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Abstract

Aims and Objectives: General: To understand the experience of beginning hemodialysis treatment 
and its related adjustments.

Specific: To delve into the experience of beginning hemodialysis, understand patients’ concerns 
and perceptions about diet and lifestyle changes, comprehend the factors that interfere with adherence, 
and understand the experience and self-care associated with vascular access and the degree of social 
acceptance of the disease.

Background: The percentage of patients on hemodialysis who lack dietary adherence is highly 
variable, ranging from 25% to 86%. This affects morbidity-mortality and involves increased health care 
costs. Therefore, we studied this phenomenon from a qualitative point of view.

Design: Qualitative phenomenological study.

Methods: Semi-structured interviews of patients who had recently begun hemodialysis at the 
Fuerteventura general hospital were conducted.

Data analysis was performed using ATLAS Ti 7.0 software, with a focus on phenomenological 
reduction and inductive coding. And it has followed coreQ checklist to report the findings manuscript.

Result: Three major themes were found: self-care, kidney disease and replacement therapy, and 
relationships with the environment.

It was observed that patients who perceived greater support from their families had a higher level of 
adherence. Still, they experienced greater difficulty in adhering to the restrictions on liquid consumption 
than to following the dietary recommendations.

Conclusion: The experience of living with hemodialysis has a progressive character that ends in 
adjustment and acceptance. Kidney transplantation and perceived support act as facilitators of adherence.

Relevance to clinical practice: Patients develop mutually supportive relationships that facilitate 
their adjustment to lifestyle changes. Relationships with professionals are trusting, although patients 
seek greater closeness with doctors as well as support for making therapeutic decisions.

Keywords: Qualitative research; Emotional adjustment; Treatment adherence and compliance; Renal 
dialysis; Self-management; Decision making

Appendix 1
Individual interview - semi-structured

Chronic kidney disease
What pathology results in chronic kidney failure?

What does kidney disease mean for you in your daily life?

Hemodialysis
When did they tell you that you should begin hemodialysis treatment?

Why did you choose hemodialysis as a treatment?

What does hemodialysis mean for you in your daily life?

What impact has it had on your life?
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How does one experience the hours in a dialysis bed, without 
moving?

Vascular access
How is your catheter?

How does one live with a catheter? How does it affect your daily 
life?

When showering, going to the beach, working in the field, with 
pets…

How is your fistula?

What is fistula puncture like? 

How did you experience the first puncture?

Support, social environment
What sort of support do you receive from people close to you in 

your environment?

How is your relationship with your dialysis companions?

How is your relationship with dialysis personnel?

How do you socialize your disease? How did you tell those 
around you that you had to go to dialysis?

In a family situation or social event, how does one manage 
dietary or fluid restrictions? How do you feel in these situations?

a. Do you avoid going to engagements?

b. Do you adapt?

c. If you go, do you skip your diet on these days?

In the event of skipping your diet, how do you feel? (guilty, 
indifferent because it is a special occasion…)

Mental health
On a psychological level, how do you feel at these times?

What fears do you have?

Knowledge, information received regarding disease, treatment, 
and diet to follow:

What type of training or information have you been given 
by health care personnel regarding chronic kidney disease and 
hemodialysis?

Transplant
When did you receive information about the diet to follow or 

the recommendations on fluid intake?

Fluid
What do you know about the fluid restrictions you should have?

How does this restriction affect your daily life?

What does this situation mean for you when you must limit 
your water consumption?

What actions do you take to avoid exceeding your target weight 
between dialysis sessions?

What things or situations help you not to drink too much?

What things or situations cause you to drink too much?

How do you gauge fluid excess?

What strategies do you use to avoid drinking too much water?

Diet
What knowledge do you have regarding an appropriate diet to 

follow?

How do you gauge the dietary limitations you should have?

What does dietary limitation mean for your life?

How does dietary restriction affect you, your family, and your 
social life?

Can you tell me what would motivate you to follow a proper 
diet?

What things or situations help you to follow your diet?

What things or situations complicate following your diet?

If there is some doubt about what to eat, where do you look for 
information?

What strategies do you use to reduce potassium in your meals?

Who do you go to for help in adherence to your diet?

What do you feel is important to help people be adherent with 
diet, to follow the proper diet?

Would you improve something in the procedures followed by 
professionals with regard to your care, health literacy…?

What else do you feel is important in the experiences you have 
had during your time on hemodialysis that we have not discussed?

Supplementary File 1
COREQ (Consolidated criteria for Reporting Qualitative 

research) Checklist. A checklist of items that should be included in 
reports of qualitative research. You must report the page number in 
your manuscript where you consider each of the items listed in this 
checklist. If you have not included this information, either revise 
your manuscript

accordingly before submitting or note N/A.

Impact Statement
What does this paper contribute to the wider global clinical 

community?

A. Acceptance and self-care are important for patient 
adherence.

B. Mutual support groups are needed for adjustment to a 
new lifestyle.



626

COJ Nurse Healthcare       Copyright © Lissete González Oquendo

COJNH.MS.ID.000637. 6(3).2020

C. Participation in decision making regarding treatment 
improves acceptance of the disease.

D. Information decreases anxiety and improves adherence.

Introduction
When patients begin replacement therapy with hemodialysis, 

they undergo a very significant change in their lives. They must 
make regular visits to hemodialysis centers or hospitals to receive 
treatment, take prescribed medications, and modify their diets; 
furthermore, they must respect and comply with these three 
aspects of their care because the success of their therapy and their 
survival depend on it [1,2]. Adherence is a key concept in nursing 
practice, and its study is important because lack of adherence 
to therapeutic regimens is a serious public health problem that 
increases morbidity and mortality [3].

The definition of adherence is ambiguous and problematic 
because it describes a complex and multidimensional behavior 
of the patient, it is dynamic, and it may be influenced by many 
factors. Nursing has developed a complex meaning of the concept 
of adherence that implies active participation of the patient in 
treatment choices and in maintaining good relationships between 
themselves and health care professionals, including concern 
with their motivation, health beliefs, and habits, to guarantee 
compliance with the recommended treatment over the long term; 
in this context, adherence is viewed as a dynamic process that has 
flexibility with a patient’s situation [4].

Background
Literature

A systematic review conducted by Matteson et al. [5] concluded 
that the population with chronic kidney disease is a homogenous 
population with similar characteristics. Although this homogeneity 
would be expected to facilitate the success of health literacy 
programs due to the population’s characteristics in terms of 
adherence, heterogeneity with respect to treatment adherence 
rate was observed, with rates of non-adherence ranging from 
25% to 86% [6]. Hence, interest developed in approaching this 
phenomenon from a qualitative point of view with the objective 
of understanding the view of the protagonist as opposed to the 
homogenizing view of health care providers, which may in itself 
act as a barrier to designing interventions that are personalized 
and adapted to the characteristics of chronic kidney disease (CKD) 
patients [2,5,7-9].

With respect to this, qualitative studies aimed at understanding 
the view of patients receiving hemodialysis treatment appeared 
in the literature [10-13]. In one study, Smith et al. [13] focused 
exclusively on management of fluid restrictions without exploring 
the rest of the lived experiences of a patient on hemodialysis. In 
another study, Chun-Chih et al. [10] named as a limitation the lack 
of understanding of the psychosocial needs of participants and how 
they face their life experiences in hemodialysis. Krespi et al. [12] 
related the beliefs of their informants to their treatment adherence. 
Finally, Griva et al. [11] explored the barriers to and facilitators of 
hemodialysis treatment adherence in their informants.

Despite the existence of these previous studies, in the present 
study the intention is to understand generally the experience of 
persons beginning dialysis treatment, encompassing all of the 
separate parts that have previously been studied; still, it is novel to 
include persons who have recently begun hemodialysis. In addition, 
we were interested in delving into the experiences of these patients 
in light of the news of actually needing to begin hemodialysis 
treatment, their experiences during the first session, whether any 
changes occurred after a few weeks of treatment, the worries they 
had, and their experiences with regard to the management and 
self-care of vascular access and the social acceptance of the disease. 
Our intention was to describe the manner in which individuals 
experience going to the hospital to receive treatment three times 
a week and dealing with the particular restrictions necessary for 
patients receiving hemodialysis treatment, such as fluid restriction, 
dietary changes, and management of vascular access, as well as 
the social experiences associated with the disease, using as a 
data source the individuals who have lived this phenomenon and 
ultimately to arrive at an understanding of this reality as a whole. 

This focus allows us to understand, based on the personal 
point of view of the informant, where the problems that impede 
adherence are generated form its origin and what factors contribute 
to changes in adherence or self-care over time on hemodialysis 
treatment and thus to identify areas of educational intervention 
that are adequate for the needs of each person. And also allowed us 
to identify the problems, concerns, and needs of patients beginning 
hemodialysis treatment and how these shape their life experience 
of treatment and their adherence to it.

Methods
This qualitative phenomenological study was conducted from 

July 2015 to July 2016 at the Virgen de la Peña general hospital 
on the island of Fuerteventura in Puerto del Rosario. The study 
population consisted of persons who had recently begun to receive 
hemodialysis treatment at the general hospital of Fuerteventura. 
We used purposive sampling; the service’s supervisor acted as 
a “Gatekeeper”, advising when new patients begin hemodialysis 
treatment, at which time we had our first contact with the informant 
in the dialysis room.

In the sampling process, the following selection criteria were 
used. The inclusion criteria were, men and women ≥18 years of age, 
recently beginning hemodialysis renal replacement therapy at the 
General Hospital of Fuerteventura, that is, patients who had been 
on dialysis for a maximum of three months. Persons whose native 
language were Spanish or English, and with adequate cognitive and 
communication capacities, who voluntarily agreed to participate in 
the study, and signed an informed consent statement.

The exclusion criteria were, persons who did not wish to 
participate in the study or who did not sign the informed consent 
statement, and persons with a diagnosis of dementia or cognitive 
impairment. The sampling process followed the principle of data 
saturation such that participants were recruited until a point was 
reached at which new testimonials and analysis no longer increased 
the degree of information, codes, categories, and topics. Likewise, 



627

COJ Nurse Healthcare       Copyright ©  Lissete González Oquendo

COJNH.MS.ID.000637. 6(3).2020

the principle of maximum diversity was applied by selecting 
persons with varied profiles with respect to prior morbidity, age, 
and country of birth.  

Data were obtained by means of semi-structured interviews 
(Appendix 1) after performing three pilot interviews to assure 
epoché or bracketing. These first three interviews were conducted 
by open questions about the most important aspects regarding the 
experience of beginning hemodialysis treatment and the changes 
involved. The main themes identified in these three interviews 
helped in structuring the following semi-structured interview 
script.

First, rapport was established with informants before focusing 
the conversation directly on the interests of the study. This was 
done by asking questions such as “How do you feel?” “How is 
your hemodialysis treatment going?” The answers to these two 
questions gave us information on the participants’ concerns and 

helped us learn a little about the informants. The answers and 
the nonverbal information conveyed to us by the patients were 
recorded in the field notes. Interviews were conducted by the 
primary researcher, in the dialysis room during treatment or in the 
participants’ homes, depending on their preference; each interview 
lasted for approximately 60 minutes. In each interview, topics not 
included in the script that emerged spontaneously in the discussion 
with informants were accepted.

ATLAS Ti 7.0 software was used for data analysis. The analysis 
was conducted with a focus on phenomenological reduction and 
with an overall focus on inductive coding. The linking of data 
was completed using reflection, refinement of phenomenological 
reflection, writing and rewriting and concluded with obtaining 
a more universal sphere from the particular descriptions of each 
informant [14]. And it has followed coreQ checklist [15] to report 
the findings manuscript (Supplementary file 1).

Supplementary File 1. COREQ (Consolidated criteria for REporting Qualitative research) Checklist

Topic     Item No. Guide Questions/Description Reported on Page No.

Domain 1: Research team and Reflexivity

Personal Characteristics

Interviewer/facilitator 1 Which author/s conducted the interview or focus group? 7

Credentials 2 What were the researcher’s credentials? E.g. PhD, MD Title page

Occupation 3 What was their occupation at the time of the study? Title page

Gender 4 Was the researcher male or female? N/A

Experience and training 5 What experience or training did the researcher have? 7

Relationship with Participants

Relationship established 6 Was a relationship established prior to study commencement? 8

Participant knowledge of 
the interviewer 7 What did the participants know about the researcher? e.g. personal goals, reasons for 

doing the research N/A

Interviewer 
characteristics 8

What characteristics were reported about the inter viewer/facilitator?

e.g. Bias, assumptions, reasons and interests in the research topic
N/A

Domain 2: Study Design

Theoretical Framework 

Methodological 
orientation and Theory 9 What methodological orientation was stated to underpin the study? e.g. grounded 

theory, discourse analysis, ethnography, phenomenology, content analysis 6

Participant Selection

Sampling 10 How were participants selected? e.g. purposive, convenience, consecutive, snowball 6

Method of approach 11 How were participants approached? e.g. face-to-face, telephone, mail, email 7

Sample size 12 How many participants were in the study? 9

Non-participation 13 How many people refused to participate or dropped out? Reasons? 9

Setting

Setting of data collection 14  Where was the data collected? e.g. home, clinic, workplace 7

Presence of non- 
participants 15 Was anyone else present besides the participants and researchers? N/A

Description of sample 16 What are the important characteristics of the sample? e.g. demographic data, date 6

Data Collection

Interview guide                                  17 Were questions, prompts, guides provided by the authors? Was it pilot tested? 7

Repeat interviews 18 Were repeat inter views carried out? If yes, how many? N/A

Audio/visual recording 19 Did the research use audio or visual recording to collect the data? 9

Field notes 20 Were field notes made during and/or after the interview or focus group? 7
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Duration 21 What was the duration of the inter views or focus group? 7

Data saturation 22 Was data saturation discussed? 8

Transcripts returned 23 Were transcripts returned to participants for comment and/or correction? 9

Domain 3: Analysis and Fndings

Data Analysis

Number of data coders 24 How many data coders coded the data? N/A

Description of the coding 
tree 25 Did authors provide a description of the coding tree? Figure 1

Derivation of themes 26 Were themes identified in advance or derived from the data? 10

Software 27 What software, if applicable, was used to manage the data? 7

Participant checking 28 Did participants provide feedback on the findings? N/A

Reporting

Quotations presented 29
Were participant quotations presented to illustrate the themes/findings? 

Was each quotation identified? e.g. participant number
Table 2

Data and findings 
consistent            30 Was there consistency between the data presented and the findings? 14

Clarity of major themes                    31 Were major themes clearly presented in the findings? 14

Clarity of major themes                    32 Is there a description of diverse cases or discussion of minor themes? 14

A checklist of items that should be included in reports of qualitative research. You must report the page number in your 
manuscript where you consider each of the items listed in this checklist. If you have not included this information, either 
revise your manuscript accordingly before submitting or note N/A.

Developed from: Tong A, Sainsbury P, Craig J. Consolidated criteria for reporting qualitative research (COREQ): a 32-
item checklist for interviews and focus groups. International Journal for Quality in Health Care. 2007. Volume 19, 
Number 6: pp. 349–357.

To ensure the credibility and validity of the data, the confidence 
criteria of Guba and Lincoln, were applied.

A. Credibility indicates that the results were derived from 
information obtained in discussion with the participants and 
not from other sources. The researchers spent adequate time 
with the interviews, developed rapport with the participants, 
and ensured the triangulation of data and codes.

B. Transferability indicates that the search for applicability 
of the results in contexts distinct from the context in which the 
results were obtained. The researchers explained exhaustively 
the data collection as well as described the phenomenon in 
abundance of data.

C. Consistency, the replicability of the data was guaranteed 
through meticulous descriptions of informants, itemization 
of the data analysis techniques, delimiting of the physical and 
social context in which the data collection took place, and 
verification of codes through triangulation. 

D. Neutrality, a permanent reflective consciousness was 
taken into account regarding personal perspective through the 
control of reflectivity. This was accomplished by conducting 
an initial reflectivity analysis prior to beginning the study, 
keeping a field journal, using the technique of bracketing for 
the preparation of the semi-structured interview script, and 
maintaining impartiality in structuring the results.

A phenomenological perspective with an eidetic focus was 
constantly maintained to ensure that the information collected 

was highly descriptive and involved a low level of inference, 
along with obtaining feedback on results returned to participants 
and triangulation in the coding. The primary researcher who 
collected the data had no professional relationship with any of the 
participants. 

Authorization to conduct this study was obtained from the 
Ethics and Research Committee of the Mother-and-Child Insular 
University Hospital Complex [Comité de Ética e Investigación del 
Complejo Hospitalario Universitario Insular Materno Infantil 
(CHUIMI)] because the General Hospital of Fuerteventura Virgen 
de La Peña does not maintain a specialized unit of this type and 
depends on CHUIMI to function as the hospital of reference for 
specialties not provided at Fuerteventura. Additional permission 
was obtained from the management of the General Hospital of 
Fuerteventura and from the dialysis service of the hospital.

Prior to beginning the interviews, the informants received 
information about the process, were asked to give permission to be 
recorded using an audio recorder, were read the informed consent, 
and were provided with privacy and time to re-read the informed 
consent documents, decide whether they would like to participate 
and sign the documents. After the interview was conducted, it 
was transcribed and hand-delivered to the participant so that the 
participant could read it and make any changes that he or she 
considered appropriate.

To maintain anonymity and confidentiality of information, each 
informant was assigned a code.
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Result
Thirteen subjects were invited to participate, and 11 agreed. Of 

these, seven were male, and four were female. The average age was 
57 years old (between 38 and 74). Seven have no diabetes, and four 
have diabetes (Table 1). After transcription, coding, categorization, 
and analysis of the interviews, three major themes were found in 

the lived experience of patients after beginning hemodialysis. These 
were self-care, living with kidney disease and replacement therapy, 
and, finally, relationships with the environment. Figure 1 describe 
with detail the concept map resulting from the final structure of 
themes, categories and subcategories. Verbatims that illustrate the 
themes, categories and subcategories are detailed in Table 2.

Table 1: Characteristics of the 11 participants.

Sex Age Diabetes Country of Birth Place of the Interview Interval Hemodialysis

P1 Male 70 No Spain Home 3 months

P2 Male 50 Yes Spain Home 3 months

P3 Male 66 No Spain Home 1 month

P4 Male 50 Yes Spain Dialysis room 3 months

P5 Female 38 Yes Spain Home 1 month

P6 Male 64 Yes Spain Home 1 month

P7 Male 38 No Bolivia Dialysis room 1 month

P8 Female 50 No Spain Home 1 month

P9 Female 74 No Spain Dialysis room 20 days

P10 Male 58 No United Kingdom Dialysis room 3 months

P11 Female 69 No Spain Dialysis room 1 month

Figure 1: Conceptual map of themes, categories, and subcategories identified in the data analysis.
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Table 2: Verbatims illustrating the categories identified.

Theme Category Subcategory Verbatim

1 Self-care

1.1 Attitude to 
health-care 1.1.1 Denial

Last Monday I had a lot of fluid in my body, not because I took it, …but I do not 
know. Then, then I had to come to the Emergency Room because I was short of 
breath, they found room for me and they dialyzed me on Monday. On Tuesday I 

came back to dialysis because it was programmed. I have learned. (P11)

1.2 Management 
of diet and fluid 

balance

1.2.1 Understanding of diet 
restrictions.

But now I have learnt what things I can do. For example sometimes I have for 
breakfast two eggs and I thought I can’t, but eggs are good for the protein, although 

the yellow have phosphorous. (P10)

1.2.2 Impact f diet 
modification

The diet has been a huge change, because I have always eaten everything. And now 
I cannot. (P9)

1.2.3 Adherence to diet.

1.2.4 Impact of fluid 
restrictions

1.2.5 Understanding of 
adherence to fluid regimen

1.3 Management 
of other areas of 

self-care

1.3.1 Weight control Why I’m going to weigh at home, if later I’ll weigh there ... Moreover, if it’s every two 
days! I see it a nonsense. (P3)

1.3.2 Sedentary lifestyle I’m not going out for a walk, because I do not like them to feel sorry for me. When I 
finish the dialysis, I go home and sit down to rest on the sofa and watch TV. (P9)

1.3.3 Medication 
management

Almost always in the afternoon I get half bad, but I take paracetamol and I’m fine. 
(P4)

1.4 Health 
education

1.4.1 Variability of education 
and information obtained

If I’m going to eat something I do not know…, I look on the internet, the amount of 
potassium that has any food and I’m regulating. (P2)

1.4.2 Sources of information Yesterday the doctor raised my dry weight, because I told him I’m eating a little 
better, and I’ve had leg cramps. (P5)

1.4.3 Understanding of 
kidney disease

I want to speak with the doctor, because there are nurses who tell me some things, 
and another nurses tell me other things, thus I have doubts. For example, one day 

someone told me it was better to drink whole fat milk because it has less water, and 
another day someone told me it was better to drink semi-skimmed milk, so I do not 

know what to do. (P4)

2 Living 
with kidney 
disease and 
replacement 

therapy

2.1 Living with 
hemodialysis

2.1.1 Progressive loss of 
predialysis health status

It was a Little bit shock. Because it was after other treatment. And the difficult thing 
was not knowing how long it would be until I have to go to dialysis, that’s we carry 

on. And they told me that be careful with everything, with protein.

2.1.2 Beginning of treatment First it was a shock, and then well, we have to carry on. (P10)

2.1.3 Embedding dialysis 
into daily life

I like to go to the beach from time to time, but not now, with the catheter, as I am 
ashamed. I try to hide it a little bit. Now I use wider clothes. Previously, I used 

narrow clothes, now no longer. (P7)

2.1.4 Vascular access Before the first dialysis I thought the worst, the truth is that I was very afraid of the 
first dialysis.(P4)

2.1.5 Fear of dialysis and its 
complications

I got two needles, I did not like it at first, it’s annoying and it hurts especially 
when the nurse punctures the needles, then no longer. Afterwards it does not hurt 

anymore. (P3)

2.1.6 Resignation

I had catheter fitted in May last year but did’nt start dialysis until September, 
and then after I began dialysis it was not working proberly, so they changed it for 
another catheter, then two weeks ago there was problem again, so sometimes it 

doesn’t work correctly. I have had a infection, just two weeks ago, and they gave me 
antibiotics. My fistula on my wrist doesn’t work. So I don’t know if they will try to 
fit another fistula, I don’t know. Maybe it will be soon, but this one does not work. 

(P10)

The hypertension has worsened with the dialysis treatment, my blood pressure has 
gone up a lot. It has worsened with dialysis, and that I have raised the dose of the 

pills.(P3)

2.2 Expectations 
regarding 

kidney 
transplantation

I am here to endure until the transplant and I think everything will be fine. I have a 
goal: to get as healthy and strong as possible to the transplant. (P7)

I am a Little bit anxious to know am I in the list. And know this most of people 
before me, so I know quite expectative to take my turn. That how long it would be. 

(P10)
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3 
Relationships 

with the 
environment

3.1 With health 
care providers

3.1.1 The experience of 
relationships with health 

care providers

I have not chosen to be treated with hemodialysis, I have been sent with no more 
explanations. I did not want any, I wanted to delay it, but they did not let me. (P3)

3.1.2 Participation in 
decision making

They explained peritoneal dialysis to me, but I am not prepared for that. I prefer to 
go where the professionals are, in case something happens to me. (P6)

3.1.3 Trust in professionals
The doctors do not come to talk to us. However, the nurses are all lovely, the doctors 

... they come and they do not say hello. Very bad, it’s horrible, I do not know why. 
(P4)

3.2 Perceived 
support

3.2.1 From family You feel uncomfortable when you go to a restaurant because of that, because you do 
not know what to eat. More than anything, I think that’s it, it’s complicated because 

of that. At home,  everyone accepts it well and I have no problem with people 
around me, but of course, if you have a slightly broader social life, the people around 
you look at you weird, as if saying, and this guy why does not ask for anything? (P5)

3.2.2 From friends

3.3 Social 
relationships

3.3.1 Impact on social life
Although you express your feelings, there is no one to give you the support that you 

really need, nobody. You are the one who must pull forward, if you want. Because 
that’s when you realize that you are alone. (P8)

3.3.2 Loss of roles This has been such a fast process that my friends still do not know it. My friends 
here do not know it. I do not want to tell about it. (P7)

3.3.3 Confidentiality and 
disclosure of the disease I have a good relationship with the other patients, because they help me, because 

I sometimes ask some questions and they always give me advice and explain their 
experience. (P4)3.3.4 Relationships with 

other patients

Self-Care
This theme includes four categories, encompassing everything 

related to the attitude presented by informants with respect to their 
self-care, the experience of managing diet and fluid balance as one 
of the major areas with significant impact in their new lives, as well 
as self-care in other areas such as physical activity and medications. 
Finally, it includes health education, including data regarding the 
time at which they received this education, where they sought 
this information, and their degree of comprehension. Attitude to 
their self-care: This category refers to behaviors of the informants 
before the requirements of personal care derived by their health 
situation and the modifications introduced in their life. It includes 
the subcategorie denial, as a modality of response to demands of 
the disease (Table 2).

Managing diet and water balance: It contains not only the 
knowledge of the informants about the diet and fluids they should 
take, but also barriers or facilitators to achieve this aspect of self-
care. This category was one of that informants narrate with greater 
significance for them, their family and friends. Subcategories 
identified features such as their understanding of diet restrictions, 
the impact of dietary modifications, and the way in which they 
had to transform their culinary and dietary habits, and how it has 
affected them in their daily lives. Moreover, adherence to the diet 
emerges in their discourses, describing behaviours developed to 
adapt the new diet to their daily life, as well as situations of lack 
of adherence, sometimes related to the perceived complexity of 
food preparation, and barriers frequently encountered in everyday 
situations due to social influence. Furthermore, they also describe 
adaptive mechanisms that favour adherence to the diet, related to 
the family and the environment of the patients.

In this category also arose the impact of fluid restrictions, with 
a high diversity of perceived influences, from those who do not 
consider that the restriction involves a considerable effort, even 

those who value this aspect as one of the worst that their disease 
has brought to them. Management of other areas of self-care. It 
includes those aspects of self-care related to the control of their 
weight at home and inter-dialysis weight control, the manifestations 
of sedentarism that are very present in the informants’ accounts, 
and the expressions of the participants related to self-medication 
or lack of adherence to prescribed medication (Table 2).

Health education. Patients transmitted those aspects of 
education about diet, hydric restrictions, or the care of their 
vascular access. They stated a high variability of the educational 
interventions that they received, and the need to unify criteria, 
because there are occasions that they receive conflicting 
information. They also refer the importance of the moment in 
which they receive the educational interventions, (in pre-dialysis 
consultation or already at the moment when the hemodialysis 
treatment has been established). They even demand interventions 
to empower them to make correct decisions regarding their 
treatment, or to know better the process of hemodialysis, and their 
nutritional needs. Additionally, they describe multiple sources to 
obtain information when they have doubts about whether they can 
eat a certain food, including patients’ organizations or the Internet. 
Eventually, they expressed very different knowledge on kidney 
disease, with patients who had an exact knowledge of situations 
derived from the disease, but many others that denoted a very low 
level of knowledge and a low capacity to interpret their experiences 
with their disease (Table 2).

Living with kidney disease and replacement therapy. This 
theme includes two categories: living with hemodialysis and 
expectations regarding kidney transplantation. Living with 
Hemodialysis. This category comprehends the way in which the 
informants lived the beginning of the treatment, their emotions 
and impressions on their first day of hemodialysis and the change 
experienced as the number of sessions lived increased. Likewise, it 
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also incorporates the impact that treatment has had on their daily 
lives, how informants live during the time during which dialysis is 
being performed, and the effects derived from it. 

They describe their progressive loos of pre-dialysis health 
status, with important changes in the state of perceived health and 
the progressive deterioration that they have been experiencing, 
especially due to diabetes and its complications as a frequent 
common denominator. The beginning of the treatment is a critical 
moment, that generates diverse attitudes, both positive and 
negative, but finally, they have to accept and adapt to this treatment, 
many times with resignation. Embedding dialysis into their daily life 
generates multiple behaviors to endure with the routine of dialysis 
sessions, and changes such as the presence of a vascular access in 
quotidian situations, or failures in fistulas, or fear of complications 
of dialysis (Table 2).

Expectations before kidney transplantation. This category 
includes the attitudes and wishes of the informants regarding 
the option of opting to receive a kidney transplant, or in the case 
of diabetic informants, a double transplant, kidney and pancreas. 
Including on the one hand expressions of hope for the moment 
of the transplant, and on the other side affirmations of passivity 
before the transplant (Table 2).

Relationships with the Environment
This theme describes the relationships informants have in all 

senses of the word, ranging from their relationships with health 
care providers, their social relationships, and their leisure time to 
the support they receive from family and friends. It constitutes the 
phenomenological dimension of the lived experience in relation to 
others. Three main categories were identified.

Relationship with health providers. It includes statements 
about the way informants live that relationship they have almost 
daily with their providers, such as nurses, nursing assistants or 
doctors. There are descriptions of relationships with professionals 
that include an acceptance of the level of communicative proactivity 
offered by them, but also patients who perceive a significant 
communicational and relational deficit in the staff, something more 
acute among the medical staff than in that of nurses.

This low proactivity relates to needs not covered in knowledge 
and coping for the management of their disease. Other notable 
subcategory identified is that of situations where decision-making 
is carried out with a poor participation of patients and families, with 
very asymmetric relationship in most cases. Finally, participants 
express a perception of control and confidence when they are 
attended by their usual provider, yet they distrust when they meet 
new staff because of their concerns on their skills and competence 
(Table 2).

Perceived support. This category collects information related to 
any type of support the participant receives from their environment, 
either from their family or from their friends, as they have perceived 
it. Their discourses demonstrate the importance of this resource for 
coping with the disease and the permanent availability of support 
for patients, although in the case of friendships, perceived links 

and the influence of support is perceived with much less intensity. 
Family support constitutes one of the main sources of acceptance, 
although support from friends is not always ensured (Table 2).

Social relationships. In this category, the aspects dealt with by 
the informants about their relationships in general, including the 
social life they have in comparison with what they could have before 
starting with the hemodialysis treatment, the way in which they 
socialize the disease with their friendships and acquaintances, and 
the relationship they have with other patients, the things they talk 
before they start dialysis and experiences they share. The impact 
on social life is expressed with feelings of loneliness that they may 
have as a consequence of dialysis limitations for social performance. 
Likewise, the loss of roles may involve losing their jobs, or not being 
able to perform the same domestic tasks or physical exercise as 
before the start of dialysis. Some patients confessed that they had 
concerns with confidentiality and disclosure of the disease, since 
they did not share their disease and the treatment with friends. 
Eventually, many narratives revealed the existence of links and 
relationship with other patients, many times in the waiting room, 
before being able to access the dialysis ward (Table 2).

Discussion
Denial was found to be a type of response to self-care that had 

a notable impact on the informants’ disease perception and course. 
In relation to denial and resignation, some authors [10,16] found 
participants who tended to feel that their disease was a punishment 
for their sins and who prayed to God for forgiveness or looked for a 
relationship between their disease and their life’s destiny. 

With regard to diet, the participants who exhibited dietary 
adherence described facilitators such as family support, above 
all that of a spouse, or children in the case of elderly persons, or 
the motivation to be healthy at the time of transplantation; the 
patients who perceived greater support from their family members 
had greater overall dietary adherence. These findings coincide 
completely with those obtained by Griva et al. [11]; participants 
in that study indicated that family support helped with dietary 
adherence in terms of food preparation as well as making it possible 
for them to avoid the negative secondary consequences of lack of 
adherence.

On the other hand, participants who are considered to lack 
dietary adherence reflected a lack of knowledge regarding 
preparing recipes as a major barrier to adherence. Additionally, 
these informants felt that they had suffered too much change 
in their eating habits, even including in some cases the need to 
prepare two different meals in the home. Also arising was the issue 
of modifying cultural customs related to nutrition.

With regard to this, Griva et al. [11] observed difficulty in 
the management of comorbidities in relation to multiple and 
contradictory dietary recommendations; this coincides with the 
argument that cultural changes regarding nutrition can distance 
patients from their families. Likewise, they add that participants 
indicated a limited understanding of dietary guidelines and did not 
understand the nutritional value or content of different foods.
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Adjusting to fluid restrictions is associated with a variety of 
outcomes. Non-adherent patients believe that they should be 
drinking more water to feel better or that they should drink when 
it is hot outside. However, in the bibliography consulted, lack 
of adherence to fluid restrictions has been found to be an act of 
rebellion or to be caused by a lack of training in how to calculate the 
quantity of fluid ingested or the amount of weight gained [10,13]. 
Additionally, some authors identified patients who did not adhere 
to fluid restrictions because they believed that dialysis would 
compensate for the excess liquid, which led to decreased interest 
in respecting this limitation [13]. However, this aspect was not 
identified in the informants in our study.

Participants demand more education regarding appropriate 
nutrition and wish to received non-contradictory information from 
health care personnel; they mention having received different 
instructions about the same thing and indicate that this provokes 
confusion, a finding that coincides with the results reported by 
Griva et al. [11].

The information the participants obtained on managing 
their condition came from medical and nursing personnel, from 
hospital-created pamphlets, through the kidney disease association 
(ALCER), from peers in dialysis centers while waiting for treatment, 
or from the Internet. As regards health literacy, many studies have 
analyzed the quality of information that can be easily accessed on 
the Internet regarding diet, kidney disease and its treatment [17-
23]. These studies conclude that the information found on the 
Internet regarding chronic kidney disease is often of poor quality 
or is difficult to understand or implement; this is true to a greater 
extent for persons of low economic status, elderly persons, males 
and ethnic minorities, resulting in a lack of self-care and creating a 
barrier to a shared decision-making process [20-23]. 

With regard to the impact of beginning dialysis, it was observed 
that the attitude participants display is related to their work. There 
was generally indifference to the situation if they did not work, 
were retired, or disabled; if they must go to the hospital three times 
a week, they go. In the same vein, nonconformity due to denial 
of the disease at the outset was seen; the process of acceptance 
was difficult, especially in young persons. Participants with 
comorbidities spoke about their indifference to beginning dialysis 
as it was just one more treatment.

In contrast, some participants thought about dying after 
learning that they would have to depend on a machine for four 
hours three times per week; other participants commented that 
they could not believe what was happening to them, implying a 
shock in that moment, with denial of the disease and even despair. 
These feelings were overcome because they felt they must continue 
onward, and they became accustomed to the routine, though still 
without enjoying it; at least, however, they no longer felt fear 
because they understood what it was.

Many participants experienced physical and psychological 
improvement, commenting that lack of knowledge provoked 
uncertainty but that when one knows what it means and what it is, 
things get better. With that, although they may have begun dialysis 

with a positive or a negative attitude, they ended up adapting to the 
situation. However, they recognized the daily impact of not being 
able to take vacations and to travel. Some believed that they had 
gone from everything to nothing, without noting physical change; 
others felt that they had experienced a complete change in their 
lives, feeling tired and lazy or dizzy after dialysis, and that this 
impeded them from doing all that they would like to do. They felt 
they had a different routine of life, mentioning the change in diet, 
restrictions regarding fluids and alcohol, having to take pills, and 
having to be at the hospital three days a week.

On the other hand, other participants felt an improvement, 
mentioning that their blood pressure had improved, their poorly 
controlled diabetes had improved, they had better appetite, and 
they breathed better, including one who no longer felt sick. In 
discussions, they mentioned that treatment is more enjoyable if 
they have some form of entertainment such as watching television, 
listening to music, or reading a book. One participant mentioned 
passing the time by sleeping. When a participant has experienced 
an increase in dialysis treatment time, the added time is considered 
a greater burden because they were accustomed to less treatment 
time.

These results coincide with the results obtained in various 
qualitative studies [10,12,16,24,25] in which the participants 
reported feeling fear and shock at beginning treatment thinking of 
their future, but after a time felt lighter and breathed better and felt 
gratitude for dialysis because it helped them live longer, although 
some mentioned physical and psychological problems such as 
fatigue, lack of sleep, restlessness, dizziness, tingling, and decreased 
quality of life due to hemodialysis. In a similar manner, they refer 
to the inconvenience of being unable to travel or work or perform 
their daily routines normally and independently, a restriction that 
stresses them and makes them feel unhealthy. As a result, they 
present symptoms of depression due to decreased quality of life.

Regarding vascular access, the discussions did not include 
frequent mentions of fistulae. The participants did not report 
significant problems but only reported feeling brief discomfort at 
the time of puncture. The reason for this may be that the informants 
were new to hemodialysis, and many had had a catheter placed and 
were waiting for the fistula to mature. Because the interviews were 
with persons relatively new to dialysis, many had catheters, and 
discussion was more related to the discomfort and inconvenience 
of having a permanent catheter. Participants mentioned that the 
catheter caused feelings of stress and a sensation of being unwell 
because they had been required to change their routines to avoid 
infections and complications.

With regard to fear of dialysis and its complications, a fear 
of the unknown was found. On the first day of dialysis, most 
patients did not know what would happen to them, did not know 
how it would be, and found themselves lost in myths and fears; 
however, when the experience was good and they observed that 
nothing much happened, they relaxed. This finding coincides with 
the results reported by Aghakhani et al. [17]; there, participants 
reported having lived with a great deal of anxiety about beginning 
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hemodialysis treatment on their first visit to the hemodialysis 
center and thinking that they were going to be sick for the rest of 
their lives.

Regarding transplantation, on one hand passivity was observed 
due to fear of secondary complications of transplantation. On 
the other hand, there were participants who felt a motivation to 
become stronger and healthier after transplantation, although they 
were anxious to know whether all the tests had been completed and 
whether or not they had been placed on the transplant list. In this 
regard, they required more information. These results concur with 
those obtained in various studies [25,26] there is recurring concern 
over wait times for kidney transplantation as well as worry about 
organ rejection and lack of availability of information regarding the 
management of transplant waiting lists [26]. Salter et al. [25] found 
some participants who were opposed to transplantation due to the 
quantity of pills they would have to take afterward, fear of organ 
failure or rejection, or fear of surgery, as well as for other reasons 
such as age.

It was found that there are situations in which there is limited 
participation in the decision-making process; in the discussions, 
the patients reported that they had very limited participation in 
choosing the replacement therapy most appropriate for them 
according to their interests and quality-of-life prognosis. The 
informants showed confidence in the therapeutic decisions 
made by doctors and respected them, believing that they are the 
best. Along these lines, Ladin et al. [27] found that the patients 
interviewed had the sense that they had not made the decision 
to begin dialysis treatment; it had been a decision influenced by 
a perception of imminent death or by the belief that they should 
decide to begin dialysis as the doctors were supposed to be the ones 
to make this decision. They conclude that the medical team and the 
family often override the patient’s preferences and do not respect 
their autonomy in decision making.

In this study, it was found in discussions that all but one of 
the participants perceived support received from family as very 
helpful in making it possible for them to cope with the disease on 
a daily basis and that family is a great help in food preparation and 
dietary adherence; however, one informant felt that the family was 
burdensome and judgmental.

According to some authors, family support is important, 
providing a fundamental pillar for accepting and surviving a chronic 
disease; it helps patients with nutrition and activities of daily living, 
alleviates stress, and motivates them in their self-care so as to not 
be a burden on their loved ones [11,13,24].

In contrast, Davison [28] observed that family can be a barrier 
to advanced care planning for participants because, in the presence 
of their families, some participants were unable to speak honestly 
about their hopes and desires, which led them to feel hopeless and 
isolated. In the results obtained by Chun-Chih et al. [10], informants 
reported having created a state of isolation because they believe 
that, until a person goes through what they are experiencing, they 
will be unable to understand how difficult it is for them.

This can be compared with some discussions with participants 
in the present study who felt that they had friendships in which 
they could find support but that if one continues to have the same 
problems, one is alone, and the support will not be enough. They 
felt isolated because they believed that although they express their 
feelings no one gives them the support they need and they are alone 
with their disease. Some expressed feeling shame and discomfort 
when they go out to spend time with friends or family and cannot 
order something to drink. As a result, in some cases, they believe 
that it is important for those around them to understand the disease 
they suffer from, as this would make it easier to accept their disease 
and prevent uncomfortable situations. Still other participants 
did not want to accept their disease and preferred to hide it, not 
wanting to provoke pity from their friends or acquaintances.

Finally, informants expressed a loss of role, provoking 
discouragement; this was a common theme in discussions with 
informants. They expressed a lack of motivation, a lack of energy 
for performing daily activities, and boredom because they did not 
know how to pass the time with nothing to do. This sensation led 
them to fall into despair because they do not feel better and because 
they feel tired and do not leave their homes. They expressed feeling 
bitter and, in one case, needed a psychologist as part of the care 
team.

This coincides with the results of various studies [10,11,16,24]. 
There is a loss of purpose and of quality of life. Due to fatigue and 
the time that treatment demands, dialysis patients no longer had 
time to work or to enjoy leisure time and self-care; this provokes 
depressive episodes with powerlessness and anxiety about the 
future because they feel bound to the dialysis machine and feel a 
loss of independence.

The participants in this study reported that they received help 
and support from their peers in the dialysis waiting room before 
going in for treatment. Some mentioned sharing experiences with 
certain foods, commented on the excess weight they carried each 
day, advised each other about procedures they had experienced 
such as testing for the transplant list, the waiting times that 
transplants usually involve, or catheter removal in preparation 
for use of vascular access. Similarly, on other occasions they spoke 
of things other than their disease such as fishing or soccer. This 
complicity becomes a feeling of companionship or friendship, 
creating a bond of mutual support and trust. Salter et al. [25] found 
that some participants felt they received greater emotional support 
from their companions than from their families and friends and that 
in this way they managed to create close bonds of mutual support. 
Patients grew to know about each other because the dialysis 
setting facilitates this sort of information exchange among patients 
[11], and this communication amongst them eases the time spent 
waiting for their connection to the dialysis machine. 

Among the limitations of this study, the most important is the 
difficulty in finding a sample of participants. In addition, it was also 
difficult to arrange some interviews due to lack of commitment 
and availability of the participants. With some participants, a 
shyness or fear of making mistakes in discussions was detected. 
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Furthermore, the cultural and health care context in which this 
study was conducted may not be similar to that found in other 
geographic areas, and a comparison in other health care settings 
in our geographic area is necessary to test the transferability of the 
results.

Conclusion
The lived experience of persons suffering from chronic kidney 

disease revolves around three major axes: a sudden change in the 
disease resulting in the need for renal replacement therapy, the 
experience of self-care, and relationships with immediate social and 
family environments. The way in which patients perform self-care 
is shaped by the attitudes they develop around self-care behaviors, 
health literacy, and adjustment to self-care as it relates to dietary 
and fluid restrictions as one of the major areas of adjustment 
required in this disease.

Kidney transplantation is a source of hope in everyone 
interviewed and acts as a positive motivation for the patients to 
maintain adherence to the behaviors required in caring for their 
disease. Also, perceived support from family members and friends 
is a fundamental pillar that shapes and changes adjustment 
processes and self-care, especially in areas such as diet and fluid 
balance, in which more barriers may appear. Patients can create 
relationships of mutual support with each other that in some 
cases are quite substantial. Nephrology services and nurses should 
explore the possibilities of this capacity for support among equals 
when planning care for these patients [29].

The findings of this study represent contributions that may 
help focus the clinical practice of professionals in nephrology 
services and may help them identify problems that could otherwise 
pass unnoticed or be normalized by professionals in terms of 
their significance. Planning services and interventions for persons 
beginning renal replacement therapy should take into account the 
major impact that self-care has on the lived experience of these 
patients.

Relevance to Clinical Practice
The importance of adherence to treatment and acceptance of 

the disease, self-care, and support from the immediate environment 
of persons in hemodialysis, as well as the creation of support groups 
in waiting rooms or during treatment, have been demonstrated in 
this study.

Good health literacy should be implemented from the early 
stages so that the patient is able to participate in the process 
of decision-making regarding his or her treatment with a real 
awareness of the implications of his decisions; this increases 
acceptance and self-care and improves relationships with health 
care providers. Accurate information regarding transplant waiting 
lists and required tests reduces anxiety, increases confidence in 
health care providers, and improves quality of life.
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