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ABSTRACT

Background. While peritoneal dialysis (PD) can offer patients

more independence and flexibility compared with in-center he-

modialysis, managing the ongoing and technically demanding

regimen can impose a burden on patients and caregivers.

Patient empowerment can strengthen capacity for self-
management and improve treatment outcomes. We aimed to
describe patients’ and caregivers’ perspectives on the meaning
and role of patient empowerment in PD.

Methods. Adult patients receiving PD (n =81) and their care-
givers (n = 45), purposively sampled from nine dialysis units in
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Australia, Hong Kong and the USA, participated in 14 focus
groups. Transcripts were thematically analyzed.

Results. We identified six themes: lacking clarity for self-
management (limited understanding of rationale behind neces-
sary restrictions, muddled by conflicting information); PD regi-
men restricting flexibility and freedom (burden in budgeting
time, confined to be close to home); strength with supportive
relationships (gaining reassurance with practical assistance,
comforted by considerate health professionals, supported by
family and friends); defying constraints (reclaiming the day,
undeterred by treatment, refusing to be defined by illness);
regaining lost vitality (enabling physical functioning, restoring
energy for life participation); and personal growth through ad-
justment (building resilience and enabling positive outlook,
accepting the dialysis regimen).

Conclusions. Understanding the rationale behind lifestyle
restrictions, practical assistance and family support in man-
aging PD promoted patient empowerment, whereas being
constrained in time and capacity for life participation out-
side the home undermined it. Education, counseling and
strategies to minimize the disruption and burden of PD
may enhance satisfaction and outcomes in patients requir-
ing PD.

Keywords: chronic kidney disease, patient empowerment,
peritoneal dialysis, quality of life

INTRODUCTION

Peritoneal dialysis (PD) can offer patients with end-stage kidney
disease increased flexibility, independence and freedom com-
pared with in-center hemodialysis (HD) [1-3]. While all patients
undergo training when first commencing PD, the regimen can be
demanding as patients must manage the ongoing daily technical
responsibility of PD, and remain constantly vigilant in minimiz-
ing the risk of complications, such as infection [4]. The treatment
burden of PD can disrupt patients” lifestyles and impair their
quality of life, treatment satisfaction and outcomes [5].

Given the active role of patients receiving PD in their daily
responsibilities for the treatment, greater emphasis on a
strengths-based approach is warranted. This approach identi-
fies and cultivates the individual’s attributes to maintain con-
trol, build resilience and strengthen capacity for self-
management [6]. One specific attribute is patient empower-
ment, defined as a process that enables patients to gain greater
control over their health and lives, and involves building the
knowledge and skills necessary for person-centered care [7-9].

In chronic kidney disease (CKD), interventions targeting patient
empowerment have improved quality of life in predialysis patients
[10], medication adherence in transplant recipients [11], and blood
pressure, quality of life and interdialytic weight gain in patients on
HD [12-15]. However, little is known about the meaning and role
of empowerment from the perspectives of patients treated with PD.
This study aimed to describe patients’ and caregivers’ perceptions,
attitudes and experiences of patient empowerment in managing PD
and to inform ways to strengthen support for patients receiving PD,
thereby helping to improve their outcomes.

1950

KEY LEARNING POINTS

What is already known about this subject?

* Given the active role of patients receiving peritoneal
dialysis (PD) in their dailyresponsibilitiesforthetreat-
ment, managing the technically demanding regimen
can impose a burden on patients and caregivers.

* Patient empowerment, defined as a process that ena-
bles patients to gain greater control over their health
andlives, can strengthen capacity for self-management
and improve treatment outcomes.

» However, little is known about the meaning and role
of patient empowerment from the perspectives of
patients treated with PD.

What this study adds?

* Lack of understanding of the clinical rationale behind
lifestyle restrictions, receiving conflicting advice, being
restrained in time and capacity for meaningful and
necessary life activities outside the home setting con-
strained patients’ control over lifestyle and under-
mined their feelings of empowerment.

* Regular practical training and the support of family
and clinicians in managing PD enabled and equipped
patients to problem-solve and manage the PD regi-
men, accept and routinize PD into daily living, and
disentangle their personal identity from their treat-
ment and chronic kidney disease.

What impact this may have on practice or policy?

* Education which increases patients’ overall health lit-
eracy and knowledge of PD self-management would
encourage more informed and shared decision-mak-
ing, particularly when concerning decisions around
potential regimen restrictions on patients’ meaningful
and necessary life activities.

Clinicians can support patients in developing and im-

proving skills in doing PD, beyond the initial training

period, and help build the confidence and ability of
patients to problem-solve, for example if they en-
counter technical complications.

* By prioritizing the flexibility of PD regimen schedules
and providing patients with practical strategies en-
abling them to dialyze safely outside the home set-
ting, clinicians can help patients to effectively manage
and integrate PD around their daily tasks and priori-
ties and enhance treatment outcomes and
satisfaction.

MATERIALS AND METHODS

This focus group study was conducted as part of the
Standardized Outcomes in Nephrology-Peritoneal Dialysis
Initiative [16]. The data used and reported in this study were fo-
cused on patient empowerment in the management of PD. We
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used the Consolidated Criteria for Reporting Qualitative
Research to report this study [17].

Participant selection and recruitment

Patients and caregivers were recruited from nine dialysis
units in Australia (Sydney, Melbourne and Brisbane), Hong
Kong (Hong Kong) and the USA (Los Angeles). Participants
were eligible if they were >18 years, able to give informed con-
sent and English-speaking (or Spanish-speaking in the USA).
Purposive sampling was used to include a diverse sample with a
wide range of demographic (e.g. age, sex) and clinical character-
istics [e.g. PD modality including continuous ambulatory PD
(CAPD), automated PD (APD), dialysis vintage, complications]
that were relevant to the research question. We monitored par-
ticipant characteristics during data collection and targeted re-
cruitment to ensure that we captured all the relevant
demographic and clinical characteristics as was possible.
Participants received a reimbursement equivalent to $50 US in
the local currency for travel expenses. Ethics approvals were
obtained from the ethics committees of each of the participating
sites.

Data collection

Two-hour focus groups were conducted from March to
September 2017. One investigator (K.E.M. or A.T.-P.) facili-
tated the groups, which were held in meeting rooms external to
the hospital, while a second investigator (K.E.M. or A.T.-P.)
recorded field notes on group dynamics and interactions during
the session. The question guide is provided in Supplementary
data, Table S1. Groups were convened until data saturation oc-
curred and all were audio recorded and transcribed verbatim.

Data analysis

All transcripts were entered into HyperRESEARCH software
(version 4.0.1). Using thematic analysis and some principles
from grounded theory [18], A.B. inductively coded the tran-
scripts line by line to generate codes from the data and identify
concepts related to participants’ attitudes, beliefs and experien-
ces of empowerment in managing PD. Similar concepts were
grouped into themes and subthemes. The themes were dis-
cussed and revised with feedback from A.T.-P., KEM.,, J.LS.
and Y.C.,, who ensured the full range and breadth of the data
had been captured with researcher triangulation. We developed
a thematic schema to demonstrate the conceptual links among
themes (Figure 1).

RESULTS
Participant characteristics

In total, 81 patients and 45 caregivers participated across the
14 focus groups (Table 1), with each group consisting of 6-12
participants. Thirteen groups were conducted in English lan-
guage and one group was conducted in Spanish language.
Participants’ ages ranged from 18 to 84 years (mean 54; SD 15)
and 63 (50%) were female. Of the patients, 35 (47%) were on
CAPD, 40 (53%) were on APD and most (78%) had been re-
ceiving PD for <4years. Of the caregivers, 29 (64%) were

Patient empowerment in PD

spouses, 6 (13%) were parents, 6 (13%) were siblings, 2 (5%)
were children and 2 (5%) were other family members.

Themes

We identified six themes: lacking clarity for self-
management, PD regimen restricting flexibility and freedom,
strength with supportive relationships, defying constraints,
regaining lost vitality and personal growth through adjustment.
The following section describes the respective subthemes with
supporting quotations for each subtheme presented in Table 2.
A thematic schema depicting the relationships between the sub-
themes is provided in Figure 1.

Lacking clarity for self-management

Limited understanding of rationale behind necessary
restrictions.  Some participants were uncertain about the ra-
tionale for the frequency and constant need to do PD. They
wanted more ‘education about the toxicity in our body’ and its
effects on their health if they missed a PD exchange. They felt
clinicians should explain the reason when introducing changes
to their PD regimen (such as adding another daily exchange)
and how it would improve their health, particularly if it restricts
their lifestyle and reduces their time off from dialysis. Others
felt frustrated when advised by their clinicians to refrain from
exercise and playing sports, and wanted to know ‘why’ instead
of just being told ‘you can’t do that’. Some patients wanted
more information about different medication options so they
could be more actively involved in decision-making.

Muddled by conflicting information. Some patients with
comorbidities struggled with multiple and, sometimes, conflict-
ing recommendations from different specialists. For example, a
patient found it ‘confusing’ when the dietitian introduced food
restrictions that conflicted with advice from their endocrinolo-
gist. Another patient reported that a nurse gave different
instructions than the doctor about how much fluid to remove
during PD and felt perplexed. Some patients also felt unsure
when they heard that other patients had received different ad-
vice (e.g. consumption of bananas) to what they had been
given.

PD regimen restricting flexibility and freedom

Burden in budgeting time. Some patients described feeling
weary and deprived of time in having to structure their lives
around PD. For some, the ongoing nature of PD meant they
could not ‘just go out and not think about the time’ and ‘every
time must be budgeted’. They always had to ‘backward plan’ be-
fore considering social commitments to account for the PD
preparation, dialysis and cleanup. Particularly for those on
CAPD, the regimen was ‘fully encompassing’ and meant that
they had to stop activities ‘halfway’, including social outings, or
had to leave work during the day to do PD. Some patients who
switched from CAPD to APD indicated they became less wor-
ried about time and experienced fewer interruptions.

Confined to be close to home. Some patients felt that the
PD regimen was inflexible and meant they were unable to leave
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PD regimen restricting
flexibility and freedom

* Burden in budgeting time
» Confined to be close
to home

Personal growth
through adjustment
* Building resilience and
enabling positive outlook

Strength with
supportive relationships

» Gaining reassurance
with practical assistance
» Comforted by considerate
health professionals
* Supported by friends
and family

Defying constraints

* Reclaiming the day

» Undeterred by
treatment

* Refusing to be

defined by illness

Lacking clarity for
self-management

* Limited understanding
of rationale behind
necessary restrictions
» Muddled by conflicting
information

Regaining lost vitality

» Enabling physical
functioning

* Accepting the dialysis
regimen

----- ® Minimizes
— Enables

* Restoring energy for
life participation

FIGURE 1: Thematic schema. Some patients felt that inconsistent and limited insight into the clinical rationale behind necessary restrictions
and being constrained in time and capacity for life participation by PD were threats to freedom and empowerment. However, these impacts
were minimized by practical and emotional support of their health professionals, family and friends, which helped facilitate empowered self-
management. Some patients adapted the PD regimens around life priorities and learned to accept the treatment. Experiencing restored energy
attributed to PD helped them participate in meaningful and necessary life activities.

the house for an extended period of time. Since they could not
‘go away from home too far, too long’ and could only ‘go as far
as four hours and then come back’, some felt confined to their
home and this inability to travel was considered by younger
patients in particular as the ‘biggest thing’. For some female
patients and caregivers, it was particularly distressing as they
were ‘staying home, seeing everybody going, working’ and de-
scribed it as ‘like living in a cage house’.

Strength with supportive relationships

Gaining reassurance with practical assistance. Some
patients who believed they received comprehensive and sus-
tained practical training in PD by health professionals felt more
prepared and able to prevent infection and manage complica-
tions. Some patients had nurses set up their PD equipment at
home and felt reassured if they were able to immediately con-
tact a nurse by telephone when they encountered a problem at
home, for example when they ‘run out’ of bags. Particularly for
some patients on CAPD, regular training enabled them to be-
come ‘very comfortable’ with following their PD regimen as

1952

necessary and to feel equipped with ‘tricks’ and contingency
plans for ‘emergency situations’.

Comforted by considerate health professionals. Feeling
acknowledged and supported by health professionals who in-
quired into their well-being helped patients raise and discuss
their problems with PD. For some patients, this support helped
them become comfortable and confident in doing their PD
alone at home, and they would leave the dialysis unit believing
‘everything is going to be good’.

Supported by family and friends. Having family members
who were actively involved in managing PD provided some re-
lief for patients. Their assistance with tasks, such as reminders
to take medications or preparing dialysis bags, helped some
patients feel less ‘alone’ when dialyzing. Patients with friends
who were mindful of the demands of PD and adapted social ac-
tivities around their dialysis schedule enabled them to maintain
social participation.

A.Baumgart et al.



Table 1. Participant characteristics (n = 126)

Characteristics Australia, n = 64
Patient 40 (62)
Caregiver/family member 24 (38)
Sex
Female 27 (42)
Male 37 (58)
Age, years
18-39 10 (16)
40-59 25 (39)
60-79 27 (42)
80-89 2 (3)
Race/ethnicity
Asian 11 (17)
White 32 (50)
Hispanic/Latino 1(2)
African American 0 (0)
Other® 20 (31)
Highest level of education
University degree 16 (26)
Diploma/certificate 21 (34)
Secondary school: Year 12 10 (16)
Secondary school: Year 10 14 (22)
Primary school 1(2)
Employment status
Retired/pensioner 29 (46)
Not employed 13 (20)
Full time 11 (17)
Part time/casual 9 (14)
Other” 2(3)
Marital status
Married/partner 46 (73)
Single 9 (14)
Divorced/separated 6 (10)
Widowed 2(3)
Type of PD*
CAPD 16 (44)
APD 20 (56)
Time on PD,® years
<1 13 (34)
1-3 22 (58)
4-6 2 (5)
7-10 1(3)
Prior renal replacement therapy*
In-center HD 4 (10)
Home HD 4 (10)
Kidney transplant (living donor) 4 (10)
Kidney transplant (deceased donor) 1(3)
Multiple (HD and transplant) 1(3)
None 25 (64)

USA n =30 Hong Kong, n = 32 All, n =126
18 (60) 23 (72) 81 (64)
12 (40) 9 (28) 45 (36)
20 (67) 16 (50) 63 (50)
10 (33) 16 (50) 63 (50)
11 (38) 3(9) 24 (19)
14 (48) 16 (50) 55 (44)
4 (14) 13 (41) 44 (35)

0 (0) 0 (0) 2(2)
13) 29 (91) 41 (33)
1(3) 1(3) 34 (27)
18 (60) 0 (0) 19 (15)
8 (27) 0 (0) 8 (6)
2(7) 2 (6) 24 (19)
12 (43) 15 (47) 43 (35)
0 (0) 2 (6) 23 (19)
7 (25) 11 (34) 28 (23)
5 (18) 4(13) 23 (19)
4(14) 0 (0) 5 (4)
3 (10) 13 (41) 45 (36)
13 (43) 4(12) 30 (24)
4(13) 8 (25) 23 (18)
5(17) 6 (19) 20 (16)
5(17) 1(3) 8 (6)
15 (53) 24 (75) 85 (69)
8 (29) 6 (19) 23 (19)
3(11) 0 (0) 9(7)
2(7) 2 (6) 6 (5)
10 (62) 14 (61) 50 (53)
6 (38) 9 (39) 35 (47)
1(6) 7 (30) 21 (27)
7 (44) 10 (44) 39 (51)
6 (38) 5(22) 13 (17)
2(12) 1(4) 4(5)
7 (41) 2(9) 13 (17)
3(18) 2(9) 9 (12)
1(6) 0 (0) 5(6)
1(6) 1(5) 3(4)
1(6) 1(5) 3(4)
4(23) 16 (72) 45 (57)

Values are given as 7 (%). Numbers may not total (n = 64, n =30, n =32, N=126) due to nonresponse.
“Includes European, Indian, Aboriginal or Torres Strait Islander, Middle Eastern, Pacific Islander and mixed ethnicities.

“Includes volunteers, students, self-employed and unspecified.

“For patients only. Numbers may not total (n =40, n =18, n=23, n=_81) due to nonresponse.

Defying constraints

Reclaiming the day. Patients on APD expressed that they
had greater control during the day compared with patients on
CAPD. With the whole day ‘free’, patients felt they were able to
successfully ‘do the dialysis and do your life as well’. This
dialysis-free time allowed patients more freedom to ‘have a life’
and engage in meaningful activities during the day such as so-
cializing with others and working. This led some patients to feel
‘just like a normal person’ in the day time.

Patient empowerment in PD

Undeterred by treatment. Some patients and caregivers in-
dicated they refused to let their dialysis ‘control’ or ‘stop’ them
from engaging in activities in which they wanted to participate.
These included playing sports, socializing with friends and trav-
elling. Some used strategies to dialyze outside the home (e.g.
car) or adjusted their dialysis times around their own schedule.
One patient explained, ‘T did bags in airport toilets, I did bags in
cars, I did bags whilst travelling between customs check
through’.
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Table 2. Selected illustrative quotations

Quotations
Lacking clarity for self-management
Limited understanding of ra- Educate us on the drugs, also. Because there are different drugs. She might take a different drug than I do, and
tionale behind necessary that drug is working for her, so I can say it to my doctor, and ask them, what do you think about me taking
restrictions this drug instead of the drug that I'm already on? (F, patient, 40s, APD, Los Angeles)

I want to know the physics, the mechanics behind why it’s going to damage this, and if I'm going to get hurt . ..
that’s what I need to know. So then I understand. Not just tell me ‘you can’t do that’. Why? (M, patient, 50s,
APD, Sydney)

Muddled by conflicting The dietitian for my kidney says you can’t do this and you can’t do that, and I say hang on, I'm a diabetic. I
information say this and you say that, which is right and which is wrong? So it’s confusing, I mean, one dietitian says you
do this, another one says that, and they conflict. (M, patient, 70s, CAPD, Brisbane)

But you get conflicting advice, like [other patient] was saying, banana is bad for you, but my doctor says take
more banana, because of the potassium. So, I'd like a better guideline of how much of these to take. (F, patient,
60s, CAPD, Sydney)

Restricted flexibility and freedom in doing dialysis regimen
Burden in budgeting time Before, I can go out whenever I want. But now I have to schedule every day. The only thing is that I have no
time anymore for everything. Every time must be budgeted. (F, patient, 70s, CAPD, Hong Kong)

It’s a real pain in the arse to have to stop everything and go and sit down for twenty minutes and do the bag
and empty the bag and cut up the box and you think I've got better things to do. (M, patient, 50s, CAPD,
Brisbane)

Confined to be close to home The only problem is that I want to plan some vacations far away. 'm not that free to move far away to an-
other state or another country for vacations. For me that’s the biggest thing. (M, patient, 30s, APD, Los
Angeles)

I was working. I've been working for how many years? And just for two years I am not working, so it could be
affecting me, staying home, seeing everybody going, working, and 'm at home and staying there doing my di-
alysis and things like that . .. It’s like you have to stay home, you have to do this. (F, patient, 30s, APD,

Sydney)
Strength with supportive relationships
Gaining reassurance with When I first started, as soon as something little would go wrong I’d ring them straight away . .. 'm like ‘oh
practical assistance my God, what do I do now?’ I felt really bad, but they were lovely about it. (F, patient, 30s, APD, Brisbane)

I made the trip with no hassle whatsoever. The people in the center, they have got lots of tricks up their sleeve,
like you know, when you’re doing travelling you find yourself in all sorts of situations. Doing an exchange
may be something you need to take care of, but the setting is not something that you can choose, so they gave
me a couple of tricks up my sleeve. (M, patient, 50s, APD, Melbourne)

Comforted by considerate What’s important to me is the relationship with the PD unit, like all the nurses are really compassionate and

health professionals really get to know me. They sort of help me along through the journey. (F, patient, 30s, APD, Brisbane)

I found her very helpful, and we discussed a number of options and really went through it. That eased me into
it, because I guess we were all a little bit worried about it. (M, patient, 70s, CAPD, Brisbane)

Supported by family and Realizing that you have to do it yourself, like when you’re not feeling well and then you have to take on all

friends this information, and remember all these things and all these steps, and it can be a bit overwhelming. Just hav-
ing all that information put on you. The good thing was that he came in with me and seeing how it was done,
I think you were there too, yeah. It was good to have them there as well so that I didn’t feel like I was doing it
alone. (F, patient, 30s, APD, Brisbane)

So they know I have to be back home or I can’t stay out, if I'm going somewhere in the morning or whatever.
So they all work with me, and everybody is just like, it is what it is. (F, patient, 40s, CAPD, Los Angeles)

Defying constraints

Reclaiming the day Since you're sleeping while your machine is on at night—I do the automated—I'm done as soon as I wake up,
and make sure the hours are taken care of. Then I'm free to go about my day just like I regularly did before.
So there’s really no change in my activities during the day, basically. (F, patient, 60s, APD, Los Angeles)

In day time he’s just like a normal person and does anything he likes. (F, caregiver, 50s, Hong Kong)

Undeterred by treatment Well, I'm starting to get back into life. It restricted me for a while, but I've gotten used to carrying around a
bag and a knapsack, and I just go off and do whatever I got to do, so 'm getting, getting mobilized again. (M,
patient, 70s, CAPD, Brisbane)

We try not to let the dialysis control us, you know. I say forget about the time, you do it whenever, as a family
together we go out, but we come back up on the time. We don’t lose the time, but we just, six hours away
from the machine, and in that time, that is where we find to put what we want to do as a family. (F, caregiver,
50s, Sydney)

Refusing to be defined by Most people don’t even know I'm on dialysis unless I tell them. Because I don’t feel like it’s a big deal to me.

illness (F, patient, 40s, CAPD, Los Angeles)

When I'm doing PD I don’t feel like I'm being a patient, I'm doing it at home. I made it such that even at home,
it doesn’t look like a hospital, you know. I just put my boxes into my garage. (M, patient, 50s, APD,
Melbourne)

Regaining lost vitality

Continued
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Table 2. Continued

Theme Quotations

Enabling physical functioning

It’s good that I had this procedure. With this I will admit feeling good. I can eat better now. Before I lost my

appetite; I cannot eat, I became very thin. I lost my weight ... I cannot walk . .. I feel so bad . .. I feel so tired.
But now it’s okay. I walk. (F, patient, 70s, CAPD, Hong Kong)

First of all I thank God and the doctors. I had been swollen for about three years, I couldn’t walk, and I ended in
the hospital and I thank God again and the doctors that are helping me and I feel fine now. [translated] (M,

patient, 40s, CAPD, Los Angeles)
Since she’s been on dialysis, at least it’s given her a bit of pep in her step again nowadays. I can see, from my
point of view, she was going downhill rapidly until the diagnosis. At least now we can get out and enjoy the

Restoring energy for life
participation

grandkids. (M, caregiver, 70s, Melbourne)

To me dialysis is like a second opportunity. My happiness is that my children took me to the little cars last
weekend. We went and I could enjoy my children and my granddaughter . .. I had a great time, I enjoyed like
a little child, like if T was reborn. [translated] (F, patient, 40s, APD, Los Angeles)

Personal growth through adjustment
Building resilience and en-
abling positive outlook

As crazy as it may sound, I feel like being on dialysis really pushed me more in life, of becoming independent.
Though dealing with my personal issues, my self-issues, it really helped me. It made me see life better by being

on dialysis, it’s crazy but that’s how it made me. (F, patient, 20s, CAPD, Los Angeles)

PD really hasn’t changed my life, or it has, it'’s made me happier, because I've made decisions because of it, be-
cause I didn’t want to die. With the lifestyle I had when I got diagnosed and started, I thought oh sh*t I'm dy-
ing. If 'm going to die, I'm not going to die of this here, ’'m not going to die doing this, ’'m going to do this,
I'm going to do this before I die. (F, patient, 50s, CAPD, Melbourne)

Accepting the dialysis regimen

The hardest is acceptance . .. I used to think that I wasn’t going to do dialysis. I didn’t want to do that. ‘Why

would I want a life where I'm going to be slave to a machine?’ I had to be in treatment to accept that it is life
changing. I think we all should go through that. [translated] (M, patient, 30s, CAPD, Los Angeles)

I guess the senses came back, you know? Senses came back, and I realized that PD is, you know, to me, now my
attitude is different. My attitude is like, 'm doing PD is just like taking pills in the morning. It’s just another
set of pills, so I just take it. (M, patient, 50s, APD, Melbourne)

Refusing to be defined by illness. Some patients, particu-
larly in Australia and the USA, felt ‘normal” and not like a ‘pa-
tient’, and did not want CKD or PD to encroach on their
identity. Some said that their friends and family were not aware
of their dialysis and that they ‘don’t have to know’. A caregiver
also reiterated that patients should remember that ‘you’re not
just your illness’.

Regaining lost vitality

Enabling physical functioning. For some older patients,
the health gains from commencing PD enabled them to partici-
pate in more physical activities than before. Several patients
who had previously been unable to walk ‘within ten steps’ or
who felt ‘dizzy’ and ‘so tired’ during physical activity found that
after PD, they were able to walk for extended periods of time.

Restoring energy for life participation. For some patients,
PD led to an increase in energy, which allowed greater partici-
pation in meaningful activities. For these patients, this meant
having more time with their family or being able to do more
household duties prior to commencing dialysis.

Personal growth through adjustment

Building resilience and enabling positive outlook. Some
patients, particularly those from Australia and the USA, be-
lieved that being able to manage the challenges of PD made
them ‘a stronger person’ and ‘pushed’ them more in life. For
others, a ‘happy attitude’ was most important to them in addi-
tion to believing that their ‘dialysis is not going to defeat’ them.
Some patients also believed that PD changed their life for the

Patient empowerment in PD

better, by helping them ‘see life better’, set priorities and by giv-
ing them a ‘second chance at life’.

Accepting the dialysis regimen. Some patients explained
that they had to overcome preconceived fears or concerns about
dialysis to learn to live with PD. For some, their expectations of
dialysis were more distressing or ‘scary’ than the reality they en-
countered. For others, they gradually became ‘used to the new
form of living’ or ‘routine’ and now described dialysis as a task
similar to ‘cleaning your teeth’.

DISCUSSION

Patients and caregivers believed that lack of understanding of
the rationale for lifestyle restrictions imposed by PD and the
inconsistencies in the information given by their different spe-
cialists compromised their motivation and ability to manage
PD. This also interfered with their capacity to engage in collabo-
rative dialog and make shared decisions about their PD regimen
with their healthcare providers. Some patients felt that the unre-
mitting and onerous demands of their PD regimens meant that
they had to remain close to home, which diminished their con-
trol over their lifestyles. The schedule of PD exchanges and life-
style restrictions constrained their opportunities for life
participation. However, continuous practical training with
medical and emotional support from health professionals and
family support enabled and equipped patients to problem-solve
and manage their technically demanding regimens. Some
adapted their dialysis schedules so they could engage in mean-
ingful life activities. They felt empowered when they disen-
tangled their personal identity from CKD and PD, experienced
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improvement in physical function and energy, and learned to
accept and routinize PD into daily living.

Some differences in perspectives were apparent, particularly
according to dialysis modality, comorbidities, age, sex and
country of residence. Those on CAPD tended to experience
greater interruption to life activities, while patients on APD
were less conscious of the time and felt more ‘free’ in the day-
time. Previous research has also found that patients on CAPD
had less time to engage in meaningful life activities than those
on APD [19]. Patients with more comorbidities in particular
felt they received conflicting information from different special-
ists. Younger patients struggled with having to be close to home
as it limited their ability to travel. Patients and caregivers from
focus groups in Australia and the USA felt it was important to
delineate their individual identity from their illness and PD
regimens.

A systematic review similarly found that patients on PD de-
velop a sense of empowerment with increasing confidence in
their self-management, successful problem solving and negoti-
ating lifestyle restrictions, while lack of information and limita-
tions on social activities left them feeling overwhelmed and
without control [20]. Patients on PD in other studies also iden-
tified emotional and practical support from health professionals
and family, flexibility, ongoing education and acceptance of
personal responsibility as being critical in supporting self-
management [3, 21-23]. This study also suggests that, by resist-
ing lifestyle restrictions imposed by the PD regimen and sepa-
rating their personal identity from illness, patients felt a greater
sense of control and had improved positive attitude.

A conceptual analysis of patient empowerment in a hospital
context described empowerment as an enabling process of
growth and self-determination, which is supported by effective
and considerate dialog, capacity building and active partner-
ship, and results in increased quality of life, self-efficacy, sense
of mastery, coping skills and shared decision-making [7]. Our
study supported the critical role that knowledge and dialog
have in enabling self-management, control over lifestyle and
improved quality of life, and further suggests that overcoming
challenges associated with CKD and PD could foster resilience
and personal growth.

Our findings have implications for clinical care in terms of
education, training and developing strategies to minimize life
disruption and improve life participation of patients. Education
that increases patients’ overall health literacy and knowledge of
PD self-management would encourage more informed and
shared decision-making, particularly when concerning deci-
sions around potential regimen restrictions on patients’ mean-
ingful and necessary life activities. Knowledge is a frequent
component of empowerment interventions in the CKD popula-
tion and has been shown to help improve health-related quality
of life [10], medication adherence [11] and blood pressure [13].
Nurses can support patients in developing and improving skills
in doing PD, beyond the initial training period, and help build
the confidence and ability of patients to problem-solve, for ex-
ample if they encounter technical complications. For example, a
previous study found a retraining intervention reduced the inci-
dence of peritonitis in patients on PD and others found
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increased training and assistance from health professionals may
improve self-management [24-28]. By prioritizing the flexibil-
ity of PD regimen schedules and providing patients with practi-
cal strategies enabling them to dialyze safely outside the home
setting, clinicians can help patients to effectively manage and
integrate PD around their daily tasks and priorities.

A systematic review found that patient empowerment inter-
ventions across health conditions that included practical skill
training and action planning were more likely to be more effec-
tive than others that included knowledge alone [29]. Patient
empowerment interventions may have potential to improve
motivation, control over lifestyle and confidence in patients on
PD, and we suggest that this is an area that requires further evi-
dence. Specifically, a trial of interventions that increase flexibil-
ity of PD prescriptions (such as an intermittent day off) on
patients” treatment outcomes and satisfaction may be relevant.
However, such interventions may need to be individualized as
patients have different capacities and needs [3, 8, 22, 30].
Different populations may also require tailored approaches. For
example, older patients on PD may find in-person support
groups more beneficial than digital health programs [11],
whereas patients on PD living in rural and remote locations
may benefit more from telemedicine than in-person support
groups in distant locations [31]. Assisted PD, where practical
support for all or part of the dialysis exchange is provided by
another person, for example, a nurse or family member, may
improve patient outcomes and satisfaction compared with in-
center HD [32, 33]. The policies and availability of assisted PD
varies across the participating countries. Hong Kong has imple-
mented a ‘PD first’ policy where PD solutions are fully subsi-
dized by the government yet the cost of an assistant (typically a
family member, domestic helper or a nursing home assistant) is
self-funded, with the exception of nursing home assistants who
are already included in nursing home accomodation costs [34].
In Australia and the USA, assisted PD is less readily available
unless funded or provided by the patient’s family [35, 36]. Data
were not collected on the proportion of participants receiving
assisted PD in this study. While patients and caregivers had
similar perspectives of the meaning and role of patient empow-
erment, further research could focus on the caregivers” experi-
ences and perspectives of their own sense of empowerment in
PD and identify any specific needs for support for caregivers.

Our multinational study conducted in three countries and in
two languages provided diverse and in-depth insights into pa-
tient empowerment from patients receiving PD and their care-
givers. We achieved data saturation and used researcher
triangulation to ensure that themes reflected the depth and
breadth of the data. However, there are some potential limita-
tions. Patients and caregivers came from many different PD
centers with varying practices around training, psychosocial
support and tailoring of PD prescription. We conducted the
majority of focus groups with English-speaking participants
with the exception of one Spanish-speaking group, so the trans-
ferability of findings in other countries with different healthcare
systems and cultures is uncertain, particularly in low-to-
middle-income countries, where patients may experience more
socioeconomic barriers that may impact on access to and self-
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management of PD. As patients and caregivers participated in
focus groups together, we recognize that it is possible that par-
ticipants may have censored some information from the person
known to them who was present in the same group.

Being overwhelmed and uncertain because of lack of knowl-
edge or receiving conflicting advice, and being restrained in
time and capacity for meaningful and necessary life activities
outside the home contributed to the loss of control over
lifestyle, confidence and physical and emotional capacity to
manage PD. Patients emphasized that understanding the
clinical rationale underpinning lifestyle restrictions, having
ongoing practical training and receiving the support of family
in managing their technically demanding treatment regimens
strengthened their sense of empowerment. Some learned to
adapt to and routinize the PD schedule in an effort to maintain
personal freedom and autonomy. Education and counseling
that improve health literacy, knowledge, practical skills,
problem-solving and time-management may improve informed
and shared decision-making, acceptance of PD, opportunities
for life participation, treatment satisfaction and outcomes in
patients and their families.

SUPPLEMENTARY DATA

Supplementary data are available at ndt online.
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