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1 Information, education and support 1 

1.1 Review question: What information, education and support 2 

is important for people for whom RRT or conservative 3 

management may be appropriate, and their families/carers? 4 

1.2 Introduction 5 

The NICE guideline on patient experience in adult NHS services (CG138) outlines the key 6 
principles of general care. It is important to identify and address the unique needs of people 7 
with specific conditions and those following the identification that an adult, child or young 8 
person may require renal replacement therapy or conservative management.  Information 9 
and support is required to enable people to make the decision of whether to commence renal 10 
replacement therapy or not and if RRT, what modality of renal replacement therapy to use.  11 
Information and support can help to ensure that the person makes the right decision for 12 
themselves or their child and this in turn can lead to better outcomes including adherence to 13 
treatment.   14 

1.3 Characteristics table 15 

For full details see the review protocol in appendix A. 16 

Table 1: Characteristics of review question 17 

Objective Provide evidence of the types of information, education and support that the 
population values in this situation to inform recommendations for healthcare 
professionals to insure these topics are appropriately covered 

Population and 
setting 

Adults and children who are being assessed for RRT or conservative 
management, or who are undergoing RRT or conservative management, their 
families, carers and healthcare professionals 

Context Any type of information, education and support described by studies 

Review 
strategy 

Synthesis of qualitative research. Results presented in narrative format. Quality 
of the evidence will be assessed by a GRADE CerQual approach for each 
review finding. 

1.4 Qualitative evidence 18 

1.4.1 Included studies 19 

Thirty nine qualitative studies were included in the review;23, 26, 30, 36, 39, 48, 57, 60, 88, 96, 99, 100, 103, 20 
107, 109, 115, 118, 127, 129, 132, 135, 139, 149, 156, 168, 169, 173, 195, 198, 201, 212, 213, 223, 224, 240, 244, 245, 252, 261 these are 21 
summarised in Table 2 below. Key findings from these studies are summarised in Section 22 
1.4.2 below. See also the study selection flow chart in appendix C, study evidence tables in 23 
appendix D, and excluded studies lists in appendix E. 24 

Four studies were with children between the ages of 2 and 16 (and their parents), thirty three 25 
studies were with people aged 25 to 70 and two studies were with people aged 70 and over. 26 

Two studies were on the pre-RRT population, two studies involved a mix of people pre and 27 
during RRT. Five studies involved those undergoing any form of RRT. Eight studies involved 28 
those undergoing either HD or PD (two with the input of carers). Eight studies involved those 29 
who had received a transplant. Twelve studies involved those undergoing HD only (two with 30 
the input of carers). One study involved those who had opted for conservative management. 31 
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As a large number of papers were identified for this review, inclusion was halted once 1 
thematic saturation was reached. Saturation is the point at which no new information 2 
emerged from studies that were found to match the review protocol, see the methodology 3 
chapter for more information. These studies are listed in Table 32. 4 

1.4.2 Excluded studies 5 

See the excluded studies list in appendix E. 6 

1.4.3 Summary of qualitative studies included in the evidence review 7 

Table 2: Summary of studies included in the review 8 

Study Design Population Research aim Comments 

Barnieh 
201423 

Interviews 189 participants, 
patients, 
caregivers and 
healthcare 
professionals. 
48% on clinic HD, 
17% home HD, 
12% PD, 19% 
healthcare 
professional. Age 
18 to >80 

Canada 

To synthesise the 
views of 
Canadian patients 
on or nearing 
dialysis and those 
caring for them 

 

Berzoff 
200826 

Focus groups  2 patient groups, 
2 family groups 
(one bereaved 
and one non-
bereaved) and 
two health care 
professional 
groups. 

US 

To elicit and 
provide for the 
needs of dialysis 
patients and their 
families 
throughout the 
trajectory of their 
illnesses. 

Population 
details/characteristic 
not reported. 36 
participants in total. 

Bourbonnais 
201230 

Interviews 25 patients on 
HD, 31 to 80+yrs, 
ESRD, Canada 

To provide an 
overview of pain 
experienced by 
patients 
undergoing 
maintenance 
dialysis. 

 

Browne 
201636 

Focus groups 29 participants on 
dialysis - 14 male, 
15 female. Age 
18-69 years 

US 

To determine 
perceived barriers 
and facilitators to 
kidney transplant 
that dialysis 
patient’s 
experience. 

 

Calestani 
201439 

Semi-structured 
interviews 

53 patients, 18-
75yrs, stage 5 
CKD 

UK 

To explore 
patients' views 
and experiences 
of kidney 
transplant listing 

 

Clarkson 
201048 

Interviews 10 patients from 
dialysis support 
group, over 18yrs 

To explore the 
lived experience 
of patients with 
ESRD to 
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Study Design Population Research aim Comments 

(mean 52yrs),  PD 
and HD 

USA 

determine if they 
are adequately 
educated about 
their illness 

Davison 
200657 

Interviews 19 participants 
with ESRD: aged 
44-88 (mean 64 
years) 

Canada 

 To understand 
hope in the 
context of 
advance care 
planning from the 
perspective of 
patients with end 
stage renal 
disease. 

 

DePasquale 
201360 

Interviews 68 patients with 
ESRD, 62 family 
members, 18+yrs 

US 

To elicit patient 
and family 
member views 
regarding 
information they 
felt should be 
featured in 
educational 
resources 
informing RRT 
selection 
decisions. 

 

Griva 201388 Interviews and 
Focus groups 

37 patients, 21yrs 
and above, on HD 

Singapore 

To explore 
cultural 
perspectives on 
facilitators and 
barriers to 
treatment 
adherence in HD 
patients.  

 

Harwood 
200596 

Interviews 11 patients, 61 to 
89yrs, ESRD 

Canada 

To identify the 
implications for 
patient education 
and support 
needed in the 
care of patients 
with CKD. 

 

Heck 200499 Interviews 31 participants, 
kidney transplant 
recipients, 19 to 
71yrs 

Germany 

To examine the 
psychosocial 
effects of living 
donor kidney 
transplantation for 
donors and 
recipients under 
successful as well 
as complicated 
circumstances. 

 

Henry 
2017100 

Interviews 168 patients, 
starting HD 

USA 

To characterise 
the experiences 
of patients 
beginning RRT 

 

Hughes 
2009103 

Interviews 20 participants 
(18 patients and 2 
carers), aged 26 - 
80 years, 

To explore kidney 

experiences of 
receiving 
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Study Design Population Research aim Comments 

receiving peer 
support, pre-RRT 

UK 

individual peer 
support. 

Jennette 
2009107 

Focus groups  47 patients, aged 
21-80 years, HD 
or PD 

USA 

To ascertain 
barriers and 
facilitators to 
choices other 
than in centre HD 
and psychosocial 
and educational 
issues which may 
affect the choice 

 

Kaba 2007109 Interviews 23 patients, 
ESRD, Greece 

To explore how 
Greek patients 
receiving long-
term 
haemodialysis 
perceive their 
problems and to 
describe the 
impact of 
haemodialysis on 
these patients' 
lives. 

 

Korus 
2011115 

Focus groups  8 adolescents 
aged  between 13 
to 17 years, mean 
age = 15yrs , 
ESRD, Canada 

To explore 
information needs 
of adolescents 
who have 
undergone kidney 
transplantation 

 

Lai 2012118 Interviews 13 patients, 39 to 
63 years, ESRD, 
Singapore 

To explore the 
lived experiences 
of incident 
haemodialysis 
patients in 
Singapore.  

 

Lee 2008127 Focus groups  6 focus groups 
involving 27 HD 
patients and 18 
relatives, mean 
age 54 ± 16.2 
years 

To explore 
patients’ 
experiences with 
different dialysis 
modalities and 
investigated 
issues related to 
the patient’s 
choice of modality 

 

Lin 2005132 Interviews 12 patients, 28 to 
53yrs, ESRD 

South Taiwan  

To describe the 
experiences of 
making a decision 
about HD among 
a group of 
Taiwanese with 
ESRD. 

 

Lonargain 
2017135 

Interviews 6 patients, mean 
age 45, received 
transplant from 
deceased donor 

UK 

To explore the 
psychological 
experiences of 
receiving a kidney 
transplant from a 
deceased donor 
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Study Design Population Research aim Comments 

Low 2014139 Interviews 26 people close to 
those undergoing 
CM UK 

To investigate 
how conservative 
management 
interacted with 
ideas of ageing in 
the experience of 
conservative 
management 

 

Lenci 2012129 Interviews 4 patients, aged 
75 - 88 years, on 
PD for 2-5yrs. 

US 

To explore how  
elderly patients 
experience life on 
PD. 

 

Mitchell 
2009149 

Interviews 10 patients, aged 
20->80 years, on 
HD.  

US 

To identify factors 
identified by 
patients as helpful 
in the transition 
onto 
haemodialysis. 

 

Morton 
2011156 

Focus groups  34 participants, 
>18 years, pre-
dialysis, dialysis 
and caregivers 

Australia 

To rank the most 
important 
characteristics of 
dialysis on which 
patients and 
caregivers make 
decisions 

 

Orr 2007169 Focus groups  26 kidney 
transplant 
recipients aged 
18+yrs 

UK 

To explore the 
experience of 
living with a 
transplanted 
kidney. 

 

Orr 2007168 Focus groups  26 kidney 
transplant 
recipients aged 
18+yrs 

UK 

To explore 
patients' lived 
experience in 
relation to 
medication 
adherence. 

Same population as 
Orr 2007  

Polaschek 
2003173 

Interviews 6 patients, 20 to 
60+yrs, ESRD 

New Zealand 

To contribute 
towards enabling 
health 
professionals to 
provide more 
effective support 
to people who are 
living with ESRD. 

 

Rygh 2012195 Interviews 11 patients: 8 
patients with PD; 
3 with APD and 5 
with CAPD; 3 
patients had 
HHD. 

Norway 

To examine the 
patients’ need for 
information and 
guidance in the 
selection of 
dialysis modality, 
and in 
establishing and 
practicing home 
dialysis. 

 

Salter 
2015198 

Focus groups  36 patients on 
HD, aged 18 - 
65+, 3 in the <65 

To explore 
perceptions of 
dialysis and KT 
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Study Design Population Research aim Comments 

had a previous 
transplant 

US 

among African 
American adults 
undergoing 
haemodialysis, 
with particular 
attention to age- 
and sex-specific 
concerns. 

Schmid-
Mohler, 
2014201 

Interviews 12 kidney 
transplant 
patients, median 
age 52yrs 

Switzerland 

To explore the 
concept and the 
presence of self-
management 
tasks mastered by 
patients in the 
early phase after 
kidney transplant. 

 

Small, 
2010212 

Interviews 21 patients, 
ESRD, 20-70+yrs 

Namibia 

To describe the 
experiences of 
patients receiving 
HD for CKD. 

 

Sondrup, 
2011213 

Focus groups  6 patients, 3 
patients on PD 
and 3 patients on 
HD, aged 30-
69yrs 

Canada 

To better 
understand 
patient 
perceptions and 
possible barriers 
related to 
choosing 
independent 
dialysis therapies. 

 

Tong, 
2010223 

Interviews 22 kidney 
transplant 
patients, aged 12-
19 years (mean 
age=15.6) 

Australia 

To explore 
adolescent 
perspectives 
following kidney 
transplantation 
and to elicit 
strategies from 
them on ways to 
improve service 
delivery and 
support for 
adolescent 
transplant 
recipients. 

 

Tong, 
2011224 

Interviews Parents of 20 
children with CKD 

Australia 

To explore the 
experiences of 
parents who have 
children with 
CKD. 

 

Walker, 
2016240 

Interviews 52 participants 
(43 pre-dialysis 
patients; 9 care- 
givers) who 
ranged in age 
between 22 and 
79yrs 

Australia 

 

To describe 
patient and 
caregiver 
perspectives of 
the economic 
considerations 
that influence 
dialysis modality 
choice, and elicit 
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Study Design Population Research aim Comments 

policy-relevant 
recommendations 

Welch, 
2014244 

Interviews 21 carers of HD 
patients, aged 27-
78 years, 5 male, 
16 female. 

US 

To identify and 
describe the 
needs, concerns, 
strategies, and 
advice of family 
caregivers of 
persons on daily 
home 
haemodialysis. 

 

Wells, 
2013245 

Interviews 10 patients with 
ERF on dialysis, 
aged 13 - 17yrs 

UK 

To explore the 
lived experiences 
of adolescents 
with ERF 
undergoing 
dialysis and 
identify potential 
barriers to 
effective 
treatment 

 

Wilson, 
2012252 

Focus groups  19 patients, aged 
30 - 50+, most 
were 50+ (79%), 
transplant 
recipients and 
transplant listed 

US 

To examine 
patients' 
perceptions of the 
delivery and 
format of a kidney 
transplant 
education 
program in a 
clinical setting. 

 

Yngman-
Uhlin, 
2016261 

Interviews 8 patients in 
haemodialysis 
treatment, aged 
33-53 years 

Sweden 

To explore the 
experiences of 
haemodialysis 
patients who are 
waiting for a 
kidney transplant. 

 

See appendix D for full evidence tables. 1 

1.4.4 Qualitative evidence synthesis 2 

1.4.4.1 Narrative summary of review findings 3 

1.4.4.1.1 Content of information 4 

Review finding 1: Areas of information 5 

People made specific mention of the following as being important areas of information they 6 
appreciated or would have appreciated: 7 

 Symptoms – what they may experience and how to manage them 8 

 Prognosis – the likely long term consequences of their disease and life expectancy, 9 
particularly in the context of transplant 10 

 Mode of access – the benefits and harms of different types of vascular access 11 

 Modality of RRT – the benefits and harms of different modalities of RRT and 12 
conservative management 13 

 Services – availability of support and transition from paediatric to adult 14 
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 Adherence – the importance of adherence and consequences of non-adherence 1 

 Transplant listing – the actual practicalities of listing 2 

 How to approach potential living donors 3 

 Impact on lifestyle – of any modality choice, including limitations on travel, sexual 4 
activity 5 

 Acute situations – what to expect and how to handle them 6 

 Diet and lifestyle – advice on diet and lifestyle choices to improve their health, 7 
including impacts of alcohol and substance abuse 8 

 Kidney function and CKD – a basic understanding of their disease 9 

 End of life care 10 

 Psychological impact – including the effects on donor and recipient in transplantation 11 

Explanation of quality assessment: moderate methodological limitations in the contributing 12 
studies; no concerns about the coherence of the finding; no concerns about relevance; no 13 
concerns about inadequacy as the evidence is sufficiently deep. There was a judgement of 14 
moderate confidence in this finding. See qualitative evidence summary tables for individual 15 
breakdown. 16 

Review finding 2: Depth and timing of information 17 

People in general reported receiving less information than they would like. However they 18 
noted that due to the large amount of information available and pertinent to RRT, if all the 19 
information is provided simultaneously it can be difficult to digest. People noted that they 20 
would prefer to begin receiving information about RRT earlier in the treatment pathway than 21 
they typically did. People also reported that it is useful to have follow-up meetings after 22 
information is provided, in order to insure the information is understood. 23 

Explanation of quality assessment: minor methodological limitations in the contributing 24 
studies; no concerns about the coherence of the finding; no concerns about relevance; no 25 
concerns about inadequacy as the evidence is sufficiently deep. There was a judgement of 26 
high confidence in this finding. 27 

1.4.4.1.2 Format of education/information 28 

Review finding 1: Personalisation 29 

People appreciated when information provided to them was tailored to their circumstances, 30 
for example not all people want the same amount of information on their prognosis. 31 

Explanation of quality assessment: minor methodological limitations in the contributing 32 
studies; no concerns about the coherence of the finding; no concerns about relevance; no 33 
concerns about inadequacy as the evidence is sufficiently deep. There was a judgement of 34 
high confidence in this finding. 35 

Review finding 2: Classes/tours 36 

People appreciated formal education methods like pre-dialysis classes and tours of facilities 37 
before beginning RRT. People who did not receive these classes (for example in some cases 38 
those who received a transplant) noted that they felt they would have benefited from them.  39 

Explanation of quality assessment: minor methodological limitations in the contributing 40 
studies; no concerns about the coherence of the finding; no concerns about relevance; no 41 
concerns about inadequacy as the evidence is sufficiently deep. There was a judgement of 42 
high confidence in this finding. 43 

Review finding 3: Multiple formats 44 

People noted that they found it useful when information/education was provided in multiple 45 
formats, for example with leaflets supported by one to one discussions. However in general 46 
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people reported that they did not receive enough in person time with healthcare 1 
professionals to discuss decisions. 2 

Explanation of quality assessment: minor methodological limitations in the contributing 3 
studies; no concerns about the coherence of the finding; no concerns about relevance; no 4 
concerns about inadequacy as the evidence is sufficiently deep. There was a judgement of 5 
high confidence in this finding. 6 

Review finding 4: Peer support 7 

Peer support was frequently reported as being a useful format of providing information or 8 
education. However in some cases it was noted that it was important that the peers in 9 
question provided information/education in an open, unbiased and supportive manner. 10 

Explanation of quality assessment: minor methodological limitations in the contributing 11 
studies; no concerns about the coherence of the finding; no concerns about relevance; no 12 
concerns about inadequacy as the evidence is sufficiently deep. There was a judgement of 13 
high confidence in this finding. 14 

Review finding 5: Target of education/information 15 

People and their family/carers both noted that it was useful to have information and 16 
education that was aimed both at a person undergoing RRT/CM and also at their family or 17 
carer, with aspects tailored to each. This applied particularly if a living kidney donor was 18 
involved and needed information around the process themselves. 19 

Explanation of quality assessment: moderate methodological limitations in the contributing 20 
studies; no concerns about the coherence of the finding; no concerns about relevance; minor 21 
concerns about inadequacy due to lack of depth. There was a judgement of moderate 22 
confidence in this finding. 23 

1.4.4.1.3 Decision-making 24 

Review finding 1: Availability of choice 25 

People reported that they did not always feel like all options that should have been available 26 
to them, were available. In some cases this was felt to be due to biases from healthcare 27 
professionals (for example in dissuading people from pursuing transplantation) and in others 28 
it was due to the resources available at their particular centre (for example in terms of home 29 
dialysis). 30 

Explanation of quality assessment: minor methodological limitations in the contributing 31 
studies; no concerns about the coherence of the finding; no concerns about relevance; no 32 
concerns about inadequacy as the evidence is sufficiently deep. There was a judgement of 33 
high confidence in this finding. 34 

Review finding 2: Reversibility 35 

People felt it was particularly important that the reversibility of any decisions they made was 36 
made clear. This was noted in the context of choosing conservative management over 37 
dialysis. 38 

Explanation of quality assessment: minor methodological limitations in the contributing 39 
studies; no concerns about the coherence of the finding; no concerns about relevance; minor 40 
concerns about inadequacy. There was a judgement of moderate confidence in this finding. 41 

1.4.4.1.4 Practical support 42 

Review finding 1: Transport 43 
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People noted that the availability of transport affected their ability to engage with RRT and 1 
was a significant psychological stressor during RRT. The impact of transport difficulties was 2 
particularly severe for older and frailer people undergoing RRT. 3 

Explanation of quality assessment: minor methodological limitations in the contributing 4 
studies; no concerns about the coherence of the finding; no concerns about relevance; no 5 
concerns about inadequacy as the evidence is sufficiently deep. There was a judgement of 6 
high confidence in this finding. 7 

Review finding 2: Finances 8 

People noted that their financial status and ability to access financial support affected their 9 
engagement with RRT. People reported hidden costs of RRT including certain aspects of 10 
their dialysis (for example electricity costs) and dietary requirements. 11 

Explanation of quality assessment: minor methodological limitations in the contributing 12 
studies; no concerns about the coherence of the finding; minor concerns about relevance; 13 
minor concerns about inadequacy. There was a judgement of moderate confidence in this 14 
finding. 15 

1.4.4.1.5 Psychological support 16 

Review finding 1: Awareness and availability of support 17 

People reported that they felt that their healthcare professionals were not always aware of 18 
the emotional and social distress associated with their RRT. People reported that feeling 19 
depressed, dependent on others and having limited employment possibilities all contributed 20 
to a heavy psychological impact. People reported that having someone to talk to was really 21 
important, for some this was family or peers but for others a healthcare professional was 22 
necessary. 23 

Explanation of quality assessment: minor methodological limitations in the contributing 24 
studies; no concerns about the coherence of the finding; no concerns about relevance; no 25 
concerns about inadequacy as the evidence is sufficiently deep. There was a judgement of 26 
high confidence in this finding. 27 

 28 
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1.4.5 Qualitative evidence summary 1 

1.4.5.1 Content of information 2 

Table 3: Summary of evidence – Areas of information: Symptoms 3 

Study design and sample 
size 

Finding 

Quality assessment 

Number of 
studies 
contributing 
to the 
finding Design Criteria Rating 

Overall 
assessment 
of 
confidence 

Areas of information 

4 studies Combination 
of interviews 
and focus 
groups, all 25 
to <70, all 
during RRT. 

People mentioned information on what they may experience and 
how to manage them as an area they appreciated or would have 
appreciated. 

Limitations Minor to moderate 
concerns about 
methodological 
limitations 

HIGH 

Coherence No or very minor 
concerns about 
coherence 

Relevance No or very minor 
concerns about 
relevance 

Adequacy No concerns about 
adequacy 

 4 
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Table 4: Summary of evidence – Areas of information: Prognosis 1 

Study design and sample 
size 

Finding 

Quality assessment 

Number of 
studies 
contributing 
to the 
finding Design Criteria Rating 

Overall 
assessment 
of 
confidence 

Areas of information 

7 studies Combination 
of interviews 
and focus 
groups, all 25 
to <70, all 
during RRT. 

People mentioned information on the likely long term 
consequences of their disease and life expectancy, particularly in 
the context of transplant as an area they appreciated or would 
have appreciated. 

Limitations Minor concerns about 
methodological 
limitations 

HIGH 

Coherence No or very minor 
concerns about 
coherence 

Relevance No or very minor 
concerns about 
relevance 

Adequacy No concerns about 
adequacy 

 2 

Table 5: Summary of evidence – Areas of information: Mode of access 3 

Study design and sample 
size 

Finding 

Quality assessment 

Number of 
studies 
contributing 
to the 
finding Design Criteria Rating 

Overall 
assessment 
of 
confidence 

Areas of information 
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Study design and sample 
size 

Finding 

Quality assessment 

Number of 
studies 
contributing 
to the 
finding Design Criteria Rating 

Overall 
assessment 
of 
confidence 

5 studies Combination 
of interviews 
and focus 
groups, all 25 
to <70, all 
during RRT. 

People mentioned information on the benefits and harms of 
different types of vascular access as an area they appreciated or 
would have appreciated. 

Limitations Minor concerns about 
methodological 
limitations 

HIGH 

Coherence No or very minor 
concerns about 
coherence 

Relevance No or very minor 
concerns about 
relevance 

Adequacy No concerns about 
adequacy 

 1 

Table 6: Summary of evidence – Areas of information: Modality of RRT 2 

Study design and sample 
size 

Finding 

Quality assessment 

Number of 
studies 
contributing 
to the 
finding Design Criteria Rating 

Overall 
assessment 
of 
confidence 

Areas of information 

5 studies Combination 
of interviews 
and focus 

People mentioned information on the benefits and harms of 
different modalities of RRT and conservative management as an 
area they appreciated or would have appreciated. 

Limitations Minor concerns about 
methodological 
limitations 

HIGH 
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Study design and sample 
size 

Finding 

Quality assessment 

Number of 
studies 
contributing 
to the 
finding Design Criteria Rating 

Overall 
assessment 
of 
confidence 

groups, all 25 
to <70, all 
during RRT. 

Coherence No or very minor 
concerns about 
coherence 

Relevance No or very minor 
concerns about 
relevance 

Adequacy No concerns about 
adequacy 

 1 

Table 7: Summary of evidence – Areas of information: Services 2 

Study design and sample 
size 

Finding 

Quality assessment 

Number of 
studies 
contributing 
to the 
finding Design Criteria Rating 

Overall 
assessment 
of 
confidence 

Areas of information 

1 study Focus 
groups, 25 to 
<70, during 
RRT. 

People mentioned information on the availability of support and 
transition from paediatric to adult as an area they appreciated or 
would have appreciated. 

Limitations Minor concerns about 
methodological 
limitations 

MODERATE 

Coherence No or very minor 
concerns about 
coherence 
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Study design and sample 
size 

Finding 

Quality assessment 

Number of 
studies 
contributing 
to the 
finding Design Criteria Rating 

Overall 
assessment 
of 
confidence 

Relevance No or very minor 
concerns about 
relevance 

Adequacy Minor concerns about 
adequacy 

 1 

Table 8: Summary of evidence – Areas of information: Adherence 2 

Study design and sample 
size 

Finding 

Quality assessment 

Number of 
studies 
contributing 
to the 
finding Design Criteria Rating 

Overall 
assessment 
of 
confidence 

Areas of information 

2 studies Combination 
of interviews 
and focus 
groups, all 25 
to <70, all 
during RRT. 

People mentioned information on the importance of adherence 
and consequences of non-adherence as an area they appreciated 
or would have appreciated. 

Limitations Minor to moderate 
concerns about 
methodological 
limitations 

MODERATE 

Coherence No or very minor 
concerns about 
coherence 

Relevance No or very minor 
concerns about 
relevance 
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Study design and sample 
size 

Finding 

Quality assessment 

Number of 
studies 
contributing 
to the 
finding Design Criteria Rating 

Overall 
assessment 
of 
confidence 

Adequacy Minor concerns about 
adequacy 

 1 

Table 9: Summary of evidence – Areas of information: Transplant listing 2 

Study design and sample 
size 

Finding 

Quality assessment 

Number of 
studies 
contributing 
to the 
finding Design Criteria Rating 

Overall 
assessment 
of 
confidence 

Areas of information 

2 studies Interviews, 
all 25 to <70, 
all during 
RRT. 

People mentioned information on the actual practicalities of listing 
an area they appreciated or would have appreciated. 

Limitations Minor concerns about 
methodological 
limitations 

MODERATE 

Coherence No or very minor 
concerns about 
coherence 

Relevance No or very minor 
concerns about 
relevance 

Adequacy Minor concerns about 
adequacy 

 3 
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Table 10: Summary of evidence – Areas of information: How to approach potential living donors 1 

Study design and sample 
size 

Finding 

Quality assessment 

Number of 
studies 
contributing 
to the 
finding Design Criteria Rating 

Overall 
assessment 
of 
confidence 

Areas of information 

1 study Focus 
groups, 25 to 
<70, during 
RRT. 

People mentioned information on how to approach potential living 
donors an area they appreciated or would have appreciated. 

Limitations Minor concerns about 
methodological 
limitations 

MODERATE 

Coherence No or very minor 
concerns about 
coherence 

Relevance No or very minor 
concerns about 
relevance 

Adequacy Minor concerns about 
adequacy 

 2 

Table 11: Summary of evidence – Areas of information: Impact on lifestyle 3 

Study design and sample 
size 

Finding 

Quality assessment 

Number of 
studies 
contributing 
to the 
finding Design Criteria Rating 

Overall 
assessment 
of 
confidence 

Areas of information 

4 studies Combination 
of interviews 

Limitations Minor to moderate 
concerns about 

HIGH 
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Study design and sample 
size 

Finding 

Quality assessment 

Number of 
studies 
contributing 
to the 
finding Design Criteria Rating 

Overall 
assessment 
of 
confidence 

and focus 
groups, all 25 
to <70, all 
during RRT. 

People mentioned information on of any modality choice, including 
limitations on travel, and sexual activity as areas they appreciated 
or would have appreciated. 

methodological 
limitations 

Coherence No or very minor 
concerns about 
coherence 

Relevance No or very minor 
concerns about 
relevance 

Adequacy No concerns about 
adequacy 

 1 

Table 12: Summary of evidence – Areas of information: Acute situations 2 

Study design and sample 
size 

Finding 

Quality assessment 

Number of 
studies 
contributing 
to the 
finding Design Criteria Rating 

Overall 
assessment 
of 
confidence 

Areas of information 

2 studies Interviews, 
all 25 to <70, 
all during 
RRT. 

People mentioned information on what to expect with acute 
situations and how to handle them as areas they appreciated or 
would have appreciated. 

Limitations Minor to moderate 
concerns about 
methodological 
limitations 

MODERATE 
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Study design and sample 
size 

Finding 

Quality assessment 

Number of 
studies 
contributing 
to the 
finding Design Criteria Rating 

Overall 
assessment 
of 
confidence 

 Coherence No or very minor 
concerns about 
coherence 

Relevance No or very minor 
concerns about 
relevance 

Adequacy Minor concerns about 
adequacy 

 1 

Table 13: Summary of evidence – Areas of information: Diet and lifestyle 2 

Study design and sample 
size 

Finding 

Quality assessment 

Number of 
studies 
contributing 
to the 
finding Design Criteria Rating 

Overall 
assessment 
of 
confidence 

Areas of information 

3 studies Combination 
of interviews 
and focus 
groups, all 25 
to <70, all 
during RRT. 

People mentioned information on advice on diet and lifestyle 
choices to improve their health, including impacts of alcohol and 
substance abuse as areas they appreciated or would have 
appreciated. 

 

Limitations Minor concerns about 
methodological 
limitations 

HIGH 

Coherence No or very minor 
concerns about 
coherence 
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Study design and sample 
size 

Finding 

Quality assessment 

Number of 
studies 
contributing 
to the 
finding Design Criteria Rating 

Overall 
assessment 
of 
confidence 

Relevance No or very minor 
concerns about 
relevance 

Adequacy No concerns about 
adequacy 

 1 

Table 14: Summary of evidence – Areas of information: Kidney function and CKD 2 

Study design and sample 
size 

Finding 

Quality assessment 

Number of 
studies 
contributing 
to the 
finding Design Criteria Rating 

Overall 
assessment 
of 
confidence 

Areas of information 

1 study Focus 
groups, 25 to 
<70, during 
RRT. 

People mentioned information to gain a basic understanding of 
their disease as an area they appreciated or would have 
appreciated. 

 

Limitations Moderate concerns 
about methodological 
limitations 

MODERATE 

Coherence No or very minor 
concerns about 
coherence 

Relevance No or very minor 
concerns about 
relevance 
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Study design and sample 
size 

Finding 

Quality assessment 

Number of 
studies 
contributing 
to the 
finding Design Criteria Rating 

Overall 
assessment 
of 
confidence 

Adequacy Minor concerns about 
adequacy 

 1 

Table 15: Summary of evidence – Areas of information: End of life care 2 

Study design and sample 
size 

Finding 

Quality assessment 

Number of 
studies 
contributing 
to the 
finding Design Criteria Rating 

Overall 
assessment 
of 
confidence 

Areas of information 

1 study Interviews 
groups, 25 to 
<70, during 
RRT. 

People mentioned information on end of life care an area they 
appreciated or would have appreciated. 

 

Limitations Minor about 
methodological 
limitations 

MODERATE 

Coherence No or very minor 
concerns about 
coherence 

Relevance No or very minor 
concerns about 
relevance 

Adequacy Minor concerns about 
adequacy 

 3 
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Table 16: Summary of evidence – Areas of information: Psychological impact 1 

Study design and sample 
size 

Finding 

Quality assessment 

Number of 
studies 
contributing 
to the 
finding Design Criteria Rating 

Overall 
assessment 
of 
confidence 

Areas of information 

1 study Interviews, 
25 to <70, 
during RRT. 

People mentioned information on the psychological effects on 
donor and recipient in transplantation an area they appreciated or 
would have appreciated. 

 

 

 

Limitations Severe concerns 
about methodological 
limitations 

LOW 

Coherence No or very minor 
concerns about 
coherence 

Relevance No or very minor 
concerns about 
relevance 

Adequacy Minor concerns about 
adequacy 

 2 

Table 17: Summary of evidence – Depth and timing of information 3 

Study design and sample 
size 

Finding 

Quality assessment 

Number of 
studies 
contributing 
to the 
finding Design Criteria Rating 

Overall 
assessment 
of 
confidence 

Depth and timing of information 
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Study design and sample 
size 

Finding 

Quality assessment 

Number of 
studies 
contributing 
to the 
finding Design Criteria Rating 

Overall 
assessment 
of 
confidence 

15 studies Combination 
of interviews 
and focus 
groups, mix 
of 25 to <70 
(n=14) and 
over 70 
(n=1), all 
during RRT 

People appreciate more complete information, provided in stages 
from an earlier starting point to avoid being overwhelmed 

Limitations Minor concerns about 
methodological 
limitations 

HIGH 

Coherence No or very minor 
concerns about 
coherence 

Relevance No or very minor 
concerns about 
relevance 

Adequacy No concerns about 
adequacy 

 1 

1.4.5.2 Format of education/information 2 

Table 18: Summary of evidence: Personalisation 3 

Study design and sample 
size 

Finding 

Quality assessment 

Number of 
studies 
contributing 
to the 
finding Design Criteria Rating 

Overall 
assessment 
of 
confidence 

Personalisation 
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Study design and sample 
size 

Finding 

Quality assessment 

Number of 
studies 
contributing 
to the 
finding Design Criteria Rating 

Overall 
assessment 
of 
confidence 

6 studies Combination 
of interviews 
and focus 
groups, a mix 
of 2 to 16 
years old 
(n=1) 25 to 
<70 years 
old (n=5), all 
during RRT. 

People appreciated when information provided to them was 
individualised and tailored to their circumstances. 

Limitations Minor concerns about 
methodological 
limitations 

HIGH 

Coherence No or very minor 
concerns about 
coherence 

Relevance No or very minor 
concerns about 
relevance 

Adequacy No concerns about 
adequacy 

 1 

Table 19: Summary of evidence: Classes/tours 2 

Study design and sample 
size 

Finding 

Quality assessment 

Number of 
studies 
contributing 
to the 
finding Design Criteria Rating 

Overall 
assessment 
of 
confidence 

Classes/tours 

5 studies Combination 
of interviews 
and focus 

People appreciated formal education methods like pre-dialysis 
classes and tours of facilities before beginning RRT. 

Limitations Minor concerns about 
methodological 
limitations 

HIGH 
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Study design and sample 
size 

Finding 

Quality assessment 

Number of 
studies 
contributing 
to the 
finding Design Criteria Rating 

Overall 
assessment 
of 
confidence 

groups, a mix 
of 25 to <70 
(n=4) and 
over 70 
(n=1), all 
during RRT. 

Coherence No or very minor 
concerns about 
coherence 

Relevance No or very minor 
concerns about 
relevance 

Adequacy No concerns about 
adequacy 

  1 

Table 20: Summary of evidence: Multiple formats 2 

Study design and sample 
size 

Finding 

Quality assessment 

Number of 
studies 
contributing 
to the 
finding Design Criteria Rating 

Overall 
assessment 
of 
confidence 

Multiple formats 

7 studies Combination 
of interviews 
and focus 
groups, all 25 
to <70, all 
during RRT. 

People noted that they found it useful when information/education 
was provided in multiple formats, for example oral and written 

Limitations Minor concerns about 
methodological 
limitations 

HIGH 

Coherence No or very minor 
concerns about 
coherence 



 

 

In
fo

rm
a
tio

n
, e

d
u
c
a
tio

n
 a

n
d
 s

u
p
p
o
rt 

R
R

T
: D

R
A

F
T

 F
O

R
 C

O
N

S
U

L
T

A
T

IO
N

 

©
 N

a
tio

n
a
l In

s
titu

te
 fo

r H
e

a
lth

 a
n

d
 C

a
re

 E
x
c
e

lle
n
c
e

, 2
0
1

8
 

3
0
 

Study design and sample 
size 

Finding 

Quality assessment 

Number of 
studies 
contributing 
to the 
finding Design Criteria Rating 

Overall 
assessment 
of 
confidence 

Relevance No or very minor 
concerns about 
relevance 

Adequacy No concerns about 
adequacy 

 1 

Table 21: Summary of evidence: Peer support 2 

Study design and sample 
size 

Finding 

Quality assessment 

Number of 
studies 
contributing 
to the 
finding Design Criteria Rating 

Overall 
assessment 
of 
confidence 

Peer support 

14 studies Combination 
of interviews 
and focus 
groups, all 25 
to <70, both 
pre-RRT 
(n=1) and 
during RRT 
(n=13). 

People valued peer support as a useful format of providing 
information or education when presented in an open, unbiased 
and supportive manner. 

Limitations Minor and moderate 
concerns about 
methodological 
limitations 

HIGH 

Coherence No or very minor 
concerns about 
coherence 

Relevance No or very minor 
concerns about 
relevance 
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Study design and sample 
size 

Finding 

Quality assessment 

Number of 
studies 
contributing 
to the 
finding Design Criteria Rating 

Overall 
assessment 
of 
confidence 

Adequacy No concerns about 
adequacy 

 1 

Table 22: Summary of evidence: Target of education/information 2 

Study design and sample 
size 

Finding 

Quality assessment 

Number of 
studies 
contributing 
to the 
finding Design Criteria Rating 

Overall 
assessment 
of 
confidence 

Target of education/information 

1 study Focus 
groups, 25 to 
<70, during 
RRT. 

People and their family/carers both noted that it was useful to 
have information and education with aspects tailored to each 
individual. 

Limitations Moderate concerns 
about methodological 
limitations 

MODERATE 

Coherence No or very minor 
concerns about 
coherence 

Relevance No or very minor 
concerns about 
relevance 

Adequacy Minor concerns about 
adequacy 
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 1 

1.4.5.3 Decision-making  2 

Table 23: Summary of evidence: Availability of choice 3 

Study design and sample 
size 

Finding 

Quality assessment 

Number of 
studies 
contributing 
to the 
finding Design Criteria Rating 

Overall 
assessment 
of 
confidence 

Availability of choice 

5 studies Combination 
of interviews 
and focus 
groups, all 25 
to <70 and 
during RRT. 

People reported that they did not always feel like all options that 
should have been available to them, were available. 

Limitations Minor concerns about 
methodological 
limitations 

MODERATE 

Coherence No or very minor 
concerns about 
coherence 

Relevance No or very minor 
concerns about 
relevance 

Adequacy No concerns about 
adequacy 

 4 
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Table 24: Summary of evidence: Reversibility 1 

Study design and sample 
size 

Finding 

Quality assessment 

Number of 
studies 
contributing 
to the 
finding Design Criteria Rating 

Overall 
assessment 
of 
confidence 

Reversibility 

1 study Interviews, 
25 to <70, 
during RRT. 

People felt it was particularly important that the reversibility of any 
decisions they made was made clear. 

Limitations Minor concerns about 
methodological 
limitations 

MODERATE 

Coherence No or very minor 
concerns about 
coherence 

Relevance No or very minor 
concerns about 
relevance 

Adequacy Minor concerns about 
adequacy 

 2 

1.4.5.4 Practical support 3 

Table 25: Summary of evidence: Transport 4 

Study design and sample 
size 

Finding 

Quality assessment 

Number of 
studies 
contributing 
to the 
finding Design Criteria Rating 

Overall 
assessment 
of 
confidence 

Transport 
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Study design and sample 
size 

Finding 

Quality assessment 

Number of 
studies 
contributing 
to the 
finding Design Criteria Rating 

Overall 
assessment 
of 
confidence 

3 studies Interviews, 
mix of 25 to 
<70 (n=2) 
and over 70 
(n=1), both 
pre-RRT 
(n=1) and 
during RRT 
(n=2). 

People noted that the availability of transport affected their ability 
to engage with RRT and was a significant psychological stressor 
during RRT. 

Limitations Minor concerns about 
methodological 
limitations 

HIGH 

Coherence No or very minor 
concerns about 
coherence 

Relevance No or very minor 
concerns about 
relevance 

Adequacy No concerns about 
adequacy 

 1 

Table 26: Summary of evidence: Finances 2 

Study design and sample 
size 

Finding 

Quality assessment 

Number of 
studies 
contributing 
to the 
finding Design Criteria Rating 

Overall 
assessment 
of 
confidence 

Reversibility 

2 studies Interviews, 
25 to <70, 

People noted that their financial status and ability to access 
financial support affected their engagement with RRT. 

Limitations Minor concerns about 
methodological 
limitations 

MODERATE 
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Study design and sample 
size 

Finding 

Quality assessment 

Number of 
studies 
contributing 
to the 
finding Design Criteria Rating 

Overall 
assessment 
of 
confidence 

both pre-
RRT. 

Coherence No or very minor 
concerns about 
coherence 

Relevance Minor concerns about 
relevance 

Adequacy Minor concerns about 
adequacy 

 1 

1.4.5.5 Psychological support 2 

Table 27: Summary of evidence: Awareness and availability of support 3 

Study design and sample 
size 

Finding 

Quality assessment 

Number of 
studies 
contributing 
to the 
finding Design Criteria Rating 

Overall 
assessment 
of 
confidence 

Reversibility 

7 studies Combination 
of interviews 
and focus 
groups, mix 
of 25 to <70 
(n=6) and 

People reported that they felt healthcare professionals were not 
always aware of the emotional and social distress associated with 
their RRT. People reported that having someone to talk to was 
important. 

Limitations Minor concerns about 
methodological 
limitations 

HIGH 

Coherence No or very minor 
concerns about 
coherence 
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Study design and sample 
size 

Finding 

Quality assessment 

Number of 
studies 
contributing 
to the 
finding Design Criteria Rating 

Overall 
assessment 
of 
confidence 

over 70 
(n=1), all 
during RRT. 

Relevance No or very minor 
concerns about 
relevance 

Adequacy No concerns about 
adequacy 

 1 

 2 
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1.5 Economic evidence 1 

The committee agreed that health economic studies would not be relevant to this review 2 
question, and so were not sought. 3 

1.6 Resource impact 4 

The recommendations made based on this review (see section 1.7) are not expected to have 5 
a substantial impact on resources. 6 

1.7 Recommendations 7 

K1. To enable people, and their families and carers (as appropriate), to make informed 8 
decisions, offer balanced and accurate information about: 9 

• all treatments available to them (including RRT modalities and conservative 10 
management), and 11 

• how the treatments may affect their lives. 12 

See table 28 for more details. 13 
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Table 28: Information about treatments and how they may affect lifestyle 1 
Information about treatmentsa 

What they involve, for example, availability of assistance, time that treatment takes place, and number 
of sessions per day/week 

Potential benefits 

The benefits of adherence to treatment regimens and the potential consequences of non-adherence 

Potential adverse effects, their severity and how they may be managed 

The likely prognosis on dialysis, after transplant or with conservative management 

The transplant listing process (when appropriate) 

Switching the modality of RRT and the possible consequences (that is, the impact on the person’s life 
or how this may affect future treatment or outcomes) 

Reviewing treatment decisions 

Stopping treatment and planning end of life care 

Information about how treatments may affect lifestyle 

The person or carer’s ability to carry out and adjust the treatment themselves 

The possible impact of dietary management and management of fluid allowance 

How treatment may fit in with daily activities such as work, school, hobbies, family commitments and 
travel for work or leisure 

How treatment may affect sexual function, fertility and family planning 

Opportunities to maintain social interaction 

How treatment may affect body image 

How treatment may affect physical activity (for example, contact sports should be avoided after 
transplantation, swimming should be avoided with peritoneal dialysis) 

Whether a person’s home will need to be modified to accommodate treatment 

How much time and travel treatment or training will involve 

The availability of transport 

The flexibility of the treatment regimen 

Whether any additional support or services might be needed 

K2. Recognise the psychological impact of a person being offered RRT or conservative 2 
management and discuss what psychological support may be available to help with decision-3 
making. 4 

K3. Discuss with people which treatment options are available to them and explain why any 5 
options are inappropriate or not advised. 6 

K4. Offer oral and written information and support early enough to allow time for people to 7 
fully understand their treatment options and make informed decisions. Information should be 8 
in an accessible format. 9 

K5. Direct people to other sources of information and support (for example, online resources, 10 
pre-dialysis classes and peer support). 11 

K6. Remember that some decisions must be made months before RRT is needed (for 12 
example, a fistula is created at least 6 months before starting dialysis). 13 

K7. Be prepared to discuss the information provided both before and after decisions are 14 
made, in line with the person’s wishes. 15 

K8. Take into account information the person has obtained from other sources (such as 16 
family members and carers) and how this information has influenced their decision. 17 

                                                
a Treatments include RRT, conservative management, medication and dietary intervention. 
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K9. Ensure that healthcare professionals offering information have specialist knowledge 1 
about late stage chronic kidney disease and the skills to support shared decision-making (for 2 
example, presenting information in a form suitable for developmental stage). 3 

K10. Offer people who have presented late, or who started dialysis in an unplanned way, the 4 
same information as people who present at an earlier stage. 5 

K11. Follow the recommendations on enabling patients to actively participate in their care in 6 
NICE’s guideline on patient experience in adult NHS services and on information and 7 
education in NICE’s guideline on chronic kidney disease in adults. 8 

1.8 Rationale and impact 9 

1.8.1 Why the committee made the recommendations 10 

The committee used the evidence and their own experience to update the recommendations 11 
on information and support from NICE’s 2011 guideline on peritoneal dialysis (CG125) and to 12 
extend these to cover other forms of RRT and conservative management. Key findings 13 
related to information being provided well in advance of decisions being needed, multiple 14 
formats of information being available, and full information on all modalities being provided. 15 
Information should also be provided on the psychological impact of starting RRT and the 16 
decision-making process. 17 

1.8.2 Impact of the recommendations on practice 18 

The recommendations broadly reflect current practice and therefore are unlikely to have a 19 
resource impact. They focus mainly on the principles of information and support rather than 20 
on specific interventions. 21 

1.9 The committee’s discussion of the evidence 22 

1.9.1 Interpreting the evidence 23 

1.9.1.1 The quality of the evidence 24 

The committee noted that the majority of evidence was from the point of view of people 25 
undergoing RRT and there was little healthcare professional input identified in the studies. 26 

The findings that people generally wanted more information than they were provided with 27 
may be influenced by the type of participants that agree to be interviewed for qualitative 28 
studies (selection bias). The committee agreed that these participants are in general more 29 
likely to be from the groups of people who want the most information about their care, 30 
whereas in reality there will be some groups of people whose preference is to receive 31 
relatively little information. 32 

The quality of evidence ranged from low to high for the different review findings. The majority 33 
of the evidence was high or moderate quality, with evidence downgraded due to 34 
methodological limitations and concerns regarding adequacy. The nature of the 35 
methodological limitations varied between studies but generally included concerns over lack 36 
of detail on data collection or ethical approval methods. 37 

1.9.1.2 Findings identified in the evidence synthesis 38 

The committee noted that people reported a preference for individualised information but 39 
also appreciated a variety of presentation formats. The committee agreed that in their 40 

https://www.nice.org.uk/guidance/cg138
https://www.nice.org.uk/guidance/cg182
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experience, in general written information represented more generic information, while face 1 
to face discussions allowed for greater personalisation. 2 

The review identified the timing of information as an important consideration. The committee 3 
confirmed that this is consistent with their experience. People require a considerable amount 4 
of time to digest all the available information around the options for RRT or conservative 5 
management. Decisions around RRT often have to be made well in advance of the actual 6 
requirements for RRT (for example creating access for haemodialysis may need to be done 7 
at least 6 months prior to initiation of RRT). However, providing information too early in the 8 
treatment pathway may risk causing anxiety for some people who will actually never require 9 
RRT. Based on the findings of this review, the committee chose to make recommendations 10 
that healthcare professionals aim to provide information early enough that people’s choices 11 
are not limited and their decision making is fully informed when the appropriate time comes. 12 

The review identified some specific aspects of information that people felt they had not been 13 
provided with. They felt they did not receive enough information about the practicalities of 14 
some aspects of RRT, particularly the transplant listing process. The committee agreed this 15 
was an area that some people felt was not discussed enough. Information is required on a 16 
number of areas for example with respect to ‘information on treatments’, areas could include 17 
the number of session per day/week, who performs the treatment and the equipment that is 18 
required.  With respect to ‘how treatments may affect lifestyle’ information is required on for 19 
example impact on holidays or trips away from home, work or studies and on the ability to 20 
care for others.  The committee noted the information should be presented factually to allow 21 
the person to judge whether this represents a benefit of the treatment, for example for some 22 
people short more frequent sessions would be a benefit and for others a disadvantage. 23 

People reported in the review that at times they felt that not all options were made available 24 
to them and they were not always sure why this was the case. The committee agreed that 25 
there will be some situations in which not all options will be appropriate or available for all 26 
people and that it was important that healthcare professionals have honest discussions with 27 
people when this is the case. 28 

In the review, people frequently reported the psychological impact of starting RRT and 29 
making decisions around it was significant, this was supported by the committee’s 30 
experience, particularly the lay members. The committee chose therefore to make 31 
recommendations that healthcare professionals recognise this impact and be able to discuss 32 
support options available to help people deal with it. In the review people reported that 33 
sometimes the most useful support was from their friends or family but at other times, the 34 
support of a healthcare professional was required. 35 

The committee noted some findings that did not appear in the evidence but which they felt 36 
were important based on their experience. The committee agreed on the importance of 37 
discussing the implications of RRT decisions on fertility and family planning. The committee 38 
also noted that in their experience people may begin the decision making process with 39 
misconceptions around RRT that should be addressed before progressing further. 40 

1.9.2 Cost effectiveness and resource use 41 

Health economic studies were not sought as this was a qualitative review. The 42 
recommendations generally provide guidance regarding the content of information and 43 
support specific to people who require RRT or conservative management in line with the 44 
general principles of provision of information already established in the existing NICE Patient 45 
Experience Guideline and so were not considered likely to have a substantial resource 46 
impact over and above this. 47 
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1.9.3 Other factors the committee took into account 1 

The committee raised a concern that there was a gap of information for the age group of 16-2 
25 year olds, due to lack of evidence. The experience of the committee was that this is an 3 
important group within RRT and a lot of problems this review addresses would be specific to 4 
this group. For example, they are more likely to stop adhering to their medication and are a 5 
group that therefore need more advice. The committee confirmed that the recommendations 6 
were applicable to children and young people and that information and support should be 7 
tailored to their needs. 8 

The committee highlighted that psychological problems can impact on how people cope with, 9 
and understand the need for renal replacement therapy, and this can in turn influence 10 
treatment decision-making.  It is important for health professionals to make the time in 11 
appointment to explore whether psychological support may be required. 12 

The committee noted that people who start dialysis in an unplanned way frequently carry on 13 
using the same modality at the one they started on. Typically this is HD through a central 14 
venous catheter. One reason for this is that they are not provided with information on, or 15 
given the opportunity to discuss, switching to another modality. 16 

The committee had a concern with the term ‘information’, as that is usually associated with 17 
just giving a leaflet, when support, advice and an explanation is also needed.  18 

The committee noted that it needs to be conveyed that information is an on-going process 19 
and not just a ‘one-off’. The committee stated that information should not be limited to 20 
treatment decisions, but perhaps addressed as life decisions. 21 

The committee were aware of the recommendations on enabling patient’s to actively 22 
participate in their care in NICE’s guideline on Patient experience in adult NHS services: 23 
improving the experience of care for people using adult NHS services (CG138) and on the 24 
guideline on End of life care for adults in the last year of life: service delivery (in 25 
development) 26 

 27 



 

 

RRT: DRAFT FOR CONSULTATION 
Information, education and support 

© National Institute for Health and Care Excellence, 2018 
42 

References 1 

1. Aasen EM. A comparison of the discursive practices of perception of patient 2 
participation in haemodialysis units. Nursing Ethics. 2015; 22(3):341-51 3 

2. Aasen EM, Kvangarsnes M, Heggen K. Nurses' perceptions of patient participation in 4 
hemodialysis treatment. Nursing Ethics. 2012; 19(3):419-30 5 

3. Aasen EM, Kvangarsnes M, Heggen K. Perceptions of patient participation amongst 6 
elderly patients with end-stage renal disease in a dialysis unit. Scandinavian Journal 7 
of Caring Sciences. 2012; 26(1):61-9 8 

4. Aghakhani N, Sharif F, Molazem Z, Habibzadeh H. Content analysis and qualitative 9 
study of hemodialysis patients, family experience and perceived social support. 10 
Iranian Red Crescent Medical Journal. 2014; 16(3):e13748 11 

5. Ahsanuddin S, Bento S, Swerdlow N, Cervera I, Kayler LK. Candidate 12 
comprehension of key concepts in kidney transplantation. Annals of Transplantation. 13 
2015; 20:124-131 14 

6. Al-Arabi S. Quality of life: subjective descriptions of challenges to patients with end 15 
stage renal disease. Nephrology Nursing Journal. 2006; 33(3):285-92 16 

7. Al Nazly E, Ahmad M, Musil C, Nabolsi M. Hemodialysis stressors and coping 17 
strategies among Jordanian patients on hemodialysis: a qualitative study. Nephrology 18 
Nursing Journal. 2013; 40(4):321-7; quiz 328 19 

8. Allen D, Wainwright M, Hutchinson T. 'Non-compliance' as illness management: 20 
Hemodialysis patients' descriptions of adversarial patient-clinician interactions. Social 21 
Science and Medicine. 2011; 73(1):129-34 22 

9. Amerena P, Wallace P. Psychological experiences of renal transplant patients: A 23 
qualitative analysis. Counselling & Psychotherapy Research. 2009; 9(4):273-279 24 

10. Anderson K, Cunningham J, Devitt J, Cass A. The IMPAKT study: Using qualitative 25 
research to explore the impact of end-stage kidney disease and its treatments on 26 
aboriginal and Torres Strait Islander Australians. Kidney International Supplements. 27 
2013; 3(2):223-226 28 

11. Anderson K, Devitt J, Cunningham J, Preece C, Cass A. "All they said was my 29 
kidneys were dead": Indigenous Australian patients' understanding of their chronic 30 
kidney disease. Medical Journal of Australia. 2008; 189(9):499-503 31 

12. Anderson K, Devitt J, Cunningham J, Preece C, Jardine M, Cass A. If you can't 32 
comply with dialysis, how do you expect me to trust you with transplantation? 33 
Australian nephrologists' views on indigenous Australians' 'non-compliance' and their 34 
suitability for kidney transplantation. International Journal for Equity in Health. 2012; 35 
11:21 36 

13. Anderson K, Yeates K, Cunningham J, Devitt J, Cass A. They really want to go back 37 
home, they hate it here: the importance of place in Canadian health professionals' 38 
views on the barriers facing Aboriginal patients accessing kidney transplants. Health 39 
& Place. 2009; 15(1):390-3 40 

14. Asgari MR, Mohammadi E, Khoshknab MF, Tamadon MR. Hemodialysis patients' 41 
perception from nurses' role in their adjustment with hemodialysis: A qualitative study. 42 
Koomesh. 2011; 12(4):385-395 43 



 

 

RRT: DRAFT FOR CONSULTATION 
Information, education and support 

© National Institute for Health and Care Excellence, 2018 
43 

15. Auslander G, Dobrof J, Epstein I. Comparing social work's role in renal dialysis in 1 
Israel and the United States: the practice-based research potential of available 2 
clinical information. Social Work in Health Care. 2001; 33(3-4):129-51 3 

16. Axelsson L, Klang B, Hagelin CL, Jacobson SH, Gleissman SA. Meanings of being a 4 
close relative of a family member treated with haemodialysis approaching end of life. 5 
Journal of Clinical Nursing. 2015; 24(3-4):447-456 6 

17. Axelsson L, Randers I, Lundh Hagelin C, Jacobson SH, Klang B. Thoughts on death 7 
and dying when living with haemodialysis approaching end of life. Journal of Clinical 8 
Nursing. 2012; 21(15-16):2149-2159 9 

18. Badzek L, Hines SC, Moss AH. Inadequate self-care knowledge among elderly 10 
hemodialysis patients: assessing its prevalence and potential causes. ANNA Journal. 11 
1998; 25(3):293-300 12 

19. Bailey PK, Ben-Shlomo Y, de Salis I, Tomson C, Owen-Smith A. Better the donor you 13 
know? A qualitative study of renal patients' views on 'altruistic' live-donor kidney 14 
transplantation. Social Science and Medicine. 2016; 150:104-11 15 

20. Baillie J. Perspectives on peritoneal dialysis at home: an ethnographic study. Cardiff, 16 
UK. Cardiff University. 2013. Ph.D. 17 

21. Baillie J, Lankshear A. Patient and family perspectives on peritoneal dialysis at home: 18 
findings from an ethnographic study. Journal of Clinical Nursing. 2015; 24(1-2):222-19 
34 20 

22. Bandiziol P, Crosta A, De Martino F, Rizzo G, Ventrella M, Macaliuso E et al. Life 21 
without quality. Reflections of a female focus group on life, health and kidney disease. 22 
Journal of Nephrology. 2008; 21(Suppl. 13):S124-S128 23 

23. Barnieh L, King-Shier K, Hemmelgarn B, Laupacis A, Manns L, Manns B. Views of 24 
Canadian patients on or nearing dialysis and their caregivers: a thematic analysis. 25 
Canadian Journal of Kidney Health & Disease. 2014; 1:4 26 

24. Bass EB, Jenckes MW, Fink NE, Cagney KA, Wu AW, Sadler JH et al. Use of focus 27 
groups to identify concerns about dialysis. Medical Decision Making. 1999; 19(3):287-28 
295 29 

25. Bergjan M, Schaepe C. Educational strategies and challenges in peritoneal dialysis: a 30 
qualitative study of renal nurses' experiences. Journal of Clinical Nursing. 2016; 31 
25(11-12):1729-39 32 

26. Berzoff J, Swantkowski J, Cohen LM. Developing a renal supportive care team from 33 
the voices of patients, families, and palliative care staff. Palliative & Supportive Care. 34 
2008; 6(2):133-9 35 

27. Blogg A, Hyde C. The experience of spouses caring for a person on home 36 
haemodialysis: an ethnography. Renal Society of Australasia Journal. 2008; 4(3):75-37 
80 38 

28. Bonner A, Lloyd A. Exploring the information practices of people with end-stage 39 
kidney disease. Journal of Renal Care. 2012; 38(3):124-30 40 

29. Borzou SR, Anosheh M, Mohammadi E, Kazemnejad A. Patients' perception of 41 
comfort facilitators during hemodialysis procedure: a qualitative study. Iranian Red 42 
Crescent Medical Journal. 2014; 16(7):e19055 43 

30. Bourbonnais FF, Tousignant KF. The pain experience of patients on maintenance 44 
hemodialysis. Nephrology Nursing Journal. 2012; 39(1):13-9; quiz 20 45 



 

 

RRT: DRAFT FOR CONSULTATION 
Information, education and support 

© National Institute for Health and Care Excellence, 2018 
44 

31. Braj B, Picone G, Children HF, Cross N, Pearlman L. The lived experience of 1 
adolescents who transfer from a pediatric to an adult hemodialysis centre. CANNT 2 
Journal. 1999; 9(4):41-6 3 

32. Breckenridge DM. Patients' choice... is it? a qualitative study of patients' perceptions 4 
of why, how, and by whom dialysis treatment modality was chosen. Baltimore, MD. 5 
University of Maryland at Baltimore. 1995. PH.D. 6 

33. Breckenridge DM. Decisions regarding dialysis treatment modality: a holistic 7 
perspective. Holistic Nursing Practice. 1997; 12(1):54-61 8 

34. Breckenridge DM. Patients' perceptions of why, how, and by whom dialysis treatment 9 
modality was chosen. ANNA Journal. 1997; 24(3):313-9; discussion 320-1 10 

35. Bristowe K, Horsley HL, Shepherd K, Brown H, Carey I, Matthews B et al. Thinking 11 
ahead--the need for early Advance Care Planning for people on haemodialysis: A 12 
qualitative interview study. Palliative Medicine. 2015; 29(5):443-50 13 

36. Browne T, Amamoo A, Patzer RE, Krisher J, Well H, Gander J et al. Everybody 14 
needs a cheerleader to get a kidney transplant: A qualitative study of the patient 15 
barriers and facilitators to kidney transplantation in the Southeastern United States. 16 
BMC Nephrology. 2016; 17 108 17 

37. Buldukoglu K, Kulakac O, Kececioglu N, Alkan S, Yilmaz M, Yucetin L. Recipients' 18 
perceptions of their transplanted kidneys. Transplantation. 2005; 80(4):471-6 19 

38. Burnette L, Kickett M. 'You are just a puppet': Australian Aboriginal people's 20 
experience of disempowerment when undergoing treatment for end-stage renal 21 
disease. Renal Society of Australasia Journal. 2009; 5(3):113-118 22 

39. Calestani M, Tonkin-Crine S, Pruthi R, Leydon G, Ravanan R, Bradley JA et al. 23 
Patient attitudes towards kidney transplant listing: qualitative findings from the 24 
ATTOM study. Nephrology Dialysis Transplantation. 2014; 29(11):2144-50 25 

40. Calvey D, Mee L. The lived experience of the person dependent on haemodialysis. 26 
Journal of Renal Care. 2011; 37(4):201-207 27 

41. Calvin AO. Hemodialysis patients and end-of-life medical treatment decisions: a 28 
theory of personal preservation. Austin, TX. University of Texas at Austin. 2000. 29 
Ph.D. 30 

42. Calvin AO. Haemodialysis patients and end-of-life decisions: a theory of personal 31 
preservation. Journal of Advanced Nursing. 2004; 46(5):558-66 32 

43. Campos CJG. The experience of person with chronic renal disease in hemodialysis: 33 
meanings attributed for the patients. Online Brazilian Journal of Nursing. 2007; 34 
6(3):16-16 35 

44. Cases A, Dempster M, Davies M, Gamble G. The experience of individuals with renal 36 
failure participating in home haemodialysis: an interpretative phenomenological 37 
analysis. Journal of Health Psychology. 2011; 16(6):884-894 38 

45. Chenitz KB, Fernando M, Shea JA. In-center hemodialysis attendance: patient 39 
perceptions of risks, barriers, and recommendations. Hemodialysis International. 40 
2014; 18(2):364-73 41 

46. Chiaranai C. The lived experience of patients receiving hemodialysis treatment for 42 
end-stage renal disease: A qualitative study. Journal of Nursing Research. 2016; 43 
24(2):101-8 44 



 

 

RRT: DRAFT FOR CONSULTATION 
Information, education and support 

© National Institute for Health and Care Excellence, 2018 
45 

47. Chong HJ, Kim HK, Kim SR, Lee S. Waiting for a kidney transplant: the experience of 1 
patients with end-stage renal disease in South Korea. Journal of Clinical Nursing. 2 
2016; 25(7-8):930-9 3 

48. Clarkson KA, Robinson K. Life on dialysis: a lived experience. Nephrology Nursing 4 
Journal: Journal of the American Nephrology Nurses' Association. 2010; 37(1):29-35 5 

49. Cohen JD. The experience of living on maintenance hemodialysis for twenty years 6 
and beyond: Impact on the patient and family. Cincinati, OH. The Union Institute. 7 
1996. Ph.D. 8 

50. Conley JA, Burton HJ, De-Nour AK, Wells GA. Support systems for patients and 9 
spouses on home dialysis. International Journal of Family Psychiatry. 1981; 2(1-10 
2):45-54 11 

51. Coombs K, McKinney M, Principe A, Tellis V. Treatment options for end-stage renal 12 
disease: patient perceptions and factors influencing choice of modality. 13 
Transplantation Proceedings. 1993; 25(4):2503-4 14 

52. Costello KL, Murillo AP. "I want your kidney!" Information seeking, sharing, and 15 
disclosure when soliciting a kidney donor online. Patient Education and Counseling. 16 
2014; 94(3):423-6 17 

53. Curtin RB, Mapes DL. Health care management strategies of long-term dialysis 18 
survivors. Nephrology Nursing Journal. 2001; 28(4):385-92; discussion 393-4 19 

54. Da Silva-Gane M, Farrington K. Supportive care in advanced kidney disease: patient 20 
attitudes and expectations. Journal of Renal Care. 2014; 40 (Suppl 1):30-5 21 

55. da Silva Alencastro LC, da Souza Freitas T, Tao Maruyama SA, Sumida Silva DR, 22 
Cabral da Silva F. The renal transplantation in view of the transplanted person. 23 
Ciencia, Cuidado e Saude. 2013; 12(2):356-364 24 

56. Davison I, Cooke S. How nurses' attitudes and actions can influence shared care. 25 
Journal of Renal Care. 2015; 41(2):96-103 26 

57. Davison SN, Simpson C. Hope and advance care planning in patients with end stage 27 
renal disease: qualitative interview study. BMJ. 2006; 333(7574):886 28 

58. de Guzman AB, Chy MAS, Concepcion AFP, Conferido AJC, Coretico KI. The 29 
language of coping: Understanding Filipino geriatric patients' hemodialysis lived 30 
experiences. Educational Gerontology. 2009; 35(9):769-783 31 

59. de Rosenroll A, Higuchi KS, Dutton KS, Murray MA, Stacey D. Perspectives of 32 
significant others in dialysis modality decision-making: a qualitative study. CANNT 33 
Journal. 2013; 23(4):17-24 34 

60. DePasquale N, Ephraim PL, Ameling J, Lewis-Boyer L, Crews DC, Greer RC et al. 35 
Selecting renal replacement therapies: what do African American and non-African 36 
American patients and their families think others should know? A mixed methods 37 
study. BMC Nephrology. 2013; 14:9 38 

61. Ekelund M-L, Andersson SI. “I need to lead my own life in any case”—A study of 39 
patients in dialysis with or without a partner. Patient Education and Counseling. 2010; 40 
81(1):30-36 41 

62. Elliott BA, Gessert CE, Larson P, Russ TE. Religious beliefs and practices in end-42 
stage renal disease: implications for clinicians. Journal of Pain and Symptom 43 
Management. 2012; 44(3):400-9 44 



 

 

RRT: DRAFT FOR CONSULTATION 
Information, education and support 

© National Institute for Health and Care Excellence, 2018 
46 

63. Erlang AS, Nielsen IH, Hansen HO, Finderup J. Patients experiences of involvement 1 
in choice of dialysis mode. Journal of Renal Care. 2015; 41(4):260-7 2 

64. Feldman R, Berman N, Reid MC, Roberts J, Shengelia R, Christianer K et al. 3 
Improving symptom management in hemodialysis patients: identifying barriers and 4 
future directions. Journal of Palliative Medicine. 2013; 16(12):1528-33 5 

65. Franklin PM, Crombie AK. Live related renal transplantation: Psychological, social, 6 
and cultural issues. Transplantation. 2003; 76(8):1247-1252 7 

66. Ganji S, Ephraim PL, Ameling JM, Purnell TS, Lewis-Boyer LL, Boulware LE. 8 
Concerns regarding the financial aspects of kidney transplantation: perspectives of 9 
pre-transplant patients and their family members. Clinical Transplantation. 2014; 10 
28(10):1121-1130 11 

67. Ghadami A, Memarian R, Mohamadi E, Abdoli S. Patients' experiences from their 12 
received education about the process of kidney transplant: A qualitative study. Iranian 13 
Journal of Nursing and Midwifery Research. 2012; 17(2 Suppl 1):S157-64 14 

68. Ghahramani N, Sanati-Mehrizy A, Wang C. Perceptions of patient candidacy for 15 
kidney transplant in the United States: a qualitative study comparing rural and urban 16 
nephrologists. Experimental and Clinical Transplantation. 2014; 12(1):9-14 17 

69. Ghahramani N, Wang C, Sanati-Mehrizy A, Tandon A. Perception about transplant of 18 
rural and urban patients with chronic kidney disease; A qualitative study. Nephro-19 
Urology Monthly. 2014; 6 (2):e15726 20 

70. Gibbons A, Cinnirella M, Bayfield J, Wu D, Draper H, Johnson RJ et al. Patient 21 
preferences, knowledge and beliefs about kidney allocation: qualitative findings from 22 
the UK-wide ATTOM programme. BMJ Open. 2017; 7(1):e013896 23 

71. Giles S. Transformations: a phenomenological investigation into the life-world of 24 
home haemodialysis. Social Work in Health Care. 2003; 38(2):29-50 25 

72. Giles S. Struggles between the body and machine: the paradox of living with a home 26 
haemodialysis machine. Social Work in Health Care. 2005; 41(2):19-35 27 

73. Gill P. Stressors and coping mechanisms in live-related renal transplantation. Journal 28 
of Clinical Nursing. 2012; 21(11-12):1622-31 29 

74. Gill P, Lowes L. Renal transplant failure and disenfranchised grief: Participants' 30 
experiences in the first year post-graft failure—A qualitative longitudinal study. 31 
International Journal of Nursing Studies. 2014; 51(9):1271-1280 32 

75. Glidewell L, Boocock S, Pine K, Campbell R, Hackett J, Gill S et al. Using behavioural 33 
theories to optimise shared haemodialysis care: a qualitative intervention 34 
development study of patient and professional experience. Implementation Science. 35 
2013; 8:118 36 

76. Godbold NJ. Tensions in compliance for renal patients - how renal discussion groups 37 
conceive knowledge and safe care. Health Sociology Review. 2013; 22(1):52-64 38 

77. Goff SL, Eneanya ND, Feinberg R, Germain MJ, Marr L, Berzoff J et al. Advance care 39 
planning: a qualitative study of dialysis patients and families. Clinical Journal of the 40 
American Society of Nephrology. 2015; 10(3):390-400 41 

78. Goldade K, Sidhwani S, Patel S, Brendt L, Vigliaturo J, Kasiske B et al. Kidney 42 
transplant patients' perceptions, beliefs, and barriers related to regular nephrology 43 
outpatient visits. American Journal of Kidney Diseases. 2011; 57(1):11-20 44 



 

 

RRT: DRAFT FOR CONSULTATION 
Information, education and support 

© National Institute for Health and Care Excellence, 2018 
47 

79. Gordon EJ. Patients' decisions for treatment of end-stage renal disease and their 1 
implications for access to transplantation. Social Science and Medicine. 2001; 2 
53(8):971-87 3 

80. Gordon EJ. "They don't have to suffer for me": why dialysis patients refuse offers of 4 
living donor kidneys. Medical Anthropology Quarterly. 2001; 15(2):245-67 5 

81. Gordon EJ, Prohaska TR, Gallant M, Siminoff LA. Self-care strategies and barriers 6 
among kidney transplant recipients: A qualitative study. Chronic Illness. 2009; 7 
5(2):75-91 8 

82. Gray MT. An exploration of uremic pruritus. Salt Lake City, UT. University of Utah. 9 
1988. PH.D. 10 

83. Greer RC, Ameling JM, Cavanaugh KL, Jaar BG, Grubbs V, Andrews CE et al. 11 
Specialist and primary care physicians' views on barriers to adequate preparation of 12 
patients for renal replacement therapy: a qualitative study. BMC Nephrology. 2015; 13 
16:37 14 

84. Greer RC, Crews DC, Boulware LE. Challenges perceived by primary care providers 15 
to educating patients about chronic kidney disease. Journal of Renal Care. 2012; 16 
38(4):174-181 17 

85. Griffin LW, Bratton LB. Fewer black kidney donors: What's the problem? Social Work 18 
in Health Care. 1995; 22(2):19-42 19 

86. Grijpma JW, Tielen M, van Staa AL, Maasdam L, van Gelder T, Berger SP et al. 20 
Kidney transplant patients' attitudes towards self-management support: A Q-21 
methodological study. Patient Education and Counseling. 2016; 99(5):836-43 22 

87. Griva K, Li ZH, Lai AY, Choong MC, Foo MW. Perspectives of patients, families, and 23 
health care professionals on decision-making about dialysis modality--the good, the 24 
bad, and the misunderstandings! Peritoneal Dialysis International. 2013; 33(3):280-9 25 

88. Griva K, Ng HJ, Loei J, Mooppil N, McBain H, Newman SP. Managing treatment for 26 
end-stage renal disease – A qualitative study exploring cultural perspectives on 27 
facilitators and barriers to treatment adherence. Psychology & Health. 2013; 28(1):13-28 
29 29 

89. Guerra-Guerrerro V, Plazas Mdel P, Cameron BL, Salas AV, Gonzalez CG. 30 
Understanding the life experience of people on hemodialysis: adherence to treatment 31 
and quality of life. Nephrology Nursing Journal. 2014; 41(3):289-97, 316; quiz 298 32 

90. Gullick J, Monaro S, Stewart G. Compartmentalising time and space: a 33 
phenomenological interpretation of the temporal experience of commencing 34 
haemodialysis. Journal of Clinical Nursing. 2017; 26(21/22):3382-3395 35 

91. Gurklis JA, Menke EM. Chronic hemodialysis patients' perceptions of stress, coping, 36 
and social support. ANNA Journal. 1995; 22(4):381-8; discussion 389-90 37 

92. Hagren B, Pettersen IM, Severinsson E, Lutzen K, Clyne N. The haemodialysis 38 
machine as a lifeline: experiences of suffering from end-stage renal disease. Journal 39 
of Advanced Nursing. 2001; 34(2):196-202 40 

93. Hagren B, Pettersen IM, Severinsson E, Lutzen K, Clyne N. Maintenance 41 
haemodialysis: patients' experiences of their life situation. Journal of Clinical Nursing. 42 
2005; 14(3):294-300 43 



 

 

RRT: DRAFT FOR CONSULTATION 
Information, education and support 

© National Institute for Health and Care Excellence, 2018 
48 

94. Hanson CS, Chapman JR, Craig JC, Harris DC, Kairaitis LK, Nicdao M et al. Patient 1 
experiences of training and transition to home haemodialysis: a mixed-methods 2 
study. Nephrology. 2017; 22(8):631-641 3 

95. Harrington J, Morgan M. Understanding kidney transplant patients' treatment choices: 4 
The interaction of emotion with medical and social influences on risk preferences. 5 
Social Science and Medicine. 2016; 155:43-50 6 

96. Harwood L, Locking-Cusolito H, Spittal J, Wilson B, White S. Preparing for 7 
hemodialysis: patient stressors and responses. Nephrology Nursing Journal. 2005; 8 
32(3):295-302; quiz 303 9 

97. Haspeslagh A, De Bondt K, Kuypers D, Naesens M, Breunig C, Dobbels F. 10 
Completeness and satisfaction with the education and information received by 11 
patients immediately after kidney transplant: a mixed-models study. Progress in 12 
Transplantation. 2013; 23(1):12-22 13 

98. Hathaway D, Strong M, Ganza M. Posttransplant quality of life expectations. ANNA 14 
Journal. 1990; 17(6):433-9, 450; discussion 440-1 15 

99. Heck G, Schweitzer J, Seidel-Wiesel M. Psychological effects of living related kidney 16 
transplantation - Risks and chances. Clinical Transplantation. 2004; 18(6):716-721 17 

100. Henry SL, Munoz-Plaza C, Garcia Delgadillo J, Mihara NK, Rutkowski MP. Patient 18 
perspectives on the optimal start of renal replacement therapy. Journal of Renal 19 
Care. 2017; 263-269(3):143-155 20 

101. Herlin C, Wann-Hansson C. The experience of being 30-45 years of age and 21 
depending on haemodialysis treatment: A phenomenological study. Scandinavian 22 
Journal of Caring Sciences. 2010; 24(4):693-699 23 

102. Horigan AE, Schneider SM, Docherty S, Barroso J. The experience and self-24 
management of fatigue in patients on hemodialysis. Nephrology Nursing Journal. 25 
2013; 40(2):113-22; quiz 123 26 

103. Hughes J, Wood E, Smith G. Exploring kidney patients' experiences of receiving 27 
individual peer support. Health Expectations. 2009; 12(4):396-406 28 

104. Iles-Smith H. Perceptions and experiences of pre-dialysis patients. Edtna-Erca 29 
Journal. 2005; 31(3):130-3 30 

105. Ismail SY, Claassens L, Luchtenburg AE, Roodnat JI, Zuidema WC, Weimar W et al. 31 
Living donor kidney transplantation among ethnic minorities in the Netherlands: a 32 
model for breaking the hurdles. Patient Education and Counseling. 2013; 90(1):118-33 
24 34 

106. Jablonski A. The multidimensional characteristics of symptoms reported by patients 35 
on hemodialysis. Nephrology Nursing Journal. 2007; 34(1):29-37; quiz 38 36 

107. Jennette C, Derebail V, Baldwin J, Cameron S. Renal replacement therapy and 37 
barriers to choice: Using a mixed methods approach to explore the patient's 38 
perspective. Journal of Nephrology Social Work. 2009; 32:15-26 39 

108. Johnston S, Noble H. Factors influencing patients with stage 5 chronic kidney disease 40 
to opt for conservative management: a practitioner research study. Journal of Clinical 41 
Nursing. 2012; 21(9-10):1215-22 42 

109. Kaba E, Bellou P, Iordanou P, Andrea S, Kyritsi E, Gerogianni G et al. Problems 43 
experienced by haemodialysis patients in Greece. British Journal of Nursing. 2007; 44 
16(14):868-72 45 



 

 

RRT: DRAFT FOR CONSULTATION 
Information, education and support 

© National Institute for Health and Care Excellence, 2018 
49 

110. Kazley AS, Johnson E, Simpson K, Chavin K, Baliga P. African American patient 1 
knowledge of kidney disease: A qualitative study of those with advanced chronic 2 
kidney disease. Chronic Illness. 2015; 11(4):245-255 3 

111. Kazley AS, Johnson EE, Simpson KN, Chavin KD, Baliga P. Health care provider 4 
perception of chronic kidney disease: Knowledge and behavior among African 5 
American patients. BMC Nephrology. 2014; 15 112 6 

112. Kierans C. Narrating kidney disease: the significance of sensation and time in the 7 
emplotment of patient experience. Culture, Medicine and Psychiatry. 2005; 29(3):341-8 
59 9 

113. King K. Educational factors affecting modality selection: a National Kidney 10 
Foundation study. Edtna-Erca Journal. 1998; 24(3):27-9 11 

114. Klassen AC, Hall AG, Saksvig B, Curbow B, Klassen DK. Relationship between 12 
patients' perceptions of disadvantage and discrimination and listing for kidney 13 
transplantation. American Journal of Public Health. 2002; 92(5):811-7 14 

115. Korus M, Stinson JN, Pool R, Williams A, Kagan S. Exploring the information needs 15 
of adolescents and their parents throughout the kidney transplant continuum. 16 
Progress in Transplantation. 2011; 21(1):53-60 17 

116. Krespi R, Bone M, Ahmad R, Worthington B, Salmon P. Haemodialysis patients' 18 
beliefs about renal failure and its treatment. Patient Education and Counseling. 2004; 19 
53(2):189-96 20 

117. Ladin K, Lin N, Hahn E, Zhang G, Koch-Weser S, Weiner DE. Engagement in 21 
decision-making and patient satisfaction: a qualitative study of older patients' 22 
perceptions of dialysis initiation and modality decisions. Nephrology, Dialysis, 23 
Transplantation. 2017; 32(8):1394-1401 24 

118. Lai AY, Loh AP, Mooppil N, Krishnan DS, Griva K. Starting on haemodialysis: a 25 
qualitative study to explore the experience and needs of incident patients. Psychology 26 
Health & Medicine. 2012; 17(6):674-84 27 

119. Lam LW, Lee DT, Shiu AT. The dynamic process of adherence to a renal therapeutic 28 
regimen: perspectives of patients undergoing continuous ambulatory peritoneal 29 
dialysis. International Journal of Nursing Studies. 2014; 51(6):908-16 30 

120. Landreneau K, Ward-Smith P. Patients' perceptions concerning choice among renal 31 
replacement therapies: a pilot study. Nephrology Nursing Journal. 2006; 33(4):397-32 
402; quiz 407 33 

121. Landreneau K, Ward-Smith P. Perceptions of adult patients on hemodialysis 34 
concerning choice among renal replacement therapies. Nephrology Nursing Journal. 35 
2007; 34(5):513-9, 525 36 

122. Landreneau KJC. Adult hemodialysis patients' perceptions concerning choice among 37 
renal replacement therapies. Kansas City, MO. University of Missouri - Kansas City. 38 
2004. Ph.D. 39 

123. Lawrence C, Sharma S, Da Silva-Gane M, Fletcher BC, Farrington K. Exploring the 40 
views of patients not on the transplant waiting list: a qualitative study. Journal of 41 
Renal Care. 2013; 39(2):118-24 42 

124. Lazenby S, Edwards A, Samuriwo R, Riley S, Murray MA, Carson-Stevens A. End-of-43 
life care decisions for haemodialysis patients - 'We only tend to have that discussion 44 
with them when they start deteriorating' Health Expectations. 2017; 20(2):260-273 45 



 

 

RRT: DRAFT FOR CONSULTATION 
Information, education and support 

© National Institute for Health and Care Excellence, 2018 
50 

125. Ledebo I. What limits the expansion of self-care dialysis at home? Hemodialysis 1 
International. 2008; 12(Suppl. 1):S55-S60 2 

126. Lederer S, Fischer MJ, Gordon HS, Wadhwa A, Popli S, Gordon EJ. Barriers to 3 
effective communication between veterans with chronic kidney disease and their 4 
healthcare providers. Clinical Kidney Journal. 2015; 8(6):766-71 5 

127. Lee A, Gudex C, Povlsen JV, Bonnevie B, Nielsen CP. Patients' views regarding 6 
choice of dialysis modality. Nephrology Dialysis Transplantation. 2008; 23(12):3953-9 7 

128. Lee BO, Lin CC, Chaboyer W, Chiang CL, Hung CC. The fatigue experience of 8 
haemodialysis patients in Taiwan. Journal of Clinical Nursing. 2007; 16(2):407-13 9 

129. Lenci LT, Campbell JD. Peritoneal dialysis in elderly patients. Advances in Peritoneal 10 
Dialysis. 2012; 28:79-83 11 

130. Lewis AL, Stabler KA, Welch JL. Perceived informational needs, problems, or 12 
concerns among patients with stage 4 chronic kidney disease. Nephrology Nursing 13 
Journal. 2010; 37(2):143-8; quiz 149 14 

131. Lin CC, Han CY, Pan IJ. A qualitative approach of psychosocial adaptation process in 15 
patients undergoing long-term hemodialysis. Asian Nursing Research. 2015; 9(1):35-16 
41 17 

132. Lin CC, Lee BO, Hicks FD. The phenomenology of deciding about hemodialysis 18 
among Taiwanese. Western Journal of Nursing Research. 2005; 27(7):915-29; 19 
discussion 930-4 20 

133. Lindqvist R, Carlsson M, Sjoden PO. Perceived consequences of being a renal failure 21 
patient. Nephrology Nursing Journal. 2000; 27(3):291-7; discussion 298 22 

134. Lindsay H, MacGregor C, Fry M. The experience of living with chronic illness for the 23 
haemodialysis patient: An interpretative phenomenological analysis. Health Sociology 24 
Review. 2014; 23(3):232-241 25 

135. Lonargáin DÓ, Brannigan D, Murray C. The experience of receiving a kidney 26 
transplant from a deceased donor: Implications for renal services. Psychology & 27 
Health. 2017; 32(2):204-220 28 

136. Louis ON, Sankar P, Ubel PA. Kidney transplant candidates' views of the transplant 29 
allocation system. Journal of General Internal Medicine. 1997; 12(8):478-84 30 

137. Lovell S, Walker RJ, Schollum JB, Marshall MR, McNoe BM, Derrett S. To dialyse or 31 
delay: a qualitative study of older New Zealanders' perceptions and experiences of 32 
decision-making, with stage 5 chronic kidney disease. BMJ Open. 2017; 33 
7(3):e014781 34 

138. Lovink MH, Kars MC, de Man‐van Ginkel JM, Schoonhoven L. Patients’ experiences 35 
of safety during haemodialysis treatment—A qualitative study. Journal of Advanced 36 
Nursing. 2015; 71(10):2374-2383 37 

139. Low J, Myers J, Smith G, Higgs P, Burns A, Hopkins K et al. The experiences of 38 
close persons caring for people with chronic kidney disease stage 5 on conservative 39 
kidney management: contested discourses of ageing. Health. 2014; 18(6):613-30 40 

140. Luk WS. The HRQoL of renal transplant patients. Journal of Clinical Nursing. 2004; 41 
13(2):201-9 42 

141. Luk WS. Rehabilitation services for patients undergoing peritoneal dialysis in Hong 43 
Kong. Nursing Standard. 2006; 20(20):41-7 44 



 

 

RRT: DRAFT FOR CONSULTATION 
Information, education and support 

© National Institute for Health and Care Excellence, 2018 
51 

142. Maguire N. Personal experiences of home haemodialysis: patients' and carers' 1 
experiences. NDT Plus. 2011; 4(Suppl 3):iii25-iii26 2 

143. Majeed-Ariss R, Jayanti A, Schulz T, Wearden A, Mitra S. The anticipated and the 3 
lived experience of home and in-centre haemodialysis: Is there a disconnect? . 4 
Journal of Health Psychology. 2017; 22(12):1524-1533 5 

144. Manias E, Williams A. Communication between patients with chronic kidney disease 6 
and nurses about managing pain in the acute hospital setting. Journal of Clinical 7 
Nursing. 2007; 16(11C):358-67 8 

145. McCarthy A, Cook PS, Fairweather C, Shaban R, Martin-McDonald K. Compliance in 9 
peritoneal dialysis: a qualitative study of renal nurses. International Journal of Nursing 10 
Practice. 2009; 15(3):219-26 11 

146. McCarthy A, Shaban R, Boys J, Winch S. Compliance, normality, and the patient on 12 
peritoneal dialysis. Nephrology Nursing Journal. 2010; 37(3):243-50; quiz 251 13 

147. McDonald J, McKinlay E, Keeling S, Levack W. How family carers engage with 14 
technical health procedures in the home: a grounded theory study. BMJ Open. 2015; 15 
5(7):e007761 16 

148. Medway M, Tong A, Craig JC, Kim S, Mackie F, McTaggart S et al. Parental 17 
perspectives on the financial impact of caring for a child with CKD. American Journal 18 
of Kidney Diseases. 2015; 65(3):384-393 19 

149. Mitchell A, Farrand P, James H, Luke R, Purtell R, Wyatt K. Patients' experience of 20 
transition onto haemodialysis: a qualitative study. Journal of Renal Care. 2009; 21 
35(2):99-107 22 

150. Monaro S, Stewart G, Gullick J. A 'lost life': coming to terms with haemodialysis. 23 
Journal of Clinical Nursing. 2014; 23(21-22):3262-73 24 

151. Moran A. Experiences of patients on outpatient hemodialysis therapy who are 25 
anticipating a transplant. Nephrology Nursing Journal. 2016; 43(3):241-9; quiz 250 26 

152. Moran A, Scott A, Darbyshire P. Waiting for a kidney transplant: patients' experiences 27 
of haemodialysis therapy. Journal of Advanced Nursing. 2011; 67(3):501-9 28 

153. Moran A, Scott PA, Darbyshire P. Communicating with nurses: patients' views on 29 
effective support while on haemodialysis. Nursing Times. 2009; 105(25):22-5 30 

154. Moran A, Scott PA, Darbyshire P. Existential boredom: the experience of living on 31 
haemodialysis therapy. Medical Humanities. 2009; 35(2):70-5 32 

155. Morton RL, Devitt J, Howard K, Anderson K, Snelling P, Cass A. Patient views about 33 
treatment of stage 5 CKD: a qualitative analysis of semistructured interviews. 34 
American Journal of Kidney Diseases. 2010; 55(3):431-40 35 

156. Morton RL, Tong A, Webster AC, Snelling P, Howard K. Characteristics of dialysis 36 
important to patients and family caregivers: a mixed methods approach. Nephrology 37 
Dialysis Transplantation. 2011; 26(12):4038-46 38 

157. Moustakas J, Bennett PN, Tranter S. The information needs of older people who 39 
choose supportive care over dialysis: a case study approach. Renal Society of 40 
Australasia Journal. 2015; 11(1):6-11 41 

158. Murray LR, Conrad NE, Bayley EW. Perceptions of kidney transplant by persons with 42 
end stage renal disease. ANNA Journal. 1999; 26(5):479-83, 500; discussion 484 43 



 

 

RRT: DRAFT FOR CONSULTATION 
Information, education and support 

© National Institute for Health and Care Excellence, 2018 
52 

159. Murray MA, Thomas A, Wald R, Marticorena R, Donnelly s, Jeffs L. Are you SURE 1 
about your vascular access? Exploring factors inluencing vascular access decisions 2 
with chronic hemodialysis patients and their nurses. CANNT Journal. 2016; 26(2):21-3 
28 4 

160. Nakamura-Taira N, Muranaka Y, Miwa M, Kin S, Hirai K. Views of Japanese patients 5 
on the advantages and disadvantages of hemodialysis and peritoneal dialysis. 6 
International Urology and Nephrology. 2013; 45(4):1145-58 7 

161. Ndlovu P, Louw J. Making sense of kidney transplantation: a view from African 8 
recipients. Clinical Transplantation. 1998; 12(3):250-5 9 

162. Noble H, Brazil K, Burns A, Hallahan S, Normand C, Roderick P et al. Clinician views 10 
of patient decisional conflict when deciding between dialysis and conservative 11 
management: Qualitative findings from the PAlliative Care in chronic Kidney diSease 12 
(PACKS) study. Palliative Medicine. 2017; 31(10):921-931 13 

163. Noble H, Kelly D, Hudson P. Experiences of carers supporting dying renal patients 14 
managed without dialysis. Journal of Advanced Nursing. 2013; 69(8):1829-39 15 

164. Noble HR. Experiences of patients called to hospital for a renal transplant. Edtna-16 
Erca Journal. 2000; 26(1):22-5 17 

165. O'Grady JG, Asderakis A, Bradley R, Burnapp L, McPake DM, Perrin M et al. 18 
Multidisciplinary insights into optimizing adherence after solid organ transplantation. 19 
Transplantation. 2010; 89(5):627-32 20 

166. O'Hare AM, Szarka J, McFarland LV, Taylor JS, Sudore RL, Trivedi R et al. Provider 21 
perspectives on advance care planning for patients with kidney disease: Whose job is 22 
it anyway? Clinical Journal of the American Society of Nephrology. 2016; 11(5):855-23 
66 24 

167. O'Neill HK, Glasgow RE. Patient perceptions of the hemodialysis regimen. Loss, Grief 25 
& Care. 1991; 5(1-2):167-176 26 

168. Orr A, Orr D, Willis S, Holmes M, Britton P. Patient perceptions of factors influencing 27 
adherence to medication following kidney transplant. Psychology Health & Medicine. 28 
2007; 12(4):509-17 29 

169. Orr A, Willis S, Holmes M, Britton P, Orr D. Living with a kidney transplant: A 30 
qualitative investigation of quality of life. Journal of Health Psychology. 2007; 31 
12(4):653-662 32 

170. Ouellette A, Achille M, Paquet M. The experience of kidney graft failure: patients' 33 
perspectives. Qualitative Health Research. 2009; 19(8):1131-8 34 

171. Piccoli GB, Consiglio V, Deagostini MC, Manente E, Scarpa RM. Starting together: a 35 
focus group for the organization of a CKD outpatient care unit. Journal of Nephrology. 36 
2010; 23(6):699-704 37 

172. Piyasut C. Thai patients' experiences of end-stage renal disease: A path through an 38 
unknown world. San Diego, CA. University of San Diego. 2010. Ph.D. 39 

173. Polaschek N. Living on dialysis: concerns of clients in a renal setting. Journal of 40 
Advanced Nursing. 2003; 41(1):44-52 41 

174. Polaschek N. Managing home dialysis: the client perspective on independent 42 
treatment. Renal Society of Australasia Journal. 2006; 2(3):53-65 43 

175. Polaschek N. Client attitudes towards home dialysis therapy. Journal of Renal Care. 44 
2007; 33(1):20-4 45 



 

 

RRT: DRAFT FOR CONSULTATION 
Information, education and support 

© National Institute for Health and Care Excellence, 2018 
53 

176. Polaschek N. 'Doing dialysis at home': client attitudes towards renal therapy. Journal 1 
of Clinical Nursing. 2007; 16(3A):51-8 2 

177. Poursanidou K, Garner P, Stephenson R, Watson A. Educational difficulties and 3 
support needs of children following renal transplantation: Student, parent and teacher 4 
perspectives. International Journal of Adolescence and Youth. 2003; 11(2):157-180 5 

178. Pradel FG, Mullins CD, Bartlett ST. Exploring donors' and recipients' attitudes about 6 
living donor kidney transplantation. Progress in Transplantation. 2003; 13(3):203-210 7 

179. Prakash S, Perzynski AT, Austin PC, Wu CF, Lawless ME, Paterson JM et al. 8 
Neighborhood socioeconomic status and barriers to peritoneal dialysis: a mixed 9 
methods study. Clinical Journal of the American Society of Nephrology. 2013; 10 
8(10):1741-9 11 

180. Prieto MA, Escudero MJ, Suess A, March JC, Ruiz A, Danet A. Patients' opinions and 12 
expectations about the dialysis care process. Anales del Sistema Sanitario de 13 
Navarra. 2011; 34(1):21-31 14 

181. Pungchompoo W. Experiences and health care needs of older people with end stage 15 
renal disease managed without dialysis in Thailand during the last year of life. 16 
Southampton, UK. University of Southampton. 2013. D.Clin.Prac. 17 

182. Rajkomar A, Farrington K, Mayer A, Walker D, Blandford A. Patients' and carers' 18 
experiences of interacting with home haemodialysis technology: implications for 19 
quality and safety. BMC Nephrology. 2014; 15:195 20 

183. Rantanen M, Kallio T, Johansson K, Salantera S, Virtanen H, Leino-Kilpi H. 21 
Knowledge expectations of patients on dialysis treatment. Nephrology Nursing 22 
Journal. 2008; 35(3):249-55; quiz 256 23 

184. Rich NC, Vartanian SM, Sharief S, Freitas DJ, Tuot DS. A mixed-methods 24 
investigation of incident Hemodialysis access in a safety-net population. BMC 25 
Nephrology. 2017; 18(1):279 26 

185. Richard CJ. Living with an arterio-venous fistula for hemodialysis. Houston, TX. The 27 
University of Texas School of Nursing at Houston. 2009.  28 

186. Richard CJ, Engebretson J. CNE: Continuing nursing education. Negotiating living 29 
with an arteriovenous fistula for hemodialysis. Nephrology Nursing Journal. 2010; 30 
37(4):363-374 31 

187. Rix EF, Barclay L, Stirling J, Tong A, Wilson S. 'Beats the alternative but it messes up 32 
your life': Aboriginal people's experience of haemodialysis in rural Australia. BMJ 33 
Open. 2014; 4 e005945 34 

188. Rix EF, Barclay L, Wilson S, Stirling J, Tong A. Service providers' perspectives, 35 
attitudes and beliefs on health services delivery for Aboriginal people receiving 36 
haemodialysis in rural Australia: a qualitative study. BMJ Open. 2013; 3(10):e003581 37 

189. Romyn A. CNE. Vascular access transition: Experiences of patients on hemodialysis. 38 
Nephrology Nursing Journal. 2015; 42(5):445-454 39 

190. Rosenthal MM, Molzahn AE, Chan CT, Cockfield SL, Kim SJ, Pauly RP. Why take 40 
the chance? A qualitative grounded theory study of nocturnal haemodialysis 41 
recipients who decline kidney transplantation. BMJ Open. 2016; 6(5):e011951 42 

191. Rubin HR, Jenckes M, Fink NE, Meyer K, Wu AW, Bass EB et al. Patient's view of 43 
dialysis care: development of a taxonomy and rating of importance of different 44 



 

 

RRT: DRAFT FOR CONSULTATION 
Information, education and support 

© National Institute for Health and Care Excellence, 2018 
54 

aspects of care. CHOICE study. Choices for Healthy Outcomes in Caring for ESRD. 1 
American Journal of Kidney Diseases. 1997; 30(6):793-801 2 

192. Ruppar TM, Russell CL. Medication adherence in successful kidney transplant 3 
recipients. Progress in Transplantation. 2009; 19(2):167-72 4 

193. Russ AJ, Shim JK, Kaufman SR. The value of "life at any cost": talk about stopping 5 
kidney dialysis. Social Science and Medicine. 2007; 64(11):2236-47 6 

194. Russell CL, Kilburn E, Conn VS, Libbus MK, Ashbaugh C. Medication-taking beliefs 7 
of adult renal transplant recipients. Clinical Nurse Specialist. 2003; 17(4):200-8; quiz 8 
209-30 9 

195. Rygh E, Arild E, Johnsen E, Rumpsfeld M. Choosing to live with home dialysis-10 
patients' experiences and potential for telemedicine support: a qualitative study. BMC 11 
Nephrology. 2012; 13:13 12 

196. Sadala ML, Bruzos GA, Pereira ER, Bucuvic EM. Patients' experiences of peritoneal 13 
dialysis at home: a phenomenological approach. Revista Latino-Americana de 14 
Enfermagem. 2012; 20(1):68-75 15 

197. Sadala ML, Miranda MG, Lorencon M, de Campos Pereira EP. Nurse-patient 16 
communication while performing home dialysis: the patients' perceptions. Journal of 17 
Renal Care. 2010; 36(1):34-40 18 

198. Salter ML, Kumar K, Law AH, Gupta N, Marks K, Balhara K et al. Perceptions about 19 
hemodialysis and transplantation among African American adults with end-stage 20 
renal disease: inferences from focus groups. BMC Nephrology. 2015; 16:49 21 

199. Sauvé C, Vandyk A, Fothergill Bourbonnais F. The experience of individuals 22 
transitioning from in-centre hemodialysis to home dialysis after a suboptimal start. 23 
CANNT Journal. 2016; 26(4):11-17 24 

200. Schipper K, Abma TA, Koops C, Bakker I, Sanderman R, Schroevers MJ. Sweet and 25 
sour after renal transplantation: a qualitative study about the positive and negative 26 
consequences of renal transplantation. British Journal of Health Psychology. 2014; 27 
19(3):580-91 28 

201. Schmid-Mohler G, Schafer-Keller P, Frei A, Fehr T, Spirig R. A mixed-method study 29 
to explore patients' perspective of self-management tasks in the early phase after 30 
kidney transplant. Progress in Transplantation. 2014; 24(1):8-18 31 

202. Schober GS, Wenger JB, Lee CC, Oberlander J, Flythe JE. Dialysis patient 32 
perspectives on CKD advocacy: A semistructured interview study. American Journal 33 
of Kidney Diseases. 2017; 69(1):29-40 34 

203. Sciberras A, Scerri J. Facilitators and barriers to treatment with haemodialysis among 35 
persons in mid-adulthood: an interpretative phenomenological analysis. Scandinavian 36 
Journal of Caring Sciences. 2017; 31(4):695-701 37 

204. Seah AS, Tan F, Srinivas S, Wu HY, Griva K. Opting out of dialysis - Exploring 38 
patients' decisions to forego dialysis in favour of conservative non-dialytic 39 
management for end-stage renal disease. Health Expectations. 2015; 18(5):1018-29 40 

205. See I, Shugart A, Lamb C, Kallen AJ, Patel PR, Sinkowitz-Cochran RL. Infection 41 
control and bloodstream infection prevention: the perspective of patients receiving 42 
hemodialysis. Nephrology Nursing Journal. 2014; 41(1):37-9, 50; quiz 40 43 

206. Shahgholian N, Yousefi H. Supporting hemodialysis patients: A phenomenological 44 
study. Iranian Journal of Nursing and Midwifery Research. 2015; 20(5):626-33 45 



 

 

RRT: DRAFT FOR CONSULTATION 
Information, education and support 

© National Institute for Health and Care Excellence, 2018 
55 

207. Sheu J, Ephraim PL, Powe NR, Rabb H, Senga M, Evans KE et al. African American 1 
and non-African American patients' and families' decision making about renal 2 
replacement therapies. Qualitative Health Research. 2012; 22(7):997-1006 3 

208. Shih FJ, Lin MH, Lin HY, Lee CJ. Profile of the ideal nursing image during the 4 
discharge-preparation transition from kidney transplantation: Taiwanese patients' 5 
perspective. Dialysis and Transplantation. 1998; 27(5):269-288+312 6 

209. Shubayra A. Continuous ambulatory peritoneal dialysis: nurses' experiences of 7 
teaching patients. Saudi Journal of Kidney Diseases and Transplantation. 2015; 8 
26(2):309-13 9 

210. Sieverdes JC, Nemeth LS, Magwood GS, Baliga PK, Chavin KD, Ruggiero KJ et al. 10 
African American kidney transplant patients' perspectives on challenges in the living 11 
donation process. Progress in Transplantation. 2015; 25(2):164-75 12 

211. Sloan RS. A hermeneutical study of the medical treatment decision for end stage 13 
renal disease patients and their families. Lexington, KY. University of Kentucky. 1996. 14 
PH.D. 15 

212. Small LF. Quality-of-life experiences from the perspective of patients receiving 16 
haemodialysis for chronic renal failure. Health SA Gesondheid. 2010; 15(1):187-193 17 

213. Sondrup B, Copland M, Black A, Trask M. Supporting patient choice: an intervention 18 
to promote independent dialysis therapies. Nephrology Nursing Journal. 2011; 19 
38(6):491-7; quiz 498 20 

214. Spigner C, Lyles CR, Galvin G, Sabin J, Davis C, Dick A et al. A qualitative 21 
assessment of personal and social responsibility for kidney disease: The increasing 22 
kidney disease awareness network transplant project. Journal of the National Medical 23 
Association. 2011; 103(9-10):879-884 24 

215. Sturesson A, Ziegert K. Prepare the patient for future challenges when facing 25 
hemodialysis: nurses' experiences. International Journal of Qualitative Studies on 26 
Health and Well-being. 2014; 9:22952 27 

216. Subramanian L, Quinn M, Zhao J, Lachance L, Zee J, Tentori F. Coping with kidney 28 
disease - qualitative findings from the Empowering Patients on Choices for Renal 29 
Replacement Therapy (EPOCH-RRT) study. BMC Nephrology. 2017; 18(1):119 30 

217. Tam-Tham H, Hemmelgarn BR, Campbell DJ, Thomas CM, Fruetel K, Quinn RR et 31 
al. Primary care physicians' perceived barriers, facilitators and strategies to enhance 32 
conservative care for older adults with chronic kidney disease: a qualitative 33 
descriptive study. Nephrology Dialysis Transplantation. 2016; 31(11):1864-1870 34 

218. Taylor MJ, Hanson CS, Casey JR, Craig JC, Harris D, Tong A. "You know your own 35 
fistula, it becomes a part of you"--Patient perspectives on vascular access: A 36 
semistructured interview study. Hemodialysis International. 2016; 20(1):5-14 37 

219. Teruel JL, Burguera Vion V, Gomis Couto A, Rivera Gorrin M, Fernandez-Lucas M, 38 
Rodriguez Mendiola N et al. Choosing conservative therapy in chronic kidney 39 
disease. Nefrologia. 2015; 35(3):273-9 40 

220. Thomas N, Jenkins K, McManus B, Gracey B. The experience of older people in the 41 
shared decision-making process in advanced kidney care. BioMed Research 42 
International. 2016; 2016:7859725 43 

221. Tong A, Brown MA, Winkelmayer WC, Craig JC, Jesudason S. Perspectives on 44 
pregnancy in women with CKD: A semistructured interview study. American Journal 45 
of Kidney Diseases. 2015; 66(6):951-961 46 



 

 

RRT: DRAFT FOR CONSULTATION 
Information, education and support 

© National Institute for Health and Care Excellence, 2018 
56 

222. Tong A, Howard K, Wong G, Cass A, Jan S, Irving M et al. Nephrologists' 1 
perspectives on waitlisting and allocation of deceased donor kidneys for transplant. 2 
American Journal of Kidney Diseases. 2011; 58(5):704-16 3 

223. Tong A, Lowe A, Sainsbury P, Craig JC. Parental perspectives on caring for a child 4 
with chronic kidney disease: an in-depth interview study. Child: Care, Health and 5 
Development. 2010; 36(4):549-57 6 

224. Tong A, Morton R, Howard K, McTaggart S, Craig JC. "When I had my transplant, I 7 
became normal." Adolescent perspectives on life after kidney transplantation. 8 
Pediatric Transplantation. 2011; 15(3):285-93 9 

225. Tong A, Palmer S, Manns B, Craig JC, Ruospo M, Gargano L et al. The beliefs and 10 
expectations of patients and caregivers about home haemodialysis: an interview 11 
study. BMJ Open. 2013; 3:e002148 12 

226. Tong A, Sainsbury P, Chadban S, Walker RG, Harris DC, Carter SM et al. Patients' 13 
experiences and perspectives of living with CKD. American Journal of Kidney 14 
Diseases. 2009; 53(4):689-700 15 

227. Tonkin-Crine S, Okamoto I, Leydon GM, Murtagh FE, Farrington K, Caskey F et al. 16 
Understanding by older patients of dialysis and conservative management for chronic 17 
kidney failure. American Journal of Kidney Diseases. 2015; 65(3):443-50 18 

228. Tonkin-Crine S, Santer M, Leydon GM, Murtagh FE, Farrington K, Caskey F et al. 19 
GPs' views on managing advanced chronic kidney disease in primary care: a 20 
qualitative study. British Journal of General Practice. 2015; 65(636):e469-77 21 

229. Traino HM. Communication self-efficacy, perceived conversational difficulty, and 22 
renal patients' discussions about transplantation. Patient Education and Counseling. 23 
2014; 94(2):180-186 24 

230. Trivedi P, Rosaasen N, Mansell H. The health-care provider's perspective of 25 
education before kidney transplantation. Progress in Transplantation. 2016; 26 
26(4):322-327 27 

231. Tweed AE, Ceaser K. Renal replacement therapy choices for pre-dialysis renal 28 
patients. British Journal of Nursing. 2005; 14(12):659-64 29 

232. Urstad KH, Wahl AK, Andersen MH, Oyen O, Fagermoen MS. Renal recipients' 30 
educational experiences in the early post-operative phase--a qualitative study. 31 
Scandinavian Journal of Caring Sciences. 2012; 26(4):635-42 32 

233. Velez E, Ramasco M. Meaning of illness and illness representations, crucial factors to 33 
integral care. Edtna-Erca Journal. 2006; 32(2):81-5 34 

234. Vestman C, Hasselroth M, Berglund M. Freedom and confinement: patients' 35 
experiences of life with home haemodialysis. Nursing Research and Practice. 2014; 36 
2014:252643 37 

235. Wachterman MW, McCarthy EP, Marcantonio ER, Ersek M. Mistrust, misperceptions, 38 
and miscommunication: a qualitative study of preferences about kidney 39 
transplantation among African Americans. Transplantation Proceedings. 2015; 40 
47(2):240-6 41 

236. Wadd KM, Bennett PN, Grant J. Mothers requiring dialysis: parenting and end-stage 42 
kidney disease. Journal of Renal Care. 2014; 40(2):140-6 43 

237. Walker R, Abel S, Meyer A. Perceptions of key influences on effective pre-dialysis 44 
nursing care. Contemporary Nurse. 2012; 42(1):28-35 45 



 

 

RRT: DRAFT FOR CONSULTATION 
Information, education and support 

© National Institute for Health and Care Excellence, 2018 
57 

238. Walker R, James H, Burns A. Adhering to behaviour change in older pre-dialysis 1 
populations--what do patients think? A qualitative study. Journal of Renal Care. 2012; 2 
38(1):34-42 3 

239. Walker RC, Howard K, Morton RL, Palmer SC, Marshall MR, Tong A. Patient and 4 
caregiver values, beliefs and experiences when considering home dialysis as a 5 
treatment option: a semi-structured interview study. Nephrology Dialysis 6 
Transplantation. 2016; 31(1):133-41 7 

240. Walker RC, Howard K, Tong A, Palmer SC, Marshall MR, Morton RL. The economic 8 
considerations of patients and caregivers in choice of dialysis modality. Hemodialysis 9 
International. 2016; 20(4):634-642 10 

241. Wanicha P, Richardson A, Brindle LA. Experiences and needs of older people with 11 
end stage renal disease: bereaved carers perspective. International Journal of 12 
Palliative Nursing. 2016; 22(10):490-499 13 

242. Waterman AD, Stanley SL, Covelli T, Hazel E, Hong BA, Brennan DC. Living 14 
donation decision making: recipients' concerns and educational needs. Progress in 15 
Transplantation. 2006; 16(1):17-23 16 

243. Weichler NK. Caretakers' informational needs after their children's renal or liver 17 
transplant. ANNA Journal. 1993; 20(2):135-9, 146; discussion 140 18 

244. Welch JL, Thomas-Hawkins C, Bakas T, McLennon SM, Byers DM, Monetti CJ et al. 19 
Needs, concerns, strategies, and advice of daily home hemodialysis caregivers. 20 
Clinical Nursing Research. 2014; 23(6):644-663 21 

245. Wells F, Ritchie D, McPherson AC. 'It is life threatening but I don't mind'. A qualitative 22 
study using photo elicitation interviews to explore adolescents' experiences of renal 23 
replacement therapies. Child: Care, Health and Development. 2013; 39(4):602-12 24 

246. Wiederhold D, Langer G, Landenberger M. Ambivalent lived experiences and 25 
instruction need of patients in the early period after kidney transplantation: a 26 
phenomenological study. Nephrology Nursing Journal. 2011; 38(5):417-23; quiz 424 27 

247. Wilkinson E, Randhawa G, Brown E, Da Silva Gane M, Stoves J, Warwick G et al. 28 
Exploring access to end of life care for ethnic minorities with end stage kidney 29 
disease through recruitment in action research. BMC Palliative Care. 2016; 15 57 30 

248. Wilkinson E, Randhawa G, Brown EA, Da Silva Gane M, Stoves J, Warwick G et al. 31 
Communication as care at end of life: an emerging issue from an exploratory action 32 
research study of renal end-of-life care for ethnic minorities in the UK. Journal of 33 
Renal Care. 2014; 40 (Suppl 1):23-9 34 

249. Williams A, Low JK, Manias E, Crawford K. The transplant team's support of kidney 35 
transplant recipients to take their prescribed medications: A collective responsibility. 36 
Journal of Clinical Nursing. 2016; 25(15-16):2251-2261 37 

250. Williams NC, Tong A, Howard K, Chapman JR, Craig JC, Wong G. Knowledge, 38 
beliefs and attitudes of kidney transplant recipients regarding their risk of cancer. 39 
Nephrology. 2012; 17(3):300-306 40 

251. Wilson PM, Reston JD, Bieraugel R, Da Silva Gane M, Wellsted D, Offredy M et al. 41 
You cannot choose your family: sociological ambivalence in the hemodialysis unit. 42 
Qualitative Health Research. 2015; 25(1):27-39 43 

252. Wilson R, Brown DR, Boothe MA, Weng FL. Improving the delivery of patient 44 
education about kidney transplant in a transplant center. Progress in Transplantation. 45 
2012; 22(4):403-12 46 



 

 

RRT: DRAFT FOR CONSULTATION 
Information, education and support 

© National Institute for Health and Care Excellence, 2018 
58 

253. Wilson R, Krefting L, Sutcliffe P, Van Bussel L. Native Canadians relocating for renal 1 
dialysis. Psychosocial and cultural issues. Canadian Family Physician. 1994; 2 
40:1934-41 3 

254. Winterbottom A, Bekker HL, Conner M, Mooney A. Choosing dialysis modality: 4 
decision making in a chronic illness context. Health Expectations. 2014; 17(5):710-23 5 

255. Wong J, Eakin J, Migram P, Cafazzo JA, Halifax NV, Chan CT. Patients' experiences 6 
with learning a complex medical device for the self-administration of nocturnal home 7 
hemodialysis. Nephrology Nursing Journal. 2009; 36(1):27-32 8 

256. Wright Nunes JA, Osborn CY, Ikizler TA, Cavanaugh KL. Health numeracy: 9 
perspectives about using numbers in health management from African American 10 
patients receiving dialysis. Hemodialysis International. 2015; 19(2):287-95 11 

257. Xi W, Harwood L, Diamant MJ, Brown JB, Gallo K, Sontrop JM et al. Patient attitudes 12 
towards the arteriovenous fistula: a qualitative study on vascular access decision 13 
making. Nephrology Dialysis Transplantation. 2011; 26(10):3302-8 14 

258. Xi W, Singh PM, Harwood L, Lindsay R, Suri R, Brown JB et al. Patient experiences 15 
and preferences on short daily and nocturnal home hemodialysis. Hemodialysis 16 
International. 2013; 17(2):201-7 17 

259. Yilmaz M. Opinions of unmarried patients receiving peritoneal dialysis treatment 18 
about sexuality. Sexuality and Disability. 2010; 28(4):213-221 19 

260. Yilmaz M, Ozaltin G. The sexual behaviors of patients receiving peritoneal dialysis 20 
treatment. Sexuality and Disability. 2011; 29(1):21-32 21 

261. Yngman-Uhlin P, Fogelberg A, Uhlin F. Life in standby: hemodialysis patients' 22 
experiences of waiting for kidney transplantation. Journal of Clinical Nursing. 2016; 23 
25(1-2):92-8 24 

262. Yngman-Uhlin P, Friedrichsen M, Gustavsson M, Fernstrom A, Edell-Gustafsson U. 25 
Circling around in tiredness: perspectives of patients on peritoneal dialysis. 26 
Nephrology Nursing Journal. 2010; 37(4):407-13 27 

263. Yodchai K, Dunning T, Hutchinson AM, Oumtanee A, Savage S. How do Thai 28 
patients with end stage renal disease adapt to being dependent on haemodialysis?: a 29 
pilot study. Journal of Renal Care. 2011; 37(4):216-23 30 

264. Yu IC, Tsai YF. From silence to storm--patient illness trajectory from diabetes 31 
diagnosis to haemodialysis in Taiwan: a qualitative study of patients' perceptions. 32 
Journal of Advanced Nursing. 2013; 69(9):1943-52 33 

265. Ziolkowski S, Liebman S. A qualitative assessment of mismatch between dialysis 34 
modality selection and initiation. Peritoneal Dialysis International. 2016; 36(4):463-35 
466 36 

 37 

 38 

 39 



 

 

RRT: DRAFT FOR CONSULTATION 
Information, education and support 

© National Institute for Health and Care Excellence, 2018 
59 

Appendices 1 

Appendix A: Review protocols 2 

Table 29: Review protocol: Information, education & support 3 

Field Content 

Review question What information, education and support is important for people for 
whom RRT or conservative management may be appropriate, and their 
families/carers? 

Type of review question Qualitative 

Objective of the review Provide evidence of the types of information, education and support 
that the population values in this situation to inform recommendations 
for healthcare professionals to insure these topics are appropriately 
covered 

Eligibility criteria – 
population / disease / 
condition / issue / domain 

Adults and children who are being assessed for RRT or conservative 
management, or who are undergoing RRT or conservative 
management, their families, carers and healthcare professionals 

 

Evidence to be reported separately for the pre-RRT and during/post-
RRT or conservative management populations and based on age (<2, 2 
to <16, 16 to <25, 25 to <70, 70 and over) 

Eligibility criteria – 
intervention(s) / 
exposure(s) / prognostic 
factor(s) 

Any information, education or support specified in studies 

Eligibility criteria – 
comparator(s) / control or 
reference (gold) standard 

Not applicable 

Outcomes and 
prioritisation 

Themes will be derived from the evidence identified for this review and 
not pre-specified. However for information to guide the technical team, 
relevant themes may include: 

 

Barriers to good care 

Facilitators of good care 

Decision making 

Preferred format of information provision 

Content of information 

Impact of treatment on lifestyle 

Information sources other than healthcare professionals (e.g. support 
groups, online resources) 

Information around transitions between forms of RRT 

Impact of transport on care 

Psychological support 

Eligibility criteria – study 
design  

Qualitative interview and focus group studies (including studies using 
grounded theory, phenomenology or other appropriate qualitative 
approaches); quantitative data from questionnaires will only be 
considered if insufficient qualitative evidence is identified 

Other inclusion exclusion 
criteria 

 

Proposed sensitivity / 
subgroup analysis, or 
meta-regression 

Not applicable 
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Field Content 

Selection process – 
duplicate screening / 
selection / analysis 

No duplicate screening was deemed necessary for this question, for 
more information please see the separate Methods report for this 
guideline. 

 

Qualitative studies were added to the review until themes within the 
analysis became saturated; i.e. studies were only included if they 
contributed towards the development of existing themes or to the 
development of new themes. 

Data management 
(software) 

 CERQual was used to synthesise data from qualitative studies. 

 Endnote was used for bibliography, citations, sifting and reference 
management. 

Information sources – 
databases and dates 

Clinical search databases to be used: Medline, Embase, CINAHL, 
PsycINFO 

Date: All years 

Language: Restrict to English only 

Supplementary search techniques: backward citation searching  

Key papers: Not known 

 

Identify if an update Not an update 

Author contacts https://www.nice.org.uk/guidance/indevelopment/gid-ng10019 

Highlight if amendment to 
previous protocol  

Not an amendment 

Search strategy – for one 
database 

For details please see appendix B  

Data collection process – 
forms / duplicate 

A standardised evidence table format will be used, and published as 
appendices of the evidence report. 

Data items – define all 
variables to be collected 

For details please see evidence tables in appendix D (clinical evidence 
tables). 

Methods for assessing 
bias at outcome / study 
level 

The methodological quality of each study was assessed using NGC 
checklists. Evidence was analysed using thematic analysis; findings will 
be presented narratively and diagrammatically where appropriate. 
Findings were reported according to GRADE CERQual standards. 

Criteria for quantitative 
synthesis 

Not applicable 

Methods for quantitative 
analysis – combining 
studies and exploring 
(in)consistency 

Not applicable 

Meta-bias assessment – 
publication bias, selective 
reporting bias 

Not applicable 

Confidence in cumulative 
evidence  

For details please see sections 6.4 and 9.1 of Developing NICE 
guidelines: the manual. 

Rationale / context – 
what is known 

For details please see the introduction to the evidence review. 

Describe contributions of 
authors and guarantor 

A multidisciplinary committee developed the evidence review. The 
committee was convened by the National Guideline Centre (NGC) and 
chaired by Jan Dudley in line with section 3 of Developing NICE 
guidelines: the manual. 

Staff from NGC undertook systematic literature searches, appraised the 
evidence, conducted meta-analysis and cost-effectiveness analysis 
where appropriate, and drafted the evidence review in collaboration 

https://www.nice.org.uk/article/pmg20/chapter/1-Introduction-and-overview
https://www.nice.org.uk/article/pmg20/chapter/1-Introduction-and-overview
https://www.nice.org.uk/article/pmg20/chapter/1%20Introduction%20and%20overview
https://www.nice.org.uk/article/pmg20/chapter/1%20Introduction%20and%20overview
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Field Content 

with the committee. For details please see Developing NICE guidelines: 
the manual. 

Sources of funding / 
support 

NGC is funded by NICE and hosted by the Royal College of Physicians. 

Name of sponsor NGC is funded by NICE and hosted by the Royal College of Physicians. 

Roles of sponsor NICE funds NGC to develop guidelines for those working in the NHS, 
public health and social care in England. 

PROSPERO registration 
number 

Not registered 

Appendix B: Literature search strategies 1 

B.1 Clinical search literature search strategy 2 

Searches for patient views were run in Medline (OVID), Embase (OVID), CINAHL, Current Nursing and 3 

Allied Health Literature (EBSCO) and PsycINFO (ProQuest). Search filters were applied to the 4 

search where appropriate.  5 

Table 30: Database date parameters and filters used 6 

Database Dates searched Search filter used 

Medline (OVID) 1946 – 11 December 2017  

 

  

Exclusions 

Qualitative studies 

Embase (OVID) 1974 – 11 December 2017 

 

Exclusions 

Qualitative studies 

CINAHL, Current Nursing and 
Allied Health Literature 
(EBSCO) 

1991 – 11 December 2017 

 

Exclusions 

Qualitative studies 

PsycINFO (ProQuest) 1806 – 11 December 2017 

 

Qualitative studies 

Medline (Ovid) search terms 7 

1.  exp Renal Replacement Therapy/ 

2.  ((renal or kidney) adj2 replace*).ti,ab. 

3.  (hemodiafilt* or haemodiafilt* or (biofilt* adj1 acetate-free)).ti,ab. 

4.  (hemodialys* or haemodialys*).ti,ab. 

5.  ((kidney* or renal) adj3 (transplant* or graft*)).ti,ab. 

6.  capd.ti,ab. 

7.  dialys*.ti,ab. 

8.  (artificial adj1 kidney*).ti,ab. 

9.  or/1-8 

10.  limit 9 to English language 

11.  letter/ 

12.  editorial/ 

13.  news/ 

14.  exp historical article/ 

15.  Anecdotes as Topic/ 

16.  comment/ 

https://www.nice.org.uk/article/pmg20/chapter/1-Introduction-and-overview
https://www.nice.org.uk/article/pmg20/chapter/1-Introduction-and-overview
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17.  case report/ 

18.  (letter or comment*).ti. 

19.  or/11-18 

20.  randomized controlled trial/ or random*.ti,ab. 

21.  19 not 20 

22.  animals/ not humans/ 

23.  Animals, Laboratory/ 

24.  exp animal experiment/ 

25.  exp animal model/ 

26.  exp Rodentia/ 

27.  (rat or rats or mouse or mice).ti. 

28.  or/21-27 

29.  10 not 28 

30.  "patient acceptance of health care"/ or exp patient satisfaction/ 

31.  Patient Education as Topic/ 

32.  ((information* or advice or advising or advised or support*) adj3 (patient* or need* or 
requirement* or assess* or seek* or access* or disseminat*)).ti,ab. 

33.  (information* adj2 support*).ti,ab. 

34.  ((client* or patient* or user* or carer* or consumer* or customer*) adj2 (attitud* or 
priorit* or perception* or preferen* or expectation* or choice* or perspective* or view* or 
satisfact* or inform* or experience or experiences or opinion*)).ti,ab. 

35.  or/30-34 

36.  Qualitative research/ or Narration/ or exp Interviews as Topic/ or exp "Surveys and 
Questionnaires"/ or Health care surveys/ 

37.  (qualitative or interview* or focus group* or theme* or questionnaire* or survey*).ti,ab. 

38.  (metasynthes* or meta-synthes* or metasummar* or meta-summar* or metastud* or 
meta-stud* or metathem* or meta-them* or ethno* or emic or etic or phenomenolog* or 
grounded theory or constant compar* or (thematic* adj3 analys*) or theoretical sampl* 
or purposive sampl* or hermeneutic* or heidegger* or husserl* or colaizzi* or van 
kaam* or van manen* or giorgi* or glaser* or strauss* or ricoeur* or spiegelberg* or 
merleau*).ti,ab. 

39.  or/36-38 

40.  29 and 35 and 39 

Embase (Ovid) search terms 1 

1.  exp renal replacement therapy/ 

2.  ((renal or kidney) adj2 replace*).ti,ab. 

3.  (hemodiafilt* or haemodiafilt* or (biofilt* adj1 acetate-free)).ti,ab. 

4.  (hemodialys* or haemodialys*).ti,ab. 

5.  ((kidney* or renal) adj3 (transplant* or graft*)).ti,ab. 

6.  capd.ti,ab. 

7.  dialys*.ti,ab. 

8.  (artificial adj1 kidney*).ti,ab. 

9.  or/1-8 

10.  limit 9 to English language 

11.  letter.pt. or letter/ 

12.  note.pt. 

13.  editorial.pt. 
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14.  case report/ or case study/ 

15.  (letter or comment*).ti. 

16.  or/11-15 

17.  randomized controlled trial/ or random*.ti,ab. 

18.  16 not 17 

19.  animal/ not human/ 

20.  nonhuman/ 

21.  exp Animal Experiment/ 

22.  exp Experimental Animal/ 

23.  animal model/ 

24.  exp Rodent/ 

25.  (rat or rats or mouse or mice).ti. 

26.  or/18-25 

27.  10 not 26 

28.  patient attitude/ or patient preference/ or patient satisfaction/ or consumer attitude/ 

29.  patient information/ or consumer health information/ 

30.  patient education/ 

31.  ((information* or advice or advising or advised or support*) adj3 (patient* or need* or 
requirement* or assess* or seek* or access* or disseminat*)).ti,ab. 

32.  (information* adj2 support*).ti,ab. 

33.  ((client* or patient* or user* or carer* or consumer* or customer*) adj2 (attitud* or 
priorit* or perception* or preferen* or expectation* or choice* or perspective* or view* or 
satisfact* or inform* or experience or experiences or opinion*)).ti,ab. 

34.  or/28-33 

35.  health survey/ or exp questionnaire/ or exp interview/ or qualitative research/ or 
narrative/ 

36.  (qualitative or interview* or focus group* or theme* or questionnaire* or survey*).ti,ab. 

37.  (metasynthes* or meta-synthes* or metasummar* or meta-summar* or metastud* or 
meta-stud* or metathem* or meta-them* or ethno* or emic or etic or phenomenolog* or 
grounded theory or constant compar* or (thematic* adj3 analys*) or theoretical sampl* 
or purposive sampl* or hermeneutic* or heidegger* or husserl* or colaizzi* or van 
kaam* or van manen* or giorgi* or glaser* or strauss* or ricoeur* or spiegelberg* or 
merleau*).ti,ab. 

38.  or/35-37 

39.  27 and 34 and 38 

CINAHL (EBSCO) search terms 1 

S1.  (MH "Renal Replacement Therapy+") 

S2.  ((renal or kidney) n2 replace*) 

S3.  (hemodiafilt* or haemodiafilt* or (biofilt* n1 acetate-free) 

S4.  hemodialys* or haemodialys* 

S5.  ((kidney* or renal) n3 (transplant* or graft*)) 

S6.  capd OR dialys* 

S7.  artificial n1 kidney* 

S8.  S1 OR S2 OR S3 OR S4 OR S5 OR S6 OR S7 

S9.  PT anecdote or PT audiovisual or PT bibliography or PT biography or PT book or PT 
book review or PT brief item or PT cartoon or PT commentary or PT computer program 
or PT editorial or PT games or PT glossary or PT historical material or PT interview or 
PT letter or PT listservs or PT masters thesis or PT obituary or PT pamphlet or PT 
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pamphlet chapter or PT pictorial or PT poetry or PT proceedings or PT “questions and 
answers” or PT response or PT software or PT teaching materials or PT website 

S10.  S8 NOT S9 

S11.  (MH "Consumer Satisfaction+") OR (MH "Patient Education") OR (MH "Health 
Education") 

S12.  ((information* or advice or advising or advised or support*) n3 (patient* or need* or 
requirement* or assess* or seek* or access* or disseminat*)) 

S13.  (information* n2 support*) 

S14.  ((client* or patient* or user* or carer* or consumer* or customer*) n2 (attitud* or priorit* 
or perception* or preferen* or expectation* or choice* or perspective* or view* or 
satisfact* or inform* or experience or experiences or opinion*)) 

S15.  S11 OR S12 OR S13 OR S14 

S16.  (MH "Qualitative Studies+") 

S17.  (MH "Qualitative Validity+") 

S18.  (MH "Interviews+") OR (MH "Focus Groups") OR (MH "Surveys") OR (MH 
"Questionnaires+") 

S19.  (qualitative or interview* or focus group* or theme* or questionnaire* or survey*) 

S20.  (metasynthes* or meta-synthes* or metasummar* or meta-summar* or metastud* or 
meta-stud* or metathem* or meta-them* or ethno* or emic or etic or phenomenolog* or 
grounded theory or constant compar* or (thematic* n3 analys*) or theoretical sampl* or 
purposive sampl* or hermeneutic* or heidegger* or husserl* or colaizzi* or van kaam* 
or van manen* or giorgi* or glaser* or strauss* or ricoeur* or spiegelberg* or merleau*) 

S21.  S16 OR S17 OR S18 OR S19 OR S20 

S22.  S10 AND S15 AND S21 Limiters - English Language; Exclude MEDLINE records  

PsycINFO (ProQuest) search terms 1 

1.  (SU.EXACT.EXPLODE("Dialysis") OR TI,AB((renal OR kidney) NEAR/2 replace*) OR 
TI,AB(hemodiafilt* OR haemodiafilt* OR (biofilt* NEAR/1 acetate-free)) OR 
TI,AB(hemodialys* OR haemodialys*) OR TI,AB((kidney* OR renal) NEAR/3 
(transplant* OR graft*)) OR TI,AB(capd OR dialys*) OR TI,AB(artificial NEAR/1 
kidney*)) 

2.  SU.EXACT("Client Education") OR SU.EXACT.EXPLODE("Client Attitudes") OR 
TI,AB((information* or advice or advising or advised or support*) N/3 (patient* or need* 
or requirement* or assess* or seek* or access* or disseminat*)) OR TI,AB(information* 
N/2 support*) OR TI,AB((client* or patient* or user* or carer* or consumer* or 
customer*) N/2 (attitud* or priorit* or perception* or preferen* or expectation* or choice* 
or perspective* or view* or satisfact* or inform* or experience or experiences or 
opinion*)) 

3.  ((su.exact.explode("qualitative research") or su.exact("narratives") or 
su.exact.explode("questionnaires") or su.exact.explode("interviews") or 
su.exact.explode("health care services") or ti,ab(qualitative or interview* or focus 
group* or theme* or questionnaire* or survey*) or ti,ab(metasynthes* or meta-synthes* 
or metasummar* or meta-summar* or metastud* or meta-stud* or metathem* or meta-
them* or ethno* or emic or etic or phenomenolog* or grounded theory or constant 
compar* or (thematic* near/3 analys*) or theoretical-sampl* or purposive-sampl* or 
hermeneutic* or heidegger* or husserl* or colaizzi* or van kaam* or van manen* or 
giorgi* or glaser* or strauss* or ricoeur* or spiegelberg* or merleau*))) 

4.  1 and 2 and 3 

5.  Limit 4 to English 

. 2 

 3 
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Appendix C: Qualitative evidence 1 

selection 2 

 3 

Figure 1: Flow chart of qualitative study selection for the review of information, education 
and support 

 

 4 

Records screened, n=11365 

Records excluded, 
n=11100 

Papers included in review, n=39 
 
 

Papers excluded from review, 
n=192 
 
Reasons for exclusion: see 
Appendix E 
 
Papers excluded from review due to 
saturation, n=34 
 

Records identified through 
database searching, n=11365 

Additional records identified through 
other sources, n=0 

Full-text papers assessed for 
eligibility, n=265 
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Appendix D: Qualitative evidence tables 1 

 2 

Study Barnieh, 201423 

Aim To synthesise the views of Canadian patients on or nearing dialysis and those caring for them 

Population 189 participants, patients, caregivers and HCPs. Age 18 to >80, 48% on clinic HD, 17% home HD, 12% PD, 19% HCP 

Setting Canada 

Study design  Qualitative; Text based survey 

Methods and 
analysis 

Secondary analysis of survey data using thematic content analysis, consensus based resolution on disagreements between 
researches on theme synthesis 

Findings  Format of education/information: 

People felt that HCPs did not always explain things in 'layman's terms' 

Availability of choice: 

Some people reported that they did not think that all choices were made available to them because of the limited resources at their 
centre 

Awareness and availability of psychological support: 

People felt that more emotional support at the beginning of RRT would be useful (e.g. a counselling session) and that this would be 
useful both for the patient themselves and their caregivers 

Depth and timing of information: 

People generally wanted more information earlier in their pathway with the aim of getting their decisions made sooner or avoiding 
progression 

Information on acute situations: 

People felt they weren't given enough information about the potential acute situations that can occur on dialysis 

Information on diet and lifestyle: 

People felt they weren't given enough information about diet and lifestyle advice (e.g. what they can and cannot eat) 

Information on lifestyle and carer impact: 

People wanted more information about how they could travel on each mode of RRT 

Information on lifestyle and carer impact: 

People wanted more information about how RRT would affect their 'sexual vitality' and how this could be managed 
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Study Barnieh, 201423 

Information on prognosis: 

People wanted more information about their likely prognosis on RRT 

Information on risks and benefits: 

People wanted a thorough explanation of the risks and benefits of all RRT options available to them 

Information on symptoms: 

People felt they weren't given enough information about symptoms that arise whilst on dialysis and how to manage them (e.g. itching, 
restless legs) 

Peer support: 

People appreciated being able to talk to peers about how they arrived at their treatment decisions 

Limitations and 
applicability of 
evidence  

Moderate limitations due to research methods. Study conducted in Canada 

 1 

Study Berzoff 200826 

Aim To elicit and provide for the needs of dialysis patients and their families throughout the trajectory of their illnesses. 

Population 2 patient groups, 2 family groups (one bereaved and one non-bereaved), and two HCP groups. Patients receiving maintenance 
dialysis, family members, and bereaved family members. 

Setting USA 

Study design  Qualitative; focus groups 

Methods and 
analysis 

Secondary analysis of survey data using thematic content analysis, consensus based resolution on disagreements between 
researches on theme synthesis 

Findings  Individualised information: 

Although all of the bereaved families and families still coping with dialysis wanted more information, not all patients wanted to know 
their prognoses or the trajectories of their illnesses. 

Information on diet and lifestyle: 

Patients also wanted to know about what they could and could not do nutritionally, physically, and psychologically. 

Information on prognosis: 

Both patients and families added that they also wanted more education about the trajectory of the illness, including side effects, 
emphasizing that knowledge was empowering. 
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Study Berzoff 200826 

Information on risks and benefits: 

Patients and families both wanted more education from health care providers than they thought they had received. They wanted 
education on the procedure of dialysis, on the trajectory of the illness, on the side effects of the medications, on pain control, and on 
discontinuing dialysis. 

Information on symptoms: 

Almost all patients and families wanted to know about pain control. 

Source of support: 

For others, the idea of peer support arose as being even more useful. Family members reported needing someone who had walked in 
their shoes. 

Format of support: 

A theme emerged about offering support groups that were peer led and even telephonic. One family member said "Groups can help 
patients talk about DNRs. It would have been really helpful”. Another said “Groups can make you feel less alone, less vulnerable." 

Format of support: 

One idea for a support group was to hold it telephonically. A family member also suggested that the groups should be homogenous, i.e. 
an older group and a younger group. 

Support: 

Every patient and family wished that more support from health care professionals had been forthcoming. 

Limitations and 
applicability of 
evidence  

Minor limitations due to data collection. Study conducted in the USA 

 1 

Study Bourbonnais 201230 

Aim To provide an overview of pain experienced by patients undergoing maintenance dialysis. 

Population 25 patients, 31 to 80+yrs, ESRD. Majority 61+yrs, time on HD ranged from 3 months to 30 yrs 

Setting Canada, hospital 

Study design  Qualitative; interviews 

Methods and 
analysis 

Semi structured interviews were used and were audio taped. Prompts were used by the interviewer so consistency was maintained 
through the interview process. Interviews lasted 25 to 75 mins. Patients were interviewed at the bedside in the respective dialysis unit. 

Findings  Awareness and availability of psychological support: 
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Study Bourbonnais 201230 

Healthcare professionals need to be aware of the emotional and social pain patients sometimes experience. Participants experienced 
psychosocial distress due to depression, limited social support, limited employment possibilities, as well as physical symptoms 

Awareness of symptoms: 

Healthcare professionals need to demonstrate to patients they understand they may experience pain and that they don't have to live 
with it. Participants were unsure whether to tell professionals they had pain or not. 

Transport: 

Patients sometimes have to rely on transportation for the disabled to get treatment. Many participants in this study were elderly and 
dealt with transportation issues. 

Limitations and 
applicability of 
evidence  

No notable limitations. Study conducted in Canada 

 1 

Study Browne 201636 

Aim To determine perceived barriers and facilitators to kidney transplant that dialysis patients experience. 

Population 29 participants, age 18-69 years - 14 male, 15 female, 25 African American. Participants were on dialysis, and were willing and able to 
participate in the session. 

Setting USA 

Study design  Qualitative; focus groups 

Methods and 
analysis 

The group moderators used an interview guide which included probes about patient interest in kidney transplant as a treatment 
modality, concerns or barriers patients have about getting a kidney transplant, and facilitators or ways that dialysis team members can 
help patients get kidney transplant. The moderators audiotaped and trained research assistants transcribed all group discussions. 

Findings  Availability of choice: 

Patients expressed the importance of advocacy and encouragement from dialysis team members related to kidney transplant. Many 
patients in all three groups lamented that some dialysis professionals’ behaviours were a discouragement to pursuing kidney 
transplant. 

Depth and timing of information: 

Patients in all three states claimed they felt overwhelmed with information that dialysis teams give patients, and that information about 
kidney transplant is not presented in a meaningful way. 

Individualised information: 
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Study Browne 201636 

Patients in all three groups agreed that they need more, and better, information and education from their dialysis centres about kidney 
transplant. The majority of patients agreed that they do not receive enough information about kidney transplant from their dialysis 
teams, or that the information they do receive was often not helpful or pro forma. 

Limitations and 
applicability of 
evidence  

No notable limitations. Study conducted in the USA 

 1 

Study Calestani 201439 

Aim To explore patients' views and experiences of kidney transplant listing.  

Population 53 patients, 18-75yrs, stage 5 CKD. Mean age 52yrs, 57% male, 30% on waiting list, 25% had transplant, 26% being assessed for 
listing. 

Setting UK, renal units 

Study design  Qualitative; Semi-structured interviews 

Methods and 
analysis 

Semi-structured interviews, face to face, in centre or in person's homes, topic guide informed by literature review, refined in an iterative 
manner included person's health history, information provision, support. Thematic analysis based on data-driven inductive approach 
undertaken. 

Findings  Availability of choice: 

Patients felt going through assessment for transplant listing was inevitable and not really a choice 

Depth and timing of information: 

Patients felt that they were not provided with as much information as they would have wanted, they had to be proactive and ask for 
more 

Depth and timing of information: 

Patients reported that at times they were given too much information at once or too quickly 

Information on transplant listing process: 

Patients did not know how the transplant listing process worked and wanted to know more about it and their place on it 

Decision support: 

Patients felt that interaction time with healthcare professionals was limited and therefore discussions on choice were not carried out in 
depth 

Format of information: 
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Study Calestani 201439 

Patients reported receiving information via leaflets, DVDs and for some education sessions. Others found out more from peers or the 
internet. They generally reported that concise leaflets were helpful alongside in person discussions 

Limitations and 
applicability of 
evidence  

Minor limitations due to ethical consideration 

 1 

Study Clarkson 201048 

Aim To explore the lived experience of patients with ESRD to determine if they are adequately educated about their illness 

Population 10 patients, over 18yrs, PD and HD, 26-85yrs old, dialysis support group from Oklahoma, >3 months on dialysis, 4 on PD and 6 on HD 

Setting USA, support group 

Study design  Qualitative; interviews 

Methods and 
analysis 

5 open-ended questions derived from authors' past experience. 

Findings  Information on adherence: 
Patients wished they had been given more information about how to manage the side effects and medication regimen around dialysis 
and the impacts of non-adherence 

Information on lifestyle and carer impact: 

Patients wished they had been told to prepare for lifestyle changes for both patient and their caregiver 

Limitations and 
applicability of 
evidence  

Moderate limitations due to research methods and data richness. Study conducted in the USA 

 2 

Study Davison 200657 

Aim To understand hope in the context of advance care planning from the perspective of patients with end stage renal disease. 

Population 19 participants: aged 44-88 (mean 64 years), 11 were women. 19 patients with end stage renal disease purposively selected from the 
renal insufficiency, haemodialysis, and peritoneal dialysis clinics. 

Setting Canada 

Study design  Qualitative; interviews 
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Study Davison 200657 

Methods and 
analysis 

Open ended interviews explored participants’ experiences through discussions about prognosis, end of life care, and hope and typically 
lasted 60-90 minutes. Interviews were transcribed and validated against the recorded material by the interviewer. 

Findings  Timing of information: 

Participants needed information to be provided earlier in their illness, especially before the initiation of dialysis. 

Source of information: 

All participants were prepared to discuss end of life issues and looked to their healthcare providers for information; most patients 
wanted more information. By providing information, health professionals helped patients to imagine possibilities for a future that were 
consistent with their values, which in turn gave hope. 

Content of information: 

Participants wanted more information about their prognosis and illness and, specifically, how interventions could sustain roles and 
relationships. 

Peer support: 

Relationships with health professionals, family, and friends were vital to being able to sustain hope for many patients. 

Benefits of support: 

The emotional and practical support individuals offered provided a broader context within which the participants could “be themselves” 
and integrate their experiences of illness into their daily lives. 

Source of support: 

Maintaining relationships through working or contributing to community or family was often mentioned as a key way in which hope was 
sustained. 

Limitations and 
applicability of 
evidence  

Minor limitations due to data collection. Study conducted in Canada 

 1 

Study DePasquale 201360 

Aim To elicit patient views regarding information they felt should be featured in educational resources informing RRT selection decisions. 

Population 68 patients, 62 family members, ESRD, 18+yrs. All had been on RRT for at least 1yr or had received a kidney from a live donor. Pre 
ESRD (54yrs 13ppl), HD (25 to 70yrs 20ppl), PD (13ppl 25 to 70yrs), Tx (22ppl 20 to 70yrs). 

Setting USA 

Study design  Qualitative; interviews 
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Study DePasquale 201360 

Methods and 
analysis 

Structured group interviews to obtain tabulated and open ended feedback were conducted and audiotaped. There were 3 stages; stage 
1 explained the purpose of the interview and posed open ended questions, stage 2 participants revealed their 3 selected most 
important factors and stage 3 participants circled 3 factors they felt should be presented in educational resources about RRT options. 

Findings  Educational resources: 

Factors pertaining to the effect of RRT on patients' experiences with treatment delivery. Nine patient groups selected at least one factor 
pertaining to patients’ experiences with initiating RRT treatment delivery. One mentioned more education is needed for new patients, 
for example difference between fistula and catheter and their purpose. 

Information on prognosis: 

Factors pertaining to the effect of RRT on patients morbidity/mortality. All ten patient groups selected at least one factor pertaining 

to the effect of RRT on patients’ morbidity or mortality. One stated 'it’s something that everyone needs to know' and that it's not a lost 
cause and 'you can definitely live longer'. 

Information on symptoms: 

Symptom information prior to RRT. Five patient groups selected at least one factor pertaining to the influence of RRT on symptoms 
patients might experience.  One stated there needed to be more awareness of what happens to a person leading up to kidney failure. 

Educational resources: 

Factors pertaining to the effect of RRT on patients' symptoms. Five patient groups selected at least one factor pertaining to the 
influence of RRT on symptoms patients might experience.  One stated there needed to be more awareness of what happens to a 
person leading up to kidney failure. 

Limitations and 
applicability of 
evidence  

Moderate limitations due to ethical approval and research design. Study conducted in the USA. 

 1 

Study Griva 201388 

Aim To explore cultural perspectives on facilitators and barriers to treatment adherence in HD patients. 

Population 37 patients, 21yrs and above, on HD. Patients had been undergoing treatment for a min of 6 months 

Setting Singapore 

Study design  Qualitative; Interviews and Focus groups 

Methods and 
analysis 

The study was stopped when themes were saturated. Interviews were conducted first followed by focus groups. Interviews were 
scheduled first to allow the interviewer greater exposure to patient perspectives and sociocultural context before embarking on group 
discussions in a more dynamic setting. Individual interviews lasted approx 60 mins. A standardised semi-structured interview schedule 
and protocol were developed to ensure consistency. Each focus group consisted of 6 to 7 patients and lasted approx 90 mins. 
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Study Griva 201388 

Findings  Importance of communication: 

Patients emphasised the importance of having regular contact with the renal dietician to review progress and discuss how to manage 
their disease. 

Lack of knowledge: 

Patients described limited understanding of the dietary guidelines and the necessary modifications which needed to be made due to 
biochemical levels. Patients described lack of knowledge regarding the nutritional value and content of different types of food and 
difficulty in managing dietary principles. 

Communication difficulties: 

Patients reported communication difficulties with dialysis providers. They reported feeling rushed, misled or not listened to. 

Peer support: 

Participants spoke about seeking information from other patients either known to them through personal contacts or those in dialysis 
centres. 

Peer support limitations: 

Patients highlighted that limitations placed on the timetabling and scheduling of dialysis sessions can limit meaningful interaction. 

Benefits of family support: 

Participants indicated that family support and the consideration of family well-being were critical aspects of adhering to self-
management principles. 

Importance of information: 

Patients reminded themselves of the risks and complications of treatment non-adherence to reinforce self-discipline and their 
commitment to follow through with treatment recommendations. 

Concerns about safety: 

Patients expressed concerns about the adverse effects of medications and their overuse by healthcare professionals. 

Limitations and 
applicability of 
evidence  

No notable limitations. Study conducted in Singapore. 

 1 

Study Harwood 200596 

Aim To identify the implications for patient education and support needed in the care of patients with CKD. 

Population 11 patients, 61 to 89yrs, ESRD. Mean age = 72.7yrs 
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Study Harwood 200596 

Setting Canada, The London Health Sciences Centre 

Study design  Qualitative; interviews  

Methods and 
analysis 

A semi structured interview guide was used and interviews were conducted by the social worker, generally whilst the patient was 
receiving HD, but a different location could be used if the patient preferred. Interviews lasted 30 to 45 mins. 

Findings  Educational resources: 

Professionals should be aware not all engage in personal learning and so should ensure all patients engage, as they identify the 
importance of needing to learn more.  Participants identify the importance for themselves and others of needing to learn more about 
renal disease to prepare for dialysis and listening to advice. 

Support for family members: 

Family members should be included if possible when educating about renal failure. Patients found it helpful and supportive when their 
spouses learnt about renal failure 

Impact of treatment on lifestyle: 

Healthcare providers need to fully understand the impact of CKD on the individual. Some patients reported dissatisfaction with their 
healthcare providers regarding perceptions of their care. 

Psychological support: 

It is important for patients to have someone to talk to. Some patients experienced psychosocial stressors with one stating 'it would have 
been good to have someone to talk to'. One reported patients should be asked about their concerns. 

Format of information: 

Other interactive formats should be considered such as tours of dialysis units in delivering information, and someone to relay 
information to patients if they are unable to read. Some viewed touring the dialysis unit as important and some found attending classes 
as helpful. 

Content of information: 

Procedures should be explained in detail. Lack of information and uncertainty was identified by 5 of the 11 patients. 

Facilitators for good care: 

Patients identified needing time to absorb information and adjust to the approaching dialysis. Some reported how it was hard difficult to 
grasp and absorb the information. 

Barriers to good care: 

Lack of information and dissatisfaction with their healthcare providers regarding perceptions of their care.  Lack of explanation of 
results, not being completely honest, kept in the dark about the seriousness of the problem and not being clear about when dialysis 
would occur were problems patients described. 
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Study Harwood 200596 

Transport issues: 

Transportation issues of the patients need to be taken into consideration. Transportation issues was recorded by some as psychosocial 
stressors. 

Limitations and 
applicability of 
evidence  

No notable limitations. Study conducted in Canada 

 1 

Study Heck 200499 

Aim To examine the psychosocial effects of living donor kidney transplantation for donors and recipients under successful as well as 
complicated circumstances. 

Population 31 participants, kidney transplant recipients, 19 to 71yrs. Living donors and recipients included, median donors age was 50 yrs, median 
recipients age was 32. 

Setting Germany 

Study design  Qualitative; interviews 

Methods and 
analysis 

Semi-structured interviews were conducted after transplantation. 

Findings  Content of information: 

The importance of fully informing recipients and donors beforehand about psychological risks. Recipient and donor should be fully 
informed about general psychological risks with regard to the live donation. 

Psychological support: 

The importance of informing patients that symptoms can worsen. The participants should be prepared for the possibility that 
psychological problems, which existed prior to the operation, can even be amplified at times after the transplantation. 

Limitations and 
applicability of 
evidence  

Severe limitations due to ethical approval, role of the researcher, data collection, data analysis and richness of data. Study conducted 
in Germany. 

 2 

Study Hughes 2009103 

Aim To explore kidney patients experiences of receiving individual peer support. 

Population 20 participants (18 patients and 2 carers), 13 female and 7 male, 26 - 80 yrs, receiving peer support, pre-RRT. Conducted at 2 large 
teaching hospital renal units in South London, with peer support services for patients on the pre-dialysis care pathway. 
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Study Hughes 2009103 

Setting UK, teaching hospital renal units in South London 

Study design  Qualitative; interviews 

Methods and 
analysis 

Qualitative, semi-structured telephone interviews with 20 people who had received peer support. Open-ended general questions were 
used to elicit an account of the peer support encounter and the respondents assessment of it in their own words. The interviewer 
maintained a conversational style allowing the order of questions to be determined by the flow of the interview. Probing techniques 
were used to keep the interview on track and to clarify details; silence was employed judiciously to elicit more information; and follow-
up questions were asked occasionally to prompt elaboration of initial answers. 

Findings  Timing of preparation: 

People put-off definitive procedures for as long as possible (e.g. creation of access) because of fear and denial 

Awareness and availability of psychological support: 

People reported being well informed about the technical and physical aspects of RRT but not about the emotional aspects. They 
would have appreciated "sitting down with someone who knows about kidney disease and who would listen to your concerns for 10-
15 minutes". 

Depth and timing of information: 

Some people described having a lack of knowledge about RRT, the options, how their condition progressed - at the time of preparation 
for initiation of RRT 

Peer support: 

People appreciated the emotional support provided by support groups 

Peer support negative experiences: 

Two patients were critical of their peer supporters and described being frightened by what they had seen and heard. 

Peer support benefits: 

"Most saw peer support as a way of accessing practical information about treatment for kidney disease; finding out about personal 
experience of treatment; or asking about things the doctors wouldn't know the answer to." 

Unreliable information sources: 

Some respondents who had friends or family members with kidney disease mentioned informal networks as a source of information 
that was not always accurate or encouraging 

Peer supporter as a role model: 
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Study Hughes 2009103 

Two younger women with children emphasized the importance of having met someone with similar family circumstances. Other 
accounts indicated that perceived similarities had helped establish understanding and identification, enabling respondents to imagine 
themselves in the peer supporters shoes. 

Peer support: 

The majority felt the peer supporter had listened and enabled them to ask questions. Respondents valued peer supporters' candour 
in answering their questions. 

Peer support benefits: 

Almost all respondents identified being reassured or encouraged and gaining in confidence or strength as key benefits 

Peer support benefits: 

The majority of respondents had spoken to a peer supporter at the time they were making a decision about treatment 

Peer supporters offer hope for the future: 

Identifying with a peer supporter who was coping with treatment and had re-established the routines of everyday life also helped to 
normalize living with kidney disease and, for some, offered hope for the future. 

Limitations and 
applicability of 
evidence  

No notable limitations. 

 1 

Study Jennette 2009107 

Aim To ascertain barriers and facilitators to choices other than in centre HD and psychosocial and educational issues which may affect the 
choice 

Population 47 patients, 18+, USA, HD or PD. 12 on PD, 35 on HD, majority female, majority African American, ages from 21 to 80 

Setting USA, in centre or home 

Study design  Qualitative; focus groups 

Methods and 
analysis 

Mixed methods, scripted discussion guide, 60-90 minutes, grounded theory for analysis. 

Findings  Availability of choice: 

Patients reported that they often felt like they did not have a full choice available to them Some patients said their choice was limited 
by family members, others by healthcare professionals and others that there was no choice available at all. 
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Study Jennette 2009107 

Classes/tours: 

Patients would have appreciated pre-dialysis education classes; classes were available for transplant patients in the centre in question 
but not for dialysis. 

Depth and timing of information: 

Patients reported that they felt they did not receive full information about the emotional and physical toll that dialysis would take on 
them. 

Depth and timing of information: 

Patients wanted more in depth education to increase their engagement, for example about the numbers on their dialysis machine 

Format of information: 

Patients appreciated reading materials and videos but some had difficulty understanding the materials and wanted a person to help 
guide them through it 

Peer support: 

Patients reported that peer mentors had been extremely helpful in helping them cope with their disease. 

Limitations and 
applicability of 
evidence  

No notable limitations. Study conducted in the USA 

 1 

Study Kaba 2007109 

Aim To explore how Greek patients receiving long-term haemodialysis perceive their problems and to describe the impact of haemodialysis 
on these patients' lives. 

Population 23 patients, ESRD. Mean age = 62yrs, all receiving HD 

Setting Greece 

Study design  Qualitative; interviews 

Methods and 
analysis 

Face to face interviews were conducted in a private room on the HD ward after dialysis treatment, lasting 30-60mins. All were 
audiotaped and patients were asked to speak about problems, feelings, thoughts, attitudes, 

and how they handled their daily activities. 

Findings  Facilitators for good care/psychological support: 

Participants feelings to be taken into consideration. Awareness of their dependent status while maintaining their autonomy as 
individuals can lead to the delivery of more sensitive care to the patients. 



 

 

In
fo

rm
a
tio

n
, e

d
u
c
a
tio

n
 a

n
d
 s

u
p
p
o
rt 

R
R

T
: D

R
A

F
T

 F
O

R
 C

O
N

S
U

L
T

A
T

IO
N

 

©
 N

a
tio

n
a
l In

s
titu

te
 fo

r H
e

a
lth

 a
n

d
 C

a
re

 E
x
c
e

lle
n
c
e

, 2
0
1

8
 

8
0
 

Study Kaba 2007109 

Facilitators for good care: 

The importance/effect of a good nurse/patient relationship. Most patients wanted to discuss the importance of good care received by 
nurses and how it affected their condition. It is valuable for the nurse to listen to the dialysis patients and hear their views, and 
incorporate these views in care planning. 

Limitations and 
applicability of 
evidence  

No notable limitations. Study conducted in Greece 

 1 

Study Korus 2011115 

Aim To explore information needs of adolescents who have undergone kidney transplantation 

Population 8 adolescents aged between 13 to 17yrs, mean age = 15yrs , ESRD. Mean age at the time of transplant = 10yrs 

Setting Canada, hospital clinic or meeting room 

Study design  Qualitative; focus groups 

Methods and 
analysis 

Five focus groups were separately conducted, 2 with adolescents, 2 with parents and 1 with healthcare professionals, with a semi 
structured interview guide to lead the discussion. Interviews lasted between 40 and 75 mins with all being conducted in a private quiet 
room in the hospital clinic or meeting room. All interviews were audio taped. 

Findings  Information sources: 

Patients found it important to hear stories of hope and real life stories from other transplant recipients. Patients wanted to know that 
despite all they had to learn and do that they could still lead a normal life. 

Psychological support: 

Patients reported the need to have access to physical or tangible resources. Patients reported meaningful social support helped them 
cope with transplantation, through instrumental and emotional support. 

Format of information: 

Patients wanted information provided on a website or computer based teaching program with options for additional information. Some 
patients reported that the option for tours of the hospital or a step by step procedure of the transplant experience, introduce the 
transplant team members and hear real life transplant stories. 

Barriers to good care: 

Possible breakdown in communication needs to be acknowledged and not being fully prepared for procedures and not being listened to 
by the healthcare team.  Participants stated they weren't told what to expect. One stated 'they said it wouldn't hurt but it did'.   

Content of information: 
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Study Korus 2011115 

Patients wanted to receive information gradually and not be overwhelmed. They would rather come back regularly than have it all 
'thrown at them' and that they deserve to know what’s going on with them in detail and at a good pace. 

Information sources: 

Patients wanted information provided on a website or computer based teaching program. Patients wanted the option for a tailored 
information. 

Content of information: 

Patients wanted to know the consequences of not adhering to medication and treatment regimes. Patients thought this very important 
and that those about to embark on transplantation should know the serious consequences. 

Impact of treatment on lifestyle: 

Patients overwhelmingly stated they wanted to know everything there was to know about their disease and treatment. They wanted to 
know the prognosis for future and impact on school, job and family 

Content of information: 

Patients overwhelmingly stated they wanted to know everything there was to know about their disease and treatment. They wanted to 
know about potential complications, side effects of the medications and procedures, how to maintain a healthy lifestyle, what the 
expected outcome was for transplant recipients 

Information about transition: 

Patients wanted specific information. They wanted information about transition to adult health care services 

Format of information: 

Patients wanted a variety of options on how they received knowledge. They felt some teens may want to see pictures of other 
teenagers undergoing transplant, watch video clips or hear about complications experienced by other patients. 

Facilitators for good care: 

Patients thought 1:1 time with transplant team members was helpful. Patients wanted additional information sources as well, without 
losing 1:1 time 

Limitations and 
applicability of 
evidence  

No notable limitations. Study conducted in Canada 

 1 

Study Lai  2012118 

Aim To explore the lived experiences of incident haemodialysis patients in Singapore. 

Population 13 patients, 39 to 63yrs, ESRD. Mean age = 52yrs, all initiated HD with a temporary CVC 
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Study Lai  2012118 

Setting Singapore 

Study design  Qualitative; interviews 

Methods and 
analysis 

Semi-structured interviews were conducted with open ended questions. Sessions ranged from 35 to 50mins and were audio recorded. 

Findings  Source of information: 

Patients sought informational support from fellow established haemodialysis patients. The majority of patients sought informational 
support about issues surrounding end stage renal disease from fellow established haemodialysis patients. 

Limitations and 
applicability of 
evidence  

Minor limitations due to ethical consideration. Study conducted in Singapore 

 1 

Study Lee 2008127 

Aim To explore patients’ experiences with different dialysis modalities and investigated issues related to the patient’s choice of modality 

Population 6 focus groups involving 27 HD patients and 18 relatives, mean age 54 ± 16.2 yrs. Three patients were in a pre-dialysis stage and the 
other 24 had been on dialysis for 6 ± 6.8 years. 

Setting Denmark 

Study design  Qualitative; focus groups 

Methods and 
analysis 

Each focus group comprised patients on one type of dialysis, i.e. CHD, self-care CHD, HHD, CAPD/APD, aAPD or pre-dialysis 
patients. Based on a semi-structured interview guide, the group discussions centred on advantages and disadvantages of dialysis 
modalities, problems experienced and their (possible) solutions and patient involvement in choice of modality. The interview material 
was fully transcribed and analysed. 

Findings  Education content: 

Patients who had not attended pre-dialysis education programme wished they had had the opportunity to do so. 

Lack of information: 

The CHD patients received no formal pre-dialysis education. All were dissatisfied with the information received. 

Education timing: 

Patients emphasized that timing of dialysis education was important. 

Limitations and 
applicability of 
evidence  

No notable limitations. Study conducted in Denmark. 
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 1 

Study Lenci 2012129 

Aim To explore how  elderly patients experience life on PD 

Population 4 patients (1 female, 3 male), 75 - 88 yrs, on PD for 2-5yrs. All had been on PD for an average of a 2-3 years. Patients on self-care PD. 

Setting USA 

Study design  Qualitative; interviews 

Methods and 
analysis 

In-depth interviews were conducted to better understand the issues, opinions, concerns, and feelings from the patient’s perspective. A 
structured interview of approximately 1 hour covered 7 domain topics: initiating dialysis, 

knowledge of dialysis, physical condition, social support, psychological support, experience of dialysis, and communication and 
coordination between the nephrologist and the primary care physician. Interview data and field notes were transcribed and then 
analysed by domain topic to identify common patterns and key themes about the patients’ experiences with PD.  

Findings  Psychological support: 

All of the patients interviewed cited specific examples of things that they continue to do besides deal with ESRD. Patients mentioned a 
strong support system from family, friends or other groups. 

Content of information: 

Full and detailed description of the treatment before it starts is important for patients to achieve a real understanding of what they 
should expect. The simplicity of a treatment option or the availability of assistance seems to lead to better adherence for patients. 

Limitations and 
applicability of 
evidence  

Moderate limitations due to data collection and ethics. Study conducted in the USA. 

 2 

Study Lin 2005132 

Aim To describe the experiences of making a decision about HD among a group of Taiwanese with ESRD. 

Population 12 patients, 28 to 53yrs, ESRD. Mean age = 38.9yrs, had all begun HD within previous 6 months 

Setting South Taiwan 

Study design  Qualitative; interviews 

Methods and 
analysis 

Semi structured interviews with open ended questions were conducted either in the participants' homes or the HD centre and lasted 
from 50mins to 2.5hrs. 

Findings  Source of information: 

Getting opinions of family members. Participants took into account the opinions of their family members when making decisions about 
haemodialysis. 
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Study Lin 2005132 

Source of information: 

Seeking professional confirmation. When participants learned about the need for haemodialysis treatment, many sought second 
opinions from other healthcare providers. 

Content of information: 

Exploring alternative treatments. Based on the understanding that western medicine treats the symptoms whereas Chinese medicine 
cures the problems, most participants sought help from Chinese herb medicine, folk treatment, or herbal remedies. 

Limitations and 
applicability of 
evidence  

Minor limitations due to ethical consideration. Study conducted in South Taiwan. 

 1 

Study Lonargain 2017135 

Aim To explore the psychological experiences of receiving a kidney transplant from a deceased donor 

Population 6 patients, mean age 45, received transplant from deceased donor. Receiving post-transplant care, had received transplant <24 
months previously, all white British 

Setting UK, NHS renal services 

Study design  Qualitative; interviews 

Methods and 
analysis 

Semi-structured interviews, analysed with interpretative phenomenological analysis. Topic guide from literature review. Mean interview 
duration 60 minutes 

Findings  Peer support: 

People reported that significant amounts of their support came from their family and from their peers through support groups. 

Limitations and 
applicability of 
evidence  

Moderate limitations due to data richness.  

 2 

Study Low 2014139 

Aim To investigate how conservative management interacted with ideas of ageing in the experience of conservative management 

Population 26 people close to those undergoing CM. Mean age 63, 15/26 women, 17/26 white British 

Setting UK, tertiary renal centres 

Study design  Qualitative; interviews 
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Study Low 2014139 

Methods and 
analysis 

Narrative approach, 20-90 minute interviews, analysed thematically along a chronological pattern, themes independently generated by 
other researchers in addition for consensus.  

Findings  Support: 

Younger and fitter caregivers felt like they could provide all the support necessary for people on CM but older caregivers required help 
from family for activities of daily living and accessing healthcare. 

Information on acute situations:  

People would have appreciated more information about how to deal with any acute or emergency changes in the patient's health. 

Decision support: 

People felt that the decision to choose CM was partly based on the idea of it more accurately reflecting 'natural ageing' but also based 
on the availability of dialysis should a person change their mind. 

Support : 

People felt that continuity of care or at least optimum information sharing was particularly important for CM, this was particularly 
relevant for establishing which healthcare professional was responsible for looking after what aspects of the patient. 

Limitations and 
applicability of 
evidence  

No notable limitations. 

 1 

Study Mitchell 2009149 

Aim To identify factors identified by patients as helpful in the transition onto haemodialysis. 

Population 10 patients, 5 males and 5 females on HD. Age 20->80 years. 10 patients, five males and five females who had been on haemodialysis 
for between one week and six months.  

Setting UK 

Study design  Qualitative; interviews 

Methods and 
analysis 

Individual semi-structured interviews conducted. The interviews covered participants’ experiences of daily activities, thoughts, feelings, 
and social life, focussing on what, if anything had helped them cope across these domains. The interviews lasted between 30 and 50 
minutes. All interviews were audio-taped and transcribed verbatim, the interpretive content analysis of the text was supported by three 
researchers reading all the transcripts and developing an initial categorisation with supporting quotations. 

Findings  Source of support:  

Instrumental support (practical help) was identified as being particularly important. Neighbours were mentioned more often than family 
as a source of practical support. This arises possibly as a consequence of reluctance by patients to rely on family members, in case 
they become a burden. 
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Study Mitchell 2009149 

Awareness and availability of psychological support: 

Younger participants highlighted benefits arising from having someone to talk to about their emotional difficulties. It was not generally 
felt that emotional support needed to be provided by professionals, unless someone lacked friends or family to provide such support. 

Information on prognosis: 

Patients emphasised the importance of having questions addressed, with clear and honest explanations about the nature of the illness, 
its management, treatment and what could go wrong. 

Limitations and 
applicability of 
evidence  

No notable limitations. 

 1 

Study Morton 2011156 

Aim To rank the most important characteristics of dialysis on which patients and caregivers make decisions 

Population 34 participants, >18, pre-dialysis, dialysis and caregivers. Mean age 60, mix of pre-dialysis, dialysis (50%) and caregiver (50%) 
opinions. 

Setting Australia 

Study design  Qualitative; focus groups 

Methods and 
analysis 

Mixed methods, quantitative ranking of factors with qualitative explanation of rationales. Nominal group technique. Thematic analysis 
per Boyatzis. 

Findings  Information on lifestyle and carer impact: 

Patients prioritised impact on survival, convenience/flexibility, impact of a fistula/needling and ability to travel as the most important 
factors in their decision making. 

Information on lifestyle and carer impact: 

Caregivers prioritised convenience/flexibility, staff support and ability to travel as the most important factors in their decision making. 

Limitations and 
applicability of 
evidence  

Minor limitations due to data richness. Study conducted in Australia. 

 2 

Study Orr 2007169 

Aim To explore the experience of living with a transplanted kidney. 

Population Kidney transplant recipients aged 18+yrs. All had a transplanted kidney, time since transplant ranged from 2 to 8 years, mode age=60+ 
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Study Orr 2007169 

Setting UK 

Study design  Qualitative; focus groups 

Methods and 
analysis 

4 focus groups were conducted using a guided discussion and lasted for 1hr and were audiotaped. 

Findings  Content of information: 

Patients frequently drew comparison with others whose transplant had been successful. Participants were determined to stay positive. 
Downward comparison was used in relating the benefits of their present situation to being on dialysis. 

Limitations and 
applicability of 
evidence  

Minor limitations due to data richness 

 1 

Study Orr 2007168 

Aim To explore patients' lived experience in relation to medication adherence. 

Population 26 patients, 18+yrs, kidney transplant recipients. Time since transplant ranged from 2 to 8 years, mode age=60+ 

Setting UK 

Study design  Qualitative; focus groups 

Methods and 
analysis 

4 focus groups were conducted using a guided discussion and lasted for 1hr and were audiotaped. 

Findings  Source of support: 

Some patients described how their partners took responsibility for remembering medication. Paramount importance was placed on 
taking medication, although there was admission that tablets were missed through forgetting. Some patients required support from 
those close to them, such as their spouse to remind them to take their medication. 

Limitations and 
applicability of 
evidence  

Minor limitations due to data richness 

 2 

Study Polaschek 2003173 

Aim To contribute towards enabling health professionals to provide more effective support to people who are living with ESRD. 

Population 6 patients, 20 to 60+yrs, ESRD. All successfully on self-care dialysis in their homes, HD 
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Study Polaschek 2003173 

Setting New Zealand 

Study design  Qualitative; interviews 

Methods and 
analysis 

Three semi structured interviews lasting an hour were conducted in their homes and were taped. 

Findings  Facilitators for good care: 

Healthcare professionals need to assure patients they know understand what the patient is feeling and not treat everyone the same. 
Patients weren't able to discuss with renal stuff the alterations they made to the therapeutic regime in order to negotiate the 
requirements of treatment into their lifestyles. One patient stated 'they (nurses) treat everyone the same but you know your own body'. 

Content of information: 

The importance of being straightforward and honest to patients. Patients expressed sensitivity when they perceived that they had not 
been fully informed about their condition, therapy or its effects. Sometimes they expressed a sense of having been misled by the 
optimism of the dominant professional viewpoint. One patient said ‘I might have thought of not going 

on if I had known that this would be the future’. 

Limitations and 
applicability of 
evidence  

No notable limitations. Study conducted in New Zealand 

 1 

Study Rygh 2012195 

Aim To examine the patients’ need for information and guidance in the selection of dialysis modality, and in establishing and practicing 
home dialysis. 

Population 11 patients: 8 patients with PD; 3 with APD and 5 with CAPD; 3 patients had HHD. Three patients had HHD; were two women and one 
man, aged 36-60 years, all working. They spent four to five days, 16 to 20 hours a week, on dialysis. 

Setting Norway 

Study design  Qualitative; interviews 

Methods and 
analysis 

In-depth interviews with eleven patients established in home dialysis. The interviews were audio-taped and transcribed verbatim, 
except for the HHD interviews, which lasted for several hours. 

Findings  Source of information: 

Observation of and listening to other patients’ experiences were often more influential on their choice than information from health 
professionals. 

Timing of information: 

Patients wanted information about the possibility of home dialysis, as well as information about different modalities, at an earlier stage 
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Study Rygh 2012195 

Limitations and 
applicability of 
evidence  

No notable limitations. Study conducted in Norway 

 1 

Study Salter 2015198 

Aim "To explore perceptions of dialysis and KT among African American adults undergoing haemodialysis, with particular 

attention to age- and sex-specific concerns." 

Population 36 patients, 18 (assumed not stated) - 65+, 22 male, 14 female, on HD, 3 in the <65 had a previous transplant. All African American, 11 
men <65, 9 women <65, 11 men >65 and 5 women >65 

Setting USA 

Study design  Qualitative; focus groups 

Methods and 
analysis 

Formative work for focus group script development included a review of the literature, expert opinion from a 

multidisciplinary advisory panel, pilot testing in mock focus groups, and further refinement based on pilot test results. FGDs were 
conducted at the Johns Hopkins Hospital with a moderators and assistant staff present. At each FGD, a moderator asked guided 
questions to encourage discussion about participants’ attitudes and concerns about dialysis and transplantation. Each session lasted 
approximately two hours. Because conversations were intended to be free flowing, not every participant answered each question. 

Findings  Lack of communication: 

Participants felt that the technicians did not explain procedures clearly even when asked 

Lack of information: 

Patients indicated that medical professionals provided very little information about transplantation 

Need for more information: 

Despite an overall lack in their desired level of knowledge about KT, several participants expressed interest in transplantation 

Lack of healthcare professional support: 

Most participants reported that their nephrologists did not answer questions and spent inadequate amounts of time with them. 

Peer support: 

For some participants, fellow dialysis patients provided emotional support beyond what they were receiving from their friends and 
family. Many participants described how dialysis patients encouraged one another and formed close bonds 

Limited support: 
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Study Salter 2015198 

Most (mainly <65yrs) described limited support from family and friends with friends finding it difficult to understand and expecting them 
to continue their normal responsibilities 

Barriers to good care: 

Many participants felt that dialysis centre technicians treated them poorly. 

Lack of education: 

Some participants tried to educate themselves about renal disease and dialysis 

Benefits of family support: 

In contrast to the younger adults, the older men stated they were able to talk about their dialysis with family and felt this helped them to 
cope. 

Limitations and 
applicability of 
evidence  

Minor limitations due to data collection. Study conducted in the USA 

 1 

Study Schmid-Mohler 2014201 

Aim To explore the concept and the presence of self-management tasks mastered by patients in the early phase after kidney transplant. 

Population 12 patients, Median age = 52yrs. All kidney transplant recipients 

Setting Switzerland 

Study design  Qualitative; interviews 

Methods and 
analysis 

Semi structured interviews were conducted with open ended questions and all were audiotaped. 

Findings  Content of information: 

The importance of being straightforward and honest to patients. Patients expressed a desire for their health care professional to take 
their need for information and participation in care into account. 'I don’t believe in positive thinking. I want facts so that I can prepare 
myself mentally'. 

Content of information: 

Patients wished they had received more information about the post-transplant period and had been better informed of what to expect. 
Some patients expected that life would return to the way it was before the first symptoms of renal insufficiency, but had to adjust these 
beliefs and adopt more realistic expectations. 

Psychological support: 
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Study Schmid-Mohler 2014201 

Patients reported certain strategies as helpful when dealing with instability and uncertainty. Emotional support and adjusting ones 
thoughts by speaking with others was helpful. The exchange with peers helped patients not to feel alone or marginalised. 

Source of information: 

Patients reported not having a consistent physician provider. Patients reported receiving contradictory information from different 
physicians, hindering progress and trust with medical doctors. 

Limitations and 
applicability of 
evidence  

No notable limitations. Study conducted in Switzerland 

 1 

Study Small 2010212 

Aim To describe the experiences of patients receiving HD for CKD. 

Population 21 patients, ESRD, 20-70+yrs.  

Setting Namibia, study conducted at the only HD facility in Windhoek and one of only 3 in Namibia. 

Study design  Qualitative; interviews 

Methods and 
analysis 

Interviews were conducted whilst the participants were receiving treatment and all treatment areas were private. Follow up sessions 
were conducted after the interviews to ensure trustworthiness. All were audiotaped.   

Findings  Financial barrier: 

Some of the participants encountered periods of limited funds. Some of the participants experienced the effects of the hidden costs of 
dialysis, such as specific dietary requirements including specific, more costly food groups. 

Transport issues: 

Many patients had to rely on taxis as a means of transport. One patient had to be dialysed three times a week, and had to pay for taxis 
to and from the hospital. 

Limitations and 
applicability of 
evidence  

Minor limitations due to rigor of research design. Study conducted in Nambia 

 2 

Study Sondrup 2011213 

Aim To better understand patient perceptions and possible barriers related to choosing independent dialysis therapies. 

Population 6 patients, 3 patients on PD and 3 patients on HD. 4 men and 2 women. 30-69yrs. Patients who were currently on an independent 
dialysis therapy, previous patient at the Kidney Function Clinic within the past five years, and 19 years of age or older 
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Study Sondrup 2011213 

Setting Canada 

Study design  Qualitative; interviews 

Methods and 
analysis 

Open-ended questions on the topic of independent dialysis therapies, and the education materials and information provided to patients 
regarding dialysis options. The data analysis method for review of the focus group transcriptions involved use of an “interpretive 
descriptive” approach. Focus group transcriptions were independently reviewed. Emerging themes were agreed to by consensus. 

Findings  Technical support: 

Patients wanted assurance that there is adequate support at home for technical issues. Patients expressed the fear of going home 
after training and the uncertainty of being able to problem-solve machine errors or medical complications. 

Source of support: 

Participants would have appreciated more support from healthcare professionals. When considering RRT options, participants 
expressed a desire to know that the care team supports their decisions regarding dialysis treatment selection. 

Education content: 

Patients expressed a lack of preparation for initial dialysis (resulting from inadequate orientation or education materials). They did not 
feel sufficiently prepared for some limitations of dialysis and wished they had more specific information at the predialysis level. 

Education content: 

Participants suggested education on what each therapy involved, including some of the drawbacks. 

Peer support: 

Participants expressed a need for peer support at each stage of the dialysis trajectory from patients who were already on independent 
dialysis. 

Education content: 

Education material needs to focus on specific lifestyle aspects presented in a positive way that explains the benefits of home dialysis 
instead of the pros and cons of different modalities. 

Limitations and 
applicability of 
evidence  

No notable limitations. Study conducted in Canada 

 1 

Study Tong 2010223 

Aim To explore the experiences of parents who have children with CKD. 

Population Parents of 20 children with CKD. Children ranged from 0 to 18yrs, mode= 15-19yrs for the patients. Parents had to be >18yrs. Pre 
RRT, HD, PD, Tx 
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Study Tong 2010223 

Setting Australia 

Study design  Qualitative; interviews 

Methods and 
analysis 

An in-depth interview was conducted lasting 1hr, using a question guide. All interviews were digitally recorded. 

Findings  Sources of support: 

Sources were primarily the immediate family and other parents of CKD children. Parents found reassurance in talking with their child’s 
specialist. Sources included family, friends and the community who provided practical and emotional support 

Psychological support: 

Parents experienced heightened uncertainty and emotional stress in hospital. Parents found it difficult to manage their child’s 
psychological issues and felt they lacked support and information regarding depression and aggression in children with CKD. 

Content of information: 

Some parents identified information needs they felt were unmet. They wanted information about: CKD, treatment procedures for 
dialysis and transplantation, other parents’ experiences of CKD, dietary advice, warning about complications in dialysis and 
transplantation, how to access financial and practical assistance, and managing their child’s psychological and behavioural problems. 

Format of information: 

Parents suggested that information should be made available online and communicated through clinicians, parent networks, health 
care professionals, pamphlets and videos. 

Communication: 

Parents appreciated specialists who were attentive and honest. This gave parents the reassurance and ability to entrust their child into 
the specialist’s care. 

Educational resources: 

Home visits, education and support were appreciated. 

Source of information: 

Most sought information about the illness and treatment from specialists,  but some parents avoided asking questions for fear 

of being labelled as troublesome and of jeopardizing their relationship with staff. 

Limitations and 
applicability of 
evidence  

Minor limitations due to ethical consideration. Study conducted in Australia. 

 1 
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Study Tong 2011224 

Aim To explore adolescent perspectives following kidney transplantation and to elicit strategies from them on ways to improve service 
delivery and support for adolescent transplant recipients. 

Population 22 patients, 12-19years old (mean age=15.6), 12 male, 10 female. Age at transplantation ranged from 3 to 17 yrs. Twelve received a 
kidney from a parent donor and 10 from a deceased donor. 

Setting Australia 

Study design  Qualitative; interviews 

Methods and 
analysis 

Individual face to face in-depth interviews were conducted. On average, each interview lasted between 30 min to 1 hr and was 
conducted by the same person. Participants were given the option of being interviewed at home or in the hospital and also whether to 
have their parents present. All interviews were digitally audio recorded and transcribed verbatim. 

Findings  Psychological support: 

Some of the adolescents felt their personality and temperament had changed after transplantation. Some were teased about changes 
in their physical appearance such as sudden weight gain 

More information: 

Participants felt doctors and other transplant recipients should impart broader knowledge about the technical, medical, and experiential 
aspects of transplantation 

Specific  information needs: 

Two older participants said information about alcohol, drugs, and substance use would be important and relevant particularly for the 
older adolescents. 

Impact of treatment on lifestyle: 

Participants were advised by their doctors to refrain from playing contact sports and felt some disappointment about being unable to 
play sports.  

Format of information: 

Some suggested a booklet to contain information and explain what's going on. 

Information sources: 

Patients appreciated the opportunities to connect with other transplant patients through formal events such kidney camps, Transplant 
Games, or informally during visits to the hospital. Learning what to expect before having a transplant provided participants much 
needed reassurance. 

Support : 

Being able to form and maintain friendships with school peers or colleagues was very important to the participants. Having friends who 
were understanding, supportive and caring promoted confidence, positive coping behaviours and social adjustment among the 
participants. 

Sources of support: 
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Study Tong 2011224 

Adolescents across all ages valued the support they received from their parents. 

Content of information: 

Participants mentioned that information was important to equip and prepare other patients their own age for what would happen during 
and after the transplant. 

Limitations and 
applicability of 
evidence  

No notable limitations. Study conducted in Australia. 

 1 

Study Walker 2016240 

Aim To describe patient and caregiver perspectives of the economic considerations that influence dialysis modality choice, and elicit policy-
relevant recommendations.  

Population 52 participants (43 patients; 9 care- givers) who ranged in age between 22 and 79yrs. Participants were “pre-dialysis” and had received 
formal pre-dialysis education regarding renal replacement therapy modalities; or had commenced dialysis within the previous 12 
months; or were a family member or caregiver.  

Setting Australia 

Study design  Qualitative; interviews 

Methods and 
analysis 

Semi-structured interviews with pre-dialysis or dialysis patients and their caregivers, at three hospitals in New Zealand. Interview 
transcripts were analysed thematically. 

Findings  Lack of information: 

Pre-dialysis patients lacked certainty about the upcoming costs of dialysis. They described a lack of explicit information about additional 
expenditure and financial support which meant they were not aware of any out-of-pocket costs or how to plan for them. Some home 
dialysis participants felt that information regarding the additional home electricity costs had purposefully not been shared with them and 
expressed betrayal by this lack of disclosure, while others were unaware that there would be additional costs. 

Financial barrier: 

Participants found it difficult to access financial support and navigate social support systems. Many felt disempowered by the system, 
and worn down by the need to continually justify their requirement for assistance. For some, the time and expense that was required to 
gather all the documentation to apply for assistance resulted in them not completing this process and not receiving the assistance to 
which they were entitled. 

Source of support: 

Some participants appreciated their employer’s flexibility and support to allow them to commit to home dialysis training. 
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Study Walker 2016240 

Limitations and 
applicability of 
evidence  

No notable limitations. Study conducted in Australia. 

 1 

Study Welch 2014244 

Aim To identify and describe the needs, concerns, strategies, and advice of family caregivers of persons on daily home haemodialysis. 

Population 21 carers of HD patients, aged 27-78 yrs, 5 male, 16 female. 21 unpaid adult caregivers defined as family members or significant 
others who assumed primary responsibility for caregiving. Five individuals were “past” caregivers of patients who had returned to 
outpatient haemodialysis treatments. Patients had been receiving daily home haemodialysis on average for over 2 years. 

Setting USA 

Study design  Qualitative; interviews 

Methods and 
analysis 

Semi-structured interviews took approximately 60 min to complete. Telephone interviews were audio-recorded and professionally 
transcribed verbatim into Word documents and reviewed by one member of the team for accuracy. Interview transcripts were entered 
into HyperRESEARCH TM software, and qualitative content analysis was used to code the data. 

Findings  Support: 

The need for 24-hr availability of a nurse or physician was extremely important. 

Format of support: 

Caregivers indicated that support groups were helpful. 

Source of education: 

The majority of caregivers had extraordinary praise for the training and support they received from the nurses at the home dialysis unit. 
These nurses provided one-to-one individual training on an outpatient basis. 

Support for carers; 

Several past caregivers indicated a need for caregiver screening by dialysis staff prior to initiation of daily home haemodialysis. 

Limitations and 
applicability of 
evidence  

No notable limitations. Study conducted in the USA. 

 2 

Study Wells 2013245 

Aim To explore the lived experiences of adolescents with ERF undergoing dialysis and identify potential barriers to effective treatment 
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Study Wells 2013245 

Population 10 patients, aged 13 - 17yrs (4 males, 6 females). Five participants were undergoing HD (mean age=16) and five on PD (mean 
age=15). All children lived with at least one parent. 

Setting UK 

Study design  Qualitative; interviews 

Methods and 
analysis 

Qualitative photo elicitation interviews were conducted to explore the significance of the images and the young person’s experiences. 
Interviews were analysed using descriptive thematic analysis. 

Findings  Barriers to good care: 

Some felt healthcare professionals underestimated their ability to accept and cope with their illness. 

Sources of support: 

Parents supported young people both emotionally and practically. Relationships with family, friends and healthcare staff played an 
important role in the young people’s lives. 

Facilitators of good care : 

Hospital staff also played a key role, including teachers, youth workers and nurses. Being able to trust healthcare staff was valued 
highly. 

Limitations and 
applicability of 
evidence  

No notable limitations. 

 1 

Study Wilson 2012252 

Aim To examine patients' perceptions of the delivery and format of a kidney transplant education program in a clinical setting. 

Population 19 patients, aged 30 - 50+, most were 50+ (79%), transplant recipients and transplant listed. 7 - transplant recipients, 7 - listed for tx, 5 
- in evaluation for tx 

Setting USA 

Study design  Qualitative; focus groups 

Methods and 
analysis 

Participants were invited after recruitment to discuss their experience with the educational component of their transplant evaluation. 
Patients were invited to participate in one of the following focus groups - 1) transplant recipients, 2) listed - patients who are on the 
waiting list for DDKT and 3) in evaluation - patients who are in the evaluation stage and waiting to be listed. The focus group 
discussions were audiotaped and then transcribed verbatim. 

Findings  Education format: 

The 'group format' allowed participants to learn from others' questions. 
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Study Wilson 2012252 

Education format: 

Most thought the program should stay as a '1 day' program. Some suggested a shorter more condensed program and others the same 
length or longer with more detail 

Further support: 

Some suggested using a brief 'follow up' meeting as patients may have questions after they go home, read the handouts, watch the 
video and search the internet etc 

Overwhelming information: 

Most did not remember the content of the presentation, except after the focus group facilitator listed the content of the presentation 
slides. Most described the program as overwhelming, technical, long, rushed and overloaded. 

Specific information needs: 

Participants were at various levels of knowledge about kidney transplant. Some indicated their need for statistics but others felt they 
didn't need such information. 

Need for more information: 

Some transplant listed patients expressed the need for more basic information such as the functions of the kidneys etc and information 
about living donor kidney transplants and the exchange program. 

Lack of information: 

Most patients in evaluation felt the program did not adequately address how to approach family members and others about living donor 
kidney transplant. 

Need for specific information: 

Some transplant evaluation patients needed more information about the actual surgery and related risks for living donors and recipients 

Information format : 

Participants stated that the printed materials and handouts they received during the education program were useful to refer to 
afterwards. 

Information sources: 

Most were in favour of using an online video on kidney transplant for patients and family to watch before the education program to help 
them get ready for the program and use after as a reference. The combination of both a video and in-person education program would 
be most beneficial 

Format of information: Most prefer having a copy of the slides before the education program. Most thought materials given beforehand 
should include information about the types of kidney donation so patients and families can consider the option of LDKT early 

Information sources: 

The patient advocate component was useful, informative and inspirational 
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Study Wilson 2012252 

Need for specific information: 

Some indicated the need for specific education for companions and potential donors. 

Provision of information: 

Some listed patients thought information about the exchange program should be sent to the potential donor rather than the patient, and 
to donors who are told they're not a match 

Support from staff: 

Most thought the staff were approachable and were willing to answer their questions, and that the program staff thoroughly explained 
everything. 

Support : 

Bringing a companion to the education program provided moral support and assistance in remembering important information, asking 
questions, keeping things filed and organised and keeping the patient on track with medications, diet, follow-up visits etc. 

Lack of education: 

Most patients in evaluation had lack of knowledge and overwhelming concern about the risks to the donor. 

Education layout: 

Some suggested rearranging the education program content to allow more time in the group session for more detailed information and 
discussion. 

Importance of support: 

Most stressed the importance of encouraging patients to bring a companion or more with them to the education program 

Information format: 

Some suggested the use of an agenda and a formal invitation letter for the education program, allowing patients and their companions 
to know what to expect. The invitation letter should encourage the patient to bring a companion and instruct patients and family 
members to review the materials and video and prepare questions 

Education format: 

Some transplant evaluation patients suggested covering diet, insurance and financial issues only in individual meetings, allowing more 
time in the group education program for more detailed discussion   

Education format: 

Some listed patients suggested a short preliminary meeting to prepare for the education day and give time to think about questions 

Limitations and 
applicability of 
evidence  

Moderate limitations due to data collection and ethics. Study conducted in the USA. 
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Study Yngman-Uhlin 2016261 

Aim To explore the experiences of haemodialysis patients who are waiting for a kidney transplant. 

Population 8 patients, 7 males, 1 female, patients in haemodialysis treatment. Patients with haemodialysis for at least six months with experiences 
of waiting for kidney transplantation during that time. 

Setting Sweden 

Study design  Qualitative; interviews 

Methods and 
analysis 

Interviews performed by the second author starting with one opened-ended question: ‘Can you describe what it is like to wait for a 
kidney transplant?’ follow-up and clarification questions were asked, such as ‘Could you tell me more about?’ The audiotaped 
interviews were verbally transcribed by the second author. Transcripts were analysed by means of a descriptive content analysis 
method. 

Findings  Source of information: 

The patients also searched for information about national transplantation outcomes on the Internet by themselves, and this made them 
feel secure about the success rate. 

Content of information: 

Patients expressed frustration about silence from the transplantation unit and the lack of information regarding how long they had to 
wait and how patients were given priority. 

Support : 

The informants emphasised the importance of health care personnel being available and being good listeners. 

Support benefits: 

Informants described that being continually informed by the physician and surgeon reduced their anxiety about transplantation. 

Limitations and 
applicability of 
evidence  

No notable limitations. Study conducted in Sweden. 
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Appendix E: Excluded studies 1 

E.1 Excluded qualitative studies 2 

Table 31: Studies excluded from the qualitative review 3 

Reference Reason for exclusion 

Aasen 20122 No relevant themes identified 

Aasen 20151 No relevant themes identified 

Ahsanuddin 20155 Incorrect study design 

Al-Arabi 20066 No relevant themes identified 

Allen 20118 No relevant themes identified 

Amerena 20099 No relevant themes identified 

Anderson 200811 No relevant themes identified 

Anderson 200913 No relevant themes identified 

Anderson 201212 No relevant themes identified 

Anderson 201310 No relevant themes identified 

Asgari 201114 No relevant themes identified 

Auslander 200115 Incorrect study design 

Axelsson 201217 No relevant themes identified 

Axelsson 201516 Incorrect study population (relatives of deceased 
ESRD patients) 

Badzek 199818 Incorrect study design 

Bailey 201619 No relevant themes identified 

Baillie 201320 No relevant themes identified 

Bandiziol 200822 Incorrect study population 

Bass 199924 No relevant themes identified 

Bergjan 201625 No relevant themes identified 

Blogg 200827 No relevant themes identified 

Borzou 201429 No relevant themes identified 

Braj 199931 No relevant themes identified 

Breckenridge 199532 No relevant themes identified 

Breckenridge 199734 No relevant themes identified 

Breckenridge 199733 No relevant themes identified 

Bristowe 201535 No relevant themes identified 

Buldukoglu 200537 No relevant themes identified 

Burnette 200938 No relevant themes identified 

Calvey 201140 No relevant themes identified 

Calvin 200041 No relevant themes identified 

Calvin 200442 No relevant themes identified 

Campos 200743 Not in English 

Cases 201144 No relevant themes identified 

Chong 201647 No relevant themes identified 

Cohen 199649 No relevant themes identified 

Conley 198150 Incorrect study design 

Coombs 199351 Incorrect study design 
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Reference Reason for exclusion 

Costello 201452 Incorrect study population 

Curtin 200153 No relevant themes identified 

da Silva Alencastro 201355 No relevant themes identified 

Da Silva-Gane 201454 No relevant themes identified 

Davison 201556 No relevant themes identified 

de Guzman 200958 No relevant themes identified 

de Rosenroll 201359 No relevant themes identified 

Ekelund 201061 No relevant themes identified 

Elliott 201262 No relevant themes identified 

Erlang 201563 No relevant themes identified 

Feldman 201364 No relevant themes identified 

Franklin 200365 No relevant themes identified 

Ganji 201466 No relevant themes identified 

Ghadami 201267 No relevant themes identified 

Ghahramani 201468 No relevant themes identified 

Ghahramani 201469 Incorrect study design 

Gibbons 201770 No relevant themes identified 

Giles 200371 No relevant themes identified 

Giles 200572 No relevant themes identified 

Gill 201273 No relevant themes identified 

Gill 201474 No relevant themes identified 

Glidewell 201375 No relevant themes identified 

Godbold 201376 Incorrect study population 

Goldade 201178 Incorrect study population (CKD stages 2 - 5) 

Gordon 200180 No relevant themes identified 

Gordon 200179 No relevant themes identified 

Gordon 200981 No relevant themes identified 

Gray 198882 No relevant themes identified 

Greer 201284 No relevant themes identified 

Greer 201583 No relevant themes identified 

Griffin 199585 No relevant themes identified 

Grijpma 201686 Incorrect study design 

Griva 201387 No relevant themes identified 

Guerra-Guerrerro 201489 No relevant themes identified 

Gullick 201790 No relevant themes identified 

Gurklis 199591 No relevant themes identified 

Hagren 200192 No relevant themes identified 

Harrington 201695 No relevant themes identified 

Haspeslagh 201397 No relevant themes identified 

Hathaway 199098 No relevant themes identified 

Herlin 2010101 No relevant themes identified 

Horigan 2013102 No relevant themes identified 

Iles-Smith 2005104 No relevant themes identified 

Ismail 2013105 No relevant themes identified 

Johnston 2012108 No relevant themes identified 
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Reference Reason for exclusion 

Kazley 2014111 No relevant themes identified 

Kazley 2015110 No relevant themes identified 

Kierans 2005112 No relevant themes identified 

King 1998113 Incorrect study design 

Klassen 2002114 No relevant themes identified 

Krespi 2004116 No relevant themes identified 

Ladin 2017117 No relevant themes identified 

Lam 2014119 No relevant themes identified 

Landreneau 2004122 No relevant themes identified 

Landreneau 2006120 No relevant themes identified 

Landreneau 2007121 No relevant themes identified 

Lazenby 2017124 No relevant themes identified 

Ledebo 2008125 Incorrect study design 

Lee 2007128 No relevant themes identified 

Lewis 2010130 Incorrect study design 

Lin 2015131 No relevant themes identified 

Lindqvist 2000133 No relevant themes identified 

Lindsay 2014134 No relevant themes identified 

Louis 1997136 No relevant themes identified 

Lovink 2015138 No relevant themes identified 

Luk 2006141 No relevant themes identified 

Maguire 2011142 No relevant themes identified 

Majeed-Ariss 2017143 No relevant themes identified 

Manias 2007144 Incorrect study population 

McCarthy 2009145 No relevant themes identified 

McCarthy 2010146 No relevant themes identified 

McDonald 2015147 Incorrect study population 

Medway 2015148 No relevant themes identified 

Monaro 2014150 No relevant themes identified 

Moran 2009154 No relevant themes identified 

Moran 2009153 No relevant themes identified 

Morton 2010155 No relevant themes identified 

Moustakas 2015157 No relevant themes identified 

Murray 1999158 No relevant themes identified 

Murray 2016159 No relevant themes identified 

Nakamura-Taira 2013160 No relevant themes identified 

Ndlovu 1998161 No relevant themes identified 

Noble 2000164 No relevant themes identified 

Noble 2013163 No relevant themes identified 

O'Grady 2010165 Incorrect study design 

O'Hare 2016166 No relevant themes identified 

O'Neill 1991167 Incorrect study design 

Ouellette 2009170 No relevant themes identified 

Piccoli 2010171 Incorrect study population 

Piyasut 2010172 No relevant themes identified 



 

 

RRT: DRAFT FOR CONSULTATION 
Excluded studies 

© National Institute for Health and Care Excellence, 2018 
104 

Reference Reason for exclusion 

Polaschek 2006174 No relevant themes identified 

Polaschek 2007176 No relevant themes identified 

Polaschek 2007175 No relevant themes identified 

Poursanidou 2003177 No relevant themes identified 

Pradel 2003178 No relevant themes identified 

Prakash 2013179 Incorrect study design 

Prieto 2011180 Not in English 

Pungchompoo 2013181 No relevant themes identified 

Rajkomar 2014182 No relevant themes identified 

Rantanen 2008183 Incorrect study design 

Rich 2017184 No relevant themes identified 

Richard 2009185 No relevant themes identified 

Richard 2010186 No relevant themes identified 

Rix 2013188 No relevant themes identified 

Rosenthal 2016190 No relevant themes identified 

Rubin 1997191 Incorrect study design 

Ruppar 2009192 No relevant themes identified 

Russ 2007193 No relevant themes identified 

Russell 2003194 No relevant themes identified 

Sadala 2010197 No relevant themes identified 

Sadala 2012196 No relevant themes identified 

Schipper 2014200 No relevant themes identified 

Schober 2017202 No relevant themes identified 

Seah 2015204 No relevant themes identified 

See 2014205 No relevant themes identified 

Shahgholian 2015206 No relevant themes identified 

Sheu 2012207 No relevant themes identified 

Shih 1998208 No relevant themes identified 

Shubayra 2015209 No relevant themes identified 

Sloan 1996211 No relevant themes identified 

Spigner 2011214 No relevant themes identified 

Sturesson 2014215 No relevant themes identified 

Tam-Tham 2015217 No relevant themes identified 

Taylor 2016218 No relevant themes identified 

Teruel 2015219 Not in English 

Tong 2009226 Incorrect study population 

Tong 2011222 No relevant themes identified 

Tong 2013225 No relevant themes identified 

Tong 2015221 No relevant themes identified 

Tonkin-Crine 2015227 No relevant themes identified 

Tonkin-Crine 2015228 No relevant themes identified 

Traino 2014229 No relevant themes identified 

Trivedi 2016230 No relevant themes identified 

Urstad 2012232 No relevant themes identified 

Velez 2006233 No relevant themes identified 
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Reference Reason for exclusion 

Wachterman 2015235 No relevant themes identified 

Wadd 2014236 No relevant themes identified 

Walker 2012237 No relevant themes identified 

Walker 2012238 No relevant themes identified 

Wanicha 2016241 No relevant themes identified 

Waterman 2006242 No relevant themes identified 

Weichler 1993243 Incorrect study design 

Wiederhold 2011246 No relevant themes identified 

Wilkinson 2014248 No relevant themes identified 

Wilkinson 2016247 No relevant themes identified 

Williams 2012250 Incorrect study population 

Williams 2016249 No relevant themes identified 

Wilson 2015251 No relevant themes identified 

Wright Nunes 2015256 No relevant themes identified 

Yilmaz 2010259 No relevant themes identified 

Yngman-Uhlin 2010262 No relevant themes identified 

Yodchai 2011263 No relevant themes identified 

Yu 2013264 No relevant themes identified 

Ziolkowski 2016265 No relevant themes identified 

 1 

Table 32: Studies identified but not included in the qualitative review due to saturation 2 
being reached 3 

Reference 

Aasen 20123 

Aghakhani 20144 

Al Nazly 20137 

Baillie 201521 

Bonner 201228 

Chenitz 201445 

Chiaranai 201646 

Goff 201577 

Hagren 200593 

Hanson 201794 

Jablonski 2007106 

Lawrence 2013123 

Lederer 2015126 

Lovell 2017137 

Luk 2004140 

Moran 2011152 

Moran 2016151 

Noble 2017162 

Rix 2014187 

Romyn 2015189 

Sauve 2016199 
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Reference 

Sciberras 2016203 

Sieverdes 2015210 

Subramanian 2017216 

Thomas 2016220 

Tweed 2005231 

Vestman 2014234 

Walker 2016239 

Wilson 1994253 

Winterbottom 2014254 

Wong 2009255 

Xi 2011257 

Xi 2013258 

Yilmaz 2011260 
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