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	Paper
	Finding
	Quotation
	Level of credibility

	Cadel et al. 2020
	A1
	Medical management - Disease controlling strategies
	Unequivocal

	
	
	“I think that being able to set your own dose so that you're able to decrease down to the level where you just sort of, are getting enough to cover off the pain and not enough that you're groggy is an art form rather than something that doctors can do for you. I think you have to manage your own self when you're doing that stuff.” (P12, TSCI, p.4)
	

	
	A2
	Medical management - Health behaviour strategies
	Unequivocal

	
	
	“… by changing my diet to more of like regular and home food, I was able to get rid of a lot of the bowel meds.” (P07, TSCI, p.5)
	

	
	A3
	Support-oriented domains - Process strategies
	Credible 

	
	
	“Process strategies were frequently discussed across all participant groups. For example, all groups acknowledged that persons with SCI/D were aware and knowledgeable about their bodies, injury, secondary complications and medications. Persons with SCI/D stated that they were “very self-aware” (P04, TSCI) and “very good at reading [their] body” (P07, TSCI), often attributing their knowledge to time and trial and error.” (p. 5)
	

	
	A4
	Support-oriented domains - Resource strategies
	Unequivocal

	
	
	“… you're in charge of your own body and what goes in and what doesn't go in… you have to be knowledgeable and you have to be your own advocate.” (P12, TSCI, p.6)

“…the first time it [botulinum toxin bladder injection] was provided at no cost but this is something that's not covered by OHIP [Ontario Health Insurance Plan]. So, I had to put a lot of, do a lot of self-advocacy and working with my insurance company to get that covered.” (P13, TSCI, p.6)
	

	
	A5
	Emotional and role management - Activities strategies
	Unequivocal

	
	
	“I have dosettes in different colours for different times… so I can know at a glance, oh, those are my bedtime…so it helps me to find them quickly if I'm looking around the house for my pills.” (P09, NTSCD, p.6)
	

	
	A6
	Emotional and role management - Internal strategies
	Unequivocal

	
	
	“If I want to function, I have to [take medications]… There's no ifs, ands, or buts or questions, you just do it and it becomes part of your life as much as brushing your teeth does… it's just part of your life.” (P01, NTSCD, p.7)
	

	
	A7
	Emotional and role management - Social interaction strategies
	Credible

	
	
	“…, several persons with SCI/D discussed the importance of getting involved in the community and staying in touch with family and friends in order to live a satisfying life and reduce feelings of depression. A participant with a TSCI explained that when she was managing her medication well she was “more outgoing… more social… more willing to try and do things
outside of the house” (P12, TSCI, p. 7).
	

	
	A8
	Emotional and role management - Self-management support
	Excluded

	
Guilcher et al. 2013
	
B1 
	
Micro-level: individual experiences - Social isolation and system abandonment
	
Unequivocal

	
	
	 “I did have one situation where I had a physician dump me as a patient and it was at a critical time from a mental health perspective…That can be much more devastating for somebody who has a spinal cord injury and finds himself in a position where they don’t have a family physician, especially if you’re in kind of a crisis situation…” (phase I; male with a SCI, p. 898)

On the other hand, the importance of community advocacy groups, like the CPA, was identified in minimizing social isolation, as these organizations helped link individuals to services within the community.
“…rehab is non-existent up here… There’s no follow up… CPA [Canadian Paraplegic Association], if it hadn’t been for the regional coordinator, I would have been left slapping in the wind.” (phase I; female with a SCI, p. 898)
	

	
	B2 
	Micro-level: individual experiences - Fight for funding and equitable care
	Unequivocal

	
	
	 “…when I didn’t have insurance, there was like oh it’s ADP [Assistive Devices Program] so they’re going to get the bare minimum, so let’s get them in a chair. My chair was totally wrong for me when I got home, totally wrong… when I went to CPA, the regional coordinator kept looking at me and my chair going ‘you’re not sitting very well.’ She had somebody come and check it... I was practically laying down in my chair and she had it adjusted so that I could at least function until I could get a new chair… I remember the girl that was in the room with me, she had insurance and I didn’t and like she had tried out like 4 or 5 different chairs. I got like 2 to try and then they were pressuring me to order. The only reason I got 2 to try was because I didn’t like the first one. So like a really big difference and a lot of people will tell you that too. The care is totally different… If you don’t advocate for yourself, then you’re totally lost.” (phase I; female with a SCI, p. 899)

 ‘There’s a lot of negotiating, managing, working through, pulling out hair…’ (phase I; male with a SCI, p. 899)
	

	
	B3 
	Micro-level: individual experiences - Bounded freedom: the fight to self-manage
	Unequivocal

	
	
	 “The thing is he has to refer everything, so I have to go through my GP. Then it goes to CCAC [Community Care Access Centre/home care service], they have to approve it and they prioritize at CCAC. Then my nurse prioritized me though and then it goes to an agency and then with time restrictions for them, it took... it had been okayed at CCAC in two weeks and then it took another two weeks for the OT to come to me. So it had been sitting at the agency then…I’m top priority and I’ve waited a month… because my cushion needed checking and I was top priority for that and it took them over a month to get to me.” (phase I; female with a SCI, p. 899)

“When I had this gash, I phoned up my family doctor and she’s superb. I’ve had her for 20 years and knows me on a first named basis. I sort of said ‘I’ve got this gash. I need somebody to come in and look at it.’ She sort of said ‘okay, try and do it yourself.’ Initially it was phone CCAC and see if you can do it yourself. Well their policy is you as the patient cannot initiate care unless you want to pay for it. It has to be done through a GP or what not. So it wound up being sort of a laggy process because my doctor doesn’t work 5 days a week, 8 hours a day… we wound up skipping through a weekend before we could get back on the phone to her and say ‘please make the phone calls to initiate this and this’ and it took a day or two to get that set up... I couldn’t get what I knew I needed fast enough… When the family doctor called, the earth moved. So it bothered me a little. Maybe it’s just me because I’m not the kind of person who tends to cry wolf. But you know I clearly knew there was a problem and an issue, let’s just get it solved and let’s just get it solved and -  - do it. I felt constrained by the system I guess.” (phase I; male with a SCI, p. 899)
	

	
Ide- Okochi et al. 2013
	
C1 
	
Rehabilitation for independence in ADL: Regaining independence in ADL
	
Unequivocal

	
	
	 “For the purpose of doing my things by myself, I did rehabilitation. At first, paid attendants were present. For the ultimate goal, I wanted to stand up and use the bathroom by myself.” (p. 5)
	

	
	C2 
	Rehabilitation for independence in ADL: Having faint image of what I can
	Unequivocal

	
	
	“There were none who had had a same type of disability as mine. Therefore, my motivation to tackle rehabilitation hardly increased, that I recall now.” (p. 5)
	

	
	C3 
	Detachment from the body and self: Disvaluing the body
	Unequivocal

	
	
	“…when I was unable to take an interest in my body, I had high fevers. Well, maybe I could not have any pride in my body.” (p.5)
	

	
	C4 
	Detachment from the body and self: Intended obedience
	Unequivocal

	
	
	“…as for antibiotics, mother sees my urine without my request, and I assume she decides to give [antibiotics] or not. I only open my mouth and take a tablet set by my mother, so I can’t see those.” (p.5)
“Once I came home (from the rehabilitation facility), I had to live without making a burden on the family, for them to live as easily as possible. Even if I want to ride on a wheelchair, I can put up with it.” (p.5)
	

	
	C5 
	Embodiment: Knowing the new body
	Unequivocal

	
	
	“There had no change occurred after the surgery. The only change had occurred at my thumbs. These were solely and only changes I found. I could not regain even any sensations. Then, I began to think my body’s conditions would last forever.” (p.6)
	

	
	C6 
	Embodiment: Regaining self-efficacy
	Unequivocal

	
	
	“At that time, I had not imagined that I could eat meals with my hands. When I was admitted to that ward, I found that everyone was accustomed to using a variety of instruments during hospitalization. By seeing that, I considered that I could do it…” (p.6)
	

	
	C7 
	Embodiment:  Realising responsibility
	Unequivocal

	
	
	“…if my conditions get worse, I will struggle of course, but I think of my family beforehand, well, my household will be in a mess, I rather care for it. Because of that, I think I have to keep fit” (p.6)
“My life had went satisfactory until then, but suddenly my mother broke down…there are family members that persons with disability can resort to. That is the principle of caregiving in Japanese society. I thought I had to get out of that custom.” (p.6)
	

	
	C8 
	Self-management: Internal locus of control over daily tasks
	Unequivocal

	
	
	“I do not have to worry about home-helpers’ response than my parents’. Because my parents stand by me while they live own life, when I sensed that they want to bathe themselves this very minute, I will not ask them to assist me even when I actually want to ask them.” (p.6)
	

	
	C9 
	Self-management: Promoting health and wellbeing
	Unequivocal

	
	
	“…one important thing in my self-care is health: that means how much I know potential risks by myself. …I think I can do something to maintain my current life. For that, health is one thing.” (p.6)
“…an artificial stoma, I suppose, not only in dealing with evacuation, but it leads to mental steadiness… when I think of QOL, compared with evacuation with home-helpers’ hands, it is rather faster and everyone can take care of it.” (p.7)
	

	
	C10 
	Self-management: Involving social interactions
	Unequivocal

	
	
	“…some things I cannot do by myself. Those things, this person performs instead of me.” (p.7)
	

	
King et al. 2008
	
D1 
	
Taking vigilant care
	
Unequivocal

	
	
	“Nothing can stop you from doing care but yourself.” (man with SCI, p.157)

“Skin care is just something you do; skin care is a necessary evil. If you have self-discipline anything is possible…. Take vigilant care; be alert to any changes and look for early signs.” (man with SCI, p.158)

“It would put a pretty big burden and stress on my wife. That’s a motivating factor in maintaining a proper routine.” (man with SCI, p.158)

“I had to change my life a little because I had to keep on it. Keep reminding myself to check my skin…. Pressure sores are nothing to play with.” (man with SCI, p.158)
“You’re always at risk; that’s why you check yourself. You see a spot that is bad, you check your equipment, and say why is that spot bad?… Catch it right there in the beginning.” (man with SCI, p.158)

“I don’t have to do it often like they taught us in rehab, every 30 minutes or something.” (man with SCI, p.158)
	

	
	D2 
	Taking charge of care
	Unequivocal

	
	
	“I’d be on their case, I’d tell them to give me pressure reliefs. I ask to be turned all the time.” (man with SCI, p.158)

“I trained my people what to look for…. You’ve got to take charge. I can’t see everything so you train your people…. You have very little control when you’re in a wheelchair. The only thing you have control over is explaining to people what you want done.” (man with SCI, p.158)

“Good equipment can reduce your risk…I check it (cushion), when I’m not sitting in my chair. If I’m sitting on my cushion then I know I’m all right.” (man with SCI, p.158)

“You just do it; you schedule it in.” (man with SCI, p.158)

“I don’t even think about it anymore.” (woman with SCI, p.158)
	

	
	D3 
	Maintaining health
	Unequivocal

	
	
	“You know you are OK, and you have peace of mind; you don’t have to worry about a certain spot.” (woman with SCI, p.158)

“I try to eat a healthy diet and eat three squares a day. I take vitamins and then I do drink a lot of juices. Hopefully, all that acts as a deterrent and helps to get rid of the one I currently have.” (man with SCI, p.159)
	

	
	D4 
	Passing up care
	Unequivocal

	
	
	“You get tired of all that stuff.” (p.159)

“Right now skin care is my first priority because I just had surgery, but I see myself falling back into the same routine I was in before.” (man with SCI, p.159)

“Oh yeah, I saw the breakdown occurring, but like I said, I had just started this job and I didn’t want to take any time off. So I just continued to sit on it.” (man with SCI, p.159)

“You try to go ahead and resume normal life (social life, work), then you have these problems. You can’t do things you used to…. You get depressed because you say this is the way it is going to be.” (man with SCI, p.159)

“If I have things I have got to do, I’ll pass it up. I often get into things and forget to do skin care.” (man with SCI, p.159) 

“I do it every one-half hour, but when I’m doing the daily routine, like when I’m in therapy, I’m doing what I’m doing and might not do it till after I’m done, maybe a half-hour, maybe an hour.” (man with SCI, p.159)

“You forget about them, or you’re lazy, I don’t know.” (man with SCI, p.159)
	

	
Mahoney et al. 2007
	
E1 
	
Physical domain: Characteristics of movements
	
Unequivocal

	
	
	“I differentiate between tone which is stiffness, clonus which shakes if I open fingers or push on my foot, and spasms that are sudden shooting movements.” (man with SCI, p.289)

“I have two or three different types of spasms . . . [one] that is constant . . . there seems to be a spasticity of movement . . . that is relatively constant in trying to reach forward. And then I have a spasm that is of a clonic type nature. It will shake, rattle, and roll. And then I have a spasm that is just a sudden, brief, out of the blue sort of electric shock type spasm in that it is a pure jolt. Or it may be that I am making a purposeful movement, and, suddenly, I will lose the ability to make that move. It is like holding on to a pen or pencil and suddenly dropping it or making a movement with my arm, and, suddenly, my arm will just drop away.” (man with SCI, p.289)

“When I exercise too much, or when I am tired, especially in my hands, I get the real repetitious type of spasm, and I am unable to do things.” (man with SCI, p.289)

“I believe you call them extensory spasms, my arms will shoot out, and my hands will flop out to the side and shake. Sometimes, it will fall off my armrests, because it hits my stomach. It hits my diaphragm, so breathing is kind of uncomfortable . . . .” (man with SCI, p.289)

“I am sitting up one minute, and then all of a sudden, I am flopped over.” (Appendix 1, p.293)

“My arms and legs will shoot out straight.” (Appendix 1, p.293)

“My knee will come up and my leg will shoot back out.” (Appendix 1, p.293)

“It’s like a pure jolt.” (Appendix 1, p.293)

“There is sudden tightening.” (Appendix 1, p.293)

“It tries to throw me out of my wheelchair. It throws me forward.” (Appendix 1, p.293)

“It can fold me over like a sandwich.” (Appendix 1, p.293)

“I get a short repetitious type.” (Appendix 1, p.293)

“You will feel tightness in your body and your legs will either kick or shake.” (Appendix 1, p.293)

“Mine are real minor. My arms just shake a little bit.” (Appendix 1, p.293)

“My legs shake a little bit.” (Appendix 1, p.293)

“My legs start to move, tremble, jump around like popcorn popping.” (Appendix 1, p.293)

“My knees start twitching.” (Appendix 1, p.293)

“Tone keeps me stiff, and my arm slowly falls to the side.” (Appendix 1, p.293)

“I have more a muscle tone where my legs will stiffen up.” (Appendix 1, p.293)

“Spasms come and go, but the tone is constant.” (Appendix 1, p.293)

 “My arms will fall immediately so I can’t move fluidly.” (Appendix 1, p.293)

“The leg is restricted so I can’t move it any farther.” (Appendix 1, p.293)

“They can make you move in a way you don’t want. Makes you do things you don’t want to do.” (Appendix 1, p.293)

“It doesn’t want to be moved.” (Appendix 1, p.293)

“My leg moves by itself.” (Appendix 1, p.293)

“My stomach gets real tense, and it kind of comes up like you would think of bread rising, and then it will be real slow going back down until my stomach and back are relaxed again.” (Appendix 1, p.293)

“The stomach squeezes from the inside out. It makes your whole body spasm from the inside out.” (Appendix 1, p.293)

“There’s the total body type where everything freezes up.” (Appendix 1, p.293)

“Spasm happens somewhere and it sends it through the back of my shoulders.” (Appendix 1, p.293)

“It goes up my spine and down both my arms and up the back of my head.” (Appendix 1, p.293)

“They are dominant in the weaker portion of the body.” (Appendix 1, p.293)

“It goes from the bottom of the toes to the hip.” (Appendix 1, p.293)

“It moves from the legs to the stomach.” (Appendix 1, p.293)

“It happens in the legs, foot, knee, and ankle.” (Appendix 1, p.293)

“Usually they happen in the trunk.” (Appendix 1, p.293)
	

	
	E2 
	Physical domain: Severity, pain and other sensations
	Unequivocal

	
	
	“It’s a feeling you can’t pinpoint.” (p.289)

“Indescribable. If you’re not in this shape you can’t imagine what all the turmoil is.” (p.289)

“seems like something tied around my waist.” (p.289)

“like something gnawing in your leg.” (p.289)

 “severe enough that they will knock my breath out and shoot my arms out, I mean, unpredictable.” (p.289)

“My spasms have thrown me out of my chair on numerous occasions. Where I have broke both of my legs, and I have gotten thrown out of my chair to where . . . the whole chair turned over.” (pp.289)

“more or less bothersome . . . something that comes with the territory.” (p.290)

“The spasms, sometimes they get so bad that I have a little short repeating type of spasm or a long kind that will take my body almost and throw me out of the chair and more or less, I call them an obstacle . . . a challenge . . . whatever.” (p.290)

“Doesn’t cause me pain; therefore, it doesn’t bother me.” (Appendix 2, p. 293)

“If I could feel them I’m sure they would hurt.” (Appendix 2, p. 293)

“Bothersome.” (Appendix 2, p. 293)

“Not all that bad, not pain, just pressure.” (Appendix 2, p. 293)

“Real minor, arms just shake a little bit.” (Appendix 2, p. 293)

“I have spasms in hands. No problem.” (Appendix 2, p. 293)

“They are usually not that severe. I just go about my business and don’t even realize them.” (Appendix 2, p. 293)

“Minor muscle tone is at the bottom, so I feel like I am at the bottom of the scale.” (Appendix 2, p. 293)

“Little muscle tensing.” (Appendix 2, p. 293)

“Tickling.” (Appendix 2, p. 293)

“A little painful.” (Appendix 2, p. 293)

“They are a nuisance.” (Appendix 2, p. 293)

“Dull uncomfortable.” (Appendix 2, p. 293)

“Pins and needles.” (Appendix 2, p. 293)

“They make you do things you don’t want to do.” (Appendix 2, p. 293)

“Pain like ants crawling on you.” (Appendix 2, p. 293)

“I can’t breathe during spasm. I’m gasping for air.” (Appendix 2, p. 293)

“Like a Charley horse.” (Appendix 2, p. 293)

“Severe enough that they will knock my breath out and shoot my arms out.” (Appendix 2, p. 293)

“A real gut-wrencher. It arches my back and throws me forward.” (Appendix 2, p. 293)

“Spasms could turn me over when I’m laying down and completely take me out of position.” (Appendix 2, p. 293)

“Painful like you can’t tolerate it.” (Appendix 2, p. 293)

“So miserable that it has taken a fruitful life from me.” (Appendix 2, p. 293)

“I could blow my brains out.” (Appendix 2, p. 293)

“Most suicidal . . . pain all the time . . . I’ve been through too much hell. . . .” (Appendix 2, p. 293)

“Up the back of my head, like being electrocuted.” (Appendix 2, p. 293)
	

	
	E3 
	Physical domain: Timing
	Credible

	
	
	Timing, frequency, and duration of spasms and spasticity varied and were context dependent. For some, the occurrence was rare, whereas for others it occurred quite often, “sometimes 30 to 40 times a day.” The spasms might last only a few seconds at a time or result in a feeling of “constant tone.” Some experienced more spasms in response to specific health problems such as a UTI or an ingrown toenail. One respondent said that, when healthy, the spasms occurred only 3 or 4 days a week but were much more frequent with a bladder infection. (p.290)
	

	
	E4 
	Physical domain: Course
	Credible

	
	
	Participants identified longitudinal changes in their spasms and spasticity. Several recounted that, soon after their injury, the movements were more intense and were accompanied with “constant pain.” With increasing time postinjury, the severity moderated. Others had the opposite experience, greater intensity and frequency with increased time since injury. (p.290)
	

	
	E5 
	Physical domain: Triggers
	Unequivocal

	
	
	“If I am mad I will get real tight, more tone than spasms.” (p.290)

“My emotions don’t really affect them.” (p.290)

“Pressure changes from the migraine put extra pressure on the spinal cord, which leads to a spasm.” (p.290)

“When you first lay down from sitting are the worst times.” (p.290)

“If I’ve been up a long time, I get more spastic.” (p.290)

“when your body gets pumped up.” (p.290)

“Sometimes my skin is so sensitive, just by pulling the sheet on to cover my knees causes spasms.” (p.290)

“When someone touches me—if it is a hard touch it will spasm, but not always with a soft touch.” (p.290)
	

	
	E6 
	Activity domain
	Unequivocal

	
	
	“just tolerate them and go on.” (p.290)

“Sometimes driving, I just have to pull over and sit a while and relax if my muscles are having a lot of spasms.” (p.290)

“On that day when the muscles are bad, rainy days or when the weather changes. . . . It is worse on those days, and then sometimes on those days, I don’t attempt to do anything, because I have an increase in spasms.” (p.290)

“can make me go back and fall over, ‘cause I have no balance. . . . I lose complete control and can’t do anything until it is over.” (p.290)
	

	
	E7 
	Emotional domain
	Unequivocal

	
	
	“nothing to fear or worry about” (p.290)

“don’t feel like doing anything.” (p.290)

“At first, it is scary because you don’t know . . . the spasm may come up in a portion of your body that is going to make you fall . . . tension and nervousness . . . in fact, I do have a lot of paranoia about it. This is more or less a mental thing . . . it takes so much not to really think about it.” (p.290)
	

	
	E8 
	Economic domain
	Credible

	
	
	The economic impact of involuntary movement was experienced both in decreases in earning potential and increases in the cost of managing their condition. Some described job interviews in which they were embarrassed by spasms that they felt influenced a negative outcome. Others said that the movements interfered with particular job tasks, limiting their work options beyond the impact of SCI alone. Some respondents reported that they had adequate medical insurance, but several indicated a need for better coverage of medicines and physical therapy. Several indicated a need for reimbursement for complementary and alternative therapies (eg, massage therapy). (p.290)
	

	
	E9 
	Interpersonal domain
	Unequivocal

	
	
	“I may hit a bump in the sidewalk or a little dip in the road, it may send off a spasm, and my arm may flop off to the side, or I may lean over to the side and I am kind of stuck until someone can come by and help put my arm back or push me over.” (man with SCI, p.291)

“I need my wife to reposition me.” (Appendix 3, p.293)

“She holds my hand during a spasm, especially in public. It’s really cool.” (Appendix 3, p.293)

“My father will come over and help with my spasms. He is getting older and has to rely on friends.” (Appendix 3, p.293)

“I need someone to drive me when I am having spasms.” (Appendix 3, p.293)

“I need someone to come along and put my arm back.” (Appendix 3, p.293)

“God helps me.” (Appendix 3, p.293)

“Family and friends aren’t bothered.” (Appendix 3, p.293)

“Strangers think it’s weird.” (Appendix 3, p.293)

“Think my legs are moving and I’m going to walk.” (Appendix 3, p.293)

“They probably think I am having a seizure.” (Appendix 3, p.293)

“They think you are making excuses.” (Appendix 3, p.293)

“A lot of people don’t like to touch me.” (Appendix 3, p.293)

“I don’t answer the phone on bad spasm days.” (Appendix 3, p.293)

“I apologize to the dentist. She had to get used to working on a moving target.” (Appendix 3, p.293)

“I can’t go out and talk to people, and I like to go out.” (Appendix 3, p.293)

“I can’t go to the mall or the movies (with someone) because it is cold, and that will cause them.” (Appendix 3, p.293)

“In the middle of a conversation it hits. I will stop and focus.” (Appendix 3, p.293)

“When a friend gives me a hug (I can spasm).” (Appendix 3, p.293)
	

	
	E10 
	Management domain
	Unequivocal

	
	
	“The doctor agreed to let me regulate my medication regimen because I know more about myself than they could ever know.” (p.291)

“It makes you relax and decreases the intensity of them.” (p.291)

“Pharmaceuticals can’t compare with Mother Nature; I know that for a fact. I can feel it in my heart. Pot did not keep me in the house or too mellow to do anything like Valium.” (p.291)

“I would love to use it but wouldn’t risk having a blood test positive for pot at the VA and consequences such as not getting a federal loan for college if it is on your record.” (p.291)

“There is a reason for everything, and I give it to God. I don’t complain to Him, I just tell Him. I talk to Him just like I am talking to you, and that is about it.” (p.291)

“If I know when I am going to have a spasm I stay still, and I won’t spasm.” (Table 3, p.291)

“Range of motion.” (Table 3, p.291)

“A regular good bowel program.” (Table 3, p.291)

“Stretching” (Table 3, p.291)

“Baclofen pump” (Table 3, p.291)

“Medication” (Table 3, p.291)

“Surgery, but I don’t want to have another surgery” (Table 3, p.291)

“Physical therapy” (Table 3, p.291)

“Marijuana” (Table 3, p.291)

“Relaxation” (Table 3, p.291)

“Acupuncture, Acupressure” (Table 3, p.291)

“Bend over and put my head between my legs.” (Table 3, p.291)
 
“Change position” (Table 3, p.291)

“Breathe. A lot of people tense up, but breathing helps mellow them out.” (Table 3, p.291)

“Exercise. Do my range of motion.” (Table 3, p.291)

“Physical therapy” (Table 3, p.291)

“Medication” (Table 3, p.291)

“Exercise” (Table 3, p.291)

“Pray, leave it up to the Lord.” (Table 3, p.291)

 “Massage” (Table 3, p.291)

“Meditate” (Table 3, p.291)

“Raise the bed a little bit” (Table 3, p.291)

“Keep exercising. They will stop” (Table 3, p.291)

“Change position” (Table 3, p.291)

“Lift my toe.” (Table 3, p.291)

“Push on it, someone else will push on it and make it stop.” (Table 3, p.291)

“Take a deep breath and body spasms stop.” (Table 3, p.291)

“Heat” (whirlpool, heating pad, and so on). (Table 3, p.291)

“Medication is the only thing” (Table 3, p.291)

“Valium. I’m not the same person, but they work.” (Table 3, p.291)

“Marijuana knocks them out instantly . . . I don’t have to take meds if I smoke.” (Table 3, p.291)

“Alcohol” (Table 3, p.291)
	

	
	E11 
	Cognitive domains
	Unequivocal

	
	
	“When I have a spasm, it excites the nerves and sends pain messages to the brain—‘Nerve Damage’.” (p.292)

“The nerve reaction doesn’t get up to your brain, so it doesn’t know how to react. It just causes a cycle, round and round until it stops.” (p.292)

“My body is trying to send a signal to my brain. I don’t think it gets past the breakage point in my spinal column, so maybe it goes back down through my body, and it goes back up, and it can’t go past that breaking point, so it is kind of reverbing [sic] back and forth.” (p.292)

“The body is not liking what it feels. I can’t feel hot or cold on my legs. When they put the cold water . . . my body doesn’t like it, so I will spasm.” (p.292)

“My body is trying to get a little movement.” (p.292)

“It tells me my arm is tired.” (p.292)

“My body is telling me something is wrong.” (p.292)

“An occasional spasm is now a part of who I am.” (p.292)

“It’s just one of those things you accept.” (p.292)

“It gets worse if you sit back and let it take control.” (p.292)
	

	
Meade et al. 2016
	
F1a 
	
Relearning one’s own body and how to do things
	
Unequivocal

	
	
	“If you don’t know your body, who else is going to know it? And how are you going to explain what’s going on?” (male with SCI, p.43)

“I remember being in the rehab center back in 1970. The social worker talked to me about completing my education and going back to work. I was blown away. I was like I don’t even know how I’m going to get up out of bed. How am I going to get from Point A to B independently transportation wise? Back then, the van lifts and accessible transportation was practically non-existent. There were fundamental questions about even if I can get prepared to go, how am I going to make that happen? But down the road, I learned ways I could do things.” (male with SCI, p.43)

“I remember vividly 25 years ago, it took me 2 or 3 hours to get up and dressed, an hour to get downtown, 11 o’clock, and so tired after 2 o’clock, went back home. In that transition, you don’t know if you’re going to work or not, do you want or not want to work, are your skills the same in the chair? There are a lot of things you have to look at. For me, it was a back-to-work mentality, but it took me a good year before I could function normally of what you had before the injury. It takes time. It wasn’t about the work. Yes, I’m going back, but will you handle the day-to-day routines versus the work routines and the end-of-the-day routines. You know until you try it.” (male with SCI, p.43)

“It took around a year and a half to get okay. I had to figure out how to regulate my body. You deal with ICs [intermittent catheterizations] and bowel and bladder issues, being able to transfer, having access to a car. It took that long to manage to feel normal. You have to have good time-management skills especially at the front end to make sure you’re successful….” (female with SCI, p.43)
	

	
	F1b
	Relearning one’s own body and how to do things
	Unequivocal

	
	
	“The question about going back to work wasn’t a question. It took me adapting to the new normal using a chair, surgeries, and get health back. When I met with the employer and HR [human resources], they said come back when you’re ready.” (male with SCI, p.43)

“I made a decision. The objective that you try to get back to work is 60 days or 90 days? I said heck no, I’m not going back to work. That’s the decision I made; so even though the company wanted me back to work, I said no. I’m glad I said no, I’m not going back to work. This is my body. I got myself back, my health. So once I was able to get that together, I said I’m ready to go back to work.” (male with SCI, p.43)
	

	
	F2a
	General health and wellness behaviours
	Unequivocal

	
	
	“Water, exercise. I had a bunch of stomach pains, and they couldn’t figure out what was going on. So I changed the way I eat and, before I exercise to get that under control.” (male with SCI, p.43-44)

“Health. I think you have to have good health. You have to do your weight shifts so you don’t have secondary complication after spinal cord injury. Sometimes people have a tendency to forget weight shift and stuff. The fact we can’t feel our body, we may not know the skin is breaking down and it will become something much, much bigger, which we will take you off the working loop a long, long time. And as anybody who knows anything about skin care, it could take years to retain its balance again.” (female with SCI, p.44)

No major medical issues luckily. Not a pressure sore. I owe most of that of course to my PCA [personal care assistant]
who keeps an eye on me. Also I bike at [the rehab center] 3 times a week. But you’ve got to have time for that. It’s a hard balance. I tried working full time at first, and almost immediately things didn’t feel right, so I had to make a choice. (p.44)

“Mine has. My first 10 years at the hospital, I worked most second shift but some days. Then since I worked every other weekend, I had days off during the week; and I took care of myself much better. Now I work straight days, and I’m constantly fighting the feeling that I need to stay past my appointed hours to keep on top of things. I’ve been talked to about that. I don’t have a bowel program anymore. It’s out of control because I can’t maintain it like I used to, so my wife and I deal with that. I would prefer (but my position is not needed on the weekend) a different schedule to live day to day better. But now I guess I’m resolved to deal with it, hope it doesn’t get too bad until I can retire.” (male with SCI, p.44)
	

	
	F2b
	General health and wellness behaviours
	Unequivocal

	
	
	“I try to keep that separate, work and attendant care. It overlaps a lot. You get a good person (a good attendant), all of a sudden you’re work seems to be going good too because you don’t have bladder infections. You’re being taken care of. It goes in cycles. But yeah, attendant care business is a whole other ballgame isn’t it?” (male with SCI, p.44)

“I’ve had reliable aides. With home health care nurses, I screen my own health care service. I ask them questions. I interviewed them. Even though they’re hired through a company, they send out about three aides, I choose who I like. I have my questions, and I make sure that they can comply to my needs. I make sure they got to be here at a certain time. And even at the home health-care service that I use, they know “You’re going to see Mr. [Smith]. He’s very straight, so you got to behave.” And it’s a good thing because they know I don’t play. That’s because you’re dealing with my life, and if I get a job and I’m late, I get fired because of you. That’s not going to set well with me.” (male with SCI, p.44)
	

	
	F2c
	General health and wellness behaviours
	Unequivocal

	
	
	“Asking a stranger to help you. I said to my therapist I ride Metro Mobility for the last 21 years. I would have to say there have been over a thousand plus men who have been driver who have come close enough putting belts over me and touching my chair. I would never as an able-bodied person run into a thousand men that I would have allow that interaction. And now I have to allow that to get from one place to the other. Have their comments, and can I get away from someone who has just belted me down with five belts. As a single, able-bodied woman, would you ever have had to ask a stranger to help you that way?” (female with SCI, p.44)
	

	
	F3a
	Communication, educating others, and advocacy
	Unequivocal

	
	
	“One thing that’s important for all of us who are looking for employment is to be a self-advocate because my needs are going to be different than someone else’s. Even though we are all categorized as somebody with a spinal cord injury, self-advocacy is one of the most important things. You can do it in a nice way where people will want to help you. It depends on your tone and body language. It’s one of those things we have to be conscientious [sic] of.” (female with SCI, p.45)

“That brings the point too that if you don’t ask, you don’t get. Depending on how you ask, a lot of companies, if they’re not told, it will continue.” (male with SCI, p.45)
	

	
	F3b
	Communication, educating others, and advocacy
	Unequivocal

	
	
	“I remember when I was doing this last job I had, I worked in a lobby area, and the cold air comes in. Especially downtown, it’s real cold when the air whips around the building. But I always wore a hat. … My supervisor came in one day and said, “Listen, you can’t wear a hat.” I’d been wearing a hat for 6 months. All of a sudden I can’t wear a hat, so I asked him why. It’s not in uniform. I had to wear a suit every day. So I told him I have to have a hat so I don’t get too cold and get a spasm. So I asked him, “Look at this suit I have on. It’s two size big.” So pulled my collar open, and he see I have two layers of thermal. I said, “I’ve been wearing this all year long because, in this building, it’s very cold. I have to take care of my body.” So I was educating him that you have to take care of your body. …And you don’t really want to see me spasm, because my spasm be so bad, it can lift me up.” (male with SCI, p.45)

“There’s a lot of times it’s education for that person. That job or HR department or supervisor, even co-workers, you’re an educational experience for them. So everybody doesn’t have to know your business, but there are people you have to communicate with to let them know what’s going on about you.” (male with SCI, p.45)

“You’ve got to be prepared that if you need assistance or you want to participate, that you are advocating. It’s all about self-advocacy and realizing that sometimes you may not get your way and accepting that. I don’t usually go into it thinking that, but there are always times when something doesn’t work out perfectly, and the way you deal with that is important, especially in the workplace. You can get mad and threaten to call the EEOC [Equal Employment Opportunity Commission], or you can say, “Maybe I should talk to HR about this.” I’m not saying I don’t go to rage in other areas, but I definitely don’t go into rage at work. That’s important to maintain your temper if you’re disabled or not.” (female with SCI, p.45)

“Yeah, human resource people are good, especially ones at my company. They’ve asked if I needed anything. They’re based out of Texas. I actually had the vice president of the company fly up to meet me, and she was real nice and supportive and asked if I need accommodations or help. So once you get your foot in the door and talk to them and explain it, everything . . .” (male with SCI, p.45)

“You now have to use a whole new set of terminologies applied to yourself or the description of who you are.” (female with SCI, p.45)

“Part of it is education, communication. People with disabilities should take communication training because in the tone of your voice and how you come over, they tend to look at disabilities as uneducated. It’s “do you have the skills to communicate what you want in their language?” That gets you in the door because you sound like you know something. Again, how we talk about ourselves or how you see and talk about yourself with a disability with the ease of it’s okay for me to roll into the room so they know that’s not an obstacle for you.” (female with SCI, p.45)
	

	
	F4 
	Secondary conditions and aging with SCI
	Unequivocal

	
	
	“In about 2003 when I was putting in applications with my chair .., ended up breaking my leg, having pulmonary arteries that gave me pulmonary hypertension, went on medication and everything else, and said maybe that’s it for a while.” (p.46)

“The surgeries affected me going back to work, but it also affected my whole life. That being said, anytime you have anything like that, it’s going to be harder to maintain a job.” (female with SCI, p.46)

“Somebody mentioned that as we age, the stamina lessens. That goes without saying; but toward the end, I used to roll out of bed at seven and get to work at eight and work until whenever. But my God, toward the end I had to get up at ten to five to get there.” (male with SCI, p.46)

“Absolutely! Everything took longer. My shoulders are shot and a myriad of other things. It got more difficult. That’s why I hung it up. Plus I wanted to work until 66 just because I wanted to do that to fulfil my work life because that’s where I came from. But anyway, it just became difficult. Life is very hard. Now everything takes longer.” (male with SCI, p.46)

“I figured if there is something I want to do like travel or whatever, I’d better do it now because I can see, physically, I’m on the downside. The slide is pretty slippery. I can feel a decline.” (male with SCI, p.46)

“It’s also frightening because if you’re waiting, when you go from Social Security back to the workforce, you better know you’re going to do that job and get back and forth to work because most employers are not going to wait for you. The money you make is withdrawn from Social Security benefits slower and slower. Eventually you’ve lost benefits. It’s hard if not impossible to get back to it because you need three or four . . . The last year and a half I was missing a lot of work (unexcused absences) to prove I might have to go back on disability again because of pain management.” (female with SCI, p.46)

“I had that dilemma this year. I had some major surgery. Before I was driving and used to pull my wheelchair in the passenger seat. It’s a lot of physical work. Now I don’t see myself doing that like I was able to because I can’t bend and not as flexible. I was worried about that. I work from home now, but I was like “Am I going to be happy with that” because I had always gone to a workplace and travelled. I actually miss people, but I recently decided to get a van with a lift. That has opened some doors for me and possibly some decisions. I don’t think I could be happy out of work.” (female with SCI, p.46)

“Actually, this year since I’ve been going through all the things the first five months, this was going to be my last year. I was going to give it up because everything’s jumping on me at one time (the injury that kept me in rehab for five months). But the job, they wouldn’t let me quit. They kept calling me, and “Ah, you know I got to quit,” and “You know we need you.” And this sort of job encourage me not to quit…. With my two jobs that I have, I have not switched many jobs, I had only two jobs in 28 years, so the jobs have been really good working with me. Like you said, I would tell them the type of situation I have because, when I first got hurt, I had a lot of urinary tract infections. That would take me off work some days and take medication. Sometimes when you take medication, sometimes it makes you have bowel movements, sometimes sweats and chill fever. So I would have to leave and go home while I’m working. So instead of them getting rid of me for having to leave so much, they work with me at both jobs and the job I’m working with now. See I work overnight now.” (male with SCI, p.46)
	

	
Munce et al. 2016
	
G1 
	
Internal responsibility attribution: Wellness awareness
	
Unequivocal

	
	
	“Physical fitness, healthy eating, paying attention to what’s going on with the skincare, keeping your brain active, keep everything going, don’t spend too much time in front of the TV.” (male with SCI, p.4)
	

	
	G2 
	Internal responsibility attribution: Monitoring for secondary complications
	Unequivocal

	
	
	“Then routines to my day, the washing up rituals. That used to be much quicker…Now it’s that I have to be dressed to protect the skin on my backside. I have to do that kind of ritual stuff in bed and that takes me roughly 20 min every morning. It bothers me but I know I need to do it so that there’s no skin breakdown or un-cleanliness or something like that doesn’t cause an issue down the road.” (male with SCI, p.5)

“…when you get a spinal cord injury you are now two people. There’s the upper part of you and there’s the lower part of you and they don’t communicate with each other. The lower part of you is like a little baby. It’s like it will react but you don’t know what that means because it’s not communicating with you. Like I mean it’s not directly linked to you. You can’t feel it. So you have to interpret what those reactions mean. Just like if a little baby is crying, well why is he crying, what’s going on?” (male with SCI, p.5)
	

	
	G3 
	Internal responsibility attribution: Independence-dependence conflict
	Unequivocal

	
	
	“… two of the times he [individual with traumatic SCI] was very tired, working long hours and did two transfers and ended up in injuries.”  (male with SCI, p.5)
	

	
	G4 
	Internal responsibility attribution: Direct someone else to provide your care
	Excluded

	
	G5 
	Internal responsibility attribution: Ownership of your own care/empowerment in managing your own care
	Unequivocal

	
	
	“I guess I would interpret self-management as taking control of my health and taking the responsibility and making sure that I’m being responsible in terms of dealing with my health, whether it’s making sure that I book my yearly appointments and go to see my doctors. Like I said being proactive if there are issues that do arise, that I’m dealing with it right away and seeking out specialists if that’s needed to assist with whatever treatments or medications or something that I may need for it.” (female with SCI, p.6)
	

	
	G6 
	External responsibility attribution: Established chronic disease self-management programs
	Excluded 

	
	G7 
	External responsibility attribution: Importance of caregiver skill set
	Excluded 

	
Nygren-Bonnier et al. 2016
	
H1 
	
Limitation in breathing function
	
Unequivocal

	
	
	Excluded – not describing the phenomenon of interest
	

	
	H2 
	Strategies for managing limitation in breathing function
	Unequivocal

	
	
	‘‘And when I’m on the track I sometimes feel I have to stretch upright and take a deep breath to get oxygen, because when you sit leaning forwards, like, and pedal, you don’t get enough.’’ (p.533)
	

	
	H3 
	Limitations in the ability to cough
	Excluded

	
	H4 
	Strategies for managing the limitation in the ability to cough
	Unequivocal

	
	
	‘‘Yes, or if you sit up you can throw yourself forwards and cough up.’’ (p.533)
‘‘Then I try to bring on spasticity since I’m helped by this to make pressure. I lie on my back, for example so I stretch out my whole body since then I use stretch spasticity, kind of, to cough with.’’ (p.533)
	

	
	H5 
	Limitations in voice function
	Excluded

	
	H6 
	Strategies for managing the limitations in voice function
	Unequivocal

	
	
	‘‘I get breathless very easily when I talk, too, so I try and avoid talking so much. At least, like, when there are many people who want to talk. I prefer to let them chat while I keep quiet.’’ (p.533)
	

	
	H7 
	Decreased lung function not necessarily a problem
	Unequivocal

	
	
	‘‘Yes, it’s a bit harder to breathe these days, you don’t have the same strength. There’s more resistance, my muscles are weaker. Not so it’s hard or difficult or . . . I breathe without thinking about it, see. So it isn’t any bother.’’ (p.534)
‘‘Yes, well, there’s an effect, but of course, if you’ve been injured such a long time you don’t think about it when things work okay on a daily basis. But when you think about it, when you compare before and after, sure, there’s a difference.’’ (p.534)
	

	
Shaw & Logan 2013
	
I1 
	
Normalisation
	
Unequivocal

	
	
	‘‘It’s just like you going to the toilet and me going to the toilet, you know. Is there anything that would stop you doing anything because you want to have a pee, you know.’’ (p.1345)

‘‘All my life, well all my disabled life, in fact since I was about 15 I’ve been doing my best to be as normal as possible.” (p.1345) 

‘‘And probably subconsciously you know you’ve got to use a catheter but it feels as if he’s doing it himself, you know what I mean. . .He perhaps thinks he’s going to the toilet like you and I you know.’’ (p.1345)

‘‘I almost feel, well everyone does it that way, when someone goes to the toilet that’s what they’re doing.” (p.1345)

‘‘I still want to be me but in a wheelchair.’’ (p.1345)

‘‘When you’ve got an in-dweller it is a part of you so it’s there as a part of you er and I wouldn’t be, I’m not comfortable with that, so I like the fact that with the ISC it is aside from you, it’s not really a part of me, it’s (ISC) is something I do in the privacy of the bathroom and that’s it really.’’ (p.1345)

‘‘But with the alternatives (indwelling or suprapubic catheters) I think I’d feel more apart from everyone, I’d feel more disabled because I’d know that I’d got these things permanently in my body.’’ (p.1345)

‘‘I was thinking that here I am. I’m in flipping leggings all the time and it’s not me. . . it (ISC) means that I can wear the clothes that I want to wear. That was really important to me.’’ (p.1345)

‘‘My partner’s brother he’s housebound because of this (indwelling catheter). He won’t go out because he’s afraid of the bag and it’s noticeable as well.’’ (p.1345)

‘‘it takes a couple of minutes just to go to the toilet you know, it’s just like anyone else.’’ (p.1345)
	

	
	I2 
	Independence and control
	Unequivocal

	
	
	‘‘It was another step of independence because at that time I was on my back a lot of the time you know just, ((inaudible)) hoisted out at first and I just hoped to get some sort of independence but that’s the way I looked at it.’’ (p.1346)

‘‘It’s just like it makes you feel more like an adult and you don’t have to rely on people so much um, as I said it’s independence you know, not have to have someone clean up after me and things like that, you know. I have help to kind of do things around the house now, but it kind of makes you feel less disabled when there are more things that you can do rather than can’t, you know.’’ (p.1346)

‘‘I needed lots of kind of help and things like that and just like being in hospital as well it felt like being a kid really you know, you lose that sense of being an adult, being your own man type of thing um so that in that kind of respect, you know, trying to work on not being self-conscious and being so guarded when you’re with people as well because you know, wondering what they’re thinking.’’ (p.1346)

‘‘The Consultant first said well because of the cerebral palsy I might not have the dexterity to do it myself [ISC] so I looked at him and said ‘look, I’ll have to find a way around it’, They just laughed and said ‘right’.’’ (p.1346)

‘‘It was just trial and error there was no easy way really. . . eventually it worked, and I persevered, one or two failures but then I got on track and once I was up and running I had no problems with it.’’ (p.1346)

‘‘I actually tend to go into a jug rather than directly into the toilet. By doing that it means I can see if there’s any symptoms of an infection. I like to monitor how much I’ve gone, if there is blood in there. There never is, but things like that rather than just straight in the toilet.’’ (p.1346)

‘‘Well the fact that I’d be in control of emptying my bladder er and that wouldn’t be in control of me basically. Um and on a normal sort of day to day basis I wasn’t having frequent urinary accidents, the ability for me, what it did for me was the ability to be able to go out socially and basically not have to think about how much I was drinking.’’ (p.1346)
	

	
	I3 
	Acceptance, and avoidance and denial
	Unequivocal

	
	
	‘‘There’s no doubt I’d like to be a bit more mobile but really more control over the bowel and bladder and sexual function so there’s hope in certain aspects and just working hard to bear the brunt really and just get on with it because I’ve got no other option.’’ (p.1346)

‘‘you know there’s nothing I can do about my condition. It’s something I’ve gotta live with. The pins and needles I gotta live with and the rest of the things, I’ve gotta live with, but I manage to overcome a lot of these things. ’’ (p.1346-1347)

‘‘. . .that eight months to two years period I might have had one [UTI] every six months for a year then one every four months for a year, then every three months, then every two months and then when it got down to every month and I tried to be er more conscious of perhaps the frequency with which I was doing my catheters and I guess that’s what taught me a lesson really you know. It took me the best part of probably seven years, eight years post injury for the message to finally drop that you really need to be aware of it. It’s important to your own health. Unfortunately, it was too late by then for me.’’ (p.1347)

‘‘. . .you just need to get a grip type of thing really. I know I needed to get a grip but, you know, when I was in the car or something, that was my problem I just become too focused on what I was doing and wouldn’t stop to think about what I needed to do.’’ (p.1347)

‘‘I guess everybody deals with an injury in a different way. I mean I was certainly, you know, those early days I was very much adamant that it was a short-term thing that I was, you know, in a year’s time it would all be behind me, you know, so that influences the decisions you make I think.’’ (p.1347)

‘‘. . .I had quite a big block and a barrier to doing it [ISC] and I didn’t want to do it, you know, I tried, and I’d had such a bad time. I suppose I associated that with that awful period post-accident where, you know, I’d had such a bad experience there that I really kind of didn’t want to deal with it, I didn’t want to have to do it, you know. I didn’t want to kind of have to face it as it were.’’ (p.1347)
	

	
Van de Ven et al. 2008
	
J1 
	
Strategies for independence
	
Credible

	
	
	All respondents were wheelchair-users and able to move around in a hand-rim wheelchair. However, their abilities ranged from being independent except for housekeeping activities to needing help with all tasks of daily living. These differences were only partly related to the seriousness of the SCI. Some respondents deliberately chose not to function independently for some activities of daily living because this saved them energy to participate in society, for instance to have a job. The respondents in our study mentioned several strategies that helped them to become as independent as possible. (p.251)
	

	
	J2 
	Making independent functioning a personal challenge
	Unequivocal

	
	
	“My motive is independence. And not just in taking care of myself, the daily activities. But also with respect to income. With everything. Total independence.” (male with SCI, p.253)
“We never say ‘We’d better not do that’. No, we just go to the beach and we’ll just see how we’ll get there. But we go anyway.” (female with SCI, p.253)
“You try things, taking a trip by a pedal boat, also canoeing. At the rehabilitation centre I said I wanted to try canoeing. Of course, I don’t have enough hand functions to grasp the paddles. So you have to improvise a bit. Eventually it went well and we canoed a fine 15 kilometres. Well, that was just great.” (male with SCI, p.253)
	

	
	J3
	Learning from other people with SCI
	Unequivocal

	
	
	“At the end of the quad rugby session we always hang around for a while at the bar. And that is the time for me to ask questions and get answers from the others. ‘How do you do it with passing water, how do you manage with sex, how do you use the wheelchair?’ And those guys together know more  than any rehabilitation doctor will ever know.” (male with SCI, p.253)
“When I started to play rugby there was a boy with a higher spinal cord injury than I have. He had less physical functions left. But he had a hand rim wheelchair. And then I thought: ‘If he can function in that kind of wheelchair, what am I doing in an electric wheelchair?’” (female with SCI, p.253)
	

	
	J4
	Strategies for self-determination
	Credible

	
	
	The respondents stated that their SCI had a strong influence on their choices and the goals they set for themselves. They felt limited in the number of alternatives from which they could choose because of the SCI. However, the respondents indicated that the injury did not influence their capacity to make choices or set goals. Having difficulty in making choices was seen as a personality trait. Not all respondents were aware of their choices or felt they had to make choices. Some respondents mentioned that the process of making choices had become more explicit since the SCI because choices had more implications. The respondents mentioned several strategies that were related to self-determination. (p.253)
	

	
	J5
	Keeping oneself informed
	Unequivocal

	
	
	“You have to go there [fairs for people with disabilities and service providers] every year. I think everyone with disabilities should do that. Because you have to know what’s available.” (female with SCI, p.253)
“It’s a matter of phoning a lot, asking for information a lot. I also attended workshops about regulations for people with disabilities. And the patient organization also has a lot of information. And friends or acquaintances in the same situation. I was also active in a platform for disabled people in my city. So, you get information from different angles. And maybe one day it’s applicable to you.” (male with SCI, p.253)
	

	
	J6 
	Setting personal goals
	Credible

	
	
	“I always wanted to go to college and then find a job. Self-care does not fit in with this. I receive professional care and within half an hour I am ready for work. If I had to do this myself it would take much more time and I wouldn’t be able to work the 32 hours a week I work now.” (female with SCI, p.253-254)
“I always strove to be what you call a ‘Renaissance man’, a widely developed human being. I think people should not focus on one’s ability, but that you should be able to do a lot of different things. And I wanted to continue this after my accident.” (male with SCI, p.254)
	

	
	J7
	Being assertive towards others
	Unequivocal

	
	
	“You have to know what you want and then you must tell them what rights you have. If you explain it well and you come up with arguments, you can get things done.” (male with SCI, p.254)
“I don’t listen to the doctors anymore. I just do what feels good for me. They told me I couldn’t use the handbike or play quad rugby because it would be too much of a burden on my shoulders, arms and hands. But, what would I have got left if followed their advice? Should I just stay in bed all day? Well, not for me. For me the quality of my life is more important than the quantity.” (female with SCI, p.254)
“My mother is someone who can’t let go of experiences. So, if something happens, everything that has happened to her in her youth comes back to her. I can put a stop to these kind of thoughts and just continue with my life. But she can’t. So, me getting the SCI totally brought her down. And then she began dragging me and my brother into her negative cycle and that is when we decided to end our contacts with her.” (male with SCI, p.254)
	

	
	J8 
	Strategies for participation
	Credible

	
	
	The respondents led active lives, taking part in society in various ways and maintaining social relationships with friends, colleagues, relatives, spouses and children. The respondents mentioned several social roles, like being employed, being a housewife taking care of young children, functioning in volunteer work and hobbies. They mentioned that some of their relationships with others had changed because of the SCI. This was due to the help they needed from others and the lower expectations that some others had about them. As regards spousal relationships the sex life changed drastically because of the impairments. Some of the respondents had lost their partners because of the SCI. All respondents perceived serious impediments in terms of participation, due to the barriers they had to face within society, caused by inaccessibility aspects, negative attitudes towards people with disabilities and bureaucracy. Participation was also impeded by, secondary conditions like incontinence, pain and fatigue. The respondents mentioned several strategies relating to participation. (p.254)
	

	
	J9 
	Making challenges out of barriers
	Unequivocal

	
	
	“A lot of people are afraid of certain activities. Hesitation. They ask themselves: What if I go outside and fall? If I did this, what would happen? There are always things to worry about. But, when you’re playing rugby you’re working with the wheelchair so intensively, it feels like the wheels become your legs, and you overcome your fears.” (male with SCI, p.254)
	

	
	J10 
	Planning and organizing
	Unequivocal

	
	
	“Having SCI means organising. That is the most important skill you must have. And of course, a lot of people don’t have it. Not everyone was born to be a manager. Some people are just untidy. You can’t have that if you have SCI. Because you have to plan your whole day. I always know in advance exactly what I will do that day and what I have to arrange for that.” (female with SCI, p.254)
“I have noticed that I am thinking and arranging a lot in advance. I don’t see other people doing that, people who do not have SCI. They just go somewhere and see what happens, while I have to think in advance: Will it be possible for me to go to the toilet? Will my dog, who is trained to help me, be allowed inside? That kind of stuff.” (female with SCI, p.255)
	

	
	J11 
	Asking and accepting help from others
	Unequivocal

	
	
	“The more you ask others for help, the more you are able to do.” (female with SCI, p.255)
“I do not feel any shame about asking others to help me. That is why I can go my own way. For instance, two weeks ago I went to a congress in Amsterdam. After I while I had to go to the bathroom, which I can’t do on my own. So, I just asked the host of the day to call and see if someone could help me go to the toilet. Well, not everyone will have the courage to ask that. But, it always works.” (male with SCI, p.255)
“I don’t want to be dependent on other people. I don’t ask for help easily. It’s not in my personality. But if you have such a personality like mine and you need help, it’s annoying. I think that if I asked for help more often, I’d make more out of my life.” (female with SCI, p.255)
“I have a friend who’s gone with me on holiday several times now. I pay for her flight and accommodation and she helps me during the holiday. If you take someone with you to help it’s important it’s someone you like. And for this friend it gives her the opportunity to go somewhere. Without me she would never be able to do this. And for me it is the ideal situation. So, now we do fun things together.” (female with SCI, p.255)
“So much has been done for you by many different people. So, if you see you can do something in return for them it gives you confidence. Just little things like paying for a drink in a bar, or taking someone to dinner, or picking someone up to go somewhere. Things like that. It gives you confidence. Because then it’s not just one way, but you can do something in return. It feels good.” (male with SCI, p.255)
	

	
	J12
	Dealing with negative reactions from others
	Unequivocal

	
	
	“It says more about the people who say those things than about me. So, I just ignore it.” (female with SCI, p.255)

“I think it’s funny and also normal. If I see a wheelchair out on the streets I also look to see what kind of wheelchair it is. And if I see someone with another kind of abnormality, who looks slightly different from other people, I also look. For instance, if someone has purple hair. So, I think it’s just a normal phenomenon.” (male with SCI, p.255)

“I remember when I was still under treatment at the rehabilitation centre, sometimes you could go home for the weekend. One time my sister asked me: ‘Do you see that? Everyone is staring at you’. Well, I didn’t see a thing. So, I have shut it out, or it doesn’t interest me.” (male with SCI, p.255)

“If I get a chance, I immediately make it very clear who I am. For instance, I say: ‘‘I am John. I am handicapped but I don’t smoke’’, or something like that. Mostly I make a joke. And if people see that they immediately think: ‘‘Oh, it’s okay’’. I make that very clear to others.” (male with SCI, p.255-256)

“If you’re in a wheelchair you have to look good. I think that’s important. Maybe even more important than for others. You have to be extra careful about the way you dress and your make-up. I think it’s important because if you take the effort, people will pay attention to you first and only after that they see the wheelchair. (Respondent B)
When my daughter was 3 years old, other mothers often first wanted to come in and see how I was caring for my daughter before their child was allowed to play at our house. They found it a bit scary. But when they saw that everything went well, it was okay for them.” (female with SCI, p.256)

“If I have a meeting with people from another company, I am not going to tell the other person: ‘‘Prepare yourself, I’m in a wheelchair’’. Because, it’s not relevant. Sometimes I deliberately don’t tell them. Like when I get called by organizations who’re involved in reintegrating disabled people. Of course they call me as the head of the personnel department. They will say things like: ‘Disabled people are very motivated people and I have a very competent applicant’. I just let them tell their story and when they ask me if we can meet, of course I won’t tell them about my disability. I just make an appointment. I find it so funny. They enter the room and they won’t say a word but I can see their embarrassment in their whole appearance.” (female with SCI, p.256)
	

	
	J13 
	Strategies for identification
	Credible

	
	
	For most respondents, the SCI meant a great change in their lives and they experienced the SCI as an important part of their lives. Some respondents perceived the SCI to be part of their selves and found it difficult to imagine a life without the SCI. Whether a person had incorporated the SCI into their sense of self or not did not appear to be an indicator of the level of identification with the life they were living. Some respondents had incorporated their impairments into their sense of self, but did not identify with their lives because they could not accept the fact that they were unable to do certain things they used to do. On the other hand, there were respondents who did not perceive the SCI as part of their selves, but did identify with their lives. Respondents described several strategies which showed how they managed to identify with their lives. (p.256)
	

	
	J14 
	Taking life as it comes
	Unequivocal

	
	
	“Of course you can complain about what you can’t do anymore, that you want to take up your usual life in the wheelchair, that kind of stuff. I tried to live with the SCI as a starting point. I wanted to make something positive out of it. That’s how I approached it. Call it a survival strategy, but for me it was the right way of dealing with it.” (male with SCI, p.256)
“I couldn’t imagine a meaningful life without Christ, without Him as a focus, without a connection to God. And I think because of that, other and higher values are more dominant than the values in the commercial world for example. Physical health or disabilities dwindle next to these values. Within the Christian religion, especially the Catholic religion, disease and suffering have their own meaning. Not negative, but a meaningful significance for life as a whole. And I think that’s very important for happiness and a sense of living a meaningful life.” (male with SCI, p.256-257)
“What I notice is a shift in the hobbies I do. I was a fanatic flute player. I can’t do that anymore because of my poor hand function. And there are more hobbies that I just can’t do anymore. But, I always find a new hobby to replace the other.” (female with SCI, p.257)
	

	
	J15 
	Focussing on the positive sides of life
	Unequivocal

	
	
	“I just think more people should realise this. Not sticking to what you can’t do anymore, but looking at what you can do. You’ll see that’s a lot. Anything is possible in principle. Just, not in the way you see everybody else doing it.” (male with SCI, p.257)
“I see so many people around me who are healthy and who are so unhappy. That is when I feel very rich. I feel very happy then. And those people don’t have disabilities.” (female with SCI, p.257)
	

	
Wahman et al. 2006
	
K1 
	
Using cognitive and behavioural strategies: Finding a role model
	
Unequivocal

	
	
	“It turned out to be the classic situation of what I thought was impossible. I mean I was really sure that certain things just couldn’t be done. The staff at the hospital did try to explain that people with my level of injury usually do it this or that way. I thought they were talking off the top of their heads, and then when I got there (to a camp organised by a patient association) I actually saw it with my own eyes and then I had to believe it.” (p.484)
	

	
	K2 
	Using cognitive and behavioural strategies: Creating routine and goal setting
	Unequivocal

	
	
	“For example, I do a circuit outdoors. Especially at the beginning of the track where there’s a straight stretch, I usually set different goals for how much I can manage. Last summer my goal was to take the whole stretch without stopping to rest. At the beginning of the summer I couldn’t do it. But I managed to get further and further and then when I did the whole stretch in one go – not once but twice in a row without resting – that’s when I got a real kick.” (p.484)
	

	
	K3 
	Using cognitive and behavioural strategies: Recalling previous experiences and acquiring new knowledge
	Unequivocal

	
	
	“Well, it’s the memory of how it felt when you were in good physical shape, when you are on a roll (that generates motivation). The memory of that feeling, I suppose. You feel strong, you just fly up the hills and that.” (p.484)
	

	
	K4 
	Using cognitive and behavioural strategies: exposure and accepting assistance
	Unequivocal

	
	
	“I always have to try. I have to try otherwise I’ll never know whether or not I can do it.” (p.484)
“I’ve come to realise that I need some help and so I have to accept it in those situations.” (p.484)
	

	
	K5 
	Finding environmental solutions: Increasing accessibility
	Unequivocal

	
	
	Warm weather is important, it is among the most important. Then it doesn’t need to be sunny outside. I exercise in the evening, that is the best time. (p.484)
	

	
	K6 
	Finding environmental solutions: Social support
	Unequivocal

	
	
	“Just that people around you have a positive attitude, that usually helps really a lot.” (p.485)
	

	
	K7 
	Finding environmental solutions: Arrange equipment and funding
	Unequivocal

	
	
	“I have had pretty good personal finances, not luxury but I have managed. I have been working all the time and I have managed to prioritise this stuff (special equipment for physical activity) and wheelchairs. It is important in everyone’s life to have good personal finances so you can do things.” (p.485)
	

	
	K8 
	Exploring motivation post injury: Gaining and maintaining independence, experiencing health and improving physical appearance
	Unequivocal

	
	
	“I think you probably, well, you have to get to the stage where the individual himself sees the point of exercising, like I did. Like, if I put some effort into this then my situation, which I think is fairly hopeless, will at least become a bit less hopeless. So you have to start at that end.” (p.485)

“The driving force when it comes to the bottom line, is being as independent as possible and not having to ask for help. Just for everyday life and to work. It’s like floorball. I’m not interested in becoming a world champion, it just keeps me in shape so that my everyday life is bloody much easier.” (p.485)
	

	
	K9 
	Exploring motivation post injury: Becoming a role model
	Unequivocal

	
	
	“Yes, it feels as though you’re doing an important job (as a role model), because that’s how it was for me. When I was newly injured and occupational therapists and physios tried to explain different things and show me how people with injuries like mine did it, it wasn’t really believable. It is not believable until you actually see it.
When you get to act as a role model for someone else, then it feels as though I’m really doing something. You are almost doing that person a favour for life.” (p.485)
	

	
	K10 
	Exploring motivation post injury: Being competitive and establishing a self-image as physically active
	Unequivocal

	
	
	“As I said I get a kick. I’m a competitive sort of person and you see how far other people have got. Then I can do it too. Go for it!” (p.485)
Like I said, before I got my injury I was very uninterested in sport. Today, training wise, I do weight training and tennis on a fairly regular basis. Already, when I was still in the hospital I decided and realised that it was up to me (to be physically active), but then it was more a question of a fight for a worthwhile life. (p.486)
	

	
	K11 
	Exploring motivation post injury: Experiencing pleasure and becoming part of a social network
	Unequivocal

	
	
	“And then there’s the family to think of. That’s a real incentive. You just have to function. You can’t just give up and take to your bed. If I’d been on my own I might not have fought like that. It would probably have been different at any rate. They (the children) have to have their dad in working order.” (p.486)
	

	
	K12 
	Capturing new frames of reference
	Unequivocal

	
	
	“You learn as you go on, over some periods I haven’t done enough exercise. Then I lost a lot of ground and it’s been harder to get going again. Over some periods I trained too much. It was okay for a while and then I noticed that my body was packing up and I was completely worn out and after that it took maybe weeks to get back into shape. So it’s been through experience, I’ve learnt to pay attention to the signals.” (p.486)
	

	
Zanini et al. 2018
	
L1
	
Patterns of behaviour
	
Unequivocal

	
	
	“So that’s how it is, um, in my situation, that’s clear, I have to be very careful. That’s actually how it is, I just have to plan. I have to make sure that I can rest every 4–5 h. This means laying down.” (T5)

“When I go on vacation, I bring all the assistive devices with me. From the special toilet seat to the sheep skin for the bed. And whether I go on vacation for a week or if I’m only away for a night, I always take the devices with me.” (T1)

“And it was important to me from the beginning that I did not get any ulcers and I was also very disciplined right from the start. […] So the fear of getting a pressure injury is so great that I really try to be disciplined and behave accordingly.” (T1)

“Next week I planned to go to the jazz festival in Zurich. I also listen to jazz. That fell through now. [note of translator: He is hospitalized due to a PU] In the summer I’d like to go to Wilisau, Jazzfestival. Well, this is my life, I cannot make concrete plans. Based on the experience, I’ve learned to adapt.” (T5)

“Because if she [the daughter] is there, then you have to be fully present. And I cannot lie in bed. I always think that she is rarely at home. So I can’t expect from her that, during the time she’s at home, she must handle everything by herself. And with the son, you cannot leave him alone. You have to keep an eye on him nearly 24 h a day. And discussing and doing and ranting and putting pressure and playing the policeman. Otherwise, he doesn’t go in the direction we imagine. And that’s it. Thus resting is illusory at the moment.” (S7)

“But of course there are places I haven’t looked at for a long time, places in which I’ve never, never had anything. So huh. Yes, because I sat on one side, the load was all on one side and on the other side I’ve never had a redness of the skin in my entire life. And there you have to look less. You look every now and then, but not so regularly.” (S4)

“What I personally find extremely important is a gift that I have, a genetic gift, I have good skin. So I don’t burn myself fast in the sun. I don’t have any kind of skin allergies. I have a good skin quality even though I smoke (laugh).” (S2)

“I have to pay attention to my foot, it should always be well protected. I do a foot massage, apply body lotion. I mean, from the shoe. There, where other people have a bunion, it’s where the shoe presses. Then I really have to, there I have to pay attention.” (S3)

“When I’m staying at a hotel and I have the feeling that the mattress is harder than the one I have at home, then maybe I’ll turn once more consciously during the night. But not that I take sheepskin and things with me. I don’t have to.” (S2)

“I had a Jay pillow and then there was a redness of the skin there. And then they [homecare service] saw something while showering. Then they said: “Yes you have a red bottom, you have to lie down.” And then I lied down, of course on the other side. And then they looked at it every time. And said: “That’s still red. That’s still red.” Yeah, what’s red? I don’t see exactly how it is with the mirror. […] And then all of a sudden other places were red. Then they said that I have to turn.” (D1)

“And I think, now with the air-flow bed / sure, a big danger is already gone. You notice that, right? Well, you have to get used to it - sure - to the bed. But once you get used to it, that’s actually nice, isn’t it? Then you can lie on your back.” (D2)

“Yes, I had an electric bed with a special mattress. And still got the two pressure injuries and this annoys me.” (D1)
	

	
	L2
	An extensive or a basic knowledge
	Unequivocal

	
	
	“Spasms are signs that you have to take seriously. That’s what they taught us. That comes from pain, right? And if I cannot figure out the cause, or if that’s inexplicable, then I’ll go to the doctor. Then I go to the family doctor. Or I come here to the outpatient clinic, huh. But it’s important to do it timely, huh. One shouldn’t risk anything, huh … You shouldn’t risk anything, huh. This is tremendously important for the overall impact on pressure ulcer prevention.” (T2)

“I learned to listen to the signals from my body. I do not feel the pain in my left or right toe, but I can, if I have pain in one foot, I notice that. It gives me prickling, it may give me some spasticity, then I know that there is something wrong and I change my position.” (S1)

“If I have to drive to Genoa for six hours or so, then I notice that it’s redder than usual. Then I’ll arrive at the camping place or at the hotel and then I’ll lie down three, four hours, right?” (T4)

“If you have a pressure ulcer, if the wound is one cm or a half cm, then you for sure have to lie down for a week to ten days.” (D3)

“And not simply saying that the skin is red. They [homecare services] did not do anything. And I didn’t know that you treat the red skin with [skin ointment].” (D1)
	

	
	L3
	Prevention: a personal or delegated responsibility
	Unequivocal

	
	
	“I think, as a person with paraplegia, you have to look after yourself a lot. And even if I go to a general hospital, I’ll bring my assistive devices with me because I know best what I need, and then if I cannot do the care by myself, I instruct the staff on how to care for me.” (T1)

“We used to have the full responsibility for our own lives. For all things in life. Not just for preventing pressure injuries, but for eating properly, for making all the decisions that you need to make in life, about work or about quality of life, about the adaptation of the house and, and, and.” (S6)

“But I did not notice that I had a pressure ulcer over that long time. That was, actually, from above the skin was not open, it developed from the inside.” (S9)

“I have to say it very clearly. They [homecare service] wanted to blame me for that. But hold on, who repositioned me? They did it. They should have known how to do the wound treatment and everything. Well, they are not that innocent. That annoys me quite a lot.” (D1)
	

	
	L4
	Prevention: a priority for some but not for all
	Unequivocal

	
	
	“[…] because there are many with paraplegia who say: “Yes, when I go on vacation, I would like to take a vacation from my SCI.” And that doesn’t work. So there are some people who leave the mirror at home, because they say: “Now I would like to have holidays from my everyday life.” And that won’t work. The SCI comes on holiday with you.” (T1)

“But I kept doing sport. I’ve never been consistently lying down on my stomach and I went to high school. Then I did an internship. Otherwise I could not have done all this. And in this way I preserved a lot of my quality of life.” (S10)

“I haven’t had big problems with my skin so far. Not yet. So I hope that stays this way.” (D2, several PIs with hospitalizations and surgeries)

“I don’t do anything, absolutely nothing. As little as possible. (Laughter) Body lotion, no. Nothing at all.” (D2)
	

	
	L5
	Prevention: between habit and hard work
	Unequivocal

	
	
	“I try to do everything so that I do not get a pressure ulcer. (laughs) But it is a hard job.” (T4)

“And just, to put it in pretentious words, solution-oriented. Just do not stop, but search. Move on. But that’s not always easy (laugh).” (S3)

“At the beginning it was a bit difficult. But meanwhile it has become normal. You have to decide, if you want to do something, you have to structure it. […] Certainly this limits my freedom, that I have to structure everything. But I don’t notice that anymore […].” (T5)

“So after 36 years, it’s so integrated that somehow, that’s just normal. […] [In those years it has changed] I don’t feel that taking care of myself is a burden, or something.” (S2)
	

	
	L6
	Collaboration with HPs
	Unequivocal

	
	
	“And otherwise I would see a doctor right away instead of doing it by myself for long, especially if I’m sitting on the pressure ulcer. Now, when I burnt my leg, I knew that I was not sitting on the wound and I can treat it by myself.” (S2)

“What I first do, is that I check if it’s swollen or not. Is there anything under the skin? And does it react to pressing or something. Then I put on some body lotion, I treat it in this sense, and then I monitor, huh. And if it stays as it is, then I leave it like this. Otherwise, I contact my family doctor, ask. That’s the first thing I do. Then he tells me to monitor it or to go and show him. Yes. Well, when I call, it’s usually something serious. And then it usually means that I have to go and show him.” (T2)

“I also stopped going to the Polyclinic because there is a new resident physician every six months. And they actually have / I know a thousand times more than these residents.” (S7)

“I go once a month to [specialized clinic] so that they know if it improved or not” (D3)

“Yes, I’ve been supported by the counselling service since a while. […] you can just call them and they’ll come immediately. That’s absolutely awesome. […] Yes, that’s really good. And Ms. X [the counselor] is as fast as a lightning when I call her. […] She knows of course what is being used in the specialized clinic. And I don’t have to go there every time. That helps a lot, doesn’t it? […] she usually brings things. She brings packages with plasters, everything is ready. Or you give her the prescription and she goes and get it for you, if there is too little again. […] and what is also very good is that she is connected with the specialized clinic. So if I have someone from the counselling service, then I know that they can organize a consultation for me.” (D2)
	

	
	L7
	Attitudes towards life with SCI: Optimism
	Unequivocal

	
	
	“Well, you see brutal fates in [specialized clinic]. I saw them myself when I was there. These young with tetraplegia. You know, that’s a terrible thing. For this reason I always say, I’m one of the lucky ones. Of course, it is also terrible what I have. But in comparison to those I belong to the lucky disabled.” (T4)

“I’ll just read more. I like to read and then I can devour books again and see the positive out of it. It’s not just negative, lying down (laugh).” (S4)

“Or the motivation. What kind of attitude a person has towards his own body, how can I accept the paralysis, how do I handle the disability […] that certainly has a great influence, the love for your body and how carefully you treat your body.” (T1)
	

	
	L8
	Attitudes towards life with SCI: self-efficacy
	Unequivocal

	
	
	“So I think you can influence a lot with your behavior, whether you get a pressure ulcer or not.” (T1)

“And every time I went to [specialized clinic] I took the Roho [a type of cushion] because I knew that if they saw me sitting on the Jay [another type of cushion], they would say, “Yeah, why don’t you use the Roho?” But for me the Roho is not ok. So I have it and sometimes I use it too. I use it for a change. And then a little to train. But it did not get any better at all.” (S7)
	

	
	L9
	Attitudes towards life with SCI: Proactivity
	Unequivocal

	
	
	“I knew that he [a colleague] was in hospital for a pressure ulcer and I saw that he was using electrical stimulation, huh. And then I thought, let’s take a closer look at it. When I went to my physiotherapist, I told her that I wanted to do electrostimulation. She checked this option, organized the prescription and then I bought the machine. Since then, I’ve been doing electrostimulation too.” (T2)

“Even with the sheep skins and stuff. For example, I don’t know anybody else who has sheep skins like that. These are all things that I found out and organized by myself.” (T3)

“[…] with the clothes you can do a lot against pressure injuries. But I admit, it took me years to find out the right thing.” (T1)

“Actually, if I would live alone, I’d make different decisions. I think if I’d decide myself, I would not lie. But here [assisted living facility] I have to be more careful.” (D3)
	



