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Box 2: Activity and participation – Denying, disguising or missing clinical 

treatment –  Illustrative quotes 

“I’d lie [about missing school for clinic]. I’d say I went to visit my girlfriend you 

know. You don’t say ‘I went to the hospital,’ …It’s stupid. I just say I went to visit 

someone, or I didn’t feel like coming.”
16

 

“I didn’t take (my tablets) on time, ever…. It was an embarrassment… I was going 

out with friends, they were drinking, smoking, doing things and there was me with 

a tablet box.”(26,F,Tx)
21 

Box 1: Activity and participation – Illustrative quotes 

“While being on dialysis, I couldn’t soak in water. When I went to a water park after 

the transplant, it was quite wonderful as I didn’t need to attach a bandage to my 

body anymore, could get along with friends, and was not different from 

others.”(17,F,Tx) 
20 

 “The local education… wanted me to go to a special school, for people with 

learning difficulties… My Mum and Dad were like, ‘No, he hasn’t got a physical 

disability, it’s a medical condition, we want him to go to a normal school like all his 

friends and be treated normally.’”(27,M,HD) 
18 
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Box 3: Career ambitions and employment difficulties – Illustrative quote 

Interview quote: “It's always been a military career for me and nothing else, and 

the thing is that this kidney puts that whole dream and that whole lifestyle at risk, 

like even if I get this [transplant], there's thousands of really strong men and 

nothing wrong with them at all that go for that and they don't get it, so you know 

like I have to work my arse off ten times harder and there's still no guarantee that 

I'm going to get it, and that's like the only career I've ever wanted, I can't think of 

myself doing anything else. I feel like that, this seems to have taken a lot of things 

away.” (16,M,PD)
12 

 

Later journal entry: “Today we went to hospital for some transplant education. It 

involved a detailed description of the procedure and medication I would go through. 

I was feeling good about it when a sudden realization hit me. Since I would be on 

anti-rejection drugs to keep my immune system down so it would not attack the 

new kidney, I would be more likely to get disease and sick which makes a career in 

the army a not so likely future. I mean healthy normal men don't always get in and 

I'd be expected to fight in environments w[h]ere disease like dysentery and malaria 

are common. As if the fact that I've had renal failure didn't screw up my chances 

enough.” (16,M,PD) (journal)
12 
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Box 4: Employment and disclosure – Illustrative quotes 

“If you [kidney patient] put your CV in and you [employer] get a ‘normal’ CV in; ‘I 

can work full time, there’s nothing wrong with me.’ Well, who would you 

choose?”(Age not provided,F,Tx)
17 

“My attitude… is to demonstrate… that I am more than capable of doing whatever 

it is that they want me to do. Once that has been established I tell them. I delay 

disclosure… that is the tactic.”(28,M,HD)
18 
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Table 1. Study characteristics 

Study ID Country No of 

participants 

Age 

range 

(yrs) 

Methodological 

framework e.g. 

ethnography, 

phenomology, 

qualitative 

Data collection 

e.g. in-depth 

interviews, 

focus groups 

Analysis 

e.g. content, 

framework, 

thematic, GT 

Topic 

Peer-reviewed journal articles 

Tong, A 

(2013)[12] 

Australia 27 in total – 14 
receiving 
dialysis 

16 aged 
12-17 
11 aged 
18-24 

Qualitative In-depth 
interviews and 
journal entries 

Thematic analysis Experiences and Perspectives of 
Adolescents and Young Adults With 
Advanced Chronic Kidney Disease 

Cura, J 

(2012)[19] 

The 
Philippines 

6 17-21 Interpretive 
phenomological 
analysis 

In-depth 
interviews, and 
participant 
diaries. 

Ricoeur’s theory of 
interpretation 

Transition from adolescence to 
adulthood in patients on dialysis who 
have ESRD 

Kim, S and 

Choi H 

(2016)[20] 

South Korea 9 12-18 Qualitative In-depth 
interviews, plus 
one focus group 

Content analysis Renal transplant experiences of Korean 
adolescent transplant recipients 

Murray, P et 

al. (2014)[17] 

UK 14 Median 
age 23.5 

Mixed methods In-depth 
interviews 
following 
questionnaire 

Content analysis Impact of ESRD on education and 
employment outcomes in young adults 

Lewis, H and 

Arber, S 

(2015a)[18] 

UK 35 20-30 Qualitative In-depth 
interviews 

Modified grounded 
theory 

Exploring impact of age at onset (<20 
years of age, essentially a young age of 
onset) of ESRD on education and 
employment outcomes 

Lewis, H and 

Arber, S 

(2015b)[21] 

UK 40 16-30 Qualitative In-depth 
interviews 

Modified grounded 
theory – social 
constructionist 
approach  

Exploring the role of the body in end-
stage kidney disease in young adults: 
gender, peer and intimate relationships 
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Harwood, L 

and Johnson, 

B (1999)[16] 

Canada 5 15-18 Qualitative In-depth, semi-
structured 
interviews 

Descriptive 
phenomenological 
analysis (Giorgi’s 
method) 

Adolescents’ experiences of treatment 
after renal transplantation 
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Table 2. Comprehensiveness of reporting 

 

COREQ item 

Study reference No. of 

studies Tong  

[12] 

Harwood 

[16] 

Murray 

[17] 

Lewis
a  

[18] 

Lewis
b 

[21] 

Cura 

[19] 

Kim 

[20] 

Domain 1: Research team and reflexivity 

Interviewer/facilitator identified X   X X X  4 

Researcher credentials X   X  X  3 

Occupation of researcher       X  1 

Gender of researcher X   X X X  4 

Experience and training    X    1 

Prior/existing relationship with participants        0 

Participant knowledge of interviewer        0 

Interviewer characteristics e.g. bias, 
assumptions, interest in topic 

   X    1 

Domain 2: Study design 

Methodology and theory X X X X X X X 7 

Sampling strategy X X X X X X X 7 

Method of approach/invitation X X      2 

Sample size X X X X X X X 7 

Non-participation X       1 

Setting of data collection X   X X X X 5 

Presence of non-participants X      X 2 

Description of sample e.g. demographics X X  X X X X 6 

Interview guide X       1 

Repeat interviews      X  1 

Audio/visual recording X X X X X X X 7 

Field notes      X  1 

Duration X     X X 3 

Data saturation X X  X   X 4 

Transcripts returned        0 

Domain 3: Analysis and findings 
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Number of data coders X  X   X X 4 

Description of coding tree        0 

Derivation of themes – in advance or 
derived 

X X X X X X X 7 

Software X  X X X   4 

Participant checking       X 1 

Quotations presented X X X X X X X 7 

Data and findings consistent X X X 
But 

primarily 
quantitative 

analysis – 
qualitative 

themes 
under-

reported 

X X X X 7 

Clarity of major themes X X   X X X 5 

Clarity of minor themes X X      1 

Total number of COREQ items 22 12 9 16 13 18 15  
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Table 1. Study characteristics 

Study ID Country No of 

participants 

Age 

range 

(yrs) 

Methodological 

framework e.g. 

ethnography, 

phenomology, 

qualitative 

Data collection 

e.g. in-depth 

interviews, 

focus groups 

Analysis 

e.g. content, 

framework, 

thematic, GT 

Topic 

Peer-reviewed journal articles 

Tong, A 

(2013)[12] 

Australia 27 in total – 14 
receiving 
dialysis 

16 aged 
12-17 
11 aged 
18-24 

Qualitative In-depth 
interviews and 
journal entries 

Thematic analysis Experiences and Perspectives of 
Adolescents and Young Adults With 
Advanced Chronic Kidney Disease 

Cura, J 

(2012)[20] 

The 
Philippines 

6 17-21 Interpretive 
phenomological 
analysis 

In-depth 
interviews, and 
participant 
diaries. 

Ricoeur’s theory of 
interpretation 

Transition from adolescence to 
adulthood in patients on dialysis who 
have ESRD 

Kim, S and 

Choi H 

(2016)[21] 

South Korea 9 12-18 Qualitative In-depth 
interviews, plus 
one focus group 

Content analysis Renal transplant experiences of Korean 
adolescent transplant recipients 

Murray, P et 

al. (2014)[18] 

UK 14 Median 
age 23.5 

Mixed methods In-depth 
interviews 
following 
questionnaire 

Content analysis Impact of ESRD on education and 
employment outcomes in young adults 

Lewis, H and 

Arber, S 

(2015a)[19] 

UK 35 20-30 Qualitative In-depth 
interviews 

Modified grounded 
theory 

Exploring impact of age at onset (<20 
years of age, essentially a young age of 
onset) of ESRD on education and 
employment outcomes 

Lewis, H and 

Arber, S 

(2015b)[22] 

UK 40 16-30 Qualitative In-depth 
interviews 

Modified grounded 
theory – social 
constructionist 
approach  

Exploring the role of the body in end-
stage kidney disease in young adults: 
gender, peer and intimate relationships 
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Harwood, L 

and Johnson, 

B (1999)[17] 

Canada 5 15-18 Qualitative In-depth, semi-
structured 
interviews 

Descriptive 
phenomenological 
analysis (Giorgi’s 
method) 

Adolescents’ experiences of treatment 
after renal transplantation 
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Table 2. Comprehensiveness of reporting 

 

COREQ item [13] 

Study reference No. of 

studies Tong  

[12] 

Harwood 

[17] 

Murray 

[18] 

Lewis
a  

[19] 

Lewis
b 

[22] 

Cura 

[20] 

Kim 

[21] 

Domain 1: Research team and reflexivity 

Interviewer/facilitator identified X   X X X  4 

Researcher credentials X   X  X  3 

Occupation of researcher       X  1 

Gender of researcher X   X X X  4 

Experience and training    X    1 

Prior/existing relationship with participants        0 

Participant knowledge of interviewer        0 

Interviewer characteristics e.g. bias, 
assumptions, interest in topic 

   X    1 

Domain 2: Study design 

Methodology and theory X X X X X X X 7 

Sampling strategy X X X X X X X 7 

Method of approach/invitation X X      2 

Sample size X X X X X X X 7 

Non-participation X       1 

Setting of data collection X   X X X X 5 

Presence of non-participants X      X 2 

Description of sample e.g. demographics X X  X X X X 6 

Interview guide X       1 

Repeat interviews      X  1 

Audio/visual recording X X X X X X X 7 

Field notes      X  1 

Duration X     X X 3 

Data saturation X X  X   X 4 

Transcripts returned        0 

Domain 3: Analysis and findings 
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Number of data coders X  X   X X 4 

Description of coding tree        0 

Derivation of themes – in advance or 
derived 

X X X X X X X 7 

Software X  X X X   4 

Participant checking       X 1 

Quotations presented X X X X X X X 7 

Data and findings consistent X X X 
But 

primarily 
quantitative 

analysis – 
qualitative 

themes 
under-

reported 

X X X X 7 

Clarity of major themes X X   X X X 5 

Clarity of minor themes X X      1 

Total number of COREQ items 22 12 9 16 13 18 15  
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Table 3. Quality assessment of included papers  

 

CASP checklist items [14] Tong [12] Harwood [17] Murray [18] Lewis
a 
[19] 

 

Lewis
b 

[22] 
 

Cura [20] Kim [21] 

1.� Was there a clear statement 

of the aims of the research? 

Yes Yes Yes Yes Yes Yes Yes 

2.� Is a qualitative methodology 

appropriate? 

Yes Yes Yes Yes Yes Yes Yes 

3.� Was the research design 

appropriate to address the 

aims of the research? 

Yes Can’t tell Yes  Yes Yes Yes Yes 

4.� Was the recruitment strategy 

appropriate to the aims of 

the research? 

Yes Can’t tell Yes  Yes Yes Can’t tell Yes 

5.� Was the data collected in a 

way that addressed the 

research issue? 

Yes Yes Yes Yes Yes Can’t tell Yes 

6.� Has the relationship between 

researcher and participants 

been adequately considered? 

Can’t tell  Can’t tell  Can’t tell  Yes Can’t tell Can’t tell  Can’t tell  

7.� Have ethical issues been 

taken into consideration? 

Yes Can’t tell Can’t tell  Yes Yes Can’t tell  Yes 

8.� Was the data analysis 

sufficiently rigorous? 

Yes No No  Yes Yes No Yes – although 
saturation 
reported as 
reached after 9 
interviews 

9.� Is there a clear statement of 

findings? 

Yes Yes  No Yes Yes Yes Yes  

10.�  How valuable is the 

research? 

Valuable: 
- New insights 

Limited by: 
- Small sample. 

Limited by: 
- Qualitative 

Valuable:  
- Large 

Valuable:  - 
Large 

Limited by: 
- Small sample 

Limited by: 
- Small sample. 
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particularly 
regarding 
experiences of 
waiting for and 
of 
transplantation. 
- Journal in 
addition to 
interview data 
added rich 
insights.  
- Areas for 
service 
improvement in 
light of findings 
highlighted.  

- Under-
analysis. 

element of 
this study is 
poorly 
reported 
compared to 
the 
quantitative 
element.  
 
However 
some of the 
themes 
reported from 
the qualitative 
interviews are 
not reported 
elsewhere e.g. 
recreational 
drug use as a 
coping 
strategy. 

sample. 
- Diversity 
of 
participants. 
- Rich, 
extensive, 
detailed 
analysis. 
- Research 
reflexivity 
explicitly 
explored. 

sample. 
- Diversity of 
participants. 
- Rich, 
extensive, 
detailed 
analysis. 

- Under-analysis 
- Transferability 

 
However important 
themes identified 
and implications for 
clinical practice 
considered. 
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Supplementary material: Example search strategy   

Ovid® search  

 

Resources: 

Medline 1950 to present (16/11/17) 

EMBASE 1974 to 2017 Nov 16 

PsycINFO 1806 to Nov Week 3 2017 
 

Search terms 

exp Renal Replacement Therapy/ 

exp Renal Dialysis/ 

exp Kidney Transplantation/ 

h?emodialysis.tw. 

peritoneal dialysis.tw. 

((kidney$ or renal) adj5 (transplant$ or ?graft$ or recipient$ or replac$ or artificial$ or 

extracorporeal$)).tw. 

or/1-6 

exp Adolescent/ 

exp Young Adult/ 

student$.tw. 

youth.tw. 

adolescen$.tw. 

(young$ adj2 (adult$ or people or person$)).tw. 

AYA.tw. 

child$.tw. 

teen$.tw. 

p?ediatric$.tw. 

juvenile$.tw. 

pubescen$.tw or puber$.tw 

or/8-19 

exp Socioeconomic factors/ 

exp Educational status/ 

exp Social class/ 

exp Mental health/ 

exp Lifestyle/ 

demograph$.tw. 

socio?economic.tw. 

social adj (position or class or group or support).tw. 

socio?demographic.tw. 

education$.tw. or school$.tw. or college.tw. or universit$.tw. 

household.tw. or family.tw. or home.tw. or domestic.tw. 

living adj3 standa*.tw 

independent living.tw. or independence.tw. 
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relationship$.tw. or marriage.tw. or ?friend$.tw. or partner$.tw. or spouse$.tw. 

income.tw. or wage$.tw. or earning$.tw. or salar$.tw. or pay$.tw. or benefit$.tw. 

employment.tw. or job.tw. or career.tw. or occupation.tw. or work.tw. 

qualification$.tw. or attainment.tw. or achievement$.tw. or exam$.tw. or degree$.tw. 

disabilit$.tw. 

co?morbidit$.tw. 

(daily adj3 activit$).tw. 

adl$.tw. 

adherence.tw. 

compliance.tw. 

health adj (factors or status or issues).tw. 

wellbeing.tw. 

psycho?social.tw. 

(psychological or mental) adj (health or wellbeing).tw. 

anxiety.tw. 

depression.tw. 

body image.tw. 

stigma.tw. 

social support.tw. 

acceptance of illness.tw. 

patient satisfaction.tw. 

locus of control.tw. 

personality.tw. 

patient activation.tw. or self?efficacy.tw 

quality of life.tw. 

?qol.tw. 

lifestyle.tw. 

smok$.tw. or cigarette$.tw. or tobacco.tw. 

drink$.tw. or alcohol$.tw. 

gambl$.tw. or betting.tw. 

sex.tw. 

drug$.tw. or substance.tw. or addict.tw. 

crim$.tw. 

or/21-66 

7 and 20 and 67 
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Enhancing transparency in reporting the synthesis of qualitative research: the ENTREQ statement 

No Item Guide and description Reported on page 

# 

1 Aim State the research question the synthesis addresses. 5 

2 Synthesis 

methodology 

Identify the synthesis methodology or theoretical framework which underpins the synthesis, and describe the rationale 

for choice of methodology (e.g. meta-ethnography, thematic synthesis, critical interpretive synthesis, grounded theory 

synthesis, realist synthesis, meta-aggregation, meta-study, framework synthesis). 

7 

3 Approach to 

searching 

Indicate whether the search was pre-planned (comprehensive search strategies to seek all available studies) or 

iterative (to seek all available concepts until they theoretical saturation is achieved). 

6 

4 Inclusion 

criteria 

Specify the inclusion/exclusion criteria (e.g. in terms of population, language, year limits, type of publication, study 

type). 

6 

5 Data sources Describe the information sources used (e.g. electronic databases (MEDLINE, EMBASE, CINAHL, psycINFO, Econlit), grey 

literature databases (digital thesis, policy reports), relevant organisational websites, experts, information specialists, 

generic web searches (Google Scholar) hand searching, reference lists) and when the searches conducted; provide the 

rationale for using the data sources. 

6 and 7 

6 Electronic 

Search 

strategy 

Describe the literature search (e.g. provide electronic search strategies with population terms, clinical or health topic 

terms, experiential or social phenomena related terms, filters for qualitative research, and search limits). 

6 

7 Study 

screening 

methods 

Describe the process of study screening and sifting (e.g. title, abstract and full text review, number of independent 

reviewers who screened studies). 

6 
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No Item Guide and description Reported on page 

# 

8 Study 

characteristics 

Present the characteristics of the included studies (e.g. year of publication, country, population, number of 

participants, data collection, methodology, analysis, research questions). 

8 and Table 1 

9 Study 

selection 

results 

Identify the number of studies screened and provide reasons for study exclusion (e,g, for comprehensive searching, 

provide numbers of studies screened and reasons for exclusion indicated in a figure/flowchart; for iterative searching 

describe reasons for study exclusion and inclusion based on modifications t the research question and/or contribution 

to theory development). 

8 and Figure 1 

10 Rationale for 

appraisal 

Describe the rationale and approach used to appraise the included studies or selected findings (e.g. assessment of 

conduct (validity and robustness), assessment of reporting (transparency), assessment of content and utility of the 

findings). 

7 

11 Appraisal 

items 

State the tools, frameworks and criteria used to appraise the studies or selected findings (e.g. Existing tools: CASP, 

QARI, COREQ, Mays and Pope [25]; reviewer developed tools; describe the domains assessed: research team, study 

design, data analysis and interpretations, reporting). 

7 

12 Appraisal 

process 

Indicate whether the appraisal was conducted independently by more than one reviewer and if consensus was 

required. 

7 

13 Appraisal 

results 

Present results of the quality assessment and indicate which articles, if any, were weighted/excluded based on the 

assessment and give the rationale. 

8 and 9  

Table 2, Table 3 

14 Data 

extraction 

Indicate which sections of the primary studies were analysed and how were the data extracted from the primary 

studies? (e.g. all text under the headings “results /conclusions” were extracted electronically and entered into a 

computer software). 

7 and 8 

15 Software State the computer software used, if any. 7 
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No Item Guide and description Reported on page 

# 

16 Number of 

reviewers 

Identify who was involved in coding and analysis. 8 

17 Coding Describe the process for coding of data (e.g. line by line coding to search for concepts). 8 

18 Study 

comparison 

Describe how were comparisons made within and across studies (e.g. subsequent studies were coded into pre-existing 

concepts, and new concepts were created when deemed necessary). 

8 

19 Derivation of 

themes 

Explain whether the process of deriving the themes or constructs was inductive or deductive. 7 and 8 

20 Quotations Provide quotations from the primary studies to illustrate themes/constructs, and identify whether the quotations were 

participant quotations of the author’s interpretation. 

10-16 

21 Synthesis 

output 

Present rich, compelling and useful results that go beyond a summary of the primary studies (e.g. new interpretation, 

models of evidence, conceptual models, analytical framework, development of a new theory or construct). 

9-17 

Figure 2 
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