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Abstract
Background: People with end-stage kidney disease can either pursue conservative (palliative) management or kidney 
replacement therapy. Although transplant is preferred, there is a limited number of organs available rendering the majority 
of patients treated with some form of dialysis. Hemodialysis and peritoneal dialysis are equivalent regarding clinical outcomes, 
but peritoneal dialysis is much less costly to provide. Peritoneal dialysis is most often done in the home by the patient or 
a support person and carries a self-care burden on patients and families. Social support is important for patients receiving 
peritoneal dialysis and in sustaining peritoneal dialysis therapy. Few studies have comprehensively explored social support 
in the context of peritoneal dialysis.
Objective: To explore how patients, family members, and nurses view social support.
Design: Qualitative, descriptive study.
Setting: An outpatient peritoneal dialysis clinic in Western Canada.
Participants: Patients, family members, and nurses.
Methods: Patients (n = 15), family members (n = 6), and nurses (n = 11) were interviewed between January and May 
2018. Content analysis was undertaken using 4 attributes of social support (ie, emotional support, instrumental support, 
informational support, and appraisal support) as an analytic framework.
Results: Themes related to the 4 attributes of social support were identified: addressing emotional needs and managing 
emotion (emotional support); peritoneal dialysis tasks and life tasks (instrumental support); accessing information, receiving 
information, and learning (informational support); and affirmation/external reassurance and self-confidence (appraisal 
support). The social support needs of both patients and family members varied and were dependent on their existing support 
networks and individual perspectives of support.
Limitations: It is possible that some of the study findings were gender-bound as well as context-specific. The study findings 
could be different if the patient and caregiver sample were more balanced based on sex. There are also unique attributes of 
each peritoneal dialysis program that may impact the transferability of these findings to other practice settings.
Conclusion: Home-based peritoneal dialysis has potential benefit to patients and health care systems. However, receiving 
peritoneal dialysis requires support. If health care providers wish to promote this treatment, they must also understand how 
to best support patients and their family members.
Trial Registration: Not applicable.

Abrégé 
Contexte: Les patients atteints d’insuffisance rénale terminale sont appelés à suivre un traitement conservateur (palliatif) 
ou une thérapie de remplacement rénal. Bien que la transplantation demeure préférable, le nombre d’organes disponibles 
contraint la majorité des patients à suivre des traitements de dialyse. Sur le plan des résultats cliniques, l’hémodialyse (HD) 
et la dialyse péritonéale (DP) sont équivalentes, mais cette dernière se révèle beaucoup moins coûteuse. La DP, souvent 
pratiquée à domicile par le patient ou une personne-aidante, impose toutefois un important fardeau au patient et à ses 
proches. Le soutien social est donc essentiel pour les patients traités par DP et pour soutenir cette thérapie essentielle. Peu 
d’études se sont penchées sur l’accompagnement des patients recevant des traitements de dialyse péritonéale.
Objectif: Connaître les perceptions des patients, de leurs proches et d’infirmières à l’égard du soutien social.
Type d’étude: Étude qualitative et descriptive.
Cadre: Une clinique de dialyse péritonéale ambulatoire de l’Ouest canadien.
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What was known before

•• Peritoneal dialysis (PD) carries a self-care burden on 
patients and families.

•• Social support is important for patients receiving PD 
and in sustaining PD therapy.

What this adds

•• Social support encompasses many elements that need 
to be incorporated into care to create a holistically 
supportive environment for patients on PD.

•• The social support needs of both patients and family 
members on PD vary.

•• Health care providers must be clear about what “sup-
port” entails and the breadth of support needs for 
patients on PD.

Introduction

People with end-stage kidney disease can either pursue 
conservative (palliative) management or kidney replacement 

therapy (kidney transplantation, hemodialysis, or peritoneal 
dialysis). Although transplant is preferred, there is a limited 
number of organs available rendering the majority of 
patients treated with some form of dialysis. Hemodialysis 
and peritoneal dialysis (PD) are equivalent regarding clinical 
outcomes,1 but PD is much less costly to provide.2 Some 
authors have reported that receiving PD renders higher 
patient satisfaction3 and patient autonomy than hemodialysis.4 
However, PD carries a self-care burden on patients and fami-
lies. Social support may not only impact PD sustainability 
but also improve the PD experience. Unfortunately, little 
work has been done to characterize the social support needs 
of patients receiving PD.

Background

Social support is broadly defined as “assistance and protec-
tion given to others.”5 Having social support has been associ-
ated with improved psychological and physiological health,6 
and plays an integral role in the self-management of complex 
chronic diseases.7 House8 defined the 4 attributes of social 
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Participants: Les patients, leurs proches et des infirmières.
Méthodologie: Les patients (n = 15), leurs proches (n = 6) et des infirmières (n = 11) ont été questionnés entre janvier et 
mai 2018. Quatre types de soutien social (soutien affectif, instrumental ou informationnel et services d’évaluation) ont servi 
de cadre à l’analyse de contenu.
Résultats: Des thèmes relatifs à chacun des types de soutien social ont été définis: réponse aux besoins émotionnels et 
gestion des émotions (soutien affectif); tâches liées à la vie quotidienne et à la dialyse péritonéale (soutien instrumental); accès 
à l’information, obtention de l’information et apprentissage (soutien informationnel); affirmation, réconfort et confiance en 
soi (services d’évaluation). Les besoins d’accompagnement des patients et de leurs proches étaient variables et dépendaient 
de leurs réseaux d’aide actuels et de leurs perspectives individuelles.
Limites: Il est possible que certains résultats soient liés au sexe ou au contexte des patients. Les résultats pourraient 
différer avec un rapport hommes-femmes plus équilibré dans les échantillons de patients et de soignants. Aussi, chaque 
programme de DP présente des caractéristiques uniques pouvant avoir une incidence sur la transférabilité des résultats dans 
d’autres contextes de pratique.
Conclusion: La dialyse péritonéale à domicile présente des avantages pour les patients et les systèmes de santé. La pratique 
de cette modalité requiert cependant du soutien. Si les fournisseurs de soins souhaitent promouvoir la DP auprès de leurs 
patients, ils devront également comprendre comment offrir le meilleur accompagnement possible aux prestataires et à leurs 
familles.
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support. Emotional support involves “providing empathy, 
caring, love and trust” (p. 24); instrumental support involves 
“instrumental (practical) behaviors that directly help the per-
son in need” (p. 25); informational support entails “provid-
ing a person with information that . . . (they) can use in 
coping with personal and environmental problems” (p. 25); 
and appraisal support is the “transmission of information” (p. 
25) by someone which is, in turn, used for self-evaluation. 
Although variations of these definitions have been offered 
over time, these variations have occurred based on the con-
text in which they have been studied.9

As the number of patients with kidney failure rises,10 
many kidney programs are implementing strategies to 
increase the use of comparatively less costly home kidney 
replacement therapies such as PD.11 Social support is 
important for patients receiving PD,12,13 and in sustaining 
PD therapy.14 Patients who undergo PD value “the control, 
independence, self-efficacy, and social freedom attribut-
able to it” (p. 885).13

Given that PD is largely a self-managed therapy and 
social support is a modifiable factor associated with its suc-
cess, it is imperative that an in-depth exploration of the role 
of social support be undertaken. Thus, we aimed to explore 
how patients, family members, and nurses from a PD clinic 
in Western Canada view social support. This outpatient 
clinic serves approximately 240 patients who reside primar-
ily in an urban center and surrounding rural areas. Patients 
and caregivers are taught by registered nursing staff to inde-
pendently perform the PD therapy at home. This clinic also 
has a home care–assisted PD program, with capacity of up 
to 18 patients, where a health care provider will perform the 
daily dialysis set up and take down if the patient and/or fam-
ily is unable.

Methods

Design

We used a qualitative descriptive design15 to comprehen-
sively explore the role of social support as viewed by patients 
receiving PD, their family members, and nurses. Qualitative 
description was used to examine and describe people’s per-
ceptions without any expectation of theorizing.16,17

Sample Participants

Participants were recruited through the use of an intermedi-
ary (the PD nurse clinician) who called eligible participants 
who had previously agreed to be contacted for research pur-
poses to inform them about the study. Seventy-eight poten-
tial patients were informed about the study, of which 15 
called a dedicated research line and agreed to participate. 

Convenience sampling was used to include patients with a 
variety of characteristics (eg, differing ages, both sexes) and 
experiences (eg, current patients on PD, those who had 
transferred from PD to hemodialysis). Family members of 
participating patients, licensed practical nurses that support 
the home care–assisted PD program, and registered nurses 
working in the PD clinic were also interviewed. Nurses were 
recruited by having the same intermediary send them an 
e-mail with the study information. All participants were 
English speaking and >18 years of age. Potential partici-
pants were not asked to participate if they had a cognitive 
deficit. Recruitment continued until data saturation occurred, 
or no new data were revealed.18

Data Collection

Recruitment and data collection took place between January 
and May 2018 using telephone-based,19 individual inter-
views (patients, family members, and home care–assisted 
PD program nurse) and 2 focus groups (n = 6; n = 4) with 
PD nurses. Focus groups, as opposed to interviews, were 
used with PD nurses to enable their participation during their 
work shift. The primary author (D.E.F.) conducted all inter-
views and focus groups. Demographic data were gathered 
from all participants. Data collection took place using semi-
structured interview techniques with open-ended questions. 
Individual interviews lasted 30 to 60 minutes and focus 
groups lasted approximately 1 hour. The primary interview 
questions remained consistent over the course of the study; 
however, probing and follow-up questions changed over 
time as themes began to emerge. Primary interview ques-
tions encompassed the 4 attributes of support. Sample ques-
tions included the following: (1) How do your support people 
help you with the things you need to do in a week?; (2) How 
do your support people help you to find information about 
your illness, or the things you need?; (3) In what ways do 
your support people help you emotionally?; and (4) In what 
way do you come away feeling after you talk to your support 
people?. These questions were altered to align with the indi-
vidual participant (eg, from the patient, family member, or 
nursing perspective).

Data Analysis

Interviews and focus groups were digitally recorded, then 
transcribed verbatim by a transcriptionist who signed a con-
fidentiality agreement. The transcripts were not returned to 
the participants for approval. Content analysis was the over-
arching approach used to analyze the data.20 The analysis 
was undertaken not based on examining differences between 
or similarities across patients, family members, and nurses. 
Rather, the analysis was focused on what elements of support 



4 Canadian Journal of Kidney Health and Disease

were important across the group spectrum. The primary 
author (D.E.F.) and senior author (K.M.K.-S.) were respon-
sible for the initial coding and theme generation. No data 
software was used for analysis or organizational purposes. 
First, transcripts were read and organized. A combination of 
inductive and deductive coding was used, with the compo-
nents of emotional, instrumental, informational, and appraisal 
support (the 4 known attributes of social support) as a 
guiding framework for analysis. Patterns within the coding 
framework were identified and recorded using a color-coded 
system and written memos. Labels were assigned to the 
emerging patterns, then the patterns were grouped into 
themes and subthemes. A codebook was developed to orga-
nize themes and their definitions. Findings were then repre-
sented in the form of a synthesis of themes and subthemes 
based on the guiding framework and the collective descrip-
tions of patients, family members, and nurses.

Rigor

Interviews continued until data saturation occurred to 
enhance transferability (eg, external validity, generalizabil-
ity) of results.21 The research team was comprised of meth-
odological and PD content experts who were involved 
throughout the research process, in interview question devel-
opment, and theme generation. Careful probing was used 
during the interviews to obtain rich and comprehensive 
data.18 Rigorous data analysis occurred using a team approach 
and consensus building enhanced internal validity (findings 
are characteristics of the variables under study).21

Findings

The majority of patient participants were men, whereas the 
majority of family members were women (Table 1). The 
majority of nurses were women and had worked with patients 
receiving PD for a median of 10 years (Table 2).

Emotional Support

Two themes were associated with emotional support. One 
was “addressing emotional needs” and the other was “man-
aging emotion.” Addressing emotional needs encompassed 

ensuring the patient’s emotional needs were identified, while 
managing emotion referred to how emotional needs were 
identified and attended to.

Addressing emotional needs. Addressing emotional needs 
was important for the majority of participants, and many 
felt that more focus could be placed on this element of care. 
One patient said, “I’ve got absolutely no complaints at all 
about the medical treatment I’ve received and the profes-
sionalism . . . Yet nobody in over 3 years . . . has said ‘Well, 
how are you?’” Another patient spoke of how she wished 
for more emotional support from her health care provider. 
She said,

Their (providers’) purpose is instrumental and the emotional 
support is incidental. Nobody ever talked to me and . . . (asked) 
“How does it feel to live with something that you know if you 
don’t follow this therapy, you will die?” . . . “What’s that like for 
you?”

It was important that the emotional needs of not only the 
person receiving PD but also their family be addressed. One 
wife said, “There are things (that need) to be asked, you 
know . . . ‘As a support person, how are you doing? Are you 
doing okay?’”

Some participants placed less emphasis on others address-
ing their emotional needs as they felt they could ask for assis-
tance when necessary. One patient said, “I’m not sure if I’ve 
needed emotional support. I mean . . . I look at what’s going 
on with my health as, kind of as an adventure . . . ”

The importance of how and by whom emotional support 
was addressed was also identified. Some nursing staff felt 
that patients may get the majority of their emotional support 
from family, and given their time-constraints, would at times, 

Table 1. Demographic Characteristics of Patients and Family Members.

Patients (n = 15) Family members (n = 6)

Male (%) 11 (73%) 2 (33%)
Median age (IQR) 70 (47-82 years) 68 (42-73 years)
Median time PD (IQR) 24 (11-37 months)a 13 (11-24 months)b

Note. IQR = interquartile range; PD = peritoneal dialysis.
aMedian time receiving PD.
bMedian time caring for a patient receiving PD.

Table 2. Demographic Characteristics of Nurses.

Nurses (n = 11)

Male (%) 1 (9%)
Median years in nursing (IQR) 25 (13-39)
Median years in peritoneal dialysis (IQR) 10 (6-13)

Note. IQR = interquartile range.
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prioritize clinical care over emotional care. One nurse said, 
“I think the family gives more emotional support than the 
staff . . . (However), I think those patients whose spouses or 
children are providing the dialysis . . . the nurse is the biggest 
support for the caregivers.”

Nurses identified that they are in an ideal position to pro-
vide emotional support. One said,

We’re the ones that are there every day to support (the patient) 
. . . having us there to provide that help was incredibly good for 
(the patient’s) emotional support . . . some of these people don’t 
have anyone on a daily basis.

How others asked “the question” was also important; one 
family member identified how difficult it was to respond to 
others’ questions, in the face of having a “terrible” situation:

They always ask me “How is he?,” ‘How’s he doing?’ . . . So 
what do I say? . . . Like what do you say when somebody is on 
dialysis? There’s nothing to say!

Managing emotion. Having kidney disease and receiving 
dialysis brought negative emotions from both patients and 
family members including depression, fear, anxiety, worry, 
and feeling overwhelmed. One patient recalled, “When I was 
first diagnosed with this disease, I was so down that I, could 
not think of anything but why, why, why?” A man expressed 
great concern about his wife when he said, “I don’t know, I 
try to be with her all time the best I can but it’s hard for her 
sometimes. It’s hard for me too . . . I hate to leave her alone.”

Patients talked about the different ways they managed 
these emotions including religious activities, talking to coun-
selors, and having other people in their social network “be 
there” for them. A patient spoke about the influence his par-
ents had on his outlook. He said, “They basically helped me 
believe in myself and believe there is a higher power from 
what I thought.” Another patient identified the benefits of 
seeing a counselor. She said, “(The therapist) helps with, the 
emotional and mental state of dealing with chronic illness . . . 
I’m just seeing her just to keep . . . my mental health in 
check.”

Instrumental Support

There were 2 major tasks that required instrumental support: 
PD tasks and life tasks. PD tasks included setting up or 
undertaking the PD therapy and life tasks included domestic 
duties such as house and yard work.

PD tasks
PD therapy. The majority of patients and family members 

spoke about the need for help with PD therapy (eg, dialysis 
set up and take down, assistance with dialysate bag selec-
tion and therapy management). The amount of PD therapy 

support received varied, where certain patients required full 
support and others needed only small amounts of support 
(eg, PD dressing changes). One patient described all that his 
wife did for him. He said, “She gets the machines ready, she 
disposes of bags, she orders all my medication . . . I would 
sink without her.” A wife described a small, but necessary 
task that she provided for her husband. She said, “When he 
showers he has trouble changing the dressing for his catheter 
and I do that all the time for him.”

Supply management. Supply management included order-
ing supplies, picking up supplies from the clinic, and mov-
ing supplies. Many patients and family members spoke 
about the supply delivery method and how beneficial it was 
to have someone move the supplies for them. Some partici-
pants identified they lived in confined spaces and needed 
to be resourceful to organize their supplies. They often felt 
overwhelmed by the amount of supplies and medicalization 
of their home. Some participants identified the challenges 
of being home for supply delivery if working or if they had 
appointments. One wife described a situation when there was 
some confusion about where supplies should be left. She 
said, “All of those boxes (were left) out on the front step. 
And they, they weigh a lot . . . I know because I moved a lot 
of them . . . he (husband) couldn’t even help me.”

Problem-solving. There was great variability in the amount 
of complications or concerns that patients and family mem-
bers identified, and in the knowledge and confidence that 
participants had in being able to troubleshoot independently. 
One wife identified,

If (my husband) had any problems during the night and the 
machine was not functioning correctly I got up and you know, 
either figured it out myself . . . or I read the manual and if I couldn’t 
(fix the problem, I called the support line) to get instruction.

A patient described his ability to independently problem 
solve. He said,

I’ve learned a lot about my body. And, and I know for instance 
that if, if my blood pressure is high then there’s one or two 
things it’s likely to be, I don’t even phone the PD clinic about 
that, I just remedy the situation.

Some patients and family members identified that issues 
would often occur when the clinic was closed, meaning that 
they would need to call support lines. Although most issues 
were solved, some participants identified that success depended 
on who was on the other end of the telephone. One wife 
described her experience:

Well everything goes wrong on the weekend . . . It never goes 
wrong during the work week, it’s always on a Friday night or 
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something . . . So we persevere . . . You can phone . . . (the 
support line) and maybe you’ll get a good person that’s smart 
enough to help you understand what you’re talking about.

Transportation. Many patients required support with 
transportation, whether it be driving back and forth to 
appointments, picking up medications/supplies, or going 
for blood work. Rural-living patients, in particular, reported 
high transportation costs, and limited services available for 
transportation. There were limited options for any patient 
who could not drive or did not have a family member or 
friend available to drive them. Taxicabs are expensive in this 
city. Patients felt that public transportation was often not an 
option as they may not have the energy or feel well enough 
to use it. One nurse identified that accessible transportation 
services for people unable to use public transit, is inconve-
nient for many patients. She described, “They give you like 
a 5 hour window so they’ll pick you up but then you may be 
driving three other spots before you actually get where you 
wanna go.”

Recreational travel. A few patients spoke of the benefits 
of using PD as it made travel easier. However, it was clear 
that there were travel challenges. For example, one patient 
was concerned that the dialysis machine would be difficult 
to lift on the plane (“Yeah, you can travel, but can you lift 
the machine?”), while another identified that airport person-
nel did not always appreciate the need for medical supplies 
and extra care for the safety of the machine. It was clear 
that assistance and understanding were required from oth-
ers (including airport workers) when traveling. Regardless 
of these problems, some patients still felt the ability to travel 
was a positive attribute of PD.

Support with supplementary medical tasks. Patients and 
family members also spoke about the different ways they 
assisted or received assistance with PD related tasks, not 
necessarily related to the PD set up itself. These included 
organizing medications; booking, managing and attend-
ing appointments; and maintenance of the PD environment 
including cleaning. One son said,

I was managing . . . what kind of medicine she needed and where 
to get it from . . . (Then) I was thinking, if someone don’t have 
this kind of support, it will be a challenge . . .

One family member talked about the importance of being 
available during the dialysis therapy. He said, “You know, 
once she’s on she’s tied down . . . (If she thinks ‘oh I forgot 
this’) she can’t just run and get it, so she just hollers at me.”

Life tasks
Domestic duties. The majority of patients talked about the 

many life-related tasks with which they required support. 
These included cooking and grocery shopping, assistance 
with yard work, and cleaning. Support was often needed 
for food preparation including learning the kidney diet and 

cooking kidney friendly meals. One wife spoke of how she 
did many of the domestic tasks prior to her husband starting 
PD, while other family members discussed how their roles 
changed once PD was initiated. One patient spoke about the 
changing needs. She said,

I can’t vacuum anymore, I just can’t do it. I can do the rug, then 
I have to sit down . . . I can load my dishwasher but if I try to 
unload it, I almost pass out into it. And that’s just, you know, part 
of the disease.

One nurse identified that PD takes a great time commit-
ment. She identified that even well, independent patients, 
who might be working outside the home, may be challenged 
to find the time to undertake their PD and perform their regu-
lar life-related tasks without support.

Financial. Financial concerns were identified by some 
patients. These included concerns about inability to work, as 
well as costs such as parking at medical appointments. One 
patient shared, “When I was doing the training, they gave me 
a parking pass. Now, I don’t get the parking pass, I have to 
pay for the parking and it’s expensive.”

These concerns were stressful, and some patients felt that 
they needed to borrow money or rely on others for financial 
support. A few participants spoke about how financial con-
cerns were difficult to discuss with health care providers. 
One patient said,

Like you’re asking a little too much because it’s like you know, 
we’re taking care of your life, you, you’re asking about money? 
You know, so it’s not a question I was comfortable asking, or 
would’ve been comfortable asking about.

Those that had no financial concerns spoke of ways that 
they were either able to pay for services to make life-related 
tasks easier, while others wished there were more offered 
supports available to assist in this area. One participant spoke 
of being able to pay for a grocery delivery system that eased 
the burden of having to grocery shop and cook. She said, 
“You pick a few recipes, they have all the ingredients that 
they deliver to your house and then you just cook the meal. 
So we’ve been trying that and that’s actually more helpful.”

Informational Support

Providing information to participants was influenced by 3 
main factors: how participants accessed information, how 
they received information, and mechanisms of learning.

Accessing information. Patients and family members accessed 
information through a variety of means: clinic/health care 
provider, online, industry, counselors, and support groups. 
One patient simply said, “I pick up a lot of reading . . . any-
thing about kidney, . . . I read it.” Participants also spoke 
about “double checking” information received elsewhere 
(eg, dosing of medications) with the kidney clinic staff.
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Receiving information. Some participants felt the information 
available to them met their learning needs, whereas others 
did not. Participants wanted to receive honest and factual 
information and it was important that information was not 
distorted. One patient described,

I don’t like sugar coating . . . I’ve had this disease for like 16 
years of my life and I know it’s eventually gonna kill me. I just, 
I want all the gory details as far as it’s going to, for that person 
to tell me. I’d rather know than just stay in the dark.

Patients and family members felt it was important for 
information to be personalized, rather than receiving gener-
alized information. One participant spoke of this process as a 
conversation based on his individual needs. He said,

Getting information for me is not just a straightforward answer, 
yes or no, it’s just more less a conversation of you know, here’s 
. . . what I’m asking right now and there’s some details that need 
to be exchanged to make the answer a little different.

A few patients and family members spoke of being reluc-
tant learners or at times being too overwhelmed or feeling 
too unwell to receive or retain information. One patient said, 
“My experience was that the nurses were very reliant on me 
to describe my symptoms . . . And you know, brain fog is 
such a huge part of this disease that sometimes I needed that 
guided interview.”

Nurses spoke about how they would write information 
down for patients and deliver information in different ways 
in order for them to receive it appropriately. One nurse 
described this saying,

You may have somebody who is very by the book and will 
follow step 1B after 1A, but . . . you might have somebody that 
jumps around, and as much as possible . . . I’ll try and work with 
that . . . I think it must be patient driven.

Availability. Some patients and family members felt it was 
important for health care providers to be available to pro-
vide information in a timely manner and when needed. One 
patient felt that scheduled appointments were particularly 
important as they provided dedicated time to the patient, 
instead of impromptu phone calls where the nurse may be 
rushed. It was also important to have informational resources 
available when needed. One patient talked about her experi-
ence of missing information. She said, “That was a piece of 
information that I missed in my training was what exercises 
would’ve been useful to maintain . . . as much abdominal 
strength as I could in a safe way.”

Timing. Some patients and family members felt that they 
received too much information at the beginning and offering 
information in smaller, spread out sessions would be optimal. 
One wife described the importance of this timing, stating,

I almost was overwhelmed with the amount of information that 
I got right at the beginning . . . but I know that’s important so I 

don’t know if there’s any way that you could sort of break it in a 
little bit more gently for some people.

Although spreading out information delivery was impor-
tant, patients and family members generally wanted informa-
tion given to them prior to an event happening, so they could 
feel prepared. Yet, some could feel overwhelmed by it all. 
One wife talked about how she received all the information 
and training initially and delivered this information gradu-
ally to her husband over time. She said, “You have to have 
somebody with the patient to help him at the beginning and 
then pass the information slowly to him.”

Learning
Teaching/mentoring. Teaching was an important element 

of the learning process for patients, family members, and 
nurses. One patient identified the importance of how infor-
mation was conveyed. He said, “They might’ve went to 
school for it, but they just don’t know how to come out and 
exactly tell you what you’re doin’ wrong.”

Nurses spoke about enabling the patient or family mem-
ber to lead their learning by identifying what they want or 
need to know at the time. One nurse spoke of this process 
saying, “Like having them kinda lead the way because . . . 
maybe what we’re thinking isn’t what they’re thinking. And 
if there’s a disconnect, you’ve sorta lost them the rest of the 
training.”

A few patients also spoke of the benefits of peer mentor-
ship. These patients wanted to receive information and talk 
to people that had been through similar experiences to help 
contextualize or solidify their own learning.

Learning environment. The learning environment was 
important for some patients and family members as they felt 
that learning in the clinic where all supplies and support were 
available, did not mirror their home environment. A few par-
ticipants thought it would be helpful to have a health care 
provider come to their home initially to assist them to set up 
and ensure that they were comfortable performing the proce-
dure in their own environment. One patient said,

I think it would be better even if they did . . . a home visit even 
once or twice to just show you exactly what to do . . . Not that 
they don’t do it in the clinic, but the clinic and home are two 
different environments.

Appraisal Support

There were 2 ways in which patients received information 
that was useful for self-evaluation. The first was receiving 
affirmation and external reassurance which provided comfort 
to the patient. The second was confidence building through 
various means including providing encouragement.

Affirmation/external reassurance. Many patients and family 
members received affirmation which helped them feel reas-
sured and relieved. This reassurance came from a variety of 



8 Canadian Journal of Kidney Health and Disease

sources, including the clinic’s multidisciplinary team, fam-
ily, and their faith. One patient said, “I prayed and God gave 
me the assurance that everything was gonna be okay. And 
I’ve had peace with it ever since.”

Affirmation and reassurance also enabled patients and 
family members to feel more settled and made it easier to 
make decisions. One family member said,

We were very, very nervous about . . . the whole situation 
because you’re relying on a machine at home . . . we’re not 
medical people, . . . but they were very comforting, . . . they 
would not let you go or do anything . . . if you weren’t 
comfortable or did not understand.

One patient acknowledged the challenge that it must be 
for health care providers to assist patients in this way. He 
said, “It’s a hell of a challenge for you medical people to 
make people like me who are intimidated and, and scared of 
it and everything else, to make us feel comfortable.”

Self-confidence. Patients and family members had different 
levels of confidence, and it was important for their support 
people and the health care team to provide encouragement to 
build their confidence. One patient said, “They’re totally 
reassuring and just kinda gives you confidence that yeah, this 
is gonna be okay.”

Encouragement helped people to be more confident to 
problem solve, enabled them to feel more comfortable, and 
provided inspiration to persevere through difficult times. 
One nurse discussed how trust helped to build confidence 
and enabled patients to in turn self-manage their care. She 
said,

They trust our knowledge, . . . they see how things have worked 
out when they have had situations . . . that have been resolved 
and they begin to say “Oh, yes!” Then we in turn know, they 
have capabilities to address their own problems.

Discussion

PD places a high onus of responsibility on the patient and 
family to manage their therapy, with patients often requiring 
high levels of support. Existing strategies to enhance support-
ive care, including through home care–assisted PD programs, 
may begin to address some of these support needs. Home 
care–assisted PD programs in particular have been shown to 
be very beneficial to patients.22 This being said, home care–
assisted PD programs are largely focused on instrumental 
support and many programs are unable to implement these 
types of services for all patients. Although instrumental sup-
port with PD therapy is clearly very important, our study 
offers evidence that social support encompasses many other 
elements that need to be incorporated into care to create a 
holistically supportive environment. Researchers have identi-
fied that various elements of support enhance PD success. For 
example, support offered by health care providers can enable 

patients receiving PD to develop confidence with self-care,23 
while family members can provide psychological support by 
engaging and being available to the patient.24

The support networks of patients receiving PD vary, 
and they will have different support needs. It is important 
to include both patients and support people as partners in 
treatment.23 There is variability in the extent that caregivers 
are involved when providing support to patients receiving 
PD,25 or the availability of programs to provide home care–
assisted PD.26,27 Thus, it is important to consider the breadth 
of the potential support network when working with 
patients.13,28,29 Interestingly, some participants in our study 
who initially identified that they had no support with their 
PD therapy, in fact had support people that assisted them in 
other ways. This is in keeping with a study by Beanlands 
et al25 that revealed other types of support (eg, managing the 
diet, transportation to appointments) are also required. It is 
crucial that an understanding of patients existing (and poten-
tial) support networks be understood so targeted support ser-
vices can be put in place.

Participants in this study had varying perspectives on 
what support they needed and who should provide that sup-
port. The “objective” number of support people available to 
participants was not necessarily associated with how sup-
ported the participants felt. To improve social support for 
patients receiving PD, further work needs to be done to 
understand what underpins individual views and experiences 
so care delivery can be adapted to meet unique patient and 
family needs. Using a framework which encompasses the 
variety of potential sources of social support8 might better 
enable health care providers to make these assessments.

Implications and Future Work

PD has potential benefit to patients and is promoted by many 
health care systems. However, social support is required. If 
health care providers wish to encourage this therapy, then 
they must understand how to best support patients and their 
family members. This work provides insight into the attri-
butes of social support and the breadth of support needs for 
people on PD. It is our hope that this knowledge will inform 
and empower clinicians to focus on these areas when provid-
ing care to patients and their families. PD programs should 
indeed focus on understanding the support needs of their 
individual programs. Future work should also be done to 
understand the impact of support on therapy outcomes and to 
develop systematic ways of integrating individualized sup-
port services into daily care.

Limitations

The study patient sample was predominantly men, and the 
caregiver sample was predominantly women. It is possible 
that some of the study findings were gender-bound. Thus, the 
study findings could be different if the patient and caregiver 
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sample were more balanced based on sex. Given that social 
support needs are context-specific, there are unique attri-
butes of each PD program that may impact the transferability 
of these findings to other practice settings. However, we 
comprehensively explored social support in the context of 
PD, thus it may still provide important insights to programs 
that are structurally different.

Conclusion

Patients family members and nurses identified that receiving 
PD requires support that crosses the 4 domains of social sup-
port (emotional support, instrumental support, informational 
support and appraisal support). PD is being encouraged in 
many kidney programs and largely undertaken relative to 
other dialysis modalities. However, little qualitative work 
has been done to examine the support needs of this popula-
tion. If health care providers wish to encourage this treat-
ment route, then they must understand how to best support 
patients and their family members. This work provides 
insight into the attributes of social support and the breadth of 
support needs of this population. It is our hope that this 
knowledge will empower clinicians to focus on these areas 
when providing care to patients and their families.
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