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gualitative studies
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ABSTRACTigE

Objectives: This systematic review
examined how people with chronic
kidney disease make decisions about
the type of dialysis modality to use.

In particular, meta-synthesis was used
to understand the process of patient
decision-making and how aspects of
context influenced these decisions.

This topic is important because home-
dialysis has economic and quality of
life advantages for patients and
society but is underutilized.

To increase the use of home-based
dialysis services a greater
understanding is needed of how
patients make dialysis modality
decisions.
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ABSTRACT

- Design: Systematic review o WITARRFEARNFEEESEEER
methods incorporating meta-
synthesis were used.
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ABSTRACT

Data sources: Seven
databases were used for the
search.

Eligible studies were published
gualitative research studies
containing extractable data on
decision-making about dialysis
modality selection generated
from patients with chronic
kidney disease.
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Review methods: A systematic o MEGE RGREI,EREAER(
review was conducted and the WIRATER)N AR E MR
data were analyzed using meta- iR

synthesis (also known as meta-
ethnography) for qualitative
research.
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ABSTRACT

Results: Sixteen studies were
included (410 patients at various
stages of chronic kidney disease).

Across all the studies, decisions
drew on patients’ values and in
the context of their situation and
life.

Common elements across
patients’ decisions were: (1) the
illusion of choice — a matter of life
or death, (2) minimization of the
intrusiveness of dialysis on quality
of life, autonomy, values, sense of
self, and (3) decision-making in
the context of wider knowledge
and support.
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ABSTRACT

Conclusions: Modality decisions
are highly personal and strongly
influenced by patient and family
values, the context of their life,
and a desire for minimal
intrusiveness.

There is a clear need for planned
and timely discussions about
modalities in which home-based
dialysis is presented as a viable
option.

Professional support should focus
on patient and family preparation,
knowledge of different modalities
and the lifestyle implications of
different modality choices.
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What IS already known about the topic?

ELMENETEMA?
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® Home-dialysis has patient and stpyigi Lo
= c S I
economic benefits but in many %Eﬁ‘””q&)\%l{&ﬁ?&ﬁﬂ

high income countries is

underutilized.
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What Is already known about the topic?

Education and awareness of « KEFZETEANHSMEIRT IS
home-dialysis modalities can MRERS BRERRKINEAXREK
increase home-based service mzED,

usage but decisions are poorly
understood.
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What this paper adds
A3 #FE 15 AR

Dialysis modality decision-making  + EHARBREIEENAL RKIE

is very personal and is strongly EEZEENMRENENEEFER
influenced by patient and family P18 EESE EZRH/ME
values, the context of their life, LRI =200,

and a desire for minimal

intrusiveness.
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What this paper adds

Value responsive interventions . BINMERNTFRIEEAT AN A
may be effective in assisting B AR

individuals with dialysis modality
decision making.
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1. Introduction=1&
Chronic kidney disease (CKD) - HFRSEEF EIFSUAERE.®
progressing to dialysis affects 386 BAAB3BHIEMEBIRERESE
people per million in low, middle HREETIZE.

and high income countries
worldwide
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1. Introduction

« Pharmacological management is o ZHiTHl RITCKDR R HIM EX B3

only effective for the early stages AEERAER KHEFRNEEW
of CKD, for long term survival REFBESE BN

patients in high-income countries
are offered transplant or dialysis.
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1. Introduction

However,transplantation can
improve life expectancy and
quality, eligibility for this surgery is
constrained by the patient’s health
status and the low availability of
donor kidneys
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1. Introduction

- As dialysis has few absolute « BHTEHR/LFEEEMNERIE, ER
contraindications, it is the most BITCKDEEERMmEENF
common and vital means to treat E%.

people with CKD
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1. Introduction

«  People with CKD in high income - SUMANEFRWCKDEEZZEEE R
countries often have to make L ESva = opsi=2
decisions about the location of
dialysis.
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1. Introduction

«  While hemodialysis is most often -  MRBERESEEHHOFERT M,

performed in-center, most often at ElIFF AT AER BiH 1T HR R IR
a hospital, it can also be done at ERMJLFRERETTR.

home; conversely peritoneal
dialysis is almost exclusively done
in the home.




1. Introduction

Home-dialysis requires the patient
and/or family to have the cognitive
ability to perform dialysis, support
available and to have adequate
housing requirements such as
space for supplies and in the case
of hemodialysis an adequate
supply of potable water.
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1. Introduction

There is consensus in clinical .
practice guidelines from the
United States of America,
Canada, Australia, and Europe
that individuals with advanced
CKD who need renal replacement
therapy should be offered different
dialysis modalities and be given
timely education to support them
to choose the modality that best
reflects their circumstances,
needs and values
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1. Introduction

« Compared to hospital based o R TEERFEITHIER RESEHR
dialysis, home-based dialysis EHAFMB MNRZBEREET
offers financial advantages and for BT BB AEZHBEE
many patients improved quality of ML R B R GE S Y g2 E RO ER L
life due to the reduced need to M/t ANMigs THEERE.

travel for dialysis, higher
autonomy and greater flexibility to
fit around the recipient’s
occupational and social roles.




1. Introduction

H_omedialy_sis servicgs are now o %{1 El_dﬁyﬂ 7—_11:5

widely available in high income

countries including Canada, the =L PNEIER ﬂﬂij(
United States, France, Spain, i :

ltaly, the United Kingdom, ”Z-E |, P yiﬂ_:‘_”“‘
Sweden, Netherlands and %IJ R[E iﬁﬁ.EH = F0H

Australia KF AL T 32 1% 1.
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Yet, despite this commonality and Qkﬁ'ﬁ ’é’%’?&_i}ﬁ’ﬁ

the potential benefits, patient

uptalTe of hcélme-bas:[ed dialysis is u:k' % EI’J*E?" E’];Z_?r
very low and in-center ==]

hemodialysis remains the most \&i"“‘%ij- - EI,J:'I: : E
common type of dialysis. T E=RKE, £ ImEF

MBI ARR S
Ay,
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1. Introduction

« For example, in the United States, + a0, #F£EXEH, BIRERERTE (
the prevalence of peritoneal 7%) , FIEFHFMBEENRIE
dialysis is declining (7%) while, ET RSB EL%.
the prevalence of home
hemodialysis in eligible patients
remains at 1%.
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1. Introduction

 Australia and New Zealand have o JEAFTTAFIAZREMIBRAS

thehighest prevalence of home EFHHEER&LEHIRES, 77
hemodialysis with 9.4% and 799.4%7%115.6%.

15.6% prevalence among eligible
patients respectively.
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1. Introduction

« This has little do to with the higher « XEXEEFRHNAFEZNESTE

prevalence of rural patients in RERI]LFE I Rk---EEE, Bt Xk
these countries — in the United KRB EE A KA IR SR E
States people in remote or rural 154

areas are less likely to be offered
home-based dialysis.
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1. Introduction

« Utilization rates may relate to e ([FHERTEESTHRINE ZHIEZR
wider health system issues and SRy o), ] e S Bt I R .

may not reflect choice.
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1. Introduction

« However, until recently, little was « A EBERFIEFBNMBERTA
known about why patients do and IEEMRENKEETACED.
do not select home-based dialysis.
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1. Introduction

- EEARFEM, WABRMIA, HE
X Frfit S AOSit, AR HY

EFE.

Regression analyses have
identified that patient knowledge,
educational support and
sociodemographics can predict
modality choice




1. Introduction

Lack of uptake of home-based o BITAIRNRAZ NEBEHEARLUKL
dialysis is predicted by poor ®hZ EMREMBRERERREH
knowledge of dialysis, how to T REEHTRVRE A ZE.

dialyze and of the various home
and self-care techniques
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1. Introduction

o HHKEBY,IIEFIRICH
Ey'fﬂ ‘ﬁ“é iﬁ'?][l%&

« Conversely, better knowledge of

dialysis modalities predicts
increased uptake of home-based
modalities
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1. Introduction

Beyond knowledge, modality o BTHIRHEN FitSENmiER
selection is also predicted by age, HIEER, FiR KB EE DIRIFESKE
with older patients being less likely 154

to select home-based dialysis
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1. Introduction

Peritoneal dialysis is also more
common in those who are
employed, have higher education,
fewer comorbidities, early and
frequent nephrologic care , are
married or cohabitating , have
greater social support and live
further from dialysis centers

FEIREERX TR P E S R AR
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1. Introduction

Knowledge of what predicts - EERWRERNER, AT
modality selection can be used to it BE EFERMIRIVEV AT RENE.

assess the likelihood of a patient
selecting a particular modality.
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1. Introduction

However, identifying the main o AT, IRARFIRIEFER EZTUNEF
predictors of modality selection HARNGBEEIEZEN AMBIEFERNZRA

conveys little of the personal UEEERZEEAZ MM
experiences of the patient EER, BREMINERES R,
decision-making processes for

modality selection and how these

processes are influenced by other

factors, including the patient’s

context
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1. Introduction

Understanding these key
processes and factors is important
because it can be used to develop
interventions to increase uptake of
home-based dialysis.

TRXECEIEMEARREE H
AT BT E FHdE R RS
KEBTRZ R
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1. Introduction

« Qualitative research is particularly o TEMWHRIFRIBEITFRIGENLT
helpful in proving a deeper RN NGRS REVIEFE.
understanding of the personal
experience and the processes
involved.
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1. Introduction

« Two systematic reviews have e FANERESGIEHEELK4% AT IS =200
been conducted examining the SIEEXBITENIEENEZE.

factors influencing decision-
making for all forms of renal
replacement therapies.
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1. Introduction

Morton et al. conducted a « Morton et al.#1T 7 —IN &S B
systematic review of qualitative BRITENEMMR ARG T

research on all forms of renal
replacement therapies.
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1. Introduction

The objective of this review, using « XEREREREZEESIEIT, EHWENE

an aggregative design, was to e BEMBIMEXCKDIET 84
synthesize the views of patients [MiE FNIZE HEFER R .

and caregivers in decision-making
regarding CKD treatments
including dialysis and
transplantation.
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1. Introduction

« A second review has been - Murrayet al #1T T £ R4, B
conducted by Murra yet al. with Y218 7500 E E MR ER I%L,L
the aim of identifying factors REHFRXNREN BT et

influencing patient involvement in
CKD decision-making and
effective interventions to support
this decision-making.
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1. Introduction

« This review included quantitative © XNEREHET EEMR ARTEE
studies, and topics of conservative B & B FNIR B AT By 1E 7.

management and withdrawing
from dialysis
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1. Introduction

Although these earlier reviews
provide valuable information we
feel there is merit examining the
gualitative literature with an
interpretive synthesis specific to

dialysis modality decision-making.

Ef’* X L 2 HIR N R BN ER
=2, BAREBA— M ERERYS
FREVEFMESRAS IS E M SR XET
NHIEEBNE




1. Introduction
« From the authors clinical «  MEERIRAKZLYRKE, K180 )0
experience we question that EIETRANR R EFESEREMRT
decision-making for dialysis is AT P IEEA—

different than the choice for
transplantation and conservative
management




1. Introduction
Given the long waiting times for - BTFKHEFEGFBESE,RZER
organs many patients who are EHBENEEAEREEANIE),
eligible for transplantation FELEM—MERRIEE.

(excluding pre-emptive) must first
make a modality decision.
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1. Introduction

« In addition very little information is  + M ARSFIEITHIIEZ (S B HIERTR
known about the uptake of b,
conservative management
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One Australian study documented Y /AN -
one in seven (14%) people with * 15}'51**'] 14 E,‘Jﬁﬂ:j'b

CKD selected conservative EZT‘\'CKDE%% H ’_Ig
management 14%ﬁ¢¥1%%ﬂ_5zﬁ\ T
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However,a Canadian study o RN, MEXB—IMAIKTBE
demonstrated a very high 61%BI A 5188 S HIRENEVRE
(61%)percentage of people on , S2%EREft I EERIRE
dialysis regretted their decision to 90%RYIEHTEE MK S MIIFIEID
start on dialysis, stating it was Wi e PR X

their physician’s decision (52%)
with 90% of dialysis patients never
having discussed advanced care
planning with their nephrologists
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1. Introduction

« This suggests that the frequency o  XZFRBHIRTFIETRYSZE /N TFMorto
of conservative management may net al. IZ VR,
be less than documented by Morto
net al. (2011).
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1. Introduction

« Discussions regarding . BEIR L ERIGEEETPEAET R
conservative management are TEEI’JCKD%%VM»}%%?;‘Q‘T
likely infrequent for people with
CKD and practice variability exists
in who is/is not offered dialysis.
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1. Introduction

Our aim in this review was to
focus on the processes of dialysis
modality decision-making in order
to gain insight into home-dialysis
decision making.

« AXHEHWZSEFT
B EIFITTE, Mﬁ'ﬁ

MR EIEATRYIESE.




1. Introduction

« The authors purposefully - (EEB BN RTIETT MBEYE
narrowed the focus of this INTFIRRIE S

systemic review from conservative
management and transplant to
dialysis modality.
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1. Introduction

From a familiarity of the literature o NXICRRRIFEE SR, X T BRI

we also believed a systematic EFERE MR GRE BRFIE D £
review on qualitative research with R LEKET

home-dialysis decision-making
exclusively would be too narrow of
a focus limiting the review to only
a few studies.
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1. Introduction

« This review is the first to focus on . XEE-EEFERERERNES
dialysis modality decision-making 1R IRE T CKDEE W EIFIBE
and report the findings on how &3k,

people with CKD make treatment
decisions about the type of
dialysis modality to use.




1. Introduction

« The purpose of our review was to - XBZABERIATERERIE

examine the patterns and themes BERATEE FHTEEEXE
of modality decisionmaking and R WRLIEREEXCKDESE
synthesize these findings using IEEREEN BT B G
meta-ethnography into more E200.

generalize knowledge claims
which clinicians may better apply
to CKD interventions and
potentially impact on home-
dialysis uptake.
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2. Methods &

A systematic review of qualitative - EMMRMBRZLR FRTEESRK
studies was conducted using VLN FOERFE M S AT 3R
meta-ethnography to synthesize

studies with an inductive and

interpretive analysis
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2. Methods

The result of the synthesis is the - EZEENERE—IMMRELHRT—

translation of one study into FhEE B 4 R R AR L L & TR M 72
another allowing for transferring FiRfR

ideas, concepts and metaphors
across the reviewed studies
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2. Methods

 This method preserves the o XNFEERT XWAPHREAEZER
meaning in the text in the final BN RGP R R EE
synthesis as both the R T HHE
interpretations and explanations in
the original studies are considered
data
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2. Methods

« This approach has been used o XMAFEEHAINETFIERIAE
successfully to understand REBEHEXHEZIRE

complex decisions related to
health care
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« The review protocol was ° 2'*,')\1:'—;; } 1?%);&/?5

developed and agreed upon by
the authors.




2.1. Protocol and eligibility criteria

The population in the qualitative o ik ERRIMEEMHFRAOQER
studies selected for review was E18%5 5 LA EEHBCKDEI A
people aged 18 years of age or

more with CKD.




2.1. Protocol and eligibility criteria
Studies that were neither e BEAEMUBAERTFEIESIEHRAFI
qualitative nor pertaining directly R TE FH RV ST # HEBRTE T

to dialysis modality decision-
making were excluded




2.1. Protocol and eligibility criteria

If the samples also included - WMEHEARLTBIFEBENESE, B
people with transplant, caregivers HRARTIRITHEE AL RE
or conservative management the MANGIR
studies were included in the
review. X ot =

_ « AT, MRMRESBRIZIR
However, if the purpose of focus &, BESRTIET, A
of the study was exclusively on BETESN

caregivers, transplantation or
conservative management the
study was excluded.




2.1. Protocol and eligibility criteria

The qualitative studies had to
include face to-face data collection
methods and have exemplars of
texts in the publications.

Studies were also excluded if the
main method was gquantitative
such as those that included one
supplementary open-ended
guestion at the end of the study or

structured surveys.

TE M ST 1B 1A T S T BRI
SR EMAELMIF B RGISAR.
MRMRNEZRZEZREERN, M
LaEMRSRGIBAERREE—
AN FERIFF IR (0], th 45 HERR.
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2.1. Protocol and eligibility criteria

Non-English publications and non-  «  JE3&1E H ARAIFATE i M BO SRR HE
published literature were BRAEID

excluded.




2.1. Protocol and eligibility criteria

Mixed method studies were o BREBAEMREIINMRMBIE—
included if they had a specific MNMFEB RBVEREB 5T

gualitative component.




2.1. Protocol and eligibility criteria

The final protocol was shared with  « BARNIREES—MERNZFEPE

a health sciences librarian and ESZE FHEERREXEESENR
search terms were developed in k.

collaboration.




2.2. Information sources and search

| Cotmorsionhanean |+ ERS—MERHZ
=
sciences librarian and completed :I:5 LB 'ﬁEL_'f T, 7—
until September 30, 2009. ZOOQI—QH 30 Z.H'J

SERK.




2.2. Information sources and search

Studies were identified by - MREBRSHENBFRIEERE
searching electronic databases I XX ESE R YIFTI

and scanning reference lists of
pertinent articles.
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2.2. Information sources and search

Databases included were: Medline
(1950-2009), Embase (1950—
2009), CINAHL (1937-2009), Web
of Science (1956-2009) and
Scopus (1960-2009).

HIREBIE T Medline (1950-
2009), Embase (1950-2009),
CINAHL (1937-2009), Web of
Science (1956—-2009) and Scopus
(1960—-2009).

./

fi=T
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2.2. Information sources and search

The Joanna Briggs Library of « @B The Joanna Briggs Library of
Systematic Reviews and the Systematic Reviews # the
Cochrane database were also Cochrane ##&E

searched.




2.2. Information sources and search

Tables of contents for -  “EPfRMBEHR EM2003FF]
‘Hemodialysis International’ were 2009F9 %,

hand searched from the years
2003 to 2009.




2.2. Information sources and search

The full electronic search strategy o TEMMHRFEREEFERRE
terms were developed to identify
gualitative studies (see Table 1).




2.2. Information sources and search

A focused updated search was
performed from (September 30,
2009 to January 30, 2012) prior to
submission of this paper as well
as a supplemental search using
PsycINFO database which was
missed on the original search.

STEREFHITIEER (200959
B30HZE20124E1H30H) ,AXA
AR Z BT R E A PsycINFO#
Erﬁﬂﬁ%iﬁ%ﬁ%ﬂﬁ’qi&ﬁﬂ\mﬁ

zJs O




2.2. Information sources and search

All studies found outside of the o FERERINEITRIMREAH THE
original search were held to the Gl B B ARFRAER G AR T 7%

same eligibility criteria and
synthesis methods.
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2.3. Study selection and data collection
MR R IEW EETable 1

Search terms. The following search terms were
used: action, analys, audio,audiorecord, category,
choice*, choose, chosen, colaizzi,compare,
constant, content, continuous ambulatory peritoneal
dialysis, continuous renal replacement therapy,
critical, decide*,decision making, decision support
system, decision*, dialysis, emic,ethnog, ethnol,
ethnonurs, etic, experience, extended daily
dialysis,field, fieldnote, focus, giorgi, glaser,
grounded, groups, hare,heidegger,
hemodiafiltration, hemodialysis, hermeneutic, home
dialysis, Husserl, interview, kaam, leiniger, lived,
manen, maximum, merleau-pont, meta-analy, Meta-
ethnog, meta-interpret, metanarrat, meta-stud,
meta-summar, meta-synthes,
metaanaly,metaethnog, metainterpre, matanarat,
metastud, metasummar,metasynthes, narrative,
noblit, non, nonparticipants, note, observ,option*,
participant, peritoneal dialysis, phenomenology,
prefer*,purpose, qualitative, realism, record, renal,
renal replacement therapy, research, ricoer, sampl,
select*, semi-structured,semistructured, snowball,
spiegelberg, strauss, structured, stud,tape, tape,
taperecord, thematic, theor, theoretical, triangulat,
unstructured, van, variation, video, videorecord,
videotap.

Y
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2.3. Study selection and data collection

Assessments of eligibility were o {EEZEMeRYIRIIRS| B ANiHE
performed by reviewing the title SRPITIRE Y £348

and abstract of all citations
independently in astandardized
manner the authors
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2.3. Study selection and data collection

A data extraction form was « HRHENERERETIEESLEIE I
developed by the authors based R TFEE < — Il

on an extraction form which had
been previously successfully used
by one of the authors (AC).




2.3. Study selection and data collection

« The form included details - HEXSEEXMRREMTE
regarding the study title and &%, TEMNES, Ex, AO
complete reference, main focus, iz, XBRMR, HKX (Fi,
country, population studied, type H50) , CKDRUER!, EMHFGE
of study, sample (age, sex), type , BIBWEREMER.

of CKD, gualitative approach, data
collection methods and findings.
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2.3. Study selection and data collection

The full text of all relevant articles  « FAEBEXXEHNEYH—VHARR
was reviewed by one researcher 5 AR ERNHIERIE N EENR
(LH) using the standard data M TR ERM

extraction form and checked for

accuracy by AC.
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2.3. Study selection and data collection

Study quality was determined o MRBREWHERTCASP,E M
based on the Critical Appraisal RHREITE G TEA.

Skills Programme (CASP, 2006)
tool of quality appraisal for
gualitative research.
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2.3. Study selection and data collection

Using the tool, the quality of each  « FRHILKTE SMIRHNREWHEE

study was categorized as: low, AEFE=F EMNEZERERES
moderate or high and the main #IoR

reasons for categorization were
recorded.
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2.3. Study selection and data collection

A quality assessment for each . FIMMRBIRETNHVIREER
paper was performed by the #IT (LH) REHRITXFEREH
primary reviewer (LH) and 17N (AC)

confirmed by the secondary
reviewer(AC).
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2.3. Study selection and data collection

All discrepancies in this process s EX—UIEFMRENES, AILUE

were be resolved by consensus. TR
At this stage in the process the o EXNMMEREES, EEHEE
authors did not exclude those HERRIKRERR

studies with low quality.




2.4. Data analysis

Meta-ethnography (Noblit and - TEEERMEREE.

Hare, 1988) was the synthesis o XFhEESRIVEEES (LH)
approach used. BRI SN R E R I AR SR
This approach involved the TR RPEXARHFEERS

primary reviewer (LH) firstly
reading each selected study to
identify the main concepts in
studies related to processes of
modality decision-making
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2.4. Data analysis

« The details of each study in terms s BMIRBIREMNAEZFR=R4AE
of setting and methodological TR Z EAEX M EL.
guality were also extracted and
taken into account at this stage.
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2.4. Data analysis

After this, stage two (2nd order s EXZE, EZMEHITEIERTS
coding) was conducted which IR E AN EE N R A = B
involves the researchers xn

examining emerging themes and
relationships across the studies
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2.4. Data analysis

Common or reoccurring concepts  + ERHNHEBES B SWETE.

were identified. - KA, BEMEEMOWA T
The main concepts identified were FHEERNFEARNERD.

then used to re-review all the
themes identified across the
papers.
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2.4. Data analysis

« The authors discussed the o EEMTRRX=1MEVISHLIH
preliminary findings at each of the B

three stages and the supporting
data.
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2.4. Data analysis

« These lattermost findings are the - XEFEHEREXERIIER.
results of this synthesis.




3. Resultsé“—“%
3.1. Study selectionfffz3 1k

The search yielded 989 potentially — « HIFELES T 9891 B R HE X

relevant studies for screening (Fig. RIFITIHIE.
1). - EEM(N=302)FIEFEIZ(n=64)Y
Duplicates (n = 302) and non- SRR E ST HEBRTESD.

English(n = 64) articles were the
first to be excluded
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3.1. Study selection

A more detailed evaluation was o —ANEIFMAMITTEEERIEERED
then conducted examining the .
entire abstract.




3.1. Study selection

« The majority of the remaining - HEMBEKZHIMER (N=623)
studies(n = 623) were excluded for WHEBREIN B R ENBEANEGERNE
having unsuitable B/AO (N=577) sxER{1F
topic/populations (n = 577) or EME (N=30)
because they were not qualitative e MIAESEWMAR, B MNE—SHW
(n = 30). HERRESN: — 1MHETHRZBXHEF

« From 16 suitable studies, two RESUBHHEXER, E-1MNERA
further studies were excluded: one B8 T RS IHMR.

due to lack of relevant findings
pertaining to the subject area
(Wilkinson, 1998) and the second
because the study contained a
secondary analysis




3.1. Study selection

Focused searches conducted to
include eligible publications after
the original search resulted in the
addition of two studies (Morton et
al., 2010b; Sondrup et al., 2011)
with sixteen studies in total
included in them meta-synthesis.

EEPXEENERIHEITRER
, BELERPMABENHR (
Morton et al., 2010b; Sondrup et
al., 2011 ) GFET<IMARZA
HRE R




Potentially relevant
identified and screen
(n=989)
Exclusion
Duplicates n =302
Non English n= 64
r
Titles & Abstracts
reviewed
n=623

Exclusion
Design nfa n =30
Population n/an = 577

Studies reviewed for
meta-ethnography
n=16
Exclusion
Findingsnfan=1
Method nfa n=1
Inclusion
Supplemental "
Searchn =2

Studies with usable
information by outcome
n=16

Fig. 1. Quorum flow diagram for meta-ethnography of qualitative studies.
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Table 2
Summary of studies in systematic review.

Authors/coun try Population Sample size Focus Japproach Conclusions

Andrew, | (Andrew, 2001} CKD patients n=10 The pre-dialysis experience. Patients and families accepted a

United Kingdom and family Grounded theory different life view necessary to make

madality dedsions.

Breckenridge, HD n=22 ‘Why. how and by whom Patients and/or others selected the
D. (Breckenridge, 1997b) ) dialysis was chosen, modality. Modality was selected based

United States Grounded theory on pradical or clinical circumstances.

Courts, NF. (Courts, 2000} Home HD =14 patients How decisions were mjsde o Patient or family made the decision

United States Patients and n=11 partners choose home HD. based on distance, lifestyle, negative

partners Inter pretive descriptive in-center experience and control over
daily routine.

Jennette, C, et al. HD n=35 Barriers to choice for renal Fear was a predominant theme.
(Jennette et al., 2009) FD n=12 replacement therapy. Distrust of medical system, denial and

United States Transplant n=1 Interpretive descriptive previous experience with modalities

were barriers to care. Pre-dialysic
education was needed.

Kaufman, B, et al. HD patients =43 patients Old age, life ion and ialysi lifiee but notwhat was
(Kaufman et al, 2006) and HCP* n=38 HCP medical choice. considered a good or full life. Choice

United States Ethnography reflected adaptation to dialysis and

acceptance of a diminished life.

Kell y-Powell, ML HD n=9 Patients’ experiences making Dedsions were very personalized
(Kelly-Powell, 1997) treatment decisions. consistent with self-identity in the

United States Grounded theory context of their life.

Landreneaw, K. and HD n=2 Perceptions concerning No one remember making their own
Ward-Smith, P. (Landreneau FD n=2 choice among renal choice. Ther e was uncertainty of future
ard Ward-Smith, 2006) Transplant n=2 replacement therapies. health and lack of information

United States Phenomenology ding renal repl I

Landreneau, K. and HD n=12 Perceptions of patients on HD Patients perceived they had a choice.
Ward-Smith, P. (Landreneau concerning choice. Education impacted choice.
and Ward-Smith, 2007) Phenomenology

United States

Lee, |, et al. (Lee et al., 2008) CKD n=3 Patient views regarding There was noideal therapy. Flexibility,

Denmark HD n=5 choice of dialysis modality. independence and security influenced

Self care-HD n=5 Interpretive descriptive decision-making. Maintenance of a
Home HD n=5 ‘normal’ life was the goal. Patient and
PD n=9 family participated in the choice.
CKD family n=18 Education and support were required

to enable decision-making.




Lin, C, et al. (Lin et al, 2005)
Taiwan

Morton, R, et al.
(Morton et al, 2010b)
Australia

Sondrup, B, et al.
(Sondrup et al., 2011)

Tong, A, et al.
(Tong et al, 2009)
Australia

HD
Satellite-HD
PO

Home HD
Transplant

HHD
PD

CED
Dialysis
Transplant

n=12

n=8§
n=>52
n=13

n=18

=
v
W

n=21
n=18
n=24

Deciding about HD among
Taiwanese,
Phenomenology

Fatient views about
treatment of stage 5 CKD.
Inter pretive descriptive

Patient perceptions and
possible barriers related
choosing home-dialysis
therapies.

Inter pretive descriptive

Patients’ experiences and
perspectives living with CKD.
Inter pretive descriptive

Table 2

Three themes emerged representing
decision-making; fear caused by false
beliefs, seeking further infor mation
and living with dialysis.

Therapies were chosen to enhance
freedom and autonomy and with
methods that were convenient,
effective and simple. They chose a
therapy which most embodied
characteristics that minimized the
impact on their life.

Hardship was experienced due to loss
of kidney function. There was need for
support from HCPs, educational
materials, recruitment strategies
which focused on inde pendent dialysis
and technical support.

Adjustment to the many disruptions
and implications of CKD were required.
Choice of modality was influenced by
lifestyle, family impact and physical
comfort rather than dinical outcomes.
Time, information and support were
required.




Table 2

= A \ S
- \ | / 7 AT /
o\ : . 5 ’
. i i //
- .
\ \ - - == ~
Table 2 {Continued )
Authors fcountry Population Sample size Focus/approach Conclusions
Tweed, A and Ceaser, CKD n=9 Renal replacement therapy Decision-making was individualized
K. (Tweed and Ceaser, choices. and contextualized within
2005) e iptive illness i Four
United Kingdom themes emerged; maintaining
integrity, forced adaptation,
information, support and illness
ExpetEnce.
Visser, A et al. CKD n=6 Accepting or dedining Decisions to accept dialysis were not
(Visser et al., 2009) HD n=8 dialysis in elderly patients based on treatment effectiveness but
Netherlamds with CKD. personal values, beliefs, feelings
Interpretive descriptive toward life, suffering and death and
incorporating dialysis in their lives,
‘Whittaker, A. and Albee, HD n=10 Factors influencing dialysis Dialysis selection was influenced by
B. (Whittaker and PD n=10 selection. basic resources of quality and timing of

Albee, 1996)
United States

Grounded theory

information, prior placement of
vascular access and social and family
Support systems.

% Health care professionals.
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3.2. Characteristics of included studies

All studies (total n = 410 o RN T ERARIAR (N =410
participants) included in the review AN) (FR2) R LR, HE1996—
(see Table 2) were published in 2011 2 8],

English and between the years
1996-2011.
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3.2. Characteristics of included studies

The overall quality of the studies o EZMRHNEERERPE; RIS

was moderate; two studies were WITARER, 10T RFE,
rated low quality, ten were rated PN IE AR

as medium and four were rated as
high quality.
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3.2. Characteristics of included studies

« Two of the studies were mixed - HIMREVEESFE
methods




——

3.2. Characteristics of included studies

 The studies were conducted in a e AWMREARNESGHITNEEF

variety of countries such as United (n=8),;BAFIIL (n=2), % E(n=2),IA
States (n = 8),Australia (n = 2), BRMEXFEZG=MEERER
United Kingdom (n = 2), and 8B E M 5% 2 R M A (n=8),
Canada, Denmark, Netherlands, FLIRIBIS(n=4), MEF =3 XA
and Taiwan. The most frequently i (n=1)

reported qualitative method was
interpretive descriptive (n = 8),
grounded theory (n = 4),
phenomenology (n = 3)and
ethnography (n = 1).
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3.2.1. Sample

 The studies included samples of « XITMAREAE ST EEN=12)F1

patients (n = 12) and their families IR AM=8)UUK—1MEE T
(n = 3) as well as one study where FIREE W AGBBAR.

health care professionals were
also included.




3.2.1. Sample

 The total sample included 477 « HAERHGEETATTZARHF
persons, with 410 patients, 29 410 BE 29/ KEMEF38Z T
family members and 38 health FIREREME

care providers.




3.2.1. Sample

«  The samples were varied and o HAZANER,BE: KRIEHCKD
included: people with CKD not on 2, EErE, FMEASEHFA
dialysis, retrospective to starting B ARIEZIENTH

dialysis, and both on dialysis and
not yet on dialysis
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3.2.1. Sample

Four of the above mentioned
studies also included renal
transplant recipients

ERONMARTEEEBESE
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3.2.1. Sam ple

« The mean age of the sample was o HmBEHERE/\NHRIHEIHR
reported in eight studies and this &, X—ZERMN50.7ZE72.6%

result varied from 50.7 to 72.6
years.

[o}




3.2.1. Sample

The age range of the sample was ~ « #AHERTEEE T MFRDHEIR

reported in ten studies and 18, 2 HRIE S 20-87%.
collectively spanned 20-87 years o MEABMREF AN IRIE:
of age. RISk B 455%% B F145%%
The sex of the sample was M, TNEERmENMR.

reported in twelve studies; overall
the review contained 55% males
and 45% females,excluding the
sex of the caregivers.
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3.3. Synthesis of findings

« Across the studies, decisions o EENMMARSP, HEMFRBIRE
about dialysis modality were firmly WEEFEHEAN T BENEFMNE
embedded within the context of M E =

the patient’s life and values




3.3. Synthesis of findings

« There were three dominant s HEMRFBPE=ATENET(E
themes (seeTable 3) present 3):(1)kEHFETE--—-— TS
across the studies: (1) the illusion HERE, Q)N AR ZFEEERSE
of choice — a matter of life and B E|HNEE _ERYSZNE(3) FIR AN
death, (2) personal factors and the RER T IF

minimization of the intrusiveness
of dialysis, and (3)the imperative
of knowledge and support for
decisionmaking.
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3.3. Synthesis of findings

A summary of the supporting o BHETIZHMRBE (R4) 7
studies to the concepts is listed 7 & #h 3 EaY$E BV S

(Table 4) with specific exemplars
of the various themes (Table 5).
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Table 5
CKD decisi king concepts and
Concepts Exemplars

The illusion of chaice -
a matter of life and
death

Personal factors and
the minimization
of intrusiveness of
dialysis

Other factors perceived
to affect intrusiveness

Knowledge and social
support: essential
and context bound

“The only thing the doctor said was that | was going to be on dialysis... | didn't have a choice”
(Breckenridge, 1997, p. 318).

“Twas really sared when the doctor told me that the machine is the only way to keep me alive. Thisis
the only option” (Lin et al, p. 921},

1 was thankful for dialysis and that gave me a second chance at life” (Breckenridge, 1997b, p. 317}
“You all ask us like we took this by choice. We didm't have any control over this. .1 was afraid but |
wanted to live. That’s what it comes down too” (Jennette et al, 2009, p. 22).

“Na, your life is not over. No, you are not gaing to die. We can make you better, and this is how you can
do it" (Sondrup et al, p. 494},

“T'd like to stay as normal as [ possibly can, .. { hemodialysis) would be less disruptive of our life” (Kelly-
Powell, 1997, p. 223).

“1 don't want it at home. | don’t want to be reminded of having an illness. When [ come here (dialysis
centre), when | enter that door I am ill—at home I am not ill” {Lee et al., p. 3956).

*1 planned on going back to work, and | couldi't see carrying around those bags with me and doing it
four times aday. With the hemo treatment, it's three hours, three imes a week. I'm working and this
seemed like it would be much better for my schedule” (Whittaker and Albee, 1996, p. 372).

Travel

“Peritoneal dialysis is better because I can work all day and my hushand canstay at home whereas with
hemodialysis you would have to go every other day...” (Breckenridge, 1997b, p. 16).

Autonomy, vahues and control

“You know that background] talked about before? I think that it makes a difference. In the environment
thatwe grew up inand how the families thoughtand. . you pick a lotof thatup and youcarry it through
life. . and so it taught me to ask questions. And [ guess that's one reason [ could make that kind of
decision” (KellyPowell. 1997, p. 222)

“Mainly because it { home dialy sis) gives me a bit more freedom. . .itwould allow me if | wanted to take
a trip, to go somewhere and basially do it myself” (Breckenridge, 1997, p. 317},

Sense of identity

“1 just didn't want to live with a machine attached to me...I'm never sick-just doesn't fit my vision of
me" (Whittaker and Albee, 1996, p. 374}

“When lwent an dialysis, | was automatically put on hemadialysis. 1 was not even told about CAPD. The
doctor might have mentioned it, but I was so sick at the time 1 didn’t catch on o it. My response was
that if | had been told about something like that, I would have wanted to go with it” (Breckenridge,
1997h, p. 317}

“You think you're the only one in the world and | found there were lots of other people and people that
were younger than me. | know itsounds awful, but it helped me, you know they've got a longer period
to do this kinda thing (dialysis)” (Tweed and Ceaser, 2005, p. 662).

“So between those members of my extended family .. .and between what | believe in the word 0f God,
the two coming together made me decide that 1 could take the CAPD™ {Kelly-Powell, 1997, p. 221).
“That partof your brochure that comes with this that says, if you are considering home-based dialysis,
thereis this group of people thatwill ake cre of you—the medical team. the technical team. the supply
people team, even the peer group support” {Sondrup et al., 2011, p. 496)




3 3.1. The |IIu5|on of ch0|ce a matter

of life or death

Despite existing guidelines . i—$Yk=] E’J?EF’?}Aﬁﬁ%AF’ Z
assuming that patients should and L.#ﬁ*%‘ﬁﬁ’]ﬁi?% MIRMERES
do make choices on modality RRK

selection, perspectives on
decisions varied widely across the
studies.
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33 1. The illusion of choice — a matter
of life or death

Across many studies, patients o EXZHMRF, BEINA, 4]
perceived that they were provided i TR AR

with choice over modality

selection
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Table 3

Table 3
CKD dialysis modality decision-making meta-synthesis.

Dialysis modality choice

[llusion of choice - a matter of life or death

Perceived intrusiveness — personal and other

Knowledge and social support - essential and context bound




Table 4

Table 4
Summary of concepts and supporting studies.
Author Iusion of choice - A matter of Minimization of Knowledge
ZENUIne of none life or death perceived intrusiveness and support
Andrew (2001) . - - .
Breckenridge (1997b) . - - .
Courts (2000) . . .
Jennette et al. (2009) . - - .
Kaufman et al. (2006) . - - .
Kelly-Powell (1997) . . . .
Landreneau and Ward-Smith {2006) -
Landreneau and Ward-Smith (2007) .
Lee et al. (2008) . .
Lin et al. (2005} . - .
Mortan et al. (2010b) .
Sondrup et al. (2011) - .
Tong et al. (2009) - . .
.

Tweed and Ceaser (2005)
Visser et al. (2009)
Whittaker and Albee (1996) . .

.
.
“ s e
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3.3.1. The |IIu5|on of choice — a matter

of life or death

However, unforeseen medical o AN, ETEIMEFEREISESE
considerations also forced dialysis TEIR MR BV BT 2 3k E 59 Bt 8] A& 3B
choices to be made by the family RIS, Hlan, “EE£JLFELM
or physicians at a very late TREMFEH/ILFRE

juncture or on a short timescale,
for example, “the doctors pretty

much made the decision and my
son agreed
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3.3.1. The illusion of choice — a matter
of life or death

Patients viewed choices about o BENRRFHBEHRFEHRFIN
commencing dialysis and dialysis EE XD ANEXBIRTE

modality as being decisions of
great magnitude and personal
significance.




i ——— —

N\ N\

3.3.1. The illusion of choice — a matter
of life or death

Across many studies, dialysis . HEIFZBIWR, BHAFREHRMA
decisions were perceived as B TEZIRTTRE R E

constituting a choice between
receiving life saving dialysis or
dying




3 3.1. The |IIu5|on of ch0|ce a matter
of life or death

This reduced the sense of ‘real XL T “EEEI’J&T:F , AFEAE
choice’ or the illusion of choice TR E e R T, fFlan, EE
patients perceived, for example, FTr “BATIEEE, WRAXE K
patients expressed “I had no SIRIEIHE

choice, or | would be dying slowly”




) ——

\\ - i _,_o-"” “\4_ =

3 3 1. The illusion of choice — a matter
of life or death

Hence, even when a choice was o [Fitk, BMEY—MEFEHRERD

reportedly offered, it could be ﬁﬂ%fﬂ'@)& BE TR EALUBIAA
perceived that there was not a ET ABHIFR T ZREEIEREE,”
true choice in the situation if the BAFTEREE. REEZETE

patient wanted to live, “l have no
choice. . .| wanted to live”
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3.3.1. The |IIu3|on of choice — a matter
of life or death

Unsurprisingly, given this EATE, STRMEMNEERE
perceived importance, facing and T llfa3 ﬁ#ﬂftlz'u?&ﬁﬁ BERIE
making decisions about dialysis jj FHES Kt & 5 H AR TERTRVE
was stressful for Patients and was &, MENRFRFKEHETETHERE
done with considerable reflection &

on their current life, values and
anticipated future life when on
dialysis




3 3.1. The |IIu5|on of ch0|ce a matter
of life or death

The patients reported being - BERESESHEIYRIEER, &
“shocked, fearful and bewildered BFEZR" , “HIEE2QIZERKR
at the prospect of dialysis”, “l was %IEl B—EAEEXBEENMA

so frightened when | was in the =t

ER. | kept thinking what is the
treatment all about”




| e

3.3.2. Personal factors and the minimization of the

Intrusiveness of dialysis
There was no single ideal or best - RBER—REENSRTFHIENRS

dialysis modality as the decision X RRKBT P ANZLEF, NMEW
was dependent on personal FE, BHPMNELEKEDW, B
preferences, values and a belief ILEEE—PMREFWNEERE.

that dialysis should not only
prolong life but also allow the
patient to have a good quality of
life.
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3.3.2. Personal factors and the minimization of the
Intrusiveness of dialysis

Hence, minimizing the - Eitt, BLBHHNERMEIESRE
intrusiveness of dialysis was the HIZARHNEERHE, = E'fllr]l_—
central element guiding decisions RIRHERR

over preferred modalities and was
the theme that most influenced
this decision-making




3 3.2. Personal factors and the m|n|m|zat|on of the

Intrusiveness of dialysis
This decision-making was strongly « XARFKHIBFAEZ NI FHE I

influenced by which type of BE s/t m/ N EE  EFEAN
dialysis patients believed to be NI EEREMEETF “IEE” B
least disruptive or intrusive for & DL TR

their quality of life and maintaining
“normal” life routines




3 3.2. Personal factors and the m|n|m|zat|on of the

Intrusiveness of dialysis
Findings, for example, consistently « %58, a0, (KR N—ithSE T4

made reference to the importance BFEANEFENEEMN. flun, "R
of maintaining normalcy and a BT FIEERETE, ABATKA
routine. For example, “If | can’t taZEzEs"

have a semblance of a normal life,
then why would | want to live”
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3.3.3. Other factors perceived to affect

Intrusiveness
A long travel distance to the e HEENPOEKHESEIRIFES
dialysis center was a prominent a EiEMIEEPRIEATR— A"*.‘;I:',.
factor in selecting homebased =.

dialysis over hospital-based
dialysis.
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3 3.3. Other factors perceived to affect

I T —

INntrusiveness
Patients consistently sought to  EERARXEBEREFEEM, E®
maintain autonomy and sought to ERFA MMM ERMESNEIAR.

select a modality that accorded
with their values and identity
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3 3. Other factors percelved to affect

INntrusiveness
The patients’ choices reflected o BENEERNT MIBNENE
their values and beliefs and were M, FBHENANEHF M.

informed by personal experiences
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3.3.3. Other factors perceived to affect

Intrusiveness
Many drew on past experiences of « fRZ AMKFELEZRLIEFIR A LM
themselves and their family RE, Flan: R E MIET, 2 E A
members to make decisions BLIMEERMT AR

regarding modality such as “I
decided to take it (dialysis) with
the machine because | already
knew what it was like”
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3.3.3. Other factors percelved to affect

INtrusiveness
Self care was also valued for - BERENEH#EZEWNETEES
example, “I think | like the idea of e 2, WA EFH AR LITH
caring for myself rather than LZEAERE LT

having someone else totally in
control of whats happening to me”
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3.3.3. Other factors percelved to affect

INtrusiveness
The individuals who were already - FAPLBREIETE, #FKiH T
on dialysis and were interviewed E’Jﬁhﬁh_#ﬁﬁnﬂajz"‘rT{Hjﬂ]ﬁ’] B
retrospectively about their choice =R

made comments regarding how
dialysis had changed their sense
of identity.
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3.3.4. Knowledge and social support:
essential and contextbound

In addition to personal values,
preferences and elements of
identity, knowledge of the various
modalities was used to assess
how particular dialysis modalities
would impact their future life.

Patients derived knowledge about
dialysis mostly from family, health
care professionals, and other
patients on dialysis

& T BIERMEIN mFF S50 E
fill, X Z F=EN R AR T R, &R 4 A
VA 5 2 BUIE A 7 T anfa] 220 4tk
NS EIETE.

BERBNFKE DEREZWAR

MEMBETNEEBERERIEN
B E0IH.
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3.3.4. Knowledge and social support:

essential and contextbound
« Acquiring more knowledge about e THREZHIXTERIHIIRYNEE

dialysis was seen by patients as Kif 2 ER), X AR LUR D IR R
being essential to decrease o flanmANEZRRWA BRI AE
misunderstandings. Iﬁ;“gﬁﬁﬁm,ﬁmgzﬂg} %

« For example, patients wanted to EAr. HEERBWSMIRRER
hear all the options available to ﬁﬂ%?ﬂz%&iﬂ] XHENE RMSE
them: “When | went on dialysis, | =

was automatically put on
hemodialysis. | was not even told
about CAPD. . .if | had been told
about something like that, | would
have wanted to go with it”
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3.3.4. Knowledge and social support:
essential and contextbound

In addition to dialysis options other « [TEMEFRHEMBER, —BHHW

information, consistently deemed HEERZ, BMESHEXR, W
important, were the requirements R, AL, X, FRNEEL, &
of each modality such as PUTIEHr BT B K.

frequency, location, risks, use of
needles, who performs the dialysis
and time requirements
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3.3.4. Knowledge and social support:
essential and contextbound

Acceptance of the medical - ER#ETENFAZ NI EREE
advice/information was aided by a RHEE BN —MSEX R, BN
trusting relationship with the ETENESERER.

health care providers which
facilitated the acceptance of the
medical advice and support
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3.3.4. Knowledge and social support:

essential and contextbound
Across many studies, education « ERZBMRPHBEFIANTBERE

was important not only for the E FEHENRENRERE,FAH1EN
patient but also for the family MRS EELAY.

because decisionmaking was
collaborative
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3.3.4. Knowledge and social support:

essential and contextbound
When making decisions regarding  » FEMURERIBTHE, A 1EHESITELE

dialysis modality the individuals EAFZRANEIL, 0 518 T
also relied on information from lay —N705HIERE, A AN SHIF X%
persons and social acquaintances A/ HRY, AT RS E T

such as, “My mother asked a 70-
year old neighbor about the
treatment. She was told that there
was nothing to fear. Gradually |
accept it”
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3.3.4. Knowledge and social support:

essential and contextbound
Social support was an important - MEYTHEHISFIEXRBRENZEE
factor that affected decision- MU EEZR R, NHRET,
making particularly from their ﬂﬁ?" WS IRIERT, S IR T HOX Y
families for example “My nephew,
also on CAPD, told me about
CAPD, which | am now on”




3 3.4. Knowledge and social support

~__essential and contextbound
Patients relied on their families for . BEERBKEAFRENSE AT i

support however, they were MEIRBBATERE LB MRE,
mindful that their choice about ATt 2 Mmi (1 EELIFNIRE.

dialysis would also affect their
families and possibly the levels of
support they would require
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3.3.4. Knowledge ‘and social support:
essential and contextbound

« For those already on o XITFREELXEFEHIAN, BHH

dialysis,dialysis was seen to affect WNASFIMEANRE
the whole family




.\\ .\

4. Discussion

This review, the first qualitative c AW, BEAEMRGEARETIE
systematic review to focus HrRzCEY, AR BERE ,i.??z.‘f%,
specifically on dialysis decision- R EFNE TR RS2 M.

making, identified that decisions
about dialysis are made in the
context of the patient’s life, family
and values.




4. Discussion

Despite medical reasons for .
ineligibility of some modalities

patients who were offered a

choice often perceived that they

were not provided with a truly
informed choice over modality
selection despite this being a

decision viewed by them as

stressful, important as it was a

means to survival.

HT A ERINEFRE,—LEHiEH
TIRFNSRNBEZANAIEBEE
EREFI S RERXWMINEHE
—MEFAA—HNEKMEER.
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4. Discussion

The main priorities guiding
decision-making were the
importance of minimizing the
intrusiveness of dialysis on daily
life and selecting a modality that
accorded with their values and
identity.

EFRARNEEEREROXNHE
FERRMAIE TS M NRNME
MANZHRIEF T
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4. Discussion

 Although home-dialysis has many + BAREENEITZETFLEBER
benefits there was no one single — N EBE—fBE BN ERENK,E A
inherently superior modality type XANNRKZIEE N ML
as decision-making was very
personalized.
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4. Discussion

- Decisions were made individually « REZRMABMHE BISRE Z

but with reference to wider social HitsRE R, SFEMRAMKE
factors, including other patients DA

and family members.




4. Discussion

These findings demonstrate that
people with CKD understand

dialysis is a life sustaining therapy,

require information regarding the
options in order to make an
informed personal choice; but that
these choices are influences
beyond health care professionals
advice and support, including
peers, family and friends with

guality of life concerns.

X LR LE R KA, CKDEEIRHE
BT E—ThdgE St BRETT, BE
BRI ENEERUEHRRE NN
NEFEBR, XEXRFHBEETI
FEREE W AFZHENAT R, &
EIERE, KAMBALURITE
SERERKE.
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4. Discussion

In this systematic review no « EXNRGEZERF,RBLARE
studies were published before the 19965|EZ_HIJ SRR
year 1996. . A e = XTI HARY R R

This is likely reflective of the
relatively recent emphasis on CKD
prior to dialysis.
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4. Discussion

«  Only two of the samples in the o MRPRAERNMHERZR LT IR
studies were exclusively in the IR EFERIFHITEA, LA K 3T iE HrRY T AR

active stage of modality decision-
making and prospective to
dialysis.
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4. Discussion

* None of the studies with a sample o WHRPEFEE—NHEALSZRATZHE
in the CKD stage not on dialysis B Hr AR SR HA
focused on home-dialysis
decision-making.
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4. Discussion

« Given the complexity in this o BTFXMRERIENEZM &
decision-making process further CKDIHIE/, T3 AR A BT AE
qualitative studies are needed e IR SR EIE AT A R A E
during the CKD stage when active A AEEH—THEMENR.

decision-making occurs to more
fully understand the nuances
specific to home-dialysis.




4. Discussion

« These findings provide further o XEELIM KGR EIERE IR A IH—
research evidence for clinical SRR IESE, B A FTAIZEICKD
practice guidelines and the new BRI RITE A SIESR, T X,
U.S. CKD Medicare initiative that W TEFMIAERSHEIR TR
policy, programs, and health BAR AR ER SR BT ER
services be designed to support A ETLEE(E B RIRHE,

informed patient choices about
dialysis modality without undue
coercion and based on
comprehensive information.




4. Discussion

These services should include .
people with CKD and their

caregivers and respond to

patients’ knowledge needs, values
and preferences and address the
advantages and disadvantages of
each modality yet, acknowledge

the patient’s lifestyle, values and
desire for minimal disruption.

IX Bk B 55 B B35 B A fth (11 A0 BB
Z, NWEERNIMREX, MMEU
MELF FrAfEMER S, &
IWBEEREFERAN, NMEINMZKD
BT AREE
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4. Discussion

Opportunities to discuss the - RESELEBEMNEEFHITIHES
dialysis experience with people ZHINStIREE, FEEFEIAR
already on dialysis also is FAEEMIR X LEEHBIRS
important in modality decision- e EN.

making and consideration given
to providing these peer
educational services is needed.
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4. Discussion

Research on dialysis modality
education programs indicates that
patient knowledge of the various
dialysis modalities influences the
type of dialysis they select.

FEEHB A B ERMZREA,
BEXNNEER NIRRT #E,
M 1 e EETRYREL.
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4. Discussion

Education regarding dialysis « NTBEHRARAERS THRARA
modalities improves patient 10, EpY IR B IR ERR
knowledge , increases the BV E B AT e 1.

intention and likelihood of starting
on a self-care or home modality




4. Discussion

- Inthe setting of early nephrologic ~ + FERHIFREMITRIEITLE BBIET,

care and planned dialysis starts it BEFARHNEEES|RREEMZK
is the responsibility of health AR EMFE, R LB RVR TR
professionals to elicit patient and AR E.

family values and beliefs in the
context of dialysis modality
decision-making in shared
decision-making models.
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4. Discussion

» When offering any treatments or o UIRMLIEEMEAGETEOEN, B
options to patients, there is a — N RFERY RS HESR B o) 7 & A
persistent risk for ‘framing’
problems to occur.
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4. Discussion

« This is in regards to how the o XEBXTIEFEHFITHEBRESE
options are constructed and =

delivered to patients.
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4. Discussion

- This process is often neglected o X—EHIREFEWAM, BEAES
and patients may not be offered a WIRE—RIBT AR

range of treatment options
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4. Discussion

« The format and content of the o REXLIHFRPPIEBITRIHNFER
education programs reported in MABEANRK

these studies varied greatly.
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4. Discussion

- This systematic review suggests s XPMERSGEZARRABEZLENB
education is necessary but also B A RREMR.
insufficient for decision-making.
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4. Discussion

« Our findings demonstrate modality « {1 REREKPERATE
decision-making is complex, value 20, SNMERMYE=HEXM.
laden and contextually bound.




4. Discussion

Health care professionals may not « {ZFRREEZWARAEEZBEEIRE)

be aware of the level of education, HBKEMERFFALRRENE
values, and goals of the patient Fr, B tE 2R EEA O &AL T s it
and family therefore population A[BE= N R IIHY

based interventions may be
unsuccessful.
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4. Discussion

Current systematic review and
meta-analysis level of evidence on
the effectiveness of value based
decision aids shows promise as
demonstrated in other populations
that these aids can significantly
improve patient knowledge, lower
decisional conflict regarding
feeling uninformed or unclear
about personal values and reduce
the proportion of individuals who
are undecided or passive in
decision-making

HBIAY R %t B AN 22 53 ARV IEHR
AR ETNERIRE, X LA
AL EERSEENFIN FERET
PANMERRT B TFEIVRER
S DA NEMERE R IR GA
RECIBIRTEE .
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4. Discussion

« Value based care has recently o ETFMEMAEBIFHIE#IFIEIGK
been recommended for CKD L EIEEEEFE NCKDRREF =

decisions in nursing clinical
practice guidelines
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4. Discussion

- Unfortunately, no specific value o AEMRZEAHENETNERR
based decision support RYIFTFMCKDEEGFA

intervention exists for people with
CKD




N P ——

4. Discussion
« The implementation of value o ETRRTIE-EM{ESLIN,F1
based interventions with CKD BIESXKREEN=ERE N, 2 1E
decision-making and the effect it 7EHE 4 By — AN SC RS Fn A ot B X 43

will have on home-dialysis
decision-making is a growing area
of practice and research.
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4. Discussion
«  Two other systematic reviews o HMEANRGLEGAR TIHITT Y
have been conducted on similar FEM R CKDRREEBEFE
topics: CKD decision-making /4R B ATHYR E .

including transplantation and
withdraw/with-holding of dialysis
decisions
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4. Discussion

« Similarities are evident between o BEIEEMEEESAPIRITS
dialysis decisions and decisions =R A 7~ pvig = ik (W] o =L Y P
for other renal replacement 7= &5 DLRY.

therapies which were explored in
these reviews.




4. Discussion

For example concepts such as o HlanX Lt SR E I, EXT T,
confronting mortality, a perceived B RERNRR MELFRNEEN
lack of choice, the importance of FHPEERNEEM RRAIK )

weighing alternatives and the
high importance given to
information and the magnitude of
the decision were common
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4. Discussion

« This suggests that similar « X3RHBE, CKDHExRIHMRFEFE
weaknesses in health care B DA R SCER P BN 55 =,

practices exist in other decisions
related to CKD.




4. Discussion

« CKD health care teams providing « CKDEFTEIZEBmAB BN FF
patient education and support AEZEm TEIMNEEN B E ST
would benefit from additional NIRRT N E
training around communication
and incorporation of patient values
in decision-making.
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4. Discussion

« These results also suggest that o XEZRAIRA HUEXTERX
more commonalities than PN EREEFRANIECKDATTETHIR TR
differences exist than we had TP FHEARE XK.
anticipated in the decision- making . \ZREEAAFTRER S IEE24AY,
processes for CKD treatments. AEee R R HAb TR IS, i

«  The processes of renal P HV IR MR RRV R RIRR L.

replacement therapy decision-
making are similar and likely
transferable to other health
decisions which are contextually
based, life sustaining and
reflective of rational decision-
making theory.
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4. Discussion

The current hegemony of modality é Hi]
selection is based upon choice
being the primary determinant of S

IEEIBHTIRICEY
*ﬂu: _951::%@

modality selection ;T;)ﬂ:;—t S'Eif;'; El’] ;_%J&
ERE




4. Discussion

 The results of our review and

Morton’s et al. (2010a) review
demonstrates that CKD decision-
making is very individual and
contextually driven.

s BTN EESERME
i A\ B E(2010)
¥ CKDARERIE
i%kﬂt?iwﬁ




4. Discussion

« This represents challenges for

health care providers and service
delivery as value-based
approaches to increase home-
dialysis uptake have ethical,
economic and policy implications.

TN ERWR, XK R
EXT A PREZTE(HEE
AR AR 35 32 £+ & BU Bk
R JLF= —iﬁ'ﬂhnT%
EL?E?U?T%EN‘ BiE, &
T AIBLER 5 E Y520

g




4. Discussion
*How do we as health care oﬁgjj".l""f%ﬁ%%\l A

professionals influence values
which are generally firmly J|_| ?jzﬂ ]ﬁﬂ'fj /ﬂnﬁﬁ

embedded? FEFZENNEMNZ?

'L




4. Discussion
« For example if an indi\_/idual FIoes o 1§|Jilﬂ!lﬂ7 /\AT Eé*

not value autonomy with their

health care it seems unlikely that ?‘}nl_,'f'ﬂ_’, EI’] B 1%1@ /Zﬁ

pesed thorapy. 12, (L F o A A8
SRR IR B HE R
\A‘

|17 o




4. Discussion

* Interventions could then focus on o TFiA] l’/L E 'lJ: =2
. T </
h le with CKD clarify _
tha(la\?rn\?allaueezpaen\cllwfind a mgc?a::ity '15 CKD El,] A 'ﬂ ] 1= /% 'ﬂ'l_’,
which is suited to their lifestyles. 1 -J EI/J 'ﬁl\{EXJL. E.j:j?, §|J
—MNEEMEER
ICHYIBE IR
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4. Discussion

In informed decision-making e ;:| |J rh
models people are given the 7—%[' Iﬁ ‘. PQT == A
autonomy to make their own 'ﬂ 1M FHIENEE
decisions based on the T

information that not only health 4\ 1X7E1%1§$§

care professionals have provided J_LAJ\,‘&HE,:J%%{A%H

but also family and peers HIZ:EI-:J:IE1 E]’]'f,:, ,,_,\'ﬁf[/;&
E




4. Discussion

This implies that health care
professionals must accept the
decision and set aside our own
personal biases toward which we
feel would be the “best” decision
for that person.

XEWREISREE
A A RSS2 IX —
REFHE B KBt
BN “BREF HIR
EME—IL,




4. Discussion

The results of a few studies with o —LEFUZ AR ==
people with kidney disease have L 3 S R w2

gemo_nstrati_d thgt patient EI’] ﬁﬂ: 3{,2:': E{LIEEH 1™ A
ecisionmaking does not appear -

to be heavily influenced by factors Ay I;%/\!H:ﬁﬁ '245'_1"?'_]
that health care professionals 1@ j%{%ﬁ%%ll_ A B2
value such as “clinical targets”

(Tong et al., 2009), blood pressure U—' EI,J §H,JFI E: /ﬂrj
management, and optimal Eb ﬁﬂ 1:,—5

vascular access

” (Tong’%)k 2009),
EEE e {ER
B8
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4. Discussion

In a health care environment with ~ +  #r— /N7 ZE ST E IR

practice variations in offering X e
home-dialysis therapies, lack of HRIEETA '}_'T_EI’\J_D "J%
consensus regarding modality [BIMEP R IHERTIRT
eligibility and valuing patient EI"J’%*%’E u&ii?ﬂ%kﬁ
choice, further emphasis is 2 oA A0 S 7 £ ~ =
needed on implementation and :'l::': E?/J/\Z? T%E?éj_t}: T
sustainability at the system level KAWL B A
to offer all people with CKD a wide ECKDH/H%A_/\)— H/]
array of renal replacement therapy ”1 P

options at each center along with %E{tﬁ,fﬁlﬁi,f

timely interdiscpinary education HH 'L‘%%ﬁ—ﬁgﬁlﬁﬁi
and decision support. ﬂ'lﬂjﬂgﬂlgf‘uﬂ'y&ff El"JSIZ

.
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4. Discussion

« Health care systems therefore o Eitt, DEFRERSZ, EEDEFRE
need to have health care policy to BUR{EEF R ERA KR X L ARk
enable interdisciplinary teams to %o

provide these services.
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4.1. Study limitations

Some limitations were noted with e XANERGEIA—LFIRMESZ
this systematic review. I.
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4.1. Study limitations

This review relied only on o AT A& AV 52 S RN
published studies or data and TR SR, FE X fim i ws
exclusively English publication TN o

and thus this bias must be
acknowledged.




NN

4.1. Study limitations

« The method of meta-ethnography « meta-ethnographyfy /5 ;%% Bzt

does not provide guidelines for the IEENREMRANGEESHARAR
quality of studies to be included in FI T

the synthesis leaving the judgment
to the researchers.
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4.1. Study limitations

In this study two of the studies o TEXTARAIFE N P HIERE
included were rated as low quality REREXLER=E M,

which may have an effect on the
results.
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4.1. Study limitations

Overall, age, sex and socio- - RBIEWME, &8, MalFte A
demographic descriptors were E’Hmt, A—EfRiER D, &
poorly reported in some studies 11388 & IX L F =R EAEM
and we did not find any influences =, REEMARNREESER
of these factors on decision- MAHFMEEZHEHX.

making despite dialysis modality
decision-making being highly
personal and contextual.




T ——__—— .

4.1. Study limitations

The quality of reporting qualitative - IREEHERERE, EXHH,
findings, in this area, could be A] LA G —FriE R B
improved with the use of

consolidated criteria
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4.1. Study limitations

Positively, a wide range of - SANBENZE, T ZHERL
countries and cultural groups were RAxE&5 7T X5,

represented in this meta-
ethnography




4.1. Study Ilmltatlons

Unlike aggregative qualitative o PMRESEMRSZIEN, meta-
systematic reviews, meta- ethnographym—ﬂﬁ“ﬁ‘ M B RRFE
ethnography is a holistic 7%, R T IR ENE—F R
interpretive method which AFZ—MLEFEREHE R
preserves the uniqueness and hES,

cultural variations of the various
studies by translating the studies
into one another to produce
synthesis results.
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4.1. Study limitations

Despite the fact that many - REFSERNTLEHAE G
countries and cultural groups were B, (1 R B E LB AR .

represented there were
commonalities across the cultural
groups.
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4.1. Study limitations

The studies included in our review  « KRB E S HFREETEEGRIHE

were both prospective and M F0E FE, M E A e ET, R
retrospective relative to dialysis BRNMAREFHIT.

initiation with only two studies
conducted prior to initiation of
dialysis




NN

4.1. Study limitations

- Retrospective accounts of dialysis  + [EFUEHT, EIBEHHAER T LR RE
(hospital based and home-based) Al eSS E 210y,
decision-making may have been
influenced by experiences after
starting dialysis.




4.1. Study limitations

« Details of time since starting o  FHIERE AR E)HABIEER
dialysis was not included in all the BRF(ERHERIINGHRF,
studies but when it was included BB ER B4E0%)19% X HAR AT RES
the time period ranged zero to 19 e ZEHFEFTFIEZBIR
years which certainly could have FTEERIZE R,

influenced recall of events and the
results further emphasizing the
need for studies prior to initiating
dialysis.
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4.1. Study limitations

Five of the studies were published « #MRPPVENZELETERRER

more than ten years ago and the AR 7T EHERMIRKRGE B
clinical approach to CKD, burden 4R R RE D038, (S I X ' BT AT
of kidney disease and beliefs H{ERSELEXEMEKNT T, X
about dialysis service usage has Lt E S XT L5 RIS 2.

changed in this period which may
have influenced the results.
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4.1. Study limitations

As dialysis modality decisions s BT EHRARBREXRTTT Z8Y
were made in reference to wider HEeEZE R NEEH—TSERIR
social factors further health SRR R E F IR AR X AN o) B Y
services research is needed in =44,

order to understand the full
complexity of this issue.
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5. Conclusions

Decisions about dialysis modality o XTFIENMARNAREIEAFIM]
are very significant to patients and HRBIEFEEER.
their families.




A

5. Conclusions

They are seen to relate to both
survival and quality of life, are very
personal and strongly influenced
by the values of patients and their
families, the context of their life
and an over-riding desire to create
minimal disruption to the lives of
the patient and their family.

ENBIAASEGFEMEERERX,

EBENTNBATBINIRNRBRINE

MAEFE R ULBEEEL &N

E%FEEF%MM‘]%FE’}_%E’\J}%‘E%HH
.




5. Conclusions

,.\-.'"“-_ .

« These findings emphasize the o XLEL IR T XEE BEMBm
need for planned and timely 2N ENFF{ELEBXTFEHR A
discussions about dialysis BB TR R BRI 1T By Sk, B A
modality that incorporate patient ETREEMASEHBFINAZAIT
and caregiver values in decision- HY R

making and whereby home-based
dialysis is presented as a viable
option.
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5. Conclusions

 Support from health professionals + EFARTIFNESNIZEEFN

should focus on preparation for R B AMITREANEE B FIR
decisions, providing knowledge of JEFREAEIRAERET BE KA
different modalities and explaining ez 05l

the individual implications of
different modality choices on
disruption to the patient and their
family.
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