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Description of Methods

Methods: Phase 1

Sampling

Seventeen injured participants were recruited via the Clinical Director at the Queen Elizabeth National Spinal Injuries Unit for Scotland (QENSIUS). The Clinical Director generated a list of 31 injured patients names and contact details from the unit’s database (all had been previously admitted to the QENSIUS). The researcher attempted to contact these patients by telephone: 7 were not contactable and 7 chose not to participate. The remaining 17 patients agreed to participate in the research project. Although we only intended to interview 15 participants, we did not want to exclude patients who had indicated a willingness to partake.

The inclusion criteria were that participants should be adults (aged 18-75yrs), should be at least 18 months post-injury, should have acquired a C6 complete SCI and should live within the central belt of Scotland. We were unable to recruit patients with a C6 complete injury and so extended our inclusion criteria to include patients with a C5, C6 and C7 injury (complete/incomplete) since these patients all have a similar level of impairment. We also had to broaden our geographical basis for patients to include patients who lived in Northern Scotland. 

Of the 17 participants, 3 were female and14 were male. The age ranged between 26 and 66 years (mean 50.7yrs). As previously mentioned, patients with a C5, C6 and C7 SCI (incomplete and complete) were included in the project and time since injury ranged from 17 to 384 months (mean 104.1 months). The nature of the injuries ranged from falls (n=3); to assault (n=2); to road traffic accidents (n=5) amongst others. Table 1 (below) provides a more detailed overview of the research participants:

Table 1: SCI Participant Details

	Pseudonym
	Gender
	Age (yrs)
	Employment Status
	TOI
	TSI

(months)
	HIO

	Jane
	F
	66
	Ue
	C6i
	48
	Fall

	Marc
	M
	34
	Ue
	C5i
	144
	Assault

	Ann
	F
	49
	Ue
	C5i
	132
	Broken disk

	Frazer
	M
	49
	Ue
	C5i
	120
	Congenital

	Rogan
	M
	61
	Ue
	C6i
	36
	RTA

	Heather
	F
	49
	E
	C6i
	156
	RTA

	Aidan
	M
	62
	E
	C6i
	108
	RTA

	Stuart
	M
	59
	Ue
	C7c
	384
	Dive

	Bob
	M
	43
	E
	C7i
	120
	RTA

	Calum
	M
	48
	E
	C7c
	72
	Climbing

	David
	M
	41
	E
	C5i
	36
	Iatrogenic

	George
	M
	59
	Ue
	C5i
	24
	Fall

	Jake
	M
	26
	Ue
	C5i
	24
	Assault

	Kevin
	M
	53
	Ue
	C5i
	17
	Fall

	Lewis
	M
	59
	Ue
	C5i
	96
	Industrial

	Peter
	M
	44
	Ue
	C7i
	168
	RTA

	Tim
	M
	60
	Ue
	Cauda Equina Syndrome
	84
	Cauda Equina Syndrome


Employment status: E= employed, Ue= unemployed

TOI: type of injury

TSI: time since injury

HIO: how injury occurred, RTA= road traffic accident
Procedure & Interview

Ethical approval for the study was obtained from both the relevant NHS board and the host institution. Interviews were arranged for a day, date, time and location that was convenient for the participant. Two interviews took place in a private room within the QENSIUS; the remaining 15 interviews took place in the participant’s own home. The participants were briefed about the interview and were informed that their participation would remain confidential. All participants were informed that they could withdraw from the study at any point without having to provide a reason and that they did not have to answer any questions that they felt uncomfortable with. Basic demographic details were noted and the participants were given a pseudonym to protect their anonymity at all times. 

Although an interview schedule was prepared in advance of the interviews (refer to Appendix 1), it was not followed in any strict or rigid way. Rather, a process of reflecting and probing was adopted (e.g. “You said there that…. Tell me more about that”) to ensure that the interview was directed by the participant and not the researcher. The interviewers often requested further details to elicit rich, insightful accounts. These are central premises of IPA. With the participants’ permission, all interviews were recorded on a digital voice recorder and were subsequently transcribed verbatim. The interviews lasted for approximately one hour. 

After the interviews, the participants were provided with a further information sheet with the researcher’s contact details and relevant support/helpline numbers (e.g. Spinal Injuries Scotland) should they have any questions, concerns or want further information. All interviews were then subjected to IPA.

Analysis

Transcripts were analysed by the researchers using IPA (Smith & Osborn, 2003). The PI provided credibility checks by assessing the researchers’ coding and also by independently analysing the interview transcripts. The analytic process involved several key stages. First, each transcript was read repetitively to increase familiarity. Second, key words, phrases and idiosyncratic figures of speech were highlighted and emerging themes were documented and clustered into groups. This process was then repeated for the remainder of the transcripts. All transcripts were then further analysed to identify similarities and differences within the group. Finally, the data was clustered into thematic categories with master and sub-themes identified. The results provide a rich, insider’s perspective of what it is to live with a SCI from the injured person’s perspective. The results also counterbalance an idiographic perspective with more generic accounts within the group. As such, the findings present the participant’s understandings as they relate to their lived experiences of SCI.

Methods: Phase 2

Sampling

Eleven partner caregivers of individuals with an acquired traumatic SCI were recruited via the QENSIUS and Spinal Injuries Scotland (SIS). Seven of the injured participants had partner caregivers. All 7 were asked to pass on an information leaflet (explicitly detailing the nature of the research and providing the researcher’s contact details) to their partner caregiver. Four caregivers responded and participated in the study. Although we had anticipated recruiting 15 partner caregivers in this way, it became apparent that many of the injured participants did not have partner caregivers. In response to this recruitment issue, we contacted SIS and placed an article on their website and in their magazine detailing the nature of the project and asking willing volunteers to contact the researcher. Inclusion criteria were detailed here: participants should be adults (between the ages of 18-75yrs), should have been the partner caregiver of a patient with an acquired SCI for at least one year prior to the injury and should have been in the caregiver role for at least 2 years. We recruited a further 7 partner caregivers in this way. Although we were unable to reach our target sample size of 15, we did reach a point of data saturation by the eleventh interview. Therefore, we do not believe that our slightly smaller sample size has affected our results in any way.

Participants comprised 1 male and 10 females and were aged between 34-66 years (mean 51.4yrs). Time since assuming the caregiver role ranged from 2-12 years (mean 6.5yrs) and were from various geographical locations in Scotland. Participants also varied in socio-economic status with eight being unemployed at the time of the interview and two of the three who were employed only worked part-time. Further details of the research participants are provided below in Table 2:

Table 2: Partner Caregiver Details:

	Pseudonym
	Gender
	Age (yrs)
	TSI (yrs)
	HIO
	TOI
	Employment Status

	Hamish
	M
	66
	4
	Fall
	C6
	E

	Megan
	F
	34
	6
	Climbing
	C7
	Ue

	Lucy
	F
	49
	2
	Fall
	C5
	Ue

	Iona
	F
	40
	10
	RTA
	C7
	Ue

	Baz
	F
	49
	6
	Assault
	C7
	Ue

	Amy
	F
	56
	7
	Gunwound
	C6/7
	E

	Erin
	F
	59
	10
	Fall
	C5
	Ue

	Leah
	F
	64
	12
	Iatrogenic
	T7
	Ue

	Rose
	F
	41
	3
	Iatrogenic
	C5
	Ue

	Karen
	F
	46
	8
	RTA
	T6
	E

	Ruby
	F
	61
	3
	Cauda Equine Syndrome
	n/a
	Ue


TSI= time since injury

HIO=how injury occurred

TOI= type of injury

Employment status: E= employed, Ue= unemployed

Procedure, Interview & Analysis
Again, ethical approval was obtained from both the relevant NHS board and the host institution. An identical procedure was conducted to that of Phase 1 (see above). Interviews were conducted at the participant’s convenience; one interview was conducted in the QENSIUS and the remaining 10, in the participants own homes. An interview schedule was prepared in advance of the interviews (see Appendix 2) but again, was not followed in any strict or rigid way. The participants gave their permission for the interviews to be recorded and they were subsequently transcribed verbatim and analysed using IPA. The interviews lasted approximately one hour. 

