a part in rehabilitation programmes, makes identifying their critical elements particularly difficult [9]. It is suggested that there is a need for more research in order to identify the content and processes involved in rehabilitation interventions [10]. 
In recent years the biopsychosocial framework [11], which is applied to many other chronic health conditions, has been applied to ABI rehabilitation. The approach highlights the importance of biological, psychological, and social factors and their complex interactions in post-ABI adjustment. Whilst this offers a useful structure for understanding factors involved in individual adjustment outcomes, it does not provide an understanding of the interactions and reciprocal effects between factors [2]. 
One theory present in the literature that does attempt to provide insight in to the process of adjustment is self-discrepancy theory [12]. In this theory, self-discrepancy, is defined as the degree of difference between a person’s self-concept or “actual self ” and other self-representations that relate to some desired or aspired-to state (ideal self and ought self). Following ABI individuals are likely to experience many instances of discrepancy, a common theme in the literature being the perceived change between pre-injury and post-injury self [13]. Such discrepancies can make forming a coherent sense of self following injury, extremely challenging for individuals [14]. Research shows that self discrepancy is associated with poor adjustment [15]. Cantor et al. [16] tested predictions from self-discrepancy theory and found strong correlations between affective distress and self-discrepancy following ABI. Research by Ellis-Hill & Horn [17] found that individuals viewed their present (post-stroke) self in more negative terms than their pre-stroke self. They found that as a consequence of negative change in identity, individuals following stroke, may settle for a restricted future because of their expectations of life with a disability. In order for rehabilitation interventions to be effective, clinicians require a greater understanding of the meaning of the injury within the life of each individual [13,17]. 
Gracey, Evans and Malley [18] present the ‘Y’-shaped process model of rehabilitation for ABI. This proposes that the adaptation and reintegration following ABI involves coming to awareness of, understanding and reducing social and psychological discrepancies. The authors suggest that for some individuals the level of threat created by the discrepant-self, and the stress and fear experienced due to the post-injury situation leads to them adopting coping strategies. In the short term these strategies reduce threat, but they result in failure to resolve the discrepancies. This failure subsequently leads to poorer outcomes. Following distressing events, threat appraisals have been shown to be consistently related to higher levels of distress and poorer adjustment and coping [19,20,21].
There is diversity within the literature in the conceptualisation of coping [22] however, the ‘The Transactional Theory of Stress and Coping’ [23] offers a theoretical foundation and has been applied to ABI [24]. The model assumes that an event is defined as stressful due to the individual’s subjective appraisal of it, as opposed to its objective characteristic. In the primary appraisal process the individual evaluates the potential level of threat, harm, loss or challenge to themselves. In secondary appraisal, they evaluate what can be done to overcome the above. In this theory, these processes result in ‘coping’, which are the cognitive and behavioural efforts used to deal with the event and one’s reaction to it. A recent review by Park et al [25] suggests that initial appraisals of an event’s meaning involve other determinants such as; the extent to which the event is controllable, attributions as to why the event occurred and the implications it has on the individual’s future. A greater understanding of these determinants in relation to ABI could have major implications for ABI rehabilitation programmes and their impact on how individuals adjust post-injury. 
The process of stress appraisal and coping is influenced by a continuous interplay between individual, personal and environmental factors [22]. Whilst the Lazaruz and Folkman [23] model incorporates the possibility that many different stressors can be present at one time, it does not provide a description of how interactions between these stressors take place when individuals attempt to cope with them simultaneously [22]. Following ABI individuals are frequently faced with multiple simultaneous stressors. A deeper understanding of how these stressors interact with individual and contextual factors could be beneficial for future rehabilitation programme development. 
Many studies have identified that appraisement and meaning-making attempts following significantly stressful events are a near universal experience [26] and it is widely accepted that it is essential for adjusting to them [27] and restoring a sense of comprehensibility [25]. Findings from Nochi [28] and literature on well-being [29] also state the importance of interpretation of life events and experiences as the key to positive adaptation [18]. One of the central aims of ABI rehabilitation is to support individuals in positive adaptation to their post-injury circumstances, an understanding of how individuals interpret their ABI and their experiences of events that follow is crucial.  
There is an existing wealth of literature on stress, appraisal and coping, however it is broadly concerned with ‘stressors’ in the general sense and does not focus on specific events , their meanings and their impact on individual’s wider narratives of adjustment. 
One of the few studies that does explore the impact of significant events occurring post-ABI is Ownsworth et al. [30] who found that negative life events shortly after injury predicted later emotional distress and that positive life events were related to better emotional adjustment. Gracey and Ownsworth [2] present an account of adjustment that links the occurrence of specific life events or triggers to development of self-discrepancy. Gracey et al. [31] highlight the role that ‘threat’ reactions to very specific triggers might play a role in the longer-term adjustment process. A small number of studies concerning specific types of events or moments have been conducted.
Tregar, [32] reviewed literature on the event of return to work post-ABI (stroke) and found that it positively influenced self-image, well-being and life satisfaction. Several studies have examined the important event of returning to driving/ loss of licence following ABI and subsequent impact on community integration [33,34] and experience of loss [35].
Nalder et al. [36] investigated people’s experiences of ‘sentinel events’ (which they defined as ‘important events, either positive or negative, which arise in the life of an individual’) following ABI in the transition from hospital to home. Identified key themes were; importance of meaningful activity, return to driving, changes to relationships and level of independence. Qualitative data gathered highlighted the impact that sentinel events, interpreted as personally meaningful, can have on this difficult transition period. This research focussed on broader categories of life events and does not offer insight in to specific individually important moments. Further research is needed to investigate such moments, the meaning they hold for people and their impact on the wider post-ABI life course [36]. 
Levack et al. [37] employed grounded theory to investigate the experiences of change and reconstruction of self-identity after traumatic brain injury. The central emerging concept was that of desiring to be or having lost a sense of being an integrated and valued person. The three main subthemes were: (1) having a coherent, satisfying and continued sense of oneself, (2) respect, validation and acceptance by others and (3) having a valued place in the world. 
The previously mentioned ‘Y’-shaped model of rehabilitation for ABI presented by Gracey, Evans and Malley [18] proposes that resolving and moving on from the threat of discrepancy, as well as consolidation of new positive meanings is accomplished in post-ABI rehabilitation via the process of linking specific events with broader/ wider meaning, thus facilitating the individual to build alternatives to threat and discrepancy. Whilst this model offers insight in to factors thought to be significant to rehabilitation outcome, it does not explore the subjective interpretation of moments in rehabilitation or how significant factors may be connected.
Whilst studies, such as Levack [37] have applied a qualitative, grounded theory approach to provide insight in to broad themes associated with post-ABI experiences, there are no such qualitative studies that employ these methods in the attempt to understand people’s experience of specific, important and meaningful moments following ABI, their appraisal of them and the impact that these may have on their post-injury lives.
In summary, there are many existing quantitative studies on ABI outcome but these tend to measure over-arching themes such as self-discrepancy, self-esteem, depression or coping. Existing qualitative literature also tends to focus on broad topics such as adjustment and positive growth. There is a gap in current literature in studies examining specific moments and events, the meanings ascribed to them and their impact on wider adjustment processes. This research hopes to address the current gap. 
Research Questions
What specific experiences do people have following an ABI that they consider to be ‘personally important moments’? In what context do these experiences occur? What meanings do these moments hold for people? How do they feel these experiences have impacted on the narrative of their post-ABI journey and do they believe they have influenced its direction?
Method
Design
This study was approached from a critical realist stance. Critical realism is an epistemological standpoint that moves beyond the realism-constructionism divide and provides an intersection between a constructivist epistemology and a realist ontology [38].  Within the context of this research it combines the materiality of embodied and psychological distress, the biological, organic nature of ABI and the reality of subsequent changes to people’s lives.
This study employed Grounded Theory (GT) to explore individual’s experiences of ‘personally important moments’ following ABI and the relationship between these moments and the individual’s broader adjustment. GT was selected for this study because it has the capacity to interpret complex phenomena [39]. It facilitates the move from a description of what is happening to an understanding of the process by which it is happening [40], enabling the development of conceptual theories from information ‘grounded’ in the data. Furthermore, whilst recognising the importance of subjectivity and meaning making, this study also recognises commonality of experience and is interested in the links and processes involved. GT is particularly suited to areas in which there has been little research and can provide insight in to areas that are relatively unknown [41] and was therefore appropriate for this exploratory study. 
It is important within GT research to provide context by situating data within settings and providing descriptions of participants, in order to characterise the sample for the reader [42]. In providing a detailed description of the sample, it allows the reader to decide whether these research findings are relevant and transferable to his or her clinical practice.
More importantly, within qualitative research, it is essential to provide understanding of individual experience. The participants in this research cannot be understood as a unified cohort and by providing the reader with detail on participant’s characteristics it is hoped to provide richness in understanding. 
The study utilised in-depth, semi-structured interviews (SSI’s), these offered a structured baseline whilst providing flexibility and allowing for the development of a relationship between researcher and participant.

Participants
Ten participants were recruited via two recruitment sites. One was an NHS community-based ABI rehabilitation service and one was a voluntary sector service providing ABI rehabilitation day services. Potential participants were screened according to various inclusion and exclusion criteria. The inclusion criteria were as follows: participants were aged 18 or above, have capacity to consent, have a non-progressive ABI at least one year ago (not during childhood and are currently medically stable), have sufficient communication abilities (with use of aids if required) to allow participation in semi-structured interviews and be able to provide informed consent, and be fluent in the English language. Participants were excluded if: they had a pre-injury history of severe and enduring mental health difficulties or substance misuse disorder, their symptom rating (as measured by the by mood rating scale Hospital Anxiety and Depression Scale) was in the ‘severe’ category, or had a current substance misuse disorder.
All participants reported experiencing cognitive, physical and emotional difficulties as a result of their ABI. At time of interview, all participants reported still experiencing some residual difficulties. See Table 1 for further participant details.
Demographic information and rating scales 
In order to characterise the types of people that were included in the study participants were asked about demographic information related to their ABI and also asked to complete three rating scales. This type of clinical information is routinely gathered in ABI services and was important so the GT developed could be contextualised. 
The first rating was the Mayo-Portland Adaptability Inventory [43], this scale represents the range of physical, cognitive, emotional, behavioural, and social problems that people encounter after ABI (Appendix A). Nine of the 10 participants were between the ‘Mild’ and ‘Mild to Moderate’ range for overall adaptability. One participant was in the ‘Moderate to Severe’ range. The second rating scale was the Hospital Anxiety and Depression Scale (HADS) [44], a copy can be found in Appendix B. This is used to measure severity of anxiety and depression in both hospital and community settings. Most of the participants were in the ‘Normal’ range for anxiety and depression. Two participants were ‘Borderline’ for anxiety, two were ‘Borderline’ for depression and one participant was ‘Abnormal’ for both anxiety and depression. The third was The Robson Self-concept Questionnaire [45]. This is a self-report questionnaire that measures self-esteem, a copy can be found in Appendix C. Eight of the 10 participants were in the ‘Normal’ range, two were below this but not in the range of ‘Clinical significance’. 




Table 1
Participant information
	Pseudonym (age)
	Nature
	Time Since Injury (TSI) (years)
	HADS (Anxiety)
	HADS (Depression)
	Robson (Self-concept)
	Mayo (Total)

	
Steven (28)
	
Tumour/ Stroke
	
3 
	
6 Normal
	
3 Normal
	
158
	
53 Mod/severe

	Peter (47)
	TBI as result of accidental fall
	20 
	6 Normal
	2 Normal
	110
	48 mild/mod

	Stuart (24)
	TBI as result of road traffic accident
	4
	2 Normal
	8 Borderline
	123
	Mild/moderate

	Mandy (35)
	TBI as result of accidental fall
	1 
	8 Borderline
	6 Normal
	147
	Mild

	Sarah (52)
	TBI as result of road traffic accident
	7 
	16 Abnormal
	13 Abnormal
	125
	Mild/ moderate

	Judy (65)
	Tumour/ Stroke
	11
	6 Normal
	4 Normal
	151
	Mild/moderate

	Steph (42)
	TBI as result of accidental fall
	7
	9 Normal
	6 Normal
	137
	Mild/ moderate

	Gordon (71)
	TBI as result of road traffic accident
	8 
	3 Normal
	1 Normal
	Missing
	Mild/ moderate

	Darren (49)
	TBI as result of road traffic collision
	4
	4 Normal
	1 Normal
	157
	Mild/ moderate

	Eve (64)
	TBI as result of accidental fall
	5
	10 Borderline
	10 Borderline
	133
	Mild/ moderate

	
	
	
	
	
	
	





Procedure 
Ethical approval was granted by an NHS Research Ethics Committee (Appendix D), the Health Research Authority (Appendix E) and relevant research and development departments.
Potential participants were identified by clinicians within the recruiting services, who acted as gatekeepers, distributed participant information sheets (Appendix F) and gained written consent for the participants to be contacted by the first author (Appendix G).  All participants gave written consent to participate (Appendix H).
Prior to interviews participants were asked to complete the rating scales and demographic information was collected (Appendix I). 
The first author collected data for each participant via semi-structured interviews that took place at the recruiting sites or participant’s homes and lasted between 45 and 90 minutes. An SSI format was used with general questions forming a point of departure (Appendix J), but interviews were guided by the participants and emerging themes. Interviews were recorded using a digital Dictaphone and then transcribed, some completed by the primary author and some by professional transcription services. 
Data Analyses
A GT methodology was used to analyse the extensive in-depth interview transcripts [46,47], this involved multiple stages of iterative analysis. Immersion in the data was essential for the process of analysis.
The first four interviews were analysed using line by line open coding to describe the data and identify emerging patterns (Appendix K). This was an iterative process, as these emerging patterns influenced amendments to the interview schedule for later interviews and were also used to develop tentative themes. Subsequent interviews were conducted and coded with these in mind, whilst remaining open to new findings across all ten transcripts.
Several in vivo codes [48] emerged from the data. These terms used by participants were subjected to the comparative method and some were subsequently integrated in to the theory. 
More focussed coding was then generated by identifying codes that appeared more frequently in the initial coding. The constant comparative method [49] was applied in order to find similarities and differences. Brief memos were used to aid the development of categories (Appendix L) and definitions/headings were created. At this point all transcripts and recordings were re-visited and definitions/ headings were amended. Initial clustering and sequencing of ideas took place to facilitate thought on how findings might be related (Appendix M).
Data collection, coding, memoing and subsequent interviewing occurred simultaneously to shape developing ideas. Relationships between identified codes and categories were explored with increasing levels of abstraction, using progressive levels of coding for data reduction. Data and coding was entered in to an Excel spreadsheet (Appendix N), which was used to look for commonality in new and adapted emerging categories. It was also used to look for deviant examples that did not fit with emerging categories.
Throughout each phase of coding we moved closer to the development of a theory, analysis progressed from description and clustering of extracts relating to the phenomenon of moments, to identification of codes that enabled description of processes. 
Throughout the process of analysis themes, categories and processes were discussed extensively in research supervision with the research supervisors (FG and PF), who both have considerable experience of qualitative research and grounded theory methodology. Ideas were shared and generated in collaboration.
The concept of saturation is a complex one, with little agreement amongst researchers [48]. Instead of saturation, Dey [50] refers to ‘theoretical sufficiency’ meaning that categories have been developed to a sufficient extent, so that it is possible to explore their relationships and draw some conclusions. In this current research, data collection was ceased when it was agreed we had gained a sample comprehensive enough in breadth and depth to have provided sufficient data to generate and support interpretation and draw conclusions regarding the main research aims. 
The analysis culminated in the formation of a grounded theory model representing the participants’ experiences.
Results

A grounded theory of experiences of personally important moments after brain injury, the impact they have on awareness of self and the influence they have on post-injury journey’s emerged from our data. 
The post-injury moments participants experienced, and recalled as important, all contributed to an increased awareness of the post-injury self. Whilst this process was common amongst all participants, the interpretation of these moments and the influence they had on individuals lives differed. When faced with the reality of post-injury change some participants were able to draw on elements of moments they experienced as contributing to a continued sense of self. This interpretation of a continued self subsequently allowed them to acknowledge, tolerate and work with their current circumstances in order to move forward and progress. Other participants described moments in which they felt the self was challenged and discrepancy highlighted. In light of this challenged self some participants described a pivotal “sink or swim” decision and an ability to draw on resources in order to reconnect with their sense of self and move forward. For others the awareness of challenged self propelled them, despite some failed efforts to resist, in to a more passive or avoidant state. 
A more detailed description of the model presented (Figure 1) will now be provided. Whilst the explanation of components and elements of this model have been presented in sequential form, the GT constructed from the data is not a linear process. Lines within the model represent two-way travel. For many participants their journeys and processes were fluid and organic, sometimes circular. They were iterative and changed over time. People moved between moments and altering levels of awareness of post-injury self.
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1.3b Disempowered by others
“no choice”

Figure 1
Grounded Theory Model
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The model is presented in three main components: 1. the Moments that participants described, 2. the Increased awareness of post-injury self participants experienced as a result of the Moments and 3. the Influence that these moments and subsequent increased awareness have on their broader post-injury narrative. 
Component 1. – Moments
All participants described personally important moments following ABI. Three core categories of moments emerged; 1.1 Moments that contribute to a coherent sense of self, 1.2 Moments of social interaction and 1.3 Moments of disempowerment. 
Based on participant’s descriptions of different types of moments, each of these categories was subdivided into two, creating six sub-categories: 1.1a Moments that provide Affirmation of pre-ABI qualities and characteristics, 1.1b Moments that offer Affirmation life has meaning, 1.2a Positive moments of social interaction, 1.2b Negative moments of social interaction, 1.3a Disempowered by limitations and 1.3b Disempowered by others: “no choice”. These categories and six sub-categories will now be described in greater detail, using participant extracts to illustrate. 
1.1 Moments that contribute to a coherent sense of self
All participants described important moments following ABI that contributed to them maintaining or regaining a coherent sense of self. Within participants’ descriptions, these moments appeared to serve two types of function: firstly to provide confirmation of the existence of pre-ABI qualities and characteristics and secondly to confirm that their life has meaning. In all examples, these moments were in the context of purposeful activity and linked to an increased awareness of the post-injury self.
1.1a Affirmation of Pre-ABI qualities and characteristics. Moments which offered individuals an opportunity to demonstrate pre-injury knowledge and skills were recounted as important by several participants. Participants connected these moments with an enduring sense of self, a sense of achievement/ progress and also described a subsequent positive impact on well-being and/ or recovery. 
I go to one (rehabilitation group) that’s project work, and that’s good because it requires me to… use my cognitive abilities to problem solving and reasoning and so we’ve just done a questionnaire…and that was really good because you had to construct the questionnaire, get them out and handed in but then also analyse the data afterwards and…I can remember my degree all about qualitative and quantitative data and so on and it was nice to know that I can still kind of operate on that level. It felt good to achieve that and that’s the great thing about it from a wellbeing point of view. [Steven]
One of the things we did in (name of holiday resort) was we were linked to the hotel that made beautiful jam and they did beautiful breakfast. So (name) suggested, "Oh, write a book about it." So we did, and (title of book)--. It took a bit of doing.  (wife’s name)’s writing skills, my editing layout skills. It was printed in (name of holiday resort). We got 6000 printed and they've been selling ever since. This is now about 10 years. Now when we go (name of holiday resort) they say, “Oh, here's a few hundred Euros for your share of the books we've sold." It just brings a bit of joy to people. [Gordon]
Moments that represented achievement and/ or recognition of progress were presented by most participants and appeared to provide reinforcement that they were regaining parts of the self that they felt had been lost. These moments provided connection to aspects of their pre-ABI personal qualities. 
So like he taped a verbal message and I just remember…A few months ago and (husband) stumbled across it and he’s like remember this and umm I heard it again and I was just spoke like you know (speaks slowly) like I was drunk and like a child like I really had trouble speaking and I’m like oh my gosh I’ve you know you have really come on so… I do find those things really positive. [Mandy]
The journey for me has been like a hurdle race. I was a very, very good sportswoman (pre-ABI), very. Every time I achieve something, I run for another hurdle. I haven't quite yet got to the end, but I'm getting there. Every time I do something that I didn't think I would do, I run for another one. It's a hurdle race. [Eve]
Other moments that participants described as affirming pre-ABI characteristics were those that offered direct connections to their former roles and careers. Several of the participants had been unable to return to former employment due to the consequences of their ABI. Most participants described the importance of post-injury activities that provided pre-injury connections to previous occupations. Gordon appeared to seek out activities that provided him with these connections. In the moment described below he makes a direct link between a post-ABI experience and the impact on the self. 
Being a computer nerd she invited me along to a drinks reception because I was talking about the (computer related invention). Researcher: What was important to you about that that? Gordon: Well, it's being reckoned on as somebody significant…somebody with a story to tell that's worth listening to. I've certainly had that in my past where the (previous employer) respected what I said until my time ran out at (previous employer). [Gordon]
For some the loss of occupational role following injury was extremely distressing and had a dramatic impact on the sense of self. Darren describes the moment he realised he could not return to work.
It was devastating. I don't think I realised at the time how much I loved what I did…"Well, that's kind of the end of my life as I know it." [Darren]
In the light of such devastation, moments that served to fulfil aspects of his former role, had a significant impact on well-being and progression. For Darren the initial request of assistance from him in the form of volunteering held particular importance.
She said, "Have you ever thought about giving your time to an organisation?" … [laughs] I said, “I spent the last 30 years giving people time in the form of (previous occupation)…So being asked was massive…so I went for an hour, and really enjoyed it, and then went a bit longer really enjoyed it. [Darren]
1.1b Affirmation life has meaning. Most participants gave examples of important moments they felt demonstrated their life had meaning. These generally occurred in the context of purposeful activity and for most participants involved making a contribution, to others and the world. Recognition from others, that the participants had something to offer, featured heavily in the moments participants chose to recount. These moments provided a sense of internal value and externally being valued by others and led to feelings of worth and purpose. For example Peter talks about life having meaning in the context of purposeful activity.
I do a gardening course…and we’ve achieved things in the (name of organisation) garden … and we have this open ground that was absolutely lifeless if you like and we had to make it so the life comes in to it so wiggly worms and things come in to it… I think so it means that my life is not meaningless… it means that there is something that I can do that will be of interest ...to maybe somebody someday or and it just won’t be worthless. [Peter]
Most participants described points following ABI in which they thought their lives were meaningless, accompanied by feelings of worthlessness. Suicidal thoughts or thoughts of being “better off dead” featured in several of the participants narratives. 
 I don't like talking about it but I did have quite a lot of suicidal thoughts. I remember driving in the car thinking I just want to swerve and not be here anymore. [Steph]
My honest belief is it would have been easier for everybody if- if I'd had died that day… It was that realisation that my world as I know it has just completely changed…When I started to recognise the changes in my personality and the impact on (the family), and then realised -- I didn't feel wanted at all by anybody. I felt outcast, discarded. Felt I didn't have any worth. [Darren]
In the context of this, moments described by participants that provided their lives with a sense of meaning, were experienced as particularly poignant. Moments in which people were viewed by others as having value provided a platform to build on internal self-worth, which in turn allowed people to make changes and move forward in their post-injury lives. In the extract below Darren describes a sudden “lightbulb” moment of recognition of his continued worth.
And so over the course of the winter period they approached me (about setting up a business together) and all of a sudden, it was a real light bulb moment …I thought, I’ve still got value, I’ve still got worth. I’ve still got something to give and I think from that moment on, because somebody had recognised something in me. Which made me think, you know what you’re not all the things that you think you are or have become you're actually still you - you still have something to give. [Darren] 
1.2 Moments of social interaction
All participants referred to important moments involving relationships and interactions with others. These moments were generally described as either positive or negative experiences. 
1.2a Positive interactions. All participants recounted moments of positive post-injury interactions with others, they included relationships with professionals, family, friends and peers. Participants described many benefits from such interactions, all participants described moments that led to a feeling of being heard, supported and understood. These created an increased awareness of the post-ABI self and in turn had a beneficial impact on their journeys. 
I used to go and see (Psychologist) once a week and talk to her and just getting it off your chest and maybe someone to understand. It was just a release for someone to listen to you and understand. [Steph] 
For most participants, the moments involving other individuals with ABI were those that held the most importance. These moments commonly occurred within a rehabilitation setting, usually within a group. The moments allowed a sense of identification with others, often in the context of previously feeling alone or “the only one”.
Going to (rehabilitation service) meeting people who would have the same -- Not all necessarily the same problems but going through the same thing, that understand, was just a major thing. Absolutely, a major thing, doing that once a week meeting people, going through the process to help you and speaking to (Psychologist) every week just helped me no end. [Steph]
Yes I really, I did enjoy when we had a communication group just sort of meeting other people cos look it was nice too. We’d often just chat about things that weren’t related to a brain injury at all but then there were times where umm you would touch on things and it was just nice to umm interact with people that had been in the same situation as you or are in the same situation and things. [Mandy]
But the only people that really understand are the people that are sitting with you, that when you're talking to over a coffee, it's almost -- It's a bit like -- I was gonna say an exclusive club. [Darren]
In earlier descriptions given by Darren, he explained that his previous employment had been like belonging to an ‘exclusive club’. This sense of belonging was lost when he had to leave that employment due to his ABI, making his new found sense of belonging particularly meaningful.
I guess-- The exclusivity um. I guess-- So I compare it to because you've all had an injury to your brain. Clearly you wouldn’t have chosen to do that but you're in an exclusive club. Because in order to get there you've had to have an injury to your brain. And that's not dissimilar to say for instance people that do extreme sports and they've got that camaraderie. It doesn’t have to be that extreme but you know take surfers or people that drive VW camper vans they've got this-- There's an instant talking point which can break down a lot of barriers. So that's-- I guess that's how I compared the exclusivity. [Darren] 
1.2b Negative social interactions. All participants described moments of interactions with others that they described as negative. Common themes were stigma, being underestimated, patronised, being ignored and being rejected. Participants experienced these moments as invalidating. One participant referred to these experiences as feeling she was viewed as “damaged goods” by others. 
(Name of family member) told me how to cook once in the kitchen and um which I knew how to cook but I didn’t tell him that and I watched him ‘now this is how you cut up the chicken even portions and it cooks all well evenly and it will be done within’…… and so I was watching ‘yes ok’ I didn’t dare tell him I knew how to do it still but there you go…I would like (family member) to …. stop seeing me as a damaged good product. [Susan] 
She went on to confirm that she experienced repeated moments that she interpreted this way and how they had led her to believe that she was “damaged goods”. Majority of participants referred to these moments of negative social interaction as contributing to a negative view of post-injury self and self-doubt in their abilities. Whilst the term “damaged goods” was not used by other participants, it was a common theme amongst them.
Steph described two moments when she experienced  stigma within her working environment. The first moment was after returning to work following her brain injury.
I remember I had an occupational therapist come in and she was saying that you need to do this. You need to do that to help you. This other lady (colleague of Steph) was just like, "Oh, that's ridiculous". You know real negative and she didn't understand at all. [Steph] 
Negative attitudes from colleagues and lack of support within this job, resulted in Steph leaving her employment.  As a consequence of this experience she went on to explain that she had concealed her brain injury from her next employer. 
When I went for the job at (name of Organisation) I never told him about my head injury, because I was embarrassed. I didn't want it to affect me getting the job. [Steph] 
As the new employer requesting an increase in hours from her, she explained how she had to ‘confess’ about her injury and the subsequent response that she received.
The chair, who took me on. Actually told me that, “If I’d have known that (you have ABI) I wouldn't have taken you on.” That's what she said. [Steph]
1.3 Moments of disempowerment
All participants talked about post-ABI moments in which they felt disempowered. Participants discussed various ways in which this occurred and drawing upon the data from transcripts, two types of disempowerment emerged; disempowered by limitations and disempowered by others “no choice”.
1.3a Disempowered by limitations. For most, these moments served to highlight the significant changes due to their ABI, increased their awareness of their difficulties and emphasised the subsequent changes to their lives. Participants described moments of disempowerment due to cognitive difficulties but moments that seemed to be accompanied by the biggest emotional response were moments they were disempowered by physical difficulties. Common themes were feeling embarrassed, restricted and excluded.
That catheter kept leaking and I would lie on a wet bed. Researcher: what was that like? Eve: Awful, and I felt so embarrassed … I really wanted to go to the loo on me own, but I couldn't. [Eve]
The biggest thing I missed was playing golf because I used to play before my accident, every Saturday. I went for lessons again after and was hitting the ball and it just didn’t feel right just did not feel at all nothing like what it should do… and apart from the driving that was probably one of the hardest things to accept that I couldn’t play golf anymore. It meant … not meeting all my mates on a Saturday morning again because they would still play and I’d be left just sitting here or whatever …I guess I felt like I was missing out because I knew they were still going …but what had to be had to be so. [Peter]
I needed a wee. I thought, I’ll just nip in the changing room. We were at the (name). The changing rooms were locked. I thought, What am I going to do? I’m either going to pee on myself? I went behind someone's car, squatted, peed, and I couldn't get up. Here I am, in the middle of a car park,…How the hell am I going to get up?…Researcher: How did you feel? Eve: Awful. Awful. Panic. I crawled across the car park…I tried to pull myself up on the back of (name of friend’s) boot but I hadn't got the strength. I crawled to (name of friend’s) van and hang on his wing mirror, … I did, in panic get up. Adrenaline kicked in I suppose, because I was completely panicked. I'd got me trousers around me ankles! …. It's so embarrassing, especially when it's toilet. I don't know what the word is, humiliation ... It's just degrading. I laugh about it now because at the time it probably was funny to someone else, but to me it wasn't. [Eve]
Whilst Eve describes this ‘degrading’ moment, as she comments at the end of this excerpt, she does so with humour and laughter and refers to how her emotional connection to this experience has changed with the passing of time.
Peter describes another moment in which he felt disempowered by disability. In this moment, the objective, physical consequences of his brain injury were evident and directly impacted on his ability to perform safely in a potentially dangerous environment. Subsequently, this was the moment he realised his future dream of becoming a chef, was no longer realistic.
I can remember one time when I was at (name) tech college (training to be a chef) I had obviously an overall on and a pinafore if you like and cos at college they’ve got like a burner which is really hot and I just was doing what they said what the teacher was telling me to do and my pinafore fell on the stove if you like ...and that caught fire...so the teacher come over and put the fire out and I thought maybe I’m not supposed to do this …I used to stand out of the way when they were plating up or whatever even just stand out of the way and they the teacher helped me through the course and he said you can do this course but you can never be on the course to be an actual chef. [Peter]
1.3b Disempowered by others ‘no choice’. The other form of disempowerment that was evident, were moments where participants felt disempowered by others and most were connected to an absoluteness of “no choice”. For example, these moments were often regarding decisions made by those in authority e.g. Medical professionals, Driver and Vehicle Licensing Agency (regarding losing their driving licence), and employers (having to leave work). The descriptions participants offered of these moments increased their awareness of post-injury self and the real consequences of their ABI. These moments were related to their feelings of powerlessness and distress. 
The following extract from Sarah illustrates her disempowerment in the decision (made by medical professionals) regarding her attendance at her husband’s funeral.
They (the family) had to ask permission could I go and they (the medical team) said yes as long as we, someone one of our staff, go with her. And when we got to the funeral and the staff was there it didn’t feel like a family funeral…. it felt like an intruder in my world which I wished to release myself from for a short time and couldn’t do. [Sarah]
Several participants relayed moments of disempowerment related to inability to drive and the life changing implications of this. Steven describes an important moment which led to surrendering his licence, subsequently meaning terminating his employment.
I crashed my car on the way home. …because I can’t see left and I turned round like that to look behind my right shoulder and hadn’t realised I’d drifted left. [Steven]
His interpretation of this was that he was no longer capable of driving safely due to his ABI. He talks about the inevitable outcome of his licence been forcibly taken and appears to attempt to maintain some control by deciding to surrender it.
And then after that I just decided I shouldn’t drive anymore surrendered my licence…rather than it being stripped from me I handed it in. [Steven] 
This highlighted the limitations posed by his ABI and the changes it meant for his life. He describes how this event restricted his life and how it further disempowered him. 
It’s very restrictive you’ve gone from like driving from 17 and it’s just a freedom being able to drive, driving around everywhere like it sounds silly but when you don’t have a licence it’s like you know you have to go and get this from the shops. Up until now I’ve had to then ask someone to do it and people say you know I’ll always do it for you if you ask but it’s different because then you have to ask. [Steven]
Similarly, Judy described a distressing moment when she realised that she was unable to return to her former employment, primarily due to the loss of her licence.
Researcher: was there a point when you realised that wasn’t going to happen (return to work)? Judy: Yes it was about two years after yes its quite sad really…well I think it was obvious because umm because of the brain tumour I haven’t got a driving licence so I can’t drive anywhere…( husband) has to drive me wherever we’re going …but umm so that impacted obviously ...that law (name of hospital) did that they said it was the first thing they would have to do (surrender license)…I really wanted to drive you know desperately wanted to drive but you know when I thought about it afterwards I thought well you know I’m just not going to be able to... I was really upset about it.  Researcher: how do you think you’ve learnt to cope with that? Judy: well I just have to I don’t have a choice really. Researcher: and is that hard that choice being taken? Judy: yes really hard. [Judy]
Judy describes a moment she felt disempowered by others in a position of authority and felt patronised, invalidated and disbelieved. This moment increased her awareness of post-injury self, and in contrast validated her negative belief that she is viewed by others as “damaged goods”/ “brain dead”. 
And my doctor……says to me are you really sure that’s the pain because it could be the brain injury. I said it’s not the brain injury it’s real pain. No no no she says no it could be sensitisation problem you’ve got. Really? Right, my wrist hurts is that because of sensitisation. It’s in your brain damage. No it’s not because I went to the hospital, I had the MRI scan they told me I had a problem with my wrist which is wear and tear on one side and I’ve got a pulled nerve in there somewhere which gives me my pain ....and they said it’s nothing to do with that (ABI) you really have got a problem they said at this clinic.  I said thank you very much… so I’m fighting with a doctor who still thinks I’m brain dead. Researcher: that's a strong term. Judy: well that’s what she does. [Judy]
Eve had been volunteering at a local hospital for several months before it was decided she required an occupational health assessment to determine her fitness to work. Below she describes the moment in which she realises she has been sacked. 
I went in the next week, and I got to the car park and the barrier wouldn't go up … I pressed the phone and said I've come in to do my volunteering, but the barrier will not go up. He said, "What's your car registration?" and that's before I could remember it because you made me the little label. I said I don't know, hang on I'll get out and have a look. I …gave him the car registration and he said, "I haven't got you down as having a space." I said, "Hold on a minute, I sat there and the machine went again, he said your space has been blocked. I said why? He said, "I don't know." I thought, "They've got rid of you (name of participant)." I drove out, went around the roundabout, cried my eyes out and never went back. That is what happened. I just thought, "They don't want you." [Eve]
Component 2. – Continuity or Discontinuity in response to Increased awareness of post-injury self
As evident above, the six subtypes of moments described all contributed to participants increased awareness of post-injury self in various ways; by reinforcing the existence of pre-injury qualities and characteristics, by validating self meaning and worth, by identifying with similar others, by being viewed as changed in the eyes of others, by highlighting the emotional and physical change in self and by emphasising limitations. All of which contribute to a continued or a discontinued sense of self. 
Continuity or Discontinuity
The moments expressed by participants contributed to an enhanced awareness of the post-injury self. This awareness impacted on participants’ sense of self in two broad ways, either by fostering a sense of continuity or emphasising a sense of discontinuity.
Some participants commented on very specific instances that contributed to a significant increase in their awareness.
Continuity. Increased awareness leading to continuity resulted in a continued and consistent self-identity. Within continuity, participants were able to maintain an enduring sense of self whilst acknowledging that some elements of self were changed or lost. A continuity of life and lifestyle was evident as was a continuity of relationships. This continuity resulted in participant’s ability to work with their own reality (see later named section ‘Ability’). In the following extracts Mandy acknowledges her post-injury changes but reflects on moments that demonstrate elements of her positive pre-injury personality and how these support her in moving forward. 
I often compare pre-injury to post-injury… you  know I would have probably done this differently or like for instance even with getting dinner and things like that I just find tasks take me a lot longer than they used to…I sort of think well that doesn’t have to, and I don’t want it to, define me…I’m really trying hard you know to just move on and just do things like you would normally so and that’s part of me…On a positive note, one of my main things is always think how it could have been worse so when I’m having a down day where I would feel flat and in a low mood and things like that, I just think well I concentrate on positive things and positive things I’ve done……Researcher: How do you achieve that, having that positive reflection? Mandy: I do feel that it’s part of my personality and I guess I’m fortunate in that it’s just how I was before and it’s part of me and who I am. [Mandy]
 Discontinuity. Increased awareness leading to discontinuity resulted in an altered, discrepant self-identity. Within discontinuity, participants focussed on elements of the self that were lost or different rather than the continued elements. Discontinuity also refers to a discontinuity in life, with life often being compared to pre and post-ABI. It also refers to a discontinuity of relationships, as experiencing the self as changed subsequently changes relationships with the other.
Steph describes the moment she received a discriminatory response from her employer (described previously in Negative social interactions section), who told her that she would not have employed her if she had known about her ABI. This had a huge emotional impact on her but also led to increased awareness of the consequences her ABI had on her ability to do her job, contributing to a discontinued sense of self. 
Once again, I was devastated. I was actually devastated. It made me think I can't do this. I want to cry right now. I can't believe this. I just think why would somebody be so cruel? I never gave her any reason to think that I couldn't do the job. …I just struggled a bit and it just took me longer. [Steph]
Darren also recalled a moment of increased awareness of post-injury self, this led to a realisation of his own cognitive difficulties via the process of identifying with others and contributed to a discontinued sense of self.
You go and you sit in the sort of the waiting area and then …And you're surrounded with, I don't know, up to 12 people, probably. You kind of look around and say "I don't know why I'm here."… I remember sitting there thinking, "Why am I here, there's nothing wrong with me?" And then the more people got talking, the more I started to think, "Do you know what, I recognise that. I recognise that." And it started to open my eyes. [Darren]
Discontinuity of self resulted in differing influences for different individuals. When faced with discontinuity some participants experienced pivotal points in their trajectory, were able to draw on available resources and were consequently able to work with the reality of their post-ABI circumstances (see below). For others discontinuity, despite some efforts to resist, resulted in the more passive state of “What will be will be” (see below).
“Sink or swim”, Resources
“Sink or swim”. For some, discontinuity of self led to “Sink or swim” which refers to a pivotal, focal point within participant’s internal processing in which they are faced with a decision which determines the subsequent onwards trajectory. A common theme within the descriptions of these focal points was participant’s feeling at their lowest point “Things can’t get any worse”.
Resources. Following the “Sink or swim” decision, participants described drawing on Resources in order to enable them to move forward from that point. In the examples below Sarah, Eve and Steph, draw on professional support from external resources and internal resources such as determination and resilience in order to move in a forward trajectory. Drawing on these resources resulted in participants ability to work with their own reality (see section below).
Steph had previously been reluctant to accept medication from the GP for low mood but in the extract below describes a “Sink or swim” decision that led to a change in her thinking and behaviour.
Researcher: How did you go through that shift (from refusing medication to accepting it)? Steph: Because I was so low I think. I just thought things can't get any worse……If I hadn't taken them (anti-depressant medication) God knows what would have happened. [Steph]
Eve describes a “sink or swim” decision, resulting from a situation in which she was stuck on the floor. Due to physical restrictions, she was unable to stand. She panicked, felt helpless and vulnerable but was able to find the strength to get up. 
 I was completely on my own, and I knew the only way I was going to get up was to do something myself. [Eve]
She went on to describe the determination triggered by this pivotal point and the desire for it never to be repeated. This determination resulted in her tirelessly practicing standing, initially using handles but progressively improving her muscle strength. She then went on to tell me about a more recent moment of importance for her. 
And I can get up now. In fact Saturday I went to the loo at (name of place) first time I can ever remember getting up without holding on (to rails/handles). [Eve]
Sarah described another “Sink or swim” decision in regards to leaving work, following a moment of feeling discriminated against – She describes a thought process where she explores possible outcomes, on one hand she leaves her job but faces the (perceived) possibility that she won’t work again or she sticks it out. She chooses to stick it out, by drawing on her personal characteristic of determination.
"No. I'm not going to leave. I'm going to stick this out because if I leave there, am I ever going to get another job". That's what I thought and my thought process I suppose it is just, "I'm going to do it"……..Once again, the way the person I am is like, "I'll prove to you that I can do this”. [Sarah]
Resist, Fail . When faced with Discontinuity, some individuals made attempts to resist against this. Participants described repeated attempts to maintain occupation or hobbies without allowing for their post-ABI changes, in the hope that they may regain the elements of lost self. Below Judy described moments in which she repeatedly checked the newspaper for jobs, despite knowing that she is unable to return to this career as a consequence of her post-injury limitations: 
I mean I always wanted, I even look in the Telegraph at the jobs...because you know I’d like to have a job but ...I don’t think I’m likely to get one but I still look…well I look at I still look for (names previous profession) which isn’t in there very often but then there is the odd place that advertise in there umm and umm I used to love doing (names specific element of previous profession) especially Researcher: so you were really passionate about your job Judy: yes oh yes. [Judy]
For several participants this repeated resistance followed by failure resulted in a negative impact on mood, succumbing to their post-injury circumstances and the more passive state of “What will be will be” (see below). 
Component 3. - Influence  
The component Influence refers to the influence and impact the Moments and Increased awareness of post-injury self have had on participant’s broader adjustment narratives. Two main broad adjustment narratives were drawn from the data; “What will be, will be” and Ability to work with my own reality. Whilst two types of influence are presented in the model, neither are absolute not all encompassing.
“What will be, will be”
“What will be, will be” refers to a more passive state, where participants were unable to see a choice and subsequently surrender to fate. 
Following the example from Judy above in which she described repeated resistance to her current situation, she went on to describe the negative impact of this which ended with a phrase suggesting a resigned position.
Researcher: how does it feel looking at those adverts when you say you’re looking at them but you know that you probably won’t ever be able to do that? P: it makes me really sad when I think about it you know …yes its quite sad really but there we are that’s how life goes. [Judy]
Peter describes his repeated attempts to resist acknowledgement of his post-injury changes, in an attempt to become a professional chef. 
I took courses at the tech to be a chef but that was I was never going to be as good as I wanted to be if you like. Researcher: and how was that knowing that that was what you wanted but you weren’t going to succeed at it? Peter: I just tried and tried and tried. [Peter]
He went on to describe the incident mentioned in a previous extract in which he set fire to his pinafore and had to be supported by his tutor to extinguish the flames. This led to his resignation with his current circumstances.
So the teacher come over and put the fire out and I thought maybe I’m not supposed to do this……. I just thought this ain’t for me I’m not going to be able to do it I’ll just do it for myself at home and what will be will be. [Peter]
Some participants experiencing repeated instances of this resist and fail process consequently developed patterns of withdrawal and avoidance, due to the negative impact on their well-being. Stuart describes a moment below in which his difficulties with speech were apparent.
My speech isn’t that great it kind of sucks when I’m trying, because when I get excited as well I can’t say what I want to say …so I kind of I went to say it and nothing came out and I said I think I said (one word) and then ‘song’ and then (next word) and I think they were the three words that came out that but I said a bunch of stuff in-between but they were the three ones that actually came out properly… I kind of get to a point where I think oh man this is not going how I want it to go I really quieten down and I end up just talking to myself I think the people stop like listening because it takes so long for me to say things. [Stuart]
He goes on to explain the subsequent impact of this process on his engagement in conversations, due to his perceived negative response from others and negative subjective emotions.
Researcher: what do you think that process of that happening over the last four years, what do you think are the consequences of that? Stuart: I just I’ve learnt to like dull myself down…not say things…cos if I repeated it and it went wrong again I’d feel like a fanny pretty much…and I also I don’t really want people to have to listen to me twice because that I think that will make them annoyed. [Stuart]
Ability to work with my own reality
Ability to work with my own reality refers to an active state, whereby participants described the ability to; give up resistance and denial, acknowledge and tolerate their circumstances. They are able to be realistic regarding their limitations thus allowing them to make changes in order to move forward and progress. In this state, participants were adaptive, reactive, reflective and flexible and able to find new meaning within their post-ABI reality. 
An extract from Darren, taken following a description of a moment that provided a sense of value and worth leading to a Continued sense of self, demonstrates this.
From then on, I started to build up my feeling of worth and with that feeling of worth and value came confidence and as that grew, um I started to become the person I am now. I started to think, "Yeah, you know you don't do that anymore, but actually you can still do this and actually you can still do this." [Darren]
Sally described repeated instances where her pre- injury characteristic of determination aided her progress. By feeling this continued sense of self she is able to accept of her current circumstances, and reflects on her progress.
I keep thinking I’m so lucky because that’s… the only thing I’ve been left with (fatigue), everything else I’ve managed to overcome. [Sally]
She goes on to describe moments that demonstrated achievement contributed to her acceptance and the impact these had on her sense of self.
I’m proud of myself. I don’t say that very often, but when I think where I was and I tend to forget that…where I couldn’t do anything and where I am now, I’m really pleased I stuck to it because I could have easily taken the easy option. I think that (determination) that is a big thing. [Sally]
Participants demonstrating an Ability to work with their own reality were able to acknowledge positive changes/ growth and see new opportunities in their circumstances with an optimistic outlook about the future, including further progress and development.
I’m going to get through this and I’m hopefully going to become a better person. I have learnt things over the last four years that I never would have learned. I’ve become a far, in my mind, better father than I ever would have been. [Darren]
Sally reflected on how experiencing negative emotions had led to her becoming a more compassionate and supportive person.
Back then, before all this, I’d have felt weak…Now I totally understand and if anybody, a lot of my friends now open up to me and I’m quite forward at trying to say don’t be embarrassed about it…I wouldn’t actually say’ sort yourself’ anymore (like before ABI), I’d say ‘go and get some help’. [Sally]
A common theme amongst those able to work with their own reality was making comparisons to others deemed less fortunate, reflecting on their own recovery in a positive light.
Once again, I feel lucky because there’s lots of people that are worse off than me. [Sally]
I think I’ve had a really, really good recovery, like I’ve been very fortunate. [Mandy]
I thought actually there are far, there are people here with injuries that are far worse than what’s happened to me…I could be a lot worse off. So all of a sudden, rather than being ‘woe is me’… it started to become ‘well actually you could have been like this poor chap’. [David]
Discussion
The purpose of this research was to explore the phenomenon of ‘personally important moments’ following ABI. It aimed to explore the meaning that these moments held for the individual and the influence they may have had on their post-ABI life course. The intended objective was to generate a model, theoretically grounded in the data, which would contribute to clinically applicable models of adjustment.
All participants recalled moments within their post-ABI life that they considered to be personally important. Moments were broadly related to either; a coherent sense of self, social interaction or disempowerment. The subjective meaning attached to the experience of these moments had an impact on participants’ beliefs about themselves, others and their place in the world. These interpretations had a subsequent influence on their lives and impacted on the extent that they were able to work/cope with the reality with which they were faced. Findings illustrated two broad influences; Ability to work with own reality and “What will be will be”.
The moments recalled, and people’s experiences of such moments, were highly individualised but there were common themes in the meanings attached to them and their influence on their post-ABI life course, thus resulting in the development of the model presented.
The term ‘moment’ traditionally refers to a brief and specific period of time. Whilst participants did describe specific moments and events in time that actually happened, they were not objective or isolated occurrences. They were connected and constructed in relation to wider circumstances and intrinsically linked to the participants’ broader adjustment narrative. They therefore need to be understood in the broader context of individual experience, this broader context is part of the wider phenomenon. 
Moments were related to both previous experience and current circumstances and participants moved backwards and forwards in time in their descriptions of the moments and their meaning and influence. Meaning-making following traumatic events is typically described as occurring over time [51]. Some participants commented that their appraised meaning, interpretation and influence of the moment had changed over time, a process supported by Westphal and Bonnano [52] who suggest that attributions regarding meanings of events are likely to undergo considerable alteration over time and should therefore be considered ‘reattributions’. The meaning-making model presented by Park [25] notes the importance of initial as well as subsequent appraisal in adjusting to distressing life events but comments on how most of the existing literature regarding appraised meaning and distress speaks to the issue of reappraised meaning (meaning likely to be subjected to considerable revision over time) as opposed to initial appraised meaning. 
Self-identity broadly refers to a person’s self-understanding of his or her own potential, qualities and inner sameness over time [53]. This study supports existing literature that change in self-identity is an important and potentially distressing aspect of life after ABI and that individuals can experience a sense of lost identity [54] which can lead to poor adjustment outcomes [16]. This research offers insight in to the types of post-ABI moments that serve to reinforce or threaten a coherent sense of self. In line with previous research [55,37] this study found the moments providing participants with this sense of identity continuity across time, positively influenced their ability to work with their own reality. Moments specifically related to affiliative identities or roles such as previous occupation/ professional roles were deemed as meaningful, and served to provide a sense of continued self-identity post-ABI subsequently leading to subjective experience of having worth and value.  This is consistent with findings from Walsh et al. [56], who found that in the context of ABI, affiliative identity was a significant driver of well-being. It supports findings from Ponsford [57] who suggested that stress and identity loss are likely to be a consequence in an inability to meet the expectations of the pre-ABI professional role.  It also supports findings from Ownsorth et al. [58] who found that returning to productive activity early post-discharge was a predictor of better emotional outcome. 
It was evident in our study that whilst participants described elements of themselves that were lost/ changed, others were enduring and that the subjective experience of “I’ve changed” was able to co-exist with “I’m still me”. They were not mutually exclusive. This supports ideas proposed by Ellis-Hill [59], that identity consists of multiple strands, not simply a pre and post-ABI identity. This suggests that moving away from the dichotomy of the old and new self, towards the idea of a self composed of multiple parts that may be lost, maintained or developed, could be more valuable for understanding the complexity of ABI [60].
Findings from the current study also identified the importance of moments that were interpreted as achievement and/ or progress towards goals and the positive influence these had on people’s mood, consequently providing an increase in confidence in abilities. These findings support previous literature that goal achievement is a powerful predictor of subjective well-being [61]. 
Findings support previous research regarding the importance of purposeful and meaningful activity [36,37] following ABI and its centrality in maintaining a coherent and continued sense of self [62]. Within the moments participants described, purposeful activity was often experienced as fostering a sense of internal value and worth and of being externally valued by others and thus enhancing the belief “I’m still valuable, I’ll still me”. This supports recent findings from Walsh et al. [56] who suggest that identity is intimately intertwined with activity and doing.  The interpretation of “I’m still valuable, I’m still me” was described as contributing to participants ability to successfully adapt to their new circumstances, progress and make changes. 
There is a growing recognition of the importance of social factors on well-being following ABI [56]. In line with previous research [63] this study found moments interpreted as maintaining a coherent self and moments of social interaction were closely linked. This study also suggests that not only are identity and social interaction linked, but they are associated with the degree to which individuals can adapt and work with their post-ABI circumstances. This supports findings from Gracey et al. [64] who concluded that following ABI, individuals make sense of themselves primarily in terms of their experience of themselves in social and activity contexts, for example whether or not they are ‘feeling part of things’. They suggested that individual emotional adjustment must be considered in the wider context of relation to others. The findings of this current study are further supported by Gracey and Ownsworth [2] who that found that following ABI the social and the personal are intimately connected and closely linked with emotional adjustment and quality of life. 
Findings from this study highlight the importance of positive social interaction in the post-ABI journey. Moments experienced as positive interaction and subjectively experienced as being supported and understood, led to positive self-evaluation and individuals being more able to work within their own reality and also hold more optimistic views about their future. This supports findings from Levack [37] who found that feeling respected, validated and accepted by others was important for adjustment following ABI.
This study also demonstrates the value placed upon social interaction with other individuals who have an ABI. Consistent with other findings [65,55] these interactions with similar others were reported as assisting to reduce stress and enhance a sense of shared social identity.  Such moments of positive interaction with similar others were experienced by participants as “I’m understood” and “I’m not alone” and fostered a sense of belonging. This internalised meaning of being supported allowed them to be flexible and adaptive in their approach to post-injury life challenges and gave them confidence to take risks. This is supported by Walsh et al. [56] who found that belonging (affiliation to group) was a significant driver for well-being following ABI. 
As well as highlighting the importance of establishing post-injury social contacts with other people with an ABI, this study also notes the importance of maintaining pre-ABI social connections and interests. This supports existing literature by Haslam et al. [55] who found that maintaining pre-injury social group membership after stroke was associated with life satisfaction. This research found that there was a shared function in moments experienced as both positive and negative by participants. This was that they both fostered an increased level of awareness of post-injury changes. For some this awareness served the positive function of identifying with others, in turn experiences of feeling less alone. However, more present in the data was that this increased awareness was accompanied by negative emotion, supporting the ‘Y’ shaped model [18]. Existing literature on adjustment and coping following brain injury highlights the profound nature of such realisations and suggests that it can lead to poor coping and outcomes [18], however Brands et al. [22] suggest that little is known about the relationship between awareness of deficits and coping or adaptation and a need for more research.
Nochi’s [54] qualitative study found that not only was loss of self experienced through pre to post-injury self-comparison, but also socially, “in the eyes of others”. Findings from this current study concurs with Nochi [54] and more current research that emphasises that misconceptions  and stigma regarding ABI are still rife [66,67], participants described moments in which they were misunderstood, stigmatised and discriminated against. These moments resulted in negative subjective/ internal experience and were associated with the more withdrawn state of “What will be will be”. This offers some support to findings from Haslam et al. [55] who conducted a survey study of social and personal identity following brain injury. They found perceived stigma and broken relationships each mediated the relationship between life satisfaction and both identity change and fear of discrimination. They concluded that those who acquire a stigmatised identity struggle to maintain social identities and relationships, thereby having reduced life satisfaction.
Findings from this study offer insight in to the intricate and complex balance between the objective nature and real (external) consequences of brain injury and the (internal) subjective experience of living with these.  All participants described moments in which they felt disempowered, these moments often occurred in the context of situations that their brain injury left them physically restricted or limited. Findings were consistent with that of Nalder et al.’s [36] study in which key themes were related to changes in post-ABI level of independence/dependence and decisions regarding returning to driving. It builds up on a wealth of existing literature addressing the topic of returning to driving [34,68] and work [32,69] by offering qualitative information about the meaning these experiences of disempowerment hold for individuals and the influence they have on their ability to work with their current circumstance. When confronted with functional impairments and activity limitations this research found that those who were able to adopt a flexible approach and adapt their goals/ find alternative solutions by utilising their resources, were better equipped to work with their given circumstances and have better outcomes. This is supported in existing literature, [70,53,22] that suggests that being able to alter goals, and be realistic whilst still working towards restoration leads to better outcomes. 
Our findings suggest that when faced with moments of negative social interaction or those of disempowerment, participants frequently appraised them with negative representations of the self “I’m damaged goods”, “they see me as damaged goods”. In line with existing literature [31,53] when faced with the threat of these distressing post-injury moments, participants displayed a range of coping strategies. Findings support that of Anson and Ponsford [71] with avoidant coping being evident within participants descriptions. 
The model presented supports previous literature on avoidant, escapist and passive coping in ABI being associated with poorer outcomes [22,71,72,73], a common narrative amongst some participants was to interpret unsuccessful attempts at tasks as “failure”, repeated failures leading to withdrawing and more passive responses – “What will be will be”. Riley et al. [74] investigated relationship between subjective threat appraisals, activity avoidance and anxiety following ABI. They proposed that experience of failure or difficult situations give rise to threat and create anxiety. To reduce anxiety individuals cope by avoiding, and withdrawing. Riley et al. [74] found that post-ABI people also made threat appraisals based on perceived negative interactions with others, also leading to avoidance. 
Brands et al. [22] suggest that whilst achieving goals creates positive satisfaction, negative emotions arise when actual performance is far from what the individual is striving for, supporting findings from the current study. They propose that in the face of adversity and/ or failure, individuals need to find the balance between tenacious goal pursuit and flexible goal adjustment and disengage from unobtainable goals in order to achieve successful adaptation following ABI.  Findings from the current study concur, individuals that were able to accept their limitations, be realistic and flexible were more able to successfully work with the reality with which they were faced. 
A qualitative study by Nochi [75] explored narratives of people who believed that they had adjusted well following brain injury. Adjustment involved participants being able to construct positive and adaptive stories about themselves post-injury, key themes were; living in the here and now, comparing self to others in a more fortunate light (could be worse), and talk about the hope of future recovery. All of these themes were present in the current study.
Clinical Implications 
This study offers valuable insight in to the type of moments that individuals deem to be important in the course of their post-ABI life, the meanings they attach to them and how these influence their ability to accept and work within their current reality. This has direct implications for post-ABI rehabilitation as it provides information about the type of moments people need to have in order to foster and support the development of new meaning. It also provides information in to the type of moments experienced that hamper people’s ability to adjust, leaving them in a passive or avoidant state. 
It confirms the importance of providing individuals with opportunities to connect with existing aspects of their identity and supporting people with engaging in meaningful activity. It also confirms the importance of peer support within rehabilitation in order for individuals to feel supported, heard and understood. 
This study also suggests that there is a lack of understanding still present in the general population, regarding brain injury and the need to raise awareness. 
Finally this research demonstrates the negative consequences of experiences of disempowerment and the influence this can have on people’s ability to work within their own reality, subsequently highlighting the importance of providing sources of empowerment where possible. 
Evaluation/ strengths and weaknesses
This research was limited by constraints of time and resources and sampling decisions were restricted as a consequence. The sample size is small, and whilst still adequate enough for theoretical sufficiency [50], more participants would have been interviewed if time allowed. Despite this, efforts were made for purposive sampling to ensure a breadth of participants. However, with more time, theoretical sampling would have been used in order to further pursue emerging themes. 
In regards to the quality of this research, it was planned and conducted under the awareness of the Eight “Big-Tent” criteria for excellent qualitative research [76]. All eight key markers are met including: (a) worthy topic, (b) rich rigor, (c) sincerity, (d) credibility, (e) resonance, (f) significant contribution, (g) ethics, and (h) meaningful coherence. 
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Chapter 4. Extended Methodology 
Paradigm, Ontology and Epistemology
In order to ensure an appropriate and robust research design, researchers must select a paradigm congruent with their own beliefs about the nature of reality (Mills, Bonner & Francis, 2006). This paradigm is the ‘net’ that holds together the researchers ontological, epistemological and methodological beliefs (Denzin & Lincoln, 2005).
This research was approached from a critical realist stance. Critical as I believe that any attempts at explaining and describing the world cannot be justified in any absolute sense (Scott, 2005). Realist, because it is my belief that there are objects in the world, including social objects, that exist whether the observer can know them or not (Scott, 2005). 
The epistemology and ontology adopted in this research accepts that knowledge is not static, and is interpreted by both participant and observer (Jones & Alony, 2011). It is therefore important for the researcher to be explicit in sharing their own position and context. 
Context and Researcher Position
I am a 33 year old white British female, born in the West Midlands region of the United Kingdom.  Following graduation from my Psychology degree I worked as an Assistant Psychologist for five years in the area of ABI. During this time I witnessed many people share personal accounts of life post-ABI. Whilst every individual experience is unique it appeared to me that there were frequently commonalities in experiences. People often described ‘personally important moments’, moments that held particular significance for them, resonated with them, and had impacted on the direction and course of their post-injury lives. The nature of these moments varied hugely, some were positive events that appeared to provide glimpses of hope, some were ‘words of wisdom’ that individuals seemed to have taken on board, some were distressing experiences that may have prompted feelings of determination or alternatively of hopelessness. These were emotionally touching to witness. Informal discussions with colleagues suggested that this was a phenomena recognised by others working in ABI rehabilitation. My curiosity and desire to have a greater understanding of these moments as a phenomena provided the guiding rationale for this study. 
During the course of this research my understanding of ‘personally important moments’ has grown and changed. I set out on this research with an open mind but unavoidably with some pre-conceptions about how people may experience these moments and what type of moments may emerge. My previous experience of people describing important moments had involved specific ‘lightbulb’ moments, which had immediately resonated with, and impacted on, them. Whilst some such moments were described by participants in this research, they were in the minority. Actually the moments that were mostly described were far more complex, with layers of meaning, interpretation and re-interpretation. A wealth of factors such as: experiences cumulatively leading up to that moment, experiences following the moment, emotional state (at time of moment), current emotional state, beliefs about progress, time passed by, level of support all contributed to how the individual currently remembers, interprets and describes important moments.  It may be, at surface level such moments can appear as ‘lightbulb’ moments without exploring subjective experience and meaning-making processes at a deeper level. 
I believe an understanding of subjective individual experience following ABI is crucial, my experience of being part of this research has only served to enhance my belief in this. However, it has also enhanced my belief that there is also a commonality of experience amongst people who live with ABI. A greater understanding of both is essential for the rehabilitation process in order to ensure individuals are able to acknowledge and work with their current reality and maintain a continued sense of self. 
Interviews 
Despite working in the field of ABI for several years, this was the first time I have interviewed individuals for the purpose of research. Most participants chose for the interview to take place in their home, some in the presence of family members. I believe this added to the richness in understanding individual circumstances and created a more informal atmosphere for participants to share such intimate information about their lives. For most people, ABI is an extremely distressing event and recalling memories from this period of time can cause an emotional response. Several participants became emotionally upset during our time together. My clinical training and experience meant I was able to approach topics with care and sensitivity and ensure participant well-being. My personal experience of these situations was that there was an intricate balance required, between being validating and supportive but also pursuing specific phenomena with the purpose of the research in mind. 
Whilst all participants described distressing moments related to their ABI, most interviews also contained humorous reflection. Participants recalled some of their experiences with wit and jest, a lightness that I feel may not be reflected in the transcripts. Several participants discussed positive consequences of their ABI which I experienced as a demonstration of resilience and ongoing human spirit and despite the distressing content the overall experience for me was an enjoyable and inspirational one. I was frequently emotionally touched by people’s experiences and genuinely felt, and still feel, privileged that people were so willing to share such personal information and emotions with me. Following the end of each interview I ensured a brief and informal ‘check in’ time with participants to ask about their experience of the interview and ensure their emotional well-being before leaving. 
Analysis, Theory Development and Write up
Delays in the early stages of this research combined with the requirements of the Clinical Doctorate resulted in the timeframe for: interviews, analysis and write up were considerably shorter than planned. Following the interviews I felt a real sense of responsibility to the participants, to capture and utilise their stories in a way that could be helpful to others. This led to competing pressures between wanting to ‘do justice’ to the research and fulfilling the course requirements. Striking a balance was difficult at times and I felt my curiosity was compromised. 
Many of the participants I interviewed had difficulties with speech and communication, on varying levels. This made the interview process challenging at times as conversations were often tangential. It also contributed to difficulties in the transcribing, analysis and write up in terms of extracting meaning and selecting quotes. I particularly found that cutting quotes down, whilst maintaining their meaning and connection to the complex processes and theory was extremely difficult. The complexity of the phenomena explored within this research was the reason it was so fascinating to complete but attempting to capture such complexity and simplify it to the point of a theory that can easily be understood was an immense challenge. The write up of the results section was particularly problematic and was subsequently drafted and re-drafted many times. 
It was interesting to experience the vast contrast between the intricate, abstract, expansive and subjective nature of the phenomena explored and the extremely prescriptive and restrained process and criteria necessary in order to share it with others. 
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Chapter 5. Overall Discussion and Critical Appraisal
Overview of the Chapter
	This chapter will summarise and critically evaluate the findings from both the systematic review and the empirical paper, and consider how the findings relate to one another and to research and clinical practice.
Main Findings in Relation to Clinical Practice 
The current thesis portfolio set out to explore and understand the difficulties both individuals and caregivers face following an ABI and provide insight in to how they cope with the circumstances with which they are presented and what facilitates post-ABI adjustment, allowing them to move forward. Whilst the systematic review and the grounded theory research are of differing perspectives/ epistemologies, they are both exploring related phenomenon. 
It became clear from the systematic review that limited research exists that specifically focuses on the provision of person-to- person information and educational interventions for caregivers in post-stroke rehabilitation, and its impact on their depressive symptoms. Whilst the heterogeneity amongst studies meant that findings were presented tentatively, the data suggested that providing caregivers with person-to-person educational and informational interventions during post-stroke rehabilitation may be beneficial in reducing their depressive symptoms.
Trends within the data were apparent. Amongst the studies with significant findings, interventions tailored to the specific carer needs and aimed at increasing problem solving skills led to a reduction in caregiver depressive symptoms.  Whilst this trend was presented tentatively due to possible confounding variables, it does offer some support for findings from wider literature on problem solving interventions/ therapy and reduction in depressive symptoms (Bell & D’Zurilla, 2009). It also supports findings from research on the positive impact of problem solving interventions on depressive symptoms in caregivers of other populations (Garand, Rinaldo, Alberth, Delany, Beasock, & Lopez, 2013).
The NICE (National Institute for Health and Care Excellence) accredited National Clinical Guideline for Stroke (Royal College of Physicians, 2016) recommends, in line with The 2014 Care Act, (The Department of Health, 2014) that carers should be offered an assessment of their own needs, in order to identify the practical or emotional support necessary and discuss how these could be met/ signposted to organisations that may help. It also recommends that, the primary stroke caregiver(s) should be offered an educational programme which: explains the nature, consequences and prognosis of stroke, teaches them how to provide care and support, gives them opportunities to practise giving care and provides advice on secondary prevention, including lifestyle changes. Despite this, a recent review suggests that carers still report areas of unmet needs and feeling unprepared to care for loved ones following stroke (Lutz et al., 2016) supporting previous findings from Cameron et al (2012) who found that it was not standard practice to offer ongoing support for stroke caregivers.
Findings from the current review, also presented tentatively due to potential confounding variables, suggest that interventions that consisted of longer duration and contact hours, appeared to reduce depressive symptoms. This combined with the finding that stroke-related problem solving may help reduce depressive symptoms, implies that caregivers may require a greater input from stroke specific rehabilitation services as opposed to a carers assessment and signposting to external generic services in order to improve their emotional well-being. Other studies have evidenced that the well-being of the carer has a considerable impact on the cared for (Vangel, Rapport, Hanks., 2011) therefore it is crucial that the needs of caregivers are also addressed within post-stroke rehabilitation services.
The aim of the qualitative research in this portfolio was to discover what specific experiences people have following an ABI that they consider to be ‘personally important moments’ and in what context these moments occur.  It was interested in the subjective meaning individuals attach to these moments, the impact on the post-ABI self and the influence they have on their post-injury journey. The research identified that post-ABI, specific types of moments are held as important and can lead to increased awareness of the post-ABI self. The subjective appraisal of moments combined with the extent individuals have a continued sense of self influences their ability to cope with their post-ABI circumstances.
Findings from this research highlight that for some individuals, a single important moment appears to have major significance (if not immediately then in time) for their sense of self and for their broader adjustment. This has implications for rehabilitation. Often rehabilitation is viewed as a progressive and incremental approach. Some of the moments, and associated meanings, presented in this research suggest there may be a space in post-ABI rehabilitation for ‘one off’ transformative events. It also suggests that offering a space for reflection on events and (re)interpretation of them could be of great importance. 
The types of moments identified as important have significant clinical implications for ABI rehabilitation as they were associated with whether individuals maintained a continued sense of self following their injury. A greater understanding of the type of important moments people experience and the subsequent appraisal of them may inform and shape future rehabilitation interventions. The type of moments this research found to be important were those that provided people with a feeling of enduring sense of self. These often occurred through activities and tasks that allowed the demonstration of pre-ABI skills and knowledge. Activities that provided an opportunity for individuals to feel they had purpose, fostered a sense of meaning in life which had a significant impact on their ability to cope with their situation. All of the above demonstrate the kinds of activities and goals within rehabilitation that may help contribute to a continued self. Moments that provided shared experience with similar others were associated with a continued sense of self and enhanced feelings of belonging and feeling supported and understood. This suggests the value of peer experience groups within rehabilitation. Existing research in to the benefits of peer support following ABI is limited (Wobma, et al., 2016) but a recent review found that peer support did significantly improve mood, coping and quality of life (Morris, Fletcher-Smith, & Radford, 2016).  
This research identified the commonality in the experience of disempowerment following ABI and whilst it is unlikely that ABI rehabilitation programmes can do much to prevent these moments from occurring, this research offers insight in to how people overcome these experiences. Moments are appraised depending on a huge variety of factors (previous experiences, emotional state, point in rehabilitation, level of awareness) and are reappraised over time. Moments experienced as negative can be reframed in to positives. Understanding the processes and factors involved in appraisal and reappraisal of significant moments in greater depth has implications for ABI rehabilitation interventions. This research found that the meaning attached to moments can heavily influence their ability to manage their given circumstance, therefore if the meaning of moments can be reappraised in a positive light this may influence their ability to cope. The use of humour when reflecting on moments initially experienced as disempowering or degrading was evident in several of the participant’s descriptions. The phenomenon of humour as coping has been explored in the literature, primarily in relation to individuals working within emergency services. Research suggests that ‘black’ or ‘gallows’ humour has therapeutic value when dealing with traumatic events and acts as a coping mechanism contributing to  reduced stress, increased resilience and well-being (Christopher, 2008: Scott, 2007). Whilst evident as a phenomenon in this research, this was not explicitly explored. Further research in to humour and coping within an ABI population is recommended. 
This research explored the processes individuals experience when faced with a discontinued sense of self. Some individuals described pivotal points and an ability to draw on resources in order to move forward on a more positive trajectory. An understanding of these pivotal points and how to encourage and assist individuals to draw on their personal resources within their rehabilitation journey, could have huge implications for their future and broader adjustment narratives.
Critical Evaluation
The systematic review presented in this portfolio contributes to and expands on limited existing literature on the provision of post-stroke interventions and their impact on caregivers. It is the only review examining the specific person-to-person delivery of informational and educational interventions to caregivers in post-stroke rehabilitation and their effect on caregiver depression. It therefore offers a novel contribution to the field. 
Due to the small amount of available literature, studies of varying methodological quality were included, however most were of moderate to good methodological quality, based on the PEDro scale. Difficulties were encountered when rating quality, primarily due to unclear reporting within the studies and it is possible that this affected our ability to rate accurately. Reporting of intervention content was also variable, consequently it was difficult to categorise intervention type. If this research was conducted again, and with less restraint on time, authors would have been contacted in order to clarify any outstanding queries.  
The small amount of existing literature also had implications for the review in terms of the heterogeneity amongst the included studies. The variety between intervention type, outcome measures used, and duration and frequency of intervention meant comparisons were complex. There is as yet an insufficient number of studies of adequate quality, to provide clear guidance about the provision of information and educational interventions to reduce caregiver depression. 
The grounded theory research presented in this portfolio offers a rich and detailed account of people’s experiences of important moments in their post-ABI lives. It contributes to the field by offering a new theory that is consistent with existing literature but builds upon it by offering a novel insight in to the nature of specific moments and how the subjective appraisal of them impacts upon a continued sense of self and the broader adjustment narrative. 
The existing literature presented a challenge due to the differing terminology and language used to describe similar phenomena. For example, subjective meaning-making, appraisal, interpretation adjustment, acceptance, coping. This made the literature difficult to synthesise and understand which studies were similar and relevant. 
Participants for this research were recruited via a ‘gatekeeper’ within the recruiting services. Whilst this is an essential process for safeguarding vulnerable populations (British Psychological Society, 2010) it adds another layer of screening that can result in the process becoming less transparent. Gatekeepers within organisations often protect their service users, particularly those deemed as vulnerable (Feldman, Bell, & Berger, 2003). This protection can prevent potential participants from participating, thus raising questions about philosophical nature of gatekeeping (Miller & Bell, 2002). It is acknowledged that the gatekeepers within this research played a significant role in determining the individuals that participated and that it is not possible to be transparent regarding their decision process of who they suggested. 
[bookmark: _GoBack]The qualitative research in this portfolio used the HADS as a rating scale to identify severity of anxiety and depression amongst participants. The overlap between physical symptoms of anxiety and depression and those related to brain injury is significant, raising questions regarding the use of these screening measures within this population (Whelan-Goodinson, Ponsford & Schonberger, 2009: Boxley, Flaherty, Spencer, Drag, Pangilinan & Bieliauskas, 2016). However, research has shown the HADS to be a reliable measure of emotional distress in a traumatic brain injury population (Whelan-Goodinson, Ponsford & Schonberger, 2009) and to be a clinically useful measure of anxiety and depression with good reliability (Boxley, Flaherty, Spencer, Drag, Pangilinan & Bieliauskas, 2016). However, it is acknowledged that clinicians should be mindful of the sequalae of brain injury that may confound scores, particularly for the purpose of diagnosis (Whelan-Goodinson, Ponsford & Schonberger, 2009: Boxley, Flaherty, Spencer, Drag, Pangilinan & Bieliauskas, 2016). 
The complex nature of the presented phenomena and the processes involved also presented challenges in terms of the development of the theory and model and the write up of findings. The task of capturing and presenting such abstract yet detailed concepts in a comprehensible and cohesive format was enormous. The requirement to organise, label and categorise such nuanced and intricate information in a clear and distinguishable way posed a significant challenge. It highlighted the disparity between professional and participant language and every attempt was made to utilise language used by participants where possible.
The ontology and epistemology adopted in this research accepts that knowledge is not static, and is interpreted by both observer and participant (Jones & Alony, 2011). Previous experiences inevitably shape researchers preconceptions and fieldwork experiences. Every endeavour was made to maintain a reflective position throughout this research, this was supported by the use of a reflective log and extensive regular supervision.
Conclusion
In conclusion, this research suggests that providing caregivers with person-to-person educational and informational interventions during post-stroke rehabilitation may reduce their depressive symptoms. It also identified that post-ABI, individuals experience specific types of important moments that lead to increased awareness of the post-ABI self and can contribute to continued or discontinued sense of self. The subjective appraisal of these moments combined with the extent individuals have a continued sense of self influences their ability to cope with their post-ABI circumstances. Whilst the research presented in this portfolio provides valuable contribution to field of ABI rehabilitation, more research is required. 
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Mayo-Portland Adaptability Inventory -4
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Appendix B
Hospital Anxiety and Depression Scale (HADS)
Hospital Anxiety and Depression Scale (HADS)
Instructions: Doctors are aware that emotions play an important part in most illnesses. If your doctor knows about these feelings he or she will be able to help you more. This questionnaire is designed to help your doctor know how you feel. Read each item and circle the reply which comes closest to how you have been feeling in the past week. Don’t take too long over your replies: your immediate reaction to each item will probably be more accurate than a long thought out response. 

	I feel tense or ‘wound up’: 
	A 
	
	I feel as if I am slowed down: 
	D 

	Most of the time 
	3 
	
	Nearly all of the time 
	3 

	A lot of the time 
	2 
	
	Very often 
	2 

	Time to time, occasionally 
	1 
	
	Sometimes 
	1 

	Not at all 
	0 
	
	Not at all 
	0 

	
	
	
	
	

	I still enjoy the things I used to enjoy: 
	D 
	 
	I get a sort of frightened feeling like ‘butterflies in the stomach’: 
	A 

	Definitely as much 
	0 
	 
	Not at all 
	0 

	Not quite so much 
	1 
	 
	Occasionally 
	1 

	Only a little 
	2 
	 
	Quite often 
	2 

	Not at all 
	3 
	 
	Very often 
	3 

	
	
	
	
	

	I get a sort of frightened feeling like something awful is about to happen: 
	A 
	
	I have lost interest in my appearance: 
	D 

	Very definitely and quite badly 
	3 
	
	Definitely 
	3 

	Yes, but not too badly 
	2 
	
	I don’t take as much care as I should 
	2 

	A little, but it doesn’t worry me 
	1 
	
	I may not take quite as much care 
	1 

	Not at all 
	0 
	
	I take just as much care as ever 
	0 

	
	
	
	
	

	I can laugh and see the funny side of things: 
	D 
	 
	I feel restless as if I have to be on the move: 
	A 

	As much as I always could 
	0 
	 
	Very much indeed 
	3 

	Not quite so much now 
	1 
	 
	Quite a lot 
	2 

	Definitely not so much now 
	2 
	 
	Not very much 
	1 

	Not at all 
	3 
	 
	Not at all 
	0 

	
	
	
	
	

	Worrying thoughts go through my mind: 
	A 
	
	I look forward with enjoyment to things: 
	D 

	A great deal of the time 
	3 
	
	A much as I ever did 
	0 

	A lot of the time 
	2 
	
	Rather less than I used to 
	1 

	From time to time but not too often 
	1 
	
	Definitely less than I used to 
	3 

	Only occasionally 
	0 
	
	Hardly at all 
	2 

	
	
	
	
	

	I feel cheerful: 
	D 
	 
	I get sudden feelings of panic: 
	A 

	Not at all 
	3 
	 
	Very often indeed 
	3 

	Not often 
	2 
	 
	Quite often 
	2 

	Sometimes 
	1 
	 
	Not very often 
	1 

	Most of the time 
	0 
	 
	Not at all 
	0 

	
	
	
	
	

	I can sit at ease and feel relaxed: 
	A 
	
	I can enjoy a good book or radio or TV programme: 
	D 

	Definitely 
	0 
	
	Often 
	0 

	Usually 
	1 
	
	Sometimes 
	1 

	Not often 
	2 
	
	Not often 
	2 

	Not at all 
	3 
	
	Very seldom 
	3 


Questions relating to anxiety are indicated by an 'A' while those relating to depression are shown by a 'D'. Scores of 0-7 in respective subscales are considered normal, with 8-10 borderline and 11 or over indicating clinical 'caseness'



Appendix C
Robson Self-Concept Questionnaire

Robson SCQ
Name .............................................................................................			Date:		/	/
This questionnaire deals with attitudes and beliefs which some people have about themselves.
Please indicate how much you agree or disagree with each statement by ringing the single number in each section which represents how you typically feel most of the time.
Since people vary so much in the opinions they hold, there are no right or wrong answers.
	
	
	Completely Disagree
	Disagree
	Agree
	Completely Agree

	1.
	I have control over my own life.
	0
	1
	2
	3
	4
	5
	6
	7

	2.
	I’m easy to like.
	0
	1
	2
	3
	4
	5
	6
	7

	3.
	I never feel down in the dumps for very long.
	0
	1
	2
	3
	4
	5
	6
	7

	4:
	I can never seem to achieve anything worthwhile.
	0
	1
	2
	3
	4
	5
	6
	7

	5:
	There are lots of things I’d change about myself if I could.
	0
	1
	2
	3
	4
	5
	6
	7

	6.
	I am not embarrassed to let people know my opinions.
	0
	1
	2
	3
	4
	5
	6
	7

	7:
	I don’t care what happens to me.
	0
	1
	2
	3
	4
	5
	6
	7

	8:
	I seem to be very unlucky.
	0
	1
	2
	3
	4
	5
	6
	7

	9.
	Most people find me reasonably attractive.
	0
	1
	2
	3
	4
	5
	6
	7

	10.
	I’m glad I’m who I am.
	0
	1
	2
	3
	4
	5
	6
	7

	11:
	Most people would take advantage of me if they could.
	0
	1
	2
	3
	4
	5
	6
	7

	12.
	I am a reliable person.
	0
	1
	2
	3
	4
	5
	6
	7

	13:
	It would be boring if I talked about myself.
	0
	1
	2
	3
	4
	5
	6
	7

	14:
	When I’m successful, there’s usually a lot of luck involved.
	0
	1
	2
	3
	4
	5
	6
	7

	15.
	I have a pleasant personality.
	0
	1
	2
	3
	4
	5
	6
	7

	16.
	If a task is difficult, that just makes me all the more determined.
	0
	1
	2
	3
	4
	5
	6
	7

	17:
	I often feel humiliated.
	0
	1
	2
	3
	4
	5
	6
	7

	18.
	I can usually make up my mind and stick to it.
	0
	1
	2
	3
	4
	5
	6
	7

	19:
	Everyone else seems much more confident and
contented than me.
	0
	1
	2
	3
	4
	5
	6
	7

	20:
	Even when I quite enjoy myself, there doesn’t seem
 much purpose to it all.
	0
	1
	2
	3
	4
	5
	6
	7

	21:
	I often worry about what other people are thinking about me.
	0
	1
	2
	3
	4
	5
	6
	7

	22:
	There’s a lot of truth in the saying “What will be, will be”.
	0
	1
	2
	3
	4
	5
	6
	7

	23:
	I look awful these days.
	0
	1
	2
	3
	4
	5
	6
	7

	24.
	If I really try, I can overcome most of my problems.
	0
	1
	2
	3
	4
	5
	6
	7

	25:
	It’s pretty tough to be me.
	0
	1
	2
	3
	4
	5
	6
	7

	26.
	I feel emotionally mature.
	0
	1
	2
	3
	4
	5
	6
	7

	27:
	When people criticise me, I often feel helpless and second-rate.
	0
	1
	2
	3
	4
	5
	6
	7

	28:
	When progress is difficult, I often find myself thinking
it’s just not worth the effort.
	0
	1
	2
	3
	4
	5
	6
	7

	29.
	I can like myself even when others don’t.
	0
	1
	2
	3
	4
	5
	6
	7

	30.
	Those who know me well are fond of me.
	0
	1
	2
	3
	4
	5
	6
	7



Please check that you have responded to every statement



Scores on the Robson SCQ
NB You do not have to score the Robson yourself (or any of the others) — the database has an automatic scoring system, and experience in the pilot was that there is a high rate of human error in scoring this particular questionnaire! The information below is for those who are interested only.
Scoring
Some items are scored as printed, others are reversed.
· The 14 ‘normal’ items (Qu 1, 2, 3, 6, 9, 10, 12, 15, 16, 18, 24, 26, 29, 30) have a full stop after the question number (e.g. 2.) — scoring for these is taken straight off the scale as printed.
· The 16 ‘reversed’ items (Qu 4, 5, 7, 8, 11, 13, 14, 17, 19, 20, 21, 22, 23, 25, 27, 28) have a colon after the question number (e.g. 4:) — scoring is reversed for these (i.e. 0 = 7, 1 = 6 etc).
· Add up the numbers obtained like this to get the total score.
Norms

	Reference group
	Mean total score
	S.D.

	From Robson (1989):
	
	

	70 controls with “...no evidence of psychological disorder...”
	137.0
	20.2

	51 patients with DSM-III GAD
	108.0
	24.8

	47 consecutive referrals to Psychotherapy Dept
	99.8
	24.0

	From Robson (personal communication)
	
	

	200 controls
	140.0
	19.8

	From Romans, Martin & Mullen (1996) [New Zealand sample]:
	
	

	225 women from random community sample (those who did not report CSA)
	147.4
	25.8

	252 women from random community sample (those who did report CSA)
	138.8
	29.6



Pooling the Robson control samples gives an estimate for the ‘normal’ mean in British samples = 139.2 (SD=19.9); so to simplify a bit for routine clinical use we take it as mean = 140, SD = 20.

References
Robson (1989). Development of a new self-report questionnaire to measure self-esteem. Psychological Medicine, 19, 513-518.
Romans, Martin & Mullen (1996). Women’s self-esteem: a community study of women who report and do not report childhood sexual abuse. British Journal of Psychiatry, 169, 696-704.
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Date:    02.09.2016                   Version number: 2
IRAS Project ID:	183253



Participant Information Sheet 

We would like to invite you to take part in a student research study that is looking at people’s experiences following their Acquired Brain Injury (ABI).  Before you decide if you would like to take part, please have a look at this information on why the research is happening and what it involves. The researcher will be happy to talk with you about the study and answer any questions you may have. 

What is an Acquired Brain Injury (ABI)?
An Acquired Brain Injury (ABI) is any sudden damage to the brain received during a person's lifetime and not as a result of birth trauma.
What is the study about?
ABI can impact on many areas of people’s lives. It can affect thinking skills, mood, behaviour, relationships, work and physical abilities.  Research shows that there are big differences in how people respond to these changes.  Some research suggests that there are moments that happen after ABI that people hold as important. The meaning that people attach to these moments can change how they respond.
The aim of this study is to explore individual’s experiences of ‘personally important moments’ following an ABI. We are interested in the meaning of these moments and what impact they may have had on people’s post-injury lives. We hope that this study will provide people with a greater understanding of ‘personally important moments’ and their impact, which in turn may inform ABI rehabilitation and improve people’s post-injury lives.
Who is Organising, Funding and Authorising the Study?
The study is a student research project and is organised and funded by the University of East Anglia and been approved by an NHS Research and Ethics Committee (REC). 
What Will Participating Involve?
Service users from The Evelyn Community Head Injury Service, The Oliver Zangwill Centre and Headway Cambridgeshire will be invited to take part.
We will invite people for individual, face to face interviews. We will ask them some general questions about important moments that they have experienced since their ABI. This is likely to be one interview lasting up to two hours. It is unlikely, but possible that participants will be invited to be interviewed twice.
It is possible that some people that express interest in my research and provide consent to contact, may not be interviewed, this is because we may have already gathered enough data. 
Interviews will be recorded on a Dictaphone. We will make comparisons between people’s experiences, looking for patterns. Some interviews will be transcribed (the verbal information from the Dictaphone being typed up by a professional transcription service, these services abide by the principles of the Data Protection Act (1998) and data will be kept confidentially.
We will also be collecting some information about emotional state, personal details and medical information regarding the ABI. This will require participants to complete some short rating scales and give permission for medical records to be accessed.
A summary of our findings will be shared with those that take part.
In the future findings from this research study may be published in a research journal, but this will not contain any of your confidential information. 
Confidentiality
All confidential information will be transported in a lockable case. It will all be stored securely, using password protected computers and lockable drawers. This will only be accessed by Katie Venables and Fergus Gracey.
At the earliest opportunity, participants will be allocated a number. From this point onwards they will be identified via this.
Data will be kept for ten years, and will be the responsibility of the University of East Anglia. Following this time, it will be destroyed.
Participants may be excluded from the study if we felt concerned that it may be harmful to their well-being. If this occurred, the named clinician from the referring service would be contacted.
If, during interviews, we became concerned that participants or others may be at risk of significant harm then confidentiality may have to be broken. 
Right to Withdraw
Participation in this study is voluntary and participants have the right to withdraw at any time up until the point of data analysis, without giving any reason and without their care being affected.
Possible Benefits of Taking Part
By taking part in this study, participants will be contributing to a better understanding of the experience people have following an ABI.
Possible Disadvantages of Taking Part
We do not expect any harm will come to participants but the content of the interviews may evoke strong emotions as there will be questions about their ABI and personal experiences.
Should participants become emotionally distressed during the interviews they will be reminded that they can take a break should they want to.  Participants do not have to discuss anything they find too distressing and that they can request to stop the interview at any time and re-arrange for a different day.
If any participant was thought to be suffering with severe emotional distress, we would recommend that they contact their GP and would contact the clinician from their referring service so that appropriate support could be provided.
Choosing not to Take Part
You do not have to take part, participation is voluntary, and if you choose not to take part then your clinical care will not be affected.
Complaints
Should you wish to make a complaint, you can contact Ken Laidlaw (Clinical Psychology Programme Director at University of East Anglia) who is independent from this research.
Ken Laidlaw
Faculty of Medicine and Health Sciences
University of East Anglia
Norwich Research Park
Norwich, NR4 7TJ
 
Tel: 01603 593600



Interested in taking part?
Please contact the Service manager or a member of staff for more details.
Best wishes,
The research team.
Email: K.Venables@uea.ac.uk
            F.Gracey@uea.ac.uk 
Telephone:  07749 592850
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Consent to Contact Form
Consent to Contact
Date:    10.08.16                         Version number: 1
CONSENT TO CONTACT FORM FOR STUDY:  People’s experiences of ‘personally important moments’ following an Acquired Brain Injury (ABI), the meanings they attribute to them and the influence they have on their post-ABI journey: A qualitative study.
I agree that my contact details as given below can be given (in person via this document or by telephone) to the researchers carrying out the above named study. This will enable them to contact me and arrange a time/place to explain the study in more detail so that I can then decide whether or not to take part. BLOCK CAPITALS PLEASE: 
Name: ______________________________________(Mr/Mrs/Miss/Ms, Forename, Surname) Address: _____________________________________________________________ _____________________________________________________________ _____________________________________________________________ 
Postcode: _____________________________________________________________ 
Main contact number: ________________________________________________ 
Alternative contact number: ________________________________________________ 
When would you prefer to be contacted? E.g. evenings, weekends? _________________________
Signature: _________________________________________________ Date: _____/______/20____

Appendix H
Consent to Participate Form

Consent to participate [image: C:\Users\Katie\Downloads\1.166633!ueastandardcmyk600dpi.tif]

Date:  10.08.16                 Version number: 1           Participant Identification: 
IRAS Project ID:	183253
CONSENT FORM
Title of study:  People’s experiences of ‘personally important moments’ following an Acquired Brain Injury (ABI), the meanings they attribute to them and the influence they have on their post-ABI journey: A qualitative study.
Name of Primary Researcher: Katie Venables (Trainee Clinical Psychologist)
Name of Research Supervisor: Dr Fergus Gracey (Clinical Psychologist)
Please initial box 
1. I confirm that I have read the information sheet dated (date at time of recruitment) 
for the above named study. I have had the opportunity to consider the information, ask questions and have had these answered satisfactorily.

2. I understand that my participation is voluntary and that I am free to withdraw at any 
time up until the point of data analysis, without giving any reason and without my care 
being affected.

3. I understand that relevant sections of my medical notes may need to be accessed and looked at by Katie Venables and Fergus Gracey where it is relevant to my taking part
in this research. I give permission for these individuals to have access to my records. 

4. I understand that this study may be published in a journal, but that this will not contain 
any of my confidential information. 

5. I give my consent for Katie Venables and Fergus Gracey to discuss my 
participation in this study, with clinicians from the (name of their referring service).

6. I understand that I may be excluded from the study if there is an indication that it may 
have a negative impact on my well-being, in this instance I give my permission for  
Katie Venables and Fergus Gracey to share any concerns with (named clinician) 
from (name of their referring service).

7. I consent to my interview being audio recorded. 


8. I understand that I may be requested to take part in a second interview.


9. I consent to my data being transcribed by a professional transcription service. 


10. I agree to take part in the above study.


											
Name of Participant		Date				Signature

											
Name of Person		Date				Signature
taking consent

NB. Copy to researcher, copy to participant
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Sheet to Record Demographic and Medical Information
Identity Number:
Sex:				
Current age:		
Date of index event:
Time since injury:           
GCS:	
Scans:	
Injury details:



Treatment received:



GP:	
Dominant Hand:
Details of index event:	
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Appendix J
SSI Questions
Semi Structured Interview Questions
· Tell me about any experiences you’ve had following your ABI that have been of personal importance to you? 
· How were/are they important to you?
· Are there particular times that stick out in your mind?
· Are there particular moments that were meaningful to you?
· What did that mean to you at that time? What meaning does that hold for you now?
· What emotions were experienced at that time?
· Did that change things for you? How?
· Did that alter your direction?
· How did they shape what happened next?
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Examples of Memoing 
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Examples of Clustering
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Excel Data Spreadsheet
[image: C:\Users\Katie\Desktop\Thesis\Thesis write up\excel image.jpg]
[image: ]









Appendix O
Guidelines for Authors
Instructions for authors
Thank you for choosing to submit your paper to us. These instructions will ensure we have everything required so your paper can move through peer review, production and publication smoothly. Please take the time to read and follow them as closely as possible, as doing so will ensure your paper matches the journal's requirements. For general guidance on the publication process at Taylor & Francis please visit our Author Services website. 
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This journal uses ScholarOne Manuscripts (previously Manuscript Central) to peer review manuscript submissions. Please read the guide for ScholarOne authors before making a submission. Complete guidelines for preparing and submitting your manuscript to this journal are provided below. 
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[bookmark: About_the_journal]About the journal
Disability and Rehabilitation is an international, peer reviewed journal, publishing high-quality, original research. Please see the journal’s Aims & Scope for information about its focus and peer-review policy.
Please note that this journal only publishes manuscripts in English.
Disability and Rehabilitation accepts the following types of article: Reviews, Research Papers, Case Studies, Perspectives on Rehabilitation, Reports on Rehabilitation in Practice, Education and Training, and Correspondence. Systematic Reviews should be submitted as “Review” and Narrative Reviews should be submitted as “Perspectives in Rehabilitation”.
Special Issues and specific sections on contemporary themes of interest to the Journal’s readership are published. Please contact the Editor for more information.
[bookmark: Peer_review]Peer review
Taylor & Francis is committed to peer-review integrity and upholding the highest standards of review. For submissions to Disability and Rehabilitation authors are given the option to remain anonymous during the peer-review process. Authors will be able to indicate whether their paper is ‘Anonymous’ or ‘Not Anonymous’ during submission, and should pay particular attention to the below:
· Authors who wish to remain anonymous should prepare a complete text with information identifying the author(s) removed. This should be uploaded as the “Main Document” and will be sent to the referees. A separate title page should be included providing the full affiliations of all authors. Any acknowledgements and the Declaration of Interest statement must be included but should be worded mindful that these sections will be made available to referees.
· Authors who wish to be identified should include the name(s) and affiliation(s) of author(s) on the first page of the manuscript. The complete text should be uploaded as the “Main Document”.
Once your paper has been assessed for suitability by the editor, it will be peer-reviewed by independent, anonymous expert referees. Find out more about what to expect during peer review and read our guidance on publishing ethics.
[bookmark: Preparing_your_paper]Preparing your paper
All authors submitting to medicine, biomedicine, health sciences, allied and public health journals should conform to the Uniform Requirements for Manuscripts Submitted to Biomedical Journals, prepared by the International Committee of Medical Journal Editors (ICMJE).
We also refer authors to the community standards explicit in the American Psychological Association's (APA) Ethical Principles of Psychologists and Code of Conduct.
We encourage authors to be aware of standardised reporting guidelines below when preparing their manuscripts:
· Case reports - CARE
· Diagnostic accuracy - STARD
· Observational studies - STROBE
· Randomized controlled trial - CONSORT
· Systematic reviews, meta-analyses - PRISMA
Whilst the use of such guidelines is supported, due to the multi-disciplinary nature of the Journal, it is not compulsory.
[bookmark: Structure]Structure
Your paper should be compiled in the following order: title page; abstract; keywords; main text, introduction, materials and methods, results, discussion; acknowledgments; declaration of interest statement; references; appendices (as appropriate); table(s) with caption(s); figures; figure captions (as a list).
In the main text, an introductory section should state the purpose of the paper and give a brief account of previous work. New techniques and modifications should be described concisely but in sufficient detail to permit their evaluation. Standard methods should simply be referenced. Experimental results should be presented in the most appropriate form, with sufficient explanation to assist their interpretation; their discussion should form a distinct section.
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Mayo-Portland Adaptability Inventory-4

Muriel D. Lezak, PhD, ABPP & James . Malec, PhD, ABPP

Name: Clinic#

Date

Person reporting (ircleone):  Single Professional  Professional Consensus Person with bran jury  Significant other:

Below eachtem, circe the aumbertha bestdescribes th leve at which the person beng evaluated experiences problems. Mark the
greatest level of problem thatis appropriate. Problems that interfere rarely with daily or valued activities, thatis less than 5% ofthe time,
should be considered not to interfere. Write comments about specific items at the end of the rating scale.

Forkaus 1- ZQplmemﬂwmmgmkkbu.
Mildpoblembudoss | 2 Mildproblem;imefers | 3 Moderate problem; 4 Severeproleny;
otintrfere with with actvities 1% of interfers with activies iterres withactvtes
actvtes; mayuse thetme 25:75% o the tme more than 5% o the
assistive device or tme
mediation
] [Part B.Adjustment |
1. Mobility: Problems walking or moving, balance protlems that 13, Anxiey: Tense, nervous, fearful, phobias, nightmares,
m«an with movingabout flashbacks of sressfil events
1 2 3 4

. Useof hands Inpeired scengh of coordinstionin cneor both
hds
0 1 2 3 4
3. Vision: Problens seeing; double vision; ey, brin ornerve
injusiesthe intcfee withseeing
0 2 4
4. *Audition: Problenshewing ringingin he exss
[ 2 3 4

5. Dinziness: Fecding wsteady, dizy,light-headed
0 1 2 3 4

6. Motorspeech: Abnomal clearness or rate of speech; stuttering
0 1 2 3 4

0 1 2 3 4

14.Depression: Sad, blue, hopeless, poor appetite, poor sleep,
worry, selfcriticism
0 1 2 3 4

15. Irritability, anger, aggression: Verbal or physical
expressions of anger
0 1 2 3 4
16. *Pain and headache: Verbal and nonverbal expressions of
pain; activities limited by pain
0 1 2 3 4
17. Fatigue: Feeling tired; lack of energy; tiring easily
0 1 2 3 4

TA. Verbal communication: Problems expressing of wndr taving
language
0 1 2 3 4
7B. Noverhal communication: Resticted or usual gestures
Faciel expressions; talking too much o nok enoughy, missing nonvecbel
cuesfrom ofters
0 1 2 3 4

8. Attention/Concentration: Problems igioring disrections, safing
attention, keeping more than one thing in mind at atime
0 1 2 3 4

9. Memory: Problem s leaming and recaling newinformation
0 1 2 34

T0.Fund of Information. Problems remembering fom shon learmed

inschool o on the job; dffculty remembeinginformation shoue sf

and fonily from years ago
0 1

2 3 4
11 Novelproblem.solving: Protems fiking p soficns o picking
the best soltion tonew problems

0 1 2 3 4

12 Viswspatial biltes: Proclems draving, sssembling Lings,
tout-fnding, beingvisually aware on b th lf end gt sides
[ P R

18. Sensitivity to mild symptoms: Focusing on thinking,
physical or emotional problems atiributed to brain injury;
rate only how concem or worry about these symptoms
affects current functioning over and above the effects of the.
symptoms themselves.

0 1 2 3 4

19. Inappropriate social interaction: Acting childish, silly,
‘rude, behavior ot fitting for time and place
0 1 2 3 4
20. Impaired self-awareness: Lack of recognition of personal
limitations and disabilities and how they interfere with
everyday activities and work or school
0 1 2 3 4

Use scaleat the bottom of the pageto rate item £21

21. Family/significant relationships: Interactions with close
others; describe stress within the family or those dosest
to the person with brain injury; “family functioning™
‘means cooperating to accomplish those tasks that need to
be done to keep the household running

0 Nomalswsswitia |1
familyor otercose

setvork ofteatondiips

Midstes tat desgot 2
interee ith iy

fretoning

Midstes tutinerferes 3 Modemtesestat |4
ith fmily foctiting
$24%of e fime

Severesess that
inteferes it family

functioning more than
75%of the ime

inteferes sith fmily
fnctoning 575% of
the time.
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[ Part C. Participation

22, Tnitiation: Problems gefing started on activities vithout prompting

T None N8 protlem oot dees aot. | 2
interfere with acivities,
‘may s asistve devics or
‘medication

23. Social contact with friends, work associates, and other people who arenot

Vi problem: imerers
ith sotvities 5:24% of
the time

3

Vet protiem;
inferBres with actvities

2575%of the time

Severe potlem;
inferferes withactvities
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time
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25. Sdf-care: Eating, dressing, bathing, hygiene
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‘mildly dowed from others (3-24% of the from others (2375% of from others (more than
completion of seff.care: fime) including frequent the time) 75% ofthe time)
‘mayuse assisive device promiping
or require occasional
promping

26. Residence: Responsibiliics of independent living and homemaking (such as, meal preparation, home repairs and maintenance,
personal health maintenance beyond basic hygiene including medication management) but not including managing money (sce #29)

0 Independent; fiving 1 Living without sspervision but
withot supervision or ofhers have concerns about
concern from others ety or managing

cesponsibiliies

27. “Transportation

0 Independentinall 1 Independentin alimodes of
‘modss of ransportaion ransportation, but athers have
including independent. concerns abotsafety
abifityto opertea
‘personal motor vehicle

2 Requinsalitte
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Requirs extensive
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284, *Paid Employment: Rate either item 28 A or 285 to reflect the primary desired social role. Do not rate both. Rate 28 A if the

primary social roleis paid employment. If another social roleis primary, rate only 28B. For both 28A and 28B,

support” means special

‘elp from another person with responsibilities (such as, ajob coach or shadow, tutor, helper) or reduced responsibilities. Modifications
to the physical environment that facilitate employment are not considered as support

0 Fulime(mortnd 1 PattimeGoXhs |2
hrsok) without suppt k) without support

Fulltime or part-ime.
it support

3
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4

Unemployed: employed
{es than 3 hous pet
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28B. *Other employment: Involved in constructive, role-appropriate activity other than paid employment.
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Student  Volunteer _Retired (Check retired oly if over age 60; if unemployed, refired as disabled and under age 60, indicate

Check only one to indicate primary desired social role:

“Unemployed” for item 28A.

0 Full-time (more than 30 1 Parttime (3 to 30 hrs' 2
s withont support. 49 withoutspport
Sl time coure load for
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Childrearing/care-giving

Fulltime or part-ime.
ith support

3

Activities i a2 supervised
environment other than 3.

shelered workshop

4 Tnactive; invalved in role-

appropriate activitis less
than 3 hours perweek.

29, Managing money and finances: Shopping, keeping a check book or other bank account, managing personl income and.
investments; i findependent with small purchases but not 2ble to manage larger personal finances or investments, rate 3 or 4.
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Part D: Pre-existing and associated conditions. The items below do not contribute to the total score but are
used to identify special needs and circumstances. For cach rate, pre-injury and post-injury sams.

30. Alcohol use: Use of alcoholic beverages.

Pre-injury Post-injury
0 Noorsociallyaccepuble 1 Occasomallyescesds |2 Frequent excessiveuse | 3 Use or dependence 4 Inpatientor residental
ue soctally acceptable use that occasionally interferes with everyday reatment required
b does not interfere interfres with everyday functioning; additional
ith everyday Sunctioning; possble tratment recommendsd
fnctoning; curreat dependence
‘poblem under reatment

T Drug use: Use of fliegal drugs or abuse of prescription drugs.

Pre-injury____  Postinjury __

0 Noorocsmlue 1 Owasomlusedossnot |2 Frequeatuse that 3 Usordependence 4 Inpatentor esidental
nterers with everyday occasionllyinterfres iterfees it everyday reatment required
Sinctoning; curent it verytay Sonctioning: additional
‘problem uader reatment Sunctioning; possile tmatment rcommended
orin emision dependence

32. Psychotic Symptoms: Hallucinations delusions, other persistent severely distorted perceptions of reality.

Predinjury_____ Post mm S

0 Nom Cumentpreblemunder | 2 Symptoms occascnally | 3 Symptoms inerfre with | 4 Ingatient o residental
weatmentorinremission; infrfere with everyday everylay fonctoning: reatment required
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nterers with everyday addiional evluation or recommended
Sinctoning ireament rcommended

3. Law viokfions History before and afer imjury.
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than minor rafic than minor wafic

olaions vidatons
34, Other condifion causing physical impairment: Physical disability due to medical conditions other than brain injury, such as,
spinal cord injury, amputation. Use scale below #35

Pre-injury Post-injury

ES om, ‘condifion causing cognifive impairment: Cognifive disability due to nonpsychiairic medical conditions other than brain,
v, such as, dementia, stroke, developmental disability:

Preinjury Post-injury

0 Nome T Mdpolembuidoss |2 Mildproblem mterferss | 3 Moderal poblem T Severe provlem
‘ot ierfee with with aotvites 5-24% of interferes with activities inferferes withactvities
activiies; mayvse the time 2575% ofthe fime. ‘more than 75% of the
assistive device or tme
‘medication
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Tem#
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Scoring Worksheet

Ttems vith an asterisk (4, 16, 27, 28/28A) require rescoring as specified below before Raw Scores are summed and referred to Reference
Tables to obtain Standard Scores. Because items 22-24 contribute to both the Adjustment Subscale and the Participation Subscale, the
Total Score will be less than the sum of the three subscales.

T original score = 0, new score =0
T original score = 1.2, or 3, new score =
T original score = 4, new score = 3
A New score for item 4=
B. Sum of scores for items 1-3 and5-12 =
(use highest score for 7A or 7B)
Sum of A and B=Raw Score for Abilities subscale= (placein Table below)

Adjustment Subscale

Rescore item 16. Original score=
T original score = 0, new score =0
T original score = 1 or 2, new score = 1
T original score = 3 or 4, new score =2
C. New score foritem 16=
D. Sum of scores for items 13-15 and 17-24
Sum of C and D= Raw Score for Adjustment Subscale (placein Table below)

Participation Subscale

Rescore item 27, Original score.
T original score = 0 or 1, new score =0
T original score =2 or 3, new score = 1
T original score = 4, new score = 3

Rescore item 284 or 28B.  Original score =
T original score = 0, new score =0
If original score = 1 or 2, new score = 1
T original score = 3 or 4, new score =3
E. New score for item 27=
F. New score for item 28A0r 28B=

G. Sum of scores for items 22-24 (place in Tablebelow)
H. Sum of scores for items 25, 26, 29=
Sum ofE through H = Raw Score for Participation Subscale = (place in Table below)
Use Reference Tables to Convert Raw Scores to Standard Scores.
Raw Scores Standard
(from worksheet (Obtain fom appropriatereference Table)
above)

I Ability Subscale (ftems1-12)

I Adjustment Subscale (ltems 13-24)

IIL Participation Subscale (Items22-29)

IV. Subtotal of Subscale Raw Scores(I-IT)
V. Sum of scores foritems22-24

VI Subtract from V. fom IV = Total Score





image6.jpeg
NHS

Health Research Authority




image7.jpeg




image8.png
INHS'
Health Research Authority

Miss Katie Vanabies
I rairee Cincal Peychologet FOval b AN et
Cambidge zrvd Peterborough NHS Foundation Trust

Nonwich Medical Schaol

Unwersty of Fast Angla

Nonwicn

NR& TS

0 November 2016

Daar

Letter of HRA Approval

Study title: People’s experiences of ‘personally importart moments'
following an Aequirad Brain Injury [ABI). the maanings they
atiach to the and the Influgnce they have on thelr past ABI
journey: A qualitaive study.

IRAS preject ID: “g2253
REC raferenca: “GLOMEBS
Sponser University of East Anglia

‘am pleasec 1 contim that HEA ADorova, has been civen for the above refersrncad study, on the
basis desc e e applicetion ot proio-l, SUpLoling ducientation and ary Lariications
noted in s letter




image9.png
IRAS project D_| 183253

User Feadback

The Hualth Research Authurly s conlinually stiving b provids s high qualy service o all applicants
and sponsars. You are invited fo give your view of the service you have receved and the application
Frocedire. fyou wsh o make your views known plerss emal the | IRA af hra aporoval@ihs nef
Additionaly, one of our statt woulc be happy to cal ard discuss your expenence of | I{A Approval

HRA Training
We are pleased to welcome researchers and ressarch managemsnt staff at our training days - ses
details at htp/www nia nh ukhrs training)

Your IRAS project ID is 183253. Please cucte his on all corespandence.

Yours sinzersly

‘Simen Sennlly
Sanior Assessor

Cmall: ra.approval@rhs.net

Copylo. M Yuorne Kitharn, University of Easi Anglia
Wendy Liarezs, Cambrdgeshire ani Paterborouigh NHS Fourdaticn Trust




image10.tiff
E\

University of East Anglia





image11.png
. -4 - Lo oo
e |
l:ij ,P ke 3y 1o mysel? 1 foel like & brain injury today It's the
o ebng "Ry s youwake up w ko sink or swim if [don't -~ SInK 'S
Cy v Swiw

R and how do y 49 to swim though because some peole find that
ey
439 R yes
; y g but also the other big positive
"o y and the skills and the esteem +OCIAS
think if every but | can see how | could SN
wagic than positively it's much easier to
f that w Yo e he
Jlar moments thinking about that since you've had your
s 1 all your operations are there particular moments
r parents have said something that's really resonated or
uck with you (knock at the door)
a4 eqeUs Ma
P ust the thing that # most is just that every time that I'm so
& 0 w periods of Il never do that I'll never succeed
2 nev my own family [l never have this my parents
r e round and rationalise the situation and
g incredible negative in my thinking 115
. _, ol epranud
P u know they're 7 life and they want to | think like ai
2 W problem you know sometime | can't do this 0
O 1 in 2 different light to them so if someone came up to i
3 4 you know | won't be able to drive again I'd be like
i ou know there are things out there for people
Lous MBLIOR
” 468
oL e




image12.png
[e% granscript %

L4

PIOII ST bV
rviewer: Yeah %w s

Interviewee: So i's really important, not for me 1o be the best but the best | can be.
e

Interviewer: Okay, yeah

Interviewee: And if somebody puts something in my way, | will work really, really hard.

) g 14,5 Interviewer: So are you saying that that- that "'W
MRS 9 your way’? -

Interviewee: Yeah.
| Y Interviewer: Yeah

Ay 9

‘)M) A Interviewee! ig_m;_si until that point, I'd only re:

, as a physical, cuz what | really no 1

rea o was how much weight [ ﬁ' ?nd
(&

UL —
e ) Interviewer: Yeah.

Interviewee: Heavily involved in boxing, and tug of war, and rugby, and football. And

/ ) wesalL then in- in the place | sent myself rugby, football, um-—
)
¢ 4y Interviewer: Yeah
M i Uutlrvl.wu: So | kind of achieved realy big things physically.
AT W O ,- RS
| cnd Interviewer: Mm hmm.
M &
Iy L AN
A dt
[ el
. AN
7 [y - Interviewer: Yesh
Interviewee: - that's how | get through it | focus
| Interviewer: So having a goal?
‘Ad( [
( e s>
l’ s





image13.png
3 o

Condraws g ol
ELET
m\x do (L.

Dshessed ar cemmenk o ol

7 hdung Sadauss for
B O





image14.png




image15.png




image16.jpeg




image17.jpeg




image18.png




image19.jpeg




image20.jpeg
A

i nume verbatim wansarpe coting__resources

copig

C —
sodat sodal

I T W
Maloan Mainain Diempover

oxcracion ncracions stz Ue by Disemponer

posive_iegaive

dentey_meaning_disavitey _ o choice

Thougins/ Quotes

STal RS ITIulv]

ot ResiDize Lows oz DefiAn £

Fopedaion
ot senices,
Senvces id

1 22s 1 probably win to he therapist who know nrehab
Disaning.
from thers

2 2838 more than the ciens but | love the clients arwit A2

1candoas oposesto
cantdo.icjus snows
me more s welthat
themore 1y onddo.
o ings e mare 11
getberer 1aen
remember my degree
i avou quaative and
uanttative cata 30 s0
Knowtht con sl
Kindof oprate on st
leve et goos 0
actieve that nd s
om  wellengpoint





image21.png
c167 @: what Is It about doing that project cr that work that Is Important o you why Is that important for your recovary or what Impact does It have on you P: I think that the fact )
that (NAVEE) at Headway and JUst his moEVation is cos he kncws everything about gardening he's cone norticultural scelety courses and course In this and course Inthatand -
Justthings that he says | m2an we did 3 thing 10t a cCurse aThINg 0N BEES O BEeS....... yes and he was 50 fascinating that he was talking about he bought In sams hivas.
obvicusly ermply hives ang we well everybody was in the class wes 0l 7es yes yes and | was Ure e who just was 50 festinated in whal he was saying er ted ~
ATs ey E F S k] T 1 3 L n N oTP[a[R[S T
e Sodal  Sodal  Mantai Maintain Diempower
o i rcions st s by Disempowr Ac ace
1 Ppt_Ling mumt Verhatin ranseript Negative _dersiry_meanng_<abliy Nochics  Thoughts/ woves  » _ ept hsciDise Low os DaflAch i

@ now aoes aaeartect
You doyou thirkhow
coestrat hep nyour
recovery te have g
thetspark youriterest
Foyes tinkso i
means that my lfeis
rot mearirgless

G how does that aifect 2u do you Tk how
does that hel invour recovery t> 1ave things  Life
ot spark your inerest Fyes | taink o it mearinghull
S| 157159 means that my it is not meaningless mearingloce
acnlevement,
& means that there is somathing that 1 zan do Irterest,

twill e 0! interest .. 12 Mawbe somebedy Worthless/
| thatwil teotnterest...td May L - . L




image22.png
AUTHORSERVICES

Supporting Taylor & Francis authors




image23.gif
SCHOLARONE MANUSCRIPTS™




