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ABSTRACT ARTICLE HISTORY
Background: Dialysis implies huge changes in patients’ lives. Yet, Received 23 September 2019
there is a need to better understand patients’ experience in the Accepted 12 April 2021
time following dialysis initiation.

Objective: The objective of this study was to investigate patients’ Dialvsis: -

. . . A ialysis; qualitative
experience of dialysis a year aftgr treatment initiation .and the methodology; lexicometry;
associations between patients’ discourse and their anxiety and chronic kidney disease
depression symptoms.

Methods: Twenty two patients (mean age 63.4; 68% men) took part
in a semi-directed interview about their experience with dialysis.
Participants completed the Hospital Anxiety and Depression Scale
(HADS). Interviews were analyzed using a lexicometric analysis.
Results: The analysis generated five classes: experience with
nephrological care, facing loss and family relationships, family
and acceptance, implementation of a new routine and making
sense of the end-stage renal disease experience. Patients’ felt
very passive in their experience with care. They reported the
importance of integrating dialysis in their lives and the role of
family support when facing treatment initiation. Depressed
patients were more likely to describe their nephrological
monitoring very factually and to talk about what they lost with
dialysis initiation.

Conclusion: Dialysis initiation is a hard time for patients during
which they face many challenges. This first year represents a time
of adaptation, in which family seems essential.

KEYWORDS

Introduction

End-stage renal disease (ESRD) is the failure of kidneys to function. In France, around
84,000 patients are living with ESRD and are treated with renal replacement therapy.
Among them, nearly 47,000 are undergoing a life-long treatment: dialysis. The
number of patients treated by dialysis is constantly increasing (Agence de la Bioméde-
cine, 2016; Vigneau et al,, 2017). Two main types of dialysis exist: hemodialysis and
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peritoneal dialysis. In addition to technical differences, these two treatments differ
regarding the frequency, the location and who implements these treatments. Peritoneal
dialysis requires daily treatment cycles whereas hemodialysis takes place every two days.
Moreover, while hemodialysis mostly takes place in dialysis units or hospital centres, per-
itoneal dialysis can be done at home. This implies that patients often carry out peritoneal
dialysis on their own or with help from a family member (Haute Autorité de Santé
[HAS], 2017). Dialysis is a complicated treatment and represents a huge change in
patients’ lives. Besides frequent dialysis sessions usually at least 4 hours 3 times a
week, patients must follow fluid/dietary restrictions, take medications and attend
medical appointments (Molzahn & Butera, 2006). Dialysis patients are more likely to
have a poor quality of life, and to be more anxious and depressed than the general popu-
lation (Cukor, Coplan, Brown, Peterson, & Kimmel, 2008; Fukuhara et al., 2003).
Depressive symptoms are very common at dialysis initiation (Watnick, Kirwin, Mahnen-
smith, & Concato, 2003). Moreover, quality of life at dialysis initiation predicts health
outcomes (e.g. hospitalization) (Lopez Revuelta, Garcia Lopez, de Alvaro Moreno, &
Alonso, 2004). Similarly, depression seems to predict patients’ mortality (Farrokhi,
Abedi, Beyene, Kurdyak, & Jassal, 2014). Some authors argue that depression may be
part of a normative response to ESRD (Rodin, 1994). Nevertheless, high levels of
anxiety appear to be frequent (Yoong et al., 2017).

Several studies have highlighted patients’ feeling of dependence and restriction. The
changes stemming from this treatment imply a search for a ‘new normal’ and the need
to adapt to dialysis (Makaroft, 2012). Patients feel their illness changes their relationships
and affects the social roles they had (Karamanidou, Weinman, & Horne, 2014). Patients
report changes in their family life and guilt when they feel dialysis restricts their families’
activities. ESRD can also impact patients’ close ones, especially their families (Lindsay,
MacGregor, & Fry, 2014b). Psychosocial factors play an important role in patients’
adjustment to ESRD, especially social support (Untas et al., 2011). Emotional support
is linked to autonomy and self-esteem whereas overprotection has opposite effects
(Jansen et al., 2014).

Diagnosis and nephrological care do not seem to affect patients much till the
announcement of dialysis initiation (Desseix, 2011). The start of treatment represents
a shocking event for patients (Schell, Patel, Steinhauser, Ammarell, & Tulsky, 2012).
They lack preparation and report mental and physical challenges facing this new way
of life. In hemodialysis, high mortality rates are observed during the first year of treat-
ment compared to the following years (National Institutes of Health [NIH], 2017; Robin-
son et al., 2014). In addition, this period is marked by changes in employment status and
income (Kim et al., 2017; van Manen et al., 2001). Patients also seem to perceive dialysis
as an illness with its own symptoms and consequences. It represents a biographical dis-
ruption, exposing patients to their mortality (Desseix, 2011). In the study of Gustafsson
et al. (Clarkson & Robinson, 2010; Karamanidou et al., 2014; Makaroff, 2012; Reid,
Seymour, & Jones, 2016; Stringer & Baharani, 2012), patients were interviewed about
their past, present and future with dialysis. They reported a shift from freedom to depen-
dency, the need to adjust to a new life and the transition toward acceptance. However,
this study included patients no matter the time since dialysis initiation.

Several qualitative studies (Clarkson & Robinson, 2010; Karamanidou et al., 2014;
Makaroft, 2012; Reid et al., 2016; Stringer & Baharani, 2012) have investigated patients’
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experience with dialysis in general. They highlighted the feeling of dependence/restric-
tion and the importance of patient-professional relationships (Reid et al., 2016). These
studies dealt with the dialysis experience at large and not specifically on dialysis onset
(Lai, Loh, Mooppil, Krishnan, & Griva, 2012; Monaro, Stewart, & Gullick, 2014; Stringer
& Baharani, 2012). So far, only three qualitative studies focused on this particular period.
The first one showed how this time is marked by loss and grief. Indeed, freedom, auton-
omy and social life are affected by dialysis (Monaro et al., 2014). It used a hermeneutic
method and both patients’ and family members’ interviews were analyzed together. The
other two studies used methods that are not well described. They showed how distress,
social support and treatment-related concerns were prominent in patients’ interviews
(Lai et al., 2012). Moreover, after dialysis initiation few elderly participants still found
their treatment acceptable (Stringer & Baharani, 2012). Although the first year following
dialysis initiation appears to be crucial, literature on the subject is scarce.

Most qualitative studies that have been carried out have used either a form of
content analysis or a method based on phenomenology (Chiaranai, 2016; Karamani-
dou et al., 2014; Reid et al., 2016; Schell et al., 2012; Xhulia et al., 2015). None of
them used a lexicometric analysis. This term refers to computer-assisted methods
allowing ‘formal reorganizations of text sequences and statistical analyses on the voca-
bulary of a text corpus’ (Lebart, Salem, & Berry, 1997). It allows researchers to examine
both the content of participants’ discourse and their wording. Another strength of this
approach is to consider quantitative data in the analysis. This seems interesting con-
sidering the rates of anxiety and depression in this population which could be
related to patients’ discourse.

This qualitative study aimed to investigate patients” experience of dialysis a year after
treatment initiation through a lexicometric analysis. In other words, we wished to explore
this experience through the analysis of speech patterns. We also wanted to investigate the
associations between patients” discourse and anxiety and depression symptoms.

Methods
Sample

Research participants were ESRD patients on dialysis. They were recruited in five French
dialysis units located in the South-West of the country. Inclusion criteria were: having
been treated by dialysis for at least a year (from twelve to fourteen months), being
over 18 years old and speaking French. Patients who had had a renal transplant, a pre-
vious experience of dialysis, or cognitive problems (e.g. disoriented in time/place) were
excluded.

Twenty-two patients took part in this study. Thirteen were on hemodialysis in a hos-
pital centre, 8 were on hemodialysis in satellite units and a patient was on peritoneal
dialysis. Participants ranged in age from 26 to 82 with a mean age of 63.4 years (SD =
16.9), 68% were men, 68% were in a relationship and 77% had at least one child. Regard-
ing their professional status, 59% were retired, 27% were disabled, 14% were employed,
and 5% were looking for a job. Twenty-seven per cent were on a waiting list for renal
transplantation or in the process of being added on a waiting list. Fourty-five per cent
changed dialysis modality/location since its beginning.
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Data collection

This research is part of a larger longitudinal study that included 120 patients starting dialy-
sis. Seventy-five of the initial patients participated to the follow-up about a year after treat-
ment initiation. Then, patients were proposed to take part in a semi-structured interview.
The first 22 participants to accept to take part in the qualitative part of the research were
interviewed. A health psychologist introduced the study to each patient and gave infor-
mation on the goal of the interviews. If the patient agreed to take part in the study, an
informed consent was signed. Socio-demographic and medical information was collected:
age, gender, marital status, professional situation, number of children, education level,
condition of dialysis initiation, dialysis modality, registration on a waiting list for renal
transplantation, change in dialysis modality/location. Patients were also asked to complete
a questionnaire measuring depression and anxiety symptoms. Then, an interview began,
with open-ended questions to encourage participants’ self-expression. The interview items
are available in Box 1. The mean duration of the interviews was 50 minutes.

Box 1. Interview items

1) Pre-dialysis period

2) Adjustement to dialysis

3) Health problems and complications linked to dialysis
4) Changes related to dialysis

5) Medical monitoring

6) Information

7) Future

Depression and anxiety were measured with the Hospital Anxiety and Depression Scale
(HADS) one year after dialysis initiation some days before they were interviewed (Bjel-
land, Dahl, Haug, & Neckelmann, 2002; Zigmond & Snaith, 1983). The French adap-
tation of the questionnaire has good psychometric properties (Razavi, Delvaux,
Farvacques, & Robaye, 1989). It has been validated in a sample of dialysis patients
(Untas et al., 2009). This allowed to categorize patients into two groups: anxious vs.
non-anxious patients and depressed vs. non-depressed patients. The thresholds chosen
to categorize participants’ depression and anxiety scores are: 9+ for the anxiety subscale
and 7+ for the depression subscale (Bjelland et al., 2002).

Ethics statement

At the time of the study having an ethical approval was not mandatory for this type of
research under French law. However, when we conducted our study we:

(1) informed patients of the aims of the study;

(2) made sure participants understood the study, what it implied and wanted to take part
in it;

(3) gave information letter about the study;

(4) informed patients that patients of their right to withdraw from the research, they
were notified that participation was anonymous, and that information was strictly
confidential and would be used solely for scientific purposes;

(5) obtained signed consent forms after approval.
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Data analysis

All twenty-two interviews were transcribed. The whole corpus was 90 pages (62,467
words) long.

We proceeded to an inductive quantitative content analysis. A lexicometric analysis
assisted by Iramuteq (R interface for multidimensional analysis of texts and question-
naires) software was performed on the interviews. This kind of analysis is based on an
automatic analysis of speech providing a quantitative analysis of the data. Iramuteq soft-
ware performs a lemmatization. This process reduces words to their lexical root, named
lemmas (e.g. doing and does become do). Then, the corpus is automatically divided in
Units of Context (UC) based on the number of occurrences (words) and punctuation
(Reinert, 1983, 1990). We used the Alceste method developed by Reinert (Reinert,
1983) to conduct our analysis and executed it with Iramuteq (Ratinaud & Marchand,
2012). A descending hierarchical classification (DHC) classifies UCs into classes accord-
ing to the distribution of words/lemmas. A chi-square indicates the strength of the
association between these lemmas and their class. The DHC also includes a Correspon-
dence Analysis (CA) performed on contingency tables showing UCs crossed with the
classes of the analysis. In this analysis, grammatical words (e.g. articles, pronouns)
were considered supplementary whereas content words (e.g. nouns, verbs) were active.
Active forms contribute to the axes of the CA whereas supplementary forms do not.
Thus, words conveying the sense of the sentences were considered in the construction
of the classes by Iramuteq. The links between classes and function words (words that
express grammatical relationships) were calculated by Iramuteq in a second phase.
Our aim was to identify classes of meaning rather than grammatical classes. Although
LM proceeded to an inductive analysis, results from such method may be influenced
by the research objectives and the researchers’ assumptions and experiences (Thomas,
2006). That is why we wrote a short ‘intellectual equation’ (Paillé & Mucchielli, 2016)
available as a supplementary material. The goal of this equation is to describe the
author’s (LM) influences in the interpretative process (e.g. experiences, theories).
Results were reviewed by the researcher who interviewed the participants (AU) in
order to strengthen our analysis (Creswell & Creswell, 2018). AU assessed and discussed
the analytic process from the raw interviews to the interpretation. She could ask ques-
tions about our analysis to enhance the accuracy of the results. This method allows for
a rigorous analysis of the data without losing the strengths of a qualitative analysis.

Moreover, Iramuteq software allows to consider categorical variables in the analyses.
Thus, age, gender, marital status, professional situation, number of children, education
level, dialysis modality, registration on a waiting list for renal transplantation, change
in dialysis modality/location, depression and anxiety were taken into account in the ana-
lyses. Indeed, the program proceeds to chi-squared associations between these variables
and each class identified. This allowed to encompass the quantitative variables listed
earlier.

In summary, the Reinert method reorganizes the text from its chronological order to
‘lexical worlds’. A lexical world gathers in a same cluster of words, different moments of the
participants’ discourse and thought process as well as different point of views on a similar
subject (Reinert, 1993). They are the most important traces of these perspectives. Lexicometric
analyses rest upon the idea that recurrences are pertinent: the regularity of a phenomenon in
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the discourse is what matters most (Lejeune, 2010). Since our objective was to investigate these
perspectives and patients’ patterns of speech, we opted for the Alceste method to explore our
corpus and investigate participants’ views and ways of expressing them.

Results

The analysis generated five classes encompassing 84% of the corpus. Sixteen per cent of
the corpus could not be attached to any of the five classes. This could be due to our inter-
view grid which allowed participants to talk openly about their experience. The dendro-
gram representing these classes is available in Figure 1.

Class 1: experience with nephrological care

Class 1 encompasses 25% of the classified corpus. It deals with patients’ experience with
their nephrological care before and after dialysis initiation.

‘Nephrologist’ is the word most significantly associated with class 1. Most patients
report a feeling of closeness with their nephrologist due to the frequency of their meet-
ings and the monitoring before dialysis. However, others describe their physicians with
more negative terms. The word ‘nephrologist’ is associated with the words ‘ask/put’ and
‘question’. Questions have an important place within this relationship. Indeed, nephrol-
ogists are both the ones asking questions and the ones patients want to ask questions to.
However, if some of patients’ questions are answered, others are left ignored.

[ 1
Class 1 {25%) Class 2 (21%) Class 3 (20%) Class 4 (14%) Class § (20%)
Experie f nephi I Facing loss, the of Fomily and occeptonce Implementation of @ new life Making sense of the ESAD
| | fomiyreivonshps routing 2 Y| F £xpe
Lexical form Ehi Lexical form Ehi Lexical form Khi® Lexical form [ Lexical form Ehi
| Nephrologist 113,49 To reside 7N Young 24.04 Morning 73.19 Hiness 49,05
| Question 57.18 To find 582 Whatever 32 Hour 5271 Case 4176
| Toask/To put ["paser”)* | 48.02 Calm 341 Husband 19.58 ™ 47.91 Certainly 35.85
| To prick 39.87 To work 2268 son 19.07 Evening 4358 Hetivity 34,04
| Doctor 34.24 Brother 22.20 Start 18.85 Getup 426 Sacial 31e
| Medicine 2757 Mother 20.00 Chaice 17.85 To Loak/To Watch Hope 30.06
| Catheter 2598 Divorce 19.48 Day 17.06 {"regarder”]* 415 Part/in a way 859
| Emergency 257 Office 19.48 Exit 1631 Midday 415 Element 2788
| Kidney 21 Parentsindaw 19.48 To grumble 1631 Injection .81 Pathology 2788
| Manth 7137 Sister 17.68 Daughter/Girl [“fille”)* | 16.26 Tolay/To skeep To confront 2788
| Analysis 27 To divorce 1556 Child 15.75 ["coucher”)* .04 Chance 2639
| Totum 2327 Father 1556 Mistake 15.41 Fatigue 2316 Thing 2385
| Meedie 3078 Cruise 15.56 Time 1453 Minute 19.02 Acceptation 2386
| To dialyse 19.77 Call 1556 Ta get out/To get Day 19.02 Renal 2269
| To manitor 19.73 Countryside 14.62 better {“sortir")" 1384 To connect 1857 Comparison 2153
| Patient 19.4 To pay 14.62 To miss/To lack Dude 17.83 State 2232
| Fistula 182 Middie 1462 ['manquer’)* 133 To bring 175 Mind 049
Ta reassure 133 Return 175
| supplementary form Supplementary farms Normal 133 Todo [very colloquial] | 17.03 Supplementory forms
| Me 30.97 98 1165 In 2621
| They 1371 My 96 Supplementary forms Supplementary forms Even 18.78
| The 1188 At 782 They {feminine form 10.34 4 2455 By/For/Per “par”)* 1832
| Between 1134 | 7.02 &) 931 30 189 Despite 1814
| . Then 649 7 12.46 .
| Voriable Variabie Often 629 Mathing 1051 Variable
| Depressed 14.12 Single 9.58 Dialysls in satellive units 62,35
| Dialysis in hospital centers | 11.59 Female 81 Vaorighle Variable Change in modality 5131
| Mo change in modality 46 Supportive family 5.45 Female 1334 Communicative family | 16.21 Conflict Family 40,03
| Degressed 512 No change in modality | 835 Mot on a waiting list 13.85 Mot depressed 366
Anxious 665 Mo higher education 10.76 Mot anxious 3282
Do not wark 638 Dialysis in hospital B.72 Male 2287
Age =65 | 579 centers 612 On legal stoppage 2241
Mot on a waiting lst 5.08 Mo change in madality | 5.06 On a walting list 1512
Parents (1 to 3 children) 13.28
|_Higher education 58

Figure 1. Results of the descending hierarchical classification (DHC).

*In French, these words can have two meanings, it is indicated within parentheses. N.B.: This table presents the first 17
most strongly associated active forms (p <.001) and supplementary forms (p < .05) in each class as well as the significant
variables associated to them (p < .05).
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They ask you questions [...] there is a relationship which can be very nice with some of them
but others are ... How could I say ... who do not feel concerned at all. (Andre, 70)

When I ask questions they don’t answer, they don’t spend much time with the patient, it
would be normal they spend more time ... (Daryl, 82)

Very few verbs are associated with this class. Apart from ‘ask’, most of the verbs either
describe a passive event (‘turn’, ‘dialyse’) or refer to actions made by the staff (‘put’, ‘turn’,
‘prick’, ‘monitor’). Patients used ‘turn’ to either describe pain or movement in/by the
staff. Interestingly, an indefinite pronoun roughly equivalent to ‘someone’, as well as
‘they’ and ‘me’ is associated with this class. These words are supplementary forms.
Patients seem to feel passive and see professionals as an undefined entity.

They took my blood and I arrived at about 3:30 [...] and at 7:00 I was at the hospital and the
next day I went on dialysis. I didn’t know what was happening. (Bill, 74)

Class 1 was more represented by: patients without children, patients who were dialysing in
hospital centres, who had not changed treatment modality/location and depressed patients.

Class 2: facing loss, the importance of family relationships

Class 2 encompasses 21% of the classified corpus. Words pertaining to family are linked
to this class such as ‘brother’, ‘mother’, ‘parents-in-law’, ‘family’ and ‘relationship’. These
words refer to both the family context within which dialysis is initiated (e.g. ‘divorce’)
and how relationships are transformed following treatment initiation.

My husband is an only son, my son is an only son, you see my family stopped quickly. On
my side of my family we were numerous. When we grow old, it’s like this ... I, who was used
to big families and big dinner parties ... But now I only have one sister, that’s all. (June, 79)

When I need something, bam! It’s done because she [my sister] cares and when she was sick,
well, we helped her. We get along well, we are a very very close family. (Malcolm, 69)

I am divorced, I work part-time and to cope I want to have a transplantation quickly and
find a full-time job. (Julia, 43)

Indeed, for most patients, dialysis rearranged their relationships (e.g. ‘find/meet’,
‘middle’). However, their close ones support them while they face ESRD, sometimes
despite distance. ‘Reside’ brings to light this notion.

I don’t want to find myself sick in the middle of healthy people. (Freddie, 67)

With my family, we didn’t see each other much. But then, with the illness and everything
that happened it kind of brought us together. (Fitzgerald, 30)

Despite the role of family support during this period, dialysis remains something
patients experience alone.

I come here alone, by car. It’s okay, I've spent my whole life [when I was a nurse] telling
patients that what they can do alone, they should do it. (Amy, 56)

In addition to change in relationships, another predominant idea is the sense of loss
following dialysis initiation. ‘Habit’, ‘find/meet’, ‘travel’, ‘holidays’, ‘work’ and ‘office’
highlight that patients feel they cannot do what they could do before (e.g. working).
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Habits they had before dialysis must be changed. Moreover, some patients describe
change in their personality (e.g. ‘calm’).

When I was working, we used to go out as couples, we had barbecues ... We met in the
forest, hiked ... Now it’s over. Some colleagues try to contact me, but I don’t want to.
(Freddie, 67)

Never, never you will find your health again. (Andre, 70)
I used to always have the fidgets, now I am calmer, I read a lot. (Amy, 56)

Contrary to class 1, supplementary forms include T and variations of ‘my’ in French.
Its content is more personalized than that of class 1.

This class is associated with the following characteristics: women, single patients,
without children and depressed patients.

Class 3: family and acceptance

Class 3 encompasses 20% of the classified corpus. It focuses mainly on the consequences
of dialysis and the sense of limitation that comes with it.

As for class 2, many words pertaining to family are linked to this class such as
‘husband’, ‘son’, ‘daughter’ and ‘child’. Family support seems crucial when facing dialysis.
Contrary to the previous class in which the words referred to extended family members,
in class 3 it focuses on nuclear family.

Life is so hard, without my daughter I would stop fighting. Fortunately, I have my husband.
He is amazing. (Kelly, 50)

This support can go both ways. Indeed, ‘reassure’ is associated with this class. It can
refer to reassurance family members provide to patients as well as patients’ perception of
their families’ need for reassurance.

[My son] is a little more reassured but there are times when he’s not well. He’s here every
day at any time of the day. (June, 79)

‘Accept’ is also associated with this class. It can refer to illness acceptance or lack thereof
by the patient and his/her family. ‘Exit’, ‘to get out/to get better’ also highlight this notion.

I’'m under the impression that time has stopped since September. Transplantation I feel like
it’s the exit door. (Amy, 56)

I think [my mother] considers I'm dead, gone. It’s not easy, yeah. She’s a nurse it can seem
... And T think she still hasn’t accepted this situation, that it happens to her daughter.
(Rose, 26)

‘Start’ appears in sentences in which patients describe their experience of dialysis
initiation and how their perspective has changed since then.

It was a little hard at the start because [dialysis] it’s new, but it did not affect me tremen-
dously. You have to adapt. (Colin, 80)

‘Choice’, accept’, ‘first’, ‘whatever’ and ‘normal’ highlight the difficulties for patients to
accept a treatment they have no choice to follow. They report they cannot do ‘whatever’
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they like anymore such as going out, for example. Dialysis and its consequences are not
considered ‘normal’. The time constraints implied by dialysis, represented by ‘day’ and
‘time’, seem especially hard to overcome.

That’s why I say I have the impression to live part-time because during almost half of the
week, we are not living the normal life. (Arthur, 74)

It’s a chore but we accept it yes, because we don’t have a choice but it’s still a terrible con-
straint, every two days ... (Andre, 70)

“To miss/to lack’ is used to describe what lacks in their medical monitoring, what they
miss/lack because of ESRD (e.g. breath, hobbies) or what they do not miss.
Similarly, ‘young’ appears in sentences in which patients describe their younger
years or tell the problems they encounter in their monitoring because they are (not)
young.

She tries to make meals, ah yes we lack this [information on nutrition], we know nothing
about it. Nephrologists don’t talk about it. (Benjamin, 79)

Some people are much younger than me so I am doomed to a very long wait. (Andre, 70)

This class is associated with the following characteristics: women, older patients,
patients who did not work, who never changed dialysis modality/location, who were
not on a waiting list for renal transplantation and anxious patients.

Class 4: implementation of a new life routine

Class 4 encompasses 14% of the classified corpus. It deals with patients” description of
their life routine after dialysis initiation. Words such as ‘morning’, ‘tv’, ‘evening’, ‘get
up’ and ‘go to bed’ appear jointly with ‘injection’, ‘connect’ and ‘machine’. This refers
to the integration of dialysis in patients’ day-to-day life.

If some patients manage to adapt to their treatment, others struggle to find the right
place for dialysis in their lives.

I'like having friends and laughing with them. The four hours go by quickly. [...] Sometimes I
even go cheerfully, we laugh, everyone tells what he/she has been up to. (John, 50)

I’'m never happy in the morning when I go to the dialysis centre. I get up at 5:00 am to go
take the car at 6:30 and I go to sleep at 8:00 or 8:30 pm whereas before I didn’t go to bed
before 11:30. (Kelly, 50)

Another idea of this class relates to the time dialysis takes in their life. ‘Hour’, ‘minute’,
‘morning’ and ‘day’ highlight this notion. Moreover, most supplementary forms are
numbers (e.g. ‘4’, 30°, “7’). They often refer to time periods.

Patients are completely left to themselves. Someone should find a way to pass the time. The
problem is not dialysis per se, it’s those 4 hours that are awful. (Andre, 70)

This class also deals with the difficulties of integrating dialysis in one’s day-to-day life.
‘Tiresome’, ‘have to’ and ‘hard’ show how dialysis can be a burden.

I put up with it that’s all, since I have to. It’s those three days, you feel ... [...] You feel a little
imprisoned. (Nicky, 80)
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This class is associated with the following characteristics: patients who did not pursue
higher education, who were not on a waiting list for transplantation, who did not change
dialysis modality/location and patients dialysing in hospital centres.

Class 5: making sense of the ESRD experience

Class 5 encompasses 20% of the corpus. It deals with patients’ attempt to make sense of
what happened or will happen to them. It is significantly associated with two patients:
Simon and Freddie. Therefore, some elements may not represent the whole sample.

Patients describe their illness, its consequences and their process of making sense of
ESRD. Moreover, words appear to be more formal than in other classes.

‘Even’, ‘despite’, ‘currently’ and a French word roughly equivalent to ‘by/for’ (appear-
ing in sentences like ‘for example ...  or ‘by comparison ...’) are supplementary forms
associated with this class. ‘Certainly’ and ‘example’ are active forms associated with
this class. These UCs, mostly transition words, show how patients connect their experi-
ences. By connecting these events they give sense to what happened to them.

I feel better by comparison to before dialysis, less tired. No, not much has changed
although I stopped working. No, just like before [...] because I avoid talking about dialy-
sis. (John, 50)

Class 5 also includes ‘illness’, ‘case’, ‘life’, ‘state’ and ‘situation’. This class comprises
very few verbs. Patients talk about their illness and what it implies for them. They
explain how they see life since dialysis initiation and how they consider the future.
This interpretation is strengthened by ‘acceptation’ and ‘hope’.

It’s not a dream life. It’s life. And life isn’t always perfect, so you have to accept it like this. I
accept, I have accepted dialysis. I have accepted maybe, I don’t know. (Arthur, 74)

This class encompasses all the variety in patients’ ways to live and describe their
experience with dialysis. Participants talk about how they cope(d) with dialysis and
how they have changed since treatment initiation. Indeed, some report how they
coped thanks to social support or by changing for a treatment option better suited for
them, for example. They also show introspection on their psychological functioning,
some report being inherently optimistic whereas others are not. This process of
making sense also leads to comparisons about how they were before and after treatment
initiation. ESRD made some of them rearrange their relationships, their work life and
some parts of their character in a positive or negative way. Others report not much
changed since dialysis initiation. The common core of this experience is ESRD.

With all the technology we have nowadays, we can cure everything. I can’t believe we can’t
cure an illness ... [...] To my mind, I can’t admit it. (Freddie, 67)

It’s true that it’s a tiring fight [...] You must maintain a certain optimism, even a will to fight.
We can’t give in, we can’t let go. (Simon, 50)

‘Transplantation’ and ‘chance’ show how some patients look to the future, with or
without transplantation. Some consider they are lucky to be on dialysis, to be monitored
and to be in relatively good health. They compare their own experience with their close
others’ facing ESRD or another illness.
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I'm lucky, I still urinate a lot [...]. When I talk about it with other patients, they tell me You,
you still urinate, it is not the same ... You can get away with more. (Robert, 47)

Patients use the word ‘thing’ to describe dialysis and its consequences. It encompasses
things dialysis prevents them to do, things that add up to dialysis and things related to
dialysis.

I’'m becoming grumpy the littlest thing in relation to a situation ... Before and after dialysis,
clearly it changes a little. (Alec, 76)

I knew [...] the start of dialysis would have positive outcomes even if it is something very
hard to bear psychologically speaking. (Simon, 50)

Although ‘acceptation’ belonged to class 5, it is only pronounced 6 times by a single
participant. Therefore, we decided not to include this element in our interpretation. This
class is associated with the following characteristics: men, patients with higher education,
who had children, who were on a legal work stoppage because of ESRD, patients dialysing
in satellite units, who changed dialysis modality/location, who were on a waiting list for
renal transplantation and non-depressed and non-anxious patients.

Links between classes

The CA graphic representation is presented in Figure 2. Classes 2, 3 and 4 overlap each
other revealing that loss, routine and acceptance (or lack thereof) are linked. We could
hypothesize that every class of this group interacts with the other. Acceptance depends
on the existence of loss and the implementation of a routine and vice versa. These
three classes oppose classes 1 and 5 on the first axis. This factor represents a continuum
from illness life (how patients think and experience ESRD) to life with the illness (how
patients incorporate their disease in their life).

Class 1 opposes class 5 on the second axis. Class 1 focuses on the description of their
monitoring and highlights a feeling of passiveness. Class 5, however, illustrates how
patients make sense of their experience and how they think/feel about ESRD. This axis
represents a continuum from a depersonalized description of facts to introspection.

Discussion

This study allowed to shed light on the experience of dialysis patients a year after treat-
ment initiation. Until now, few studies have focused on this crucial period (Chilcot et al.,
2013; Lai et al.,, 2012; Monaro et al., 2014; Stringer & Baharani, 2012). Previous studies
showed that freedom and autonomy were very prominent themes in patients’ interviews.
Our research showed that patients confronted to treatment initiation address similar sub-
jects to patients who have been on dialysis for a longer time (Makaroff, 2012). However,
we also highlighted how patients encounter very specific challenges in the period follow-
ing treatment initiation. Indeed, family, illness acceptation and adaptation are very
central in patients’ experience in the time following dialysis initiation. The Alceste analy-
sis allows to take into account quantitative variables, as it has been done in similar studies
(Bucci & Vanheule, 2018; Lelorain, Tessier, Florin, & Bonnaud-Antignac, 2012).
However, these results should be read with caution as this is an exploratory method to
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Figure 2. Schematic representation of the CFA.

investigate this kind of association. Depressed patients were more likely to talk about
what they lost with dialysis initiation and to describe their nephrological monitoring
very factually. Indeed, previous research has shown that depressed patients use more
impersonal and truncated sentences than healthy controls (Trifu, Nemes, Bodea-
Hategan, & Cozman, 2017).

Our analysis encompassed 84% of the whole corpus. Although no official threshold
exists to quantify a satisfying classification in lexicometric analysis, this percentage
could be considered a very satisfying one. Indeed, among recent studies using a
similar procedure (i.e. interviews) the percentage of classified UC ranged from 60% to
74% (Bucci & Vanheule, 2018; Denoual, Dargentas, Roudaut, Balez, & Sizun, 2016;
Guzman-Osorio, Chavez-Vallejo, Monzerrat Silvat, Parrello, & Ioro, 2017; Moscato &
Varescon, 2018). We first underlined that patients do not seem to feel as actors of
their own health. This hypothesis was reflected by the way participants told their experi-
ence. This result is in line with previous studies that reported a feeling of losing person-
hood within the clinical world and an asymmetry in power within patient-professional
relationships (Lindsay et al., 2014; Reid et al., 2016). Its presence as a significant class
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in our analysis could be due to the questions we asked patients about their monitoring.
However, it provides interesting information about patients’ care experience. The first
year of dialysis is characterized by a shift in monitoring. Indeed, patients reported that
nephrologists did not spend much time with them. This contrasts with their monitoring
before the start of dialysis. This class is associated with patients dialysing in centres. In
these centres, patients see a nephrologist every dialysis session often for a very short
time (due to the number of patients the nephrologist has to see during a dialysis
session). As numerous nephrologists work there, patients have to adjust to a main
follow-up change which turns from a specific one with a same nephrologist (who they
may know for years) before dialysis to a frequent but short follow-up during dialysis
with several nephrologists. This observation seems important considering less patient-
nephrologist contacts is associated with lower patient satisfaction and nephrologists
concern for patients is among the most important aspects of care for patients (Plantinga
et al., 2004; Rubin et al., 1997).

The second class highlighted patients’ experience of loss and the role family plays in
the adaptation to this new life. It is associated with depressed patients. The sense of
loss that comes with treatment initiation could be associated with depression symp-
toms. Professionals should pay attention to this kind of content in patients’ speech.
Previous studies reported the burden of the limitations induced by dialysis (e.g.
travel) (Karamanidou et al., 2014; Reid et al, 2016). Surprisingly, the dietary and
fluid restrictions that go with dialysis did not appear in this analysis unlike in other
studies (Lai et al., 2012; Palmer et al., 2015). Moreover, first-person singular pronouns
are associated with the two classes (Class 1 and 2) linked to depression symptoms. This
is congruent with previous research on the linguistic specificities of depressed patients’
language (Edwards & Holtzman, 2017).

The third class shows how accepting a treatment patients have no choice to follow is a
challenge both for patients and their families. Indeed, the treatment also affects families’
well-being, especially in the beginning of dialysis (Monaro et al., 2014). This class is
associated with anxious patients. We can hypothesize that the acceptance process is a
source of anxiety and that patients need reassurance. Interestingly, family has a note-
worthy place in two themes. This could indicate the important role family takes
during this time, especially family support which seems crucial when facing treatment
initiation. Patients perceive their families support them but also that this transition
affects those close to them who, in turn, need support. Class 2 and 3 highlight how
loss and acceptation are important elements of the experience following treatment
initiation. It is interesting to notice that they are both associated with women which
suggest that family may be a particularly important part of women’s experience with
ESRD.

The fourth class encompasses descriptions of the new routine patients must
implement and how this rhythm can be hard to find. Adjustment to life on dialysis,
although quite specific to the beginning of treatment, is an ongoing process as changes
in health are encountered (Reid et al., 2016). Our results are congruent with previous
studies. The ‘abnormal normalcy’ of ESRD was highlighted in a previous literature
review (Makaroff, 2012). The themes we identified reflect this search for normalcy by
implementing a new life routine, facing loss and moving toward acceptance.
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Finally, we interpreted the fifth class as an attempt to make sense of ESRD. It was
associated with patients with higher education and who may be more active in their
care (e.g. who changed dialysis modality/location) compared to others. Previous
research has shown that people from a higher social class are more likely to speak
about their experience and to engage in self-reflection (Radley, 2002). This class
encompasses patients’ different ways to think and feel about ESRD. It brings to
light how making sense of the illness and coping with it is a very individual
process. The commonality between all these various experiences is ESRD. However,
this class was mainly represented by two individuals. It may highlight that this reflec-
tion is not shared by every participant. Since patients can have trouble perceiving a
positive future with dialysis following treatment initiation (Monaro et al.,, 2014), it
could make this process harder to handle.

The classes identified in the analysis interact with one another. Class 2, 3 and 4 rep-
resent how patients consider and face this new way of life. Their links show patients’
grieving process regarding ESRD. As for the opposition between class 1 and 5, they high-
light a continuum between a factual description of their care to an introspection regard-
ing how they think and feel about their illness. While this first class is associated with
several participants, class 5 is not. This could show how patients’ view of care has a pre-
dominant place in their overall experience with ESRD. It seems shared among several
participants whereas introspection may not be a common process among patients or
might be difficult to express or talk about in a single research interview.

This research comprises two main limitations. First, only one patient on peritoneal
dialysis participated in this study. Therefore, the results presented mainly reflect patients
on hemodialysis. Future research might investigate the differences in patients’ speech
according to their dialysis modality. Second, some classes may have appeared because
of our interview items, in particular the first class. However, our analysis allowed us to
draw interesting conclusions on how patients talk about their experience.

In conclusion, this study showed that, a year after dialysis initiation, patients face chal-
lenges like those of patients who have been on dialysis for a longer time. However, they
have a specific experience linked to the beginning of their treatment. Indeed, we noticed
that illness acceptance, adaptation and family are predominant elements in patients’
interviews. Although decision regret is rare (7-8%), patients who report family
influence on their RRT choice also report greater regret (Berkhout-Byrne et al., 2017;
Gilman et al,, 2017; Tan, Teo, Finkelstein, & Meng, 2019). This could indicate more
conflictual family relations, which has been linked to patients’ mental health (Untas,
Rascle, Idier, Lasseur, & Combe, 2012). On the other hand, supportive families could
help the illness acceptance process. These results highlight the importance of caring
for patients during this period.

Regarding practice implications, the first year following dialysis initiation appears to
be a time of adaptation for patients. Thus, they may need particular attention regarding
their informational (e.g. regarding monitoring) and emotional needs. This could help
support their acceptation process. Furthermore, family should be taken into account
in patients’ monitoring, especially following treatment initiation considering the
crucial role they have. Family members may also face specific difficulties that should
be addressed. Moreover, health professionals should be attentive to patients talking reg-
ularly about loss (e.g. things they cannot do anymore) and passiveness. This may be a
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sign of emotional difficulties. Moreover, results showed that their experience with care
was linked with a feeling of passiveness and could be associated with depression symp-
toms. Therefore, it seems especially important to empower patients to be actors of their
own health.

Lexicometric analysis appears to be a rich method to study patients’ speech. Indeed, it
allows to investigate both what participants are talking about and how they are telling
their experience. Future research could use this method to investigate patients” experi-
ence of ESRD before and following dialysis initiation to better understand patients’
difficulties and needs.
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