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ABSTRACT

Introduction: Older adults constitute the largest
group of patients on dialysis in most parts of the
world. Management of advanced renal disease in
the older adult is complex; treatment outcomes and
prognosis can be markedly different from younger
patients. Clinical teams caring for such patients are
often called on to provide information regarding
prognosis and outcomes with treatment—
particularly, the comparison between having dialysis
treatment versus not having dialysis. These
discussions can be difficult for clinicians because
they have to contend with incomplete or nascent
data regarding prognosis and outcomes in this age
group. We aim to summarise the currently available
information regarding the prognosis and outcomes
of advanced renal disease in the older adult by
means of a scoping review of the literature. This
article discusses our protocol.

Methods: This scoping review will be undertaken
in accordance with the Joanna Briggs Institute’s
methodology for scoping reviews. A directed search
will look for relevant articles in English (within
electronic databases and the grey literature), written
between 2000 and 2016, which have studied older
patients with advanced renal disease (estimated
glomerular filtration rate <30 mL/min/1.73 m?). After
screening by two independent reviewers, selected
articles will be analysed using a data charting tool.
Reporting will include descriptions, analysis of
themes using qualitative software and display of
information using charts.

Ethics and dissemination: This scoping review
will analyse previously collected data, and so does
not require ethical approval. Results will be
disseminated through academic journals,
conferences and seminars. We anticipate that our
summary of the currently available knowledge
regarding the older adult with advanced renal
disease will be a repository of information for
clinicians in the field. We expect to identify areas of
study that are suited to systematic reviews. Our
findings can also be expected to influence
guidelines and clinical practice recommendations in
the future.

Strengths and limitations of this study

= Previous reviews have not attempted to systemat-

ically collect, describe and synthesise all the con-
siderations in making treatment decisions for the
older adult with advanced renal disease. This
review will collect information across quantitative
and qualitative spectra of research, drawing on
both published and grey literature. It will also
describe data that highlights patient and carer
perspectives, both of which are relevant to this
life-intrusive illness and its treatment. This
widens the sources of information beyond
those traditionally used for systematic reviews
in the area - this will be a strength of the pro-
posed study.

Such a wide-ranging review can serve as a
useful repository of information for clinicians
and others working (or conducting research) in
this area; it can suggest areas for further system-
atic reviews and contribute to generating
guidelines.

The scoping review conducted according to this
protocol will address the information available
for the shared decision-making process in the
older adult. So as to preserve focus, it does not
include other aspects of dialysis decision-
making, including how this information is pre-
sented/received, types of decision-making
models, decision science, the impact of health
literacy, socioeconomic factors, mental capacity
and cognition, cultural/language barriers or
resource limitations.

Studies included will not undergo a formal
quality assessment—this is part of the design,
as a scoping review attempts to describe all the
information available, rather than only select the
highest quality of evidence.

This protocol is for a scoping review that only
considers material written in English. Potentially,
large populations of the non-English-speaking
world may not be represented. Qur conclusions
may not apply to the different cultural and social
environments in these regions.
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BACKGROUND

Approximately half of all patients on dialysis in Australia
at the end of 2014 were aged 65 and above. Patients
aged 65-85 years have the highest incidence (patients
per million) of renal replacement therapies.1 These
numbers will conceivably rise in subsequent years as the
population on dialysis ages, and as incident patients are
added. However, several researchers have suggested that
the older patient may not do well on dialysis in terms of
quality of life, preservation of independence or survival.
Studies suggest that in the presence of severe comorbid-
ities such as frailty or heart disease, there is no survival
advantage to being on dialysis.” On the contrary, some
older patients who choose not to have dialysis enjoy a
good quality of life, and may not have a significantly
shortened survival in comparison.”™

Several renal units now also offer a distinct, non-
dialysis pathway of care for patients opting not to have
dialysis treatment for end-stage renal disease—thus pro-
viding another valid and available treatment choice for
these patients.7 This pathway may be called the ‘conser-
vative’, ‘supportive’ or ‘renal palliative’ care pathway.

Principles of holistic care in the management of the
older patient are widely applicable—including detailed
symptom management, advance care planning, func-
tional assessment and appropriate support, and targeted
measures to improve quality of life. However, uncertainty
exists regarding the benefits of dialysis therapy in the
older adult. Predicting which older patient will do well
on dialysis is quite difficult.

Nephrologists and other members of the renal team
are often central to the discussions around treatment
choices for advanced renal impairment. National organi-
sations, such as the Australia New Zealand Society of
Nephrology or the Renal Physicians Association in the
USA, suggest a process of shared decision-making for
patients considering dialysis.® * Shared decision-making
is defined as ‘a process by which a healthcare choice is
made by the patient (or significant others, or both)
together with one or more healthcare professionals’.”
Clinical practice recommendations in this area suggest
that ‘nephrologists do not shy away from these discus-
sions’—rather, they suggest, treating teams ought to have
‘realistic discussions’ with patients about survival and
quality of life with and without dialysis treatment.® ?

The provision of information is an important compo-
nent of shared decision-making, as exemplified in
several popular models of the process. For instance, in
the Interprofessional Shared Decision-Making Model,'’
‘information exchange’ is an integral part of the
process. Similarly, in the model suggested by Elwyn and
colleagues,'’ which consists of a 3-step shared decision-
making model for clinical practice—‘choice talk, option
talk and decision talk’, provision of information is an
integral part of discussions about options and choice.
Accurate information is central to shared decision-
making, as it ‘rests upon knowing and understanding
the best available evidence on the risks and benefits

across all available options, while ensuring that the
patient’s values are taken into account’.'’ However, pro-
viding or accessing such information often proves diffi-
cult for the clinician, as sufficient, comprehensive
information is not readily available.

Comprehensive conservative treatment for renal
impairment that does not include dialysis is an actively
evolving paradigm of care, with few practices backed by
high-quality evidence, making standardisation difficult.
Additionally, most such care is provided in heteroge-
neous settings, by different professionals (eg, multidis-
ciplinary clinics). Such factors make head-to-head
comparisons of the two modalities (dialysis vs non-
dialysis) cumbersome, limiting the information available
for a discussion comparing the two pathways.

There are other practical difficulties. Studies have
shown significant variability in how different doctors
make decisions about recommending dialysis.'”* *
Estimates of prognosis made by doctors are likely to be
inaccurate. Age and non-renal factors may not always
receive consideration. Factors such as comorbidities,
frailty, mental status, dependency for transfers and resi-
dence in a nursing home can all impact on the progno-
sis on dialysis, but it is difficult to consider these
variables systematically in making decisions. Efforts to
construct prognostic indices for the older adult consider-
ing dialysis have met with limited acceptance. Often,
these indices document prognosis for patients already
on dialysis, or they do not consider non-renal factors.
Not surprisingly, patients may consider non-medical
factors important to their decision—such as the number
of hospital visits required, or the restrictions on
travel.'* '° Clinicians may not be aware of such research
into patient and caregiver preferences for treatment or
end-of-life choices.

In summary, there are uncertainties and gaps in
knowledge when renal teams are called on to provide
appropriate comparisons between treatment with or
without dialysis in the older patient with advanced
renal disease. The life-sustaining nature of dialysis pre-
sents difficulties in the design of a randomised trial
comparing dialysis treatment with treatment without
dialysis in this population. Given this scenario, the
scoping review methodology, extending across quantita-
tive and qualitative research domains, appears well
suited as a first step in detailing the breadth of informa-
tion available in this particular area at present. From
the information gathered, we anticipate that the need
for future systematic reviews in particular areas will be
identified.

METHODS AND ANALYSIS
(Please see figure 1 for a flow chart detailing the major
steps in the scoping review.)

This scoping review will be undertaken in accordance
with the Joanna Briggs Institute’s methodology for
scoping reviews.'®
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Preliminary List of Search Terms
Aged;Geriatric; Elderly; Older; Chronic Kidney Disease; Chronic Kidney Failure; Chronic Renal Insufficiency;
Renal Replacement Therapy; Renal Dialysis;Conservative care; Palliative care; supportive care; Withholding treatment;Risk Assessment; Risk Factors; Logistic
Models; Time Factors; Life Expectancy; Kaplan-Meier Estimate; Treatment Outcome; Prognosis; Prognostic score; Quality of life; Lived Experience; Adaptation,
psychological; Patient Selection; Decision Making; Information Needs, Patient Education;, Patient preference; Physician advice; Doctor-patient communication;
Surveys and questionnaires

!

h '
' Modification of search »
\ termsasneeded | ——

Search Results
Within databases (listed in text)

(See Table 1 in Appendix for study screening tool)

'

Study Screening and Data

Determine if suitable for inclusion

Extraction by 2 researchers;
third researcher for
disagreements

|

Included studies

—>

A

4

| Determine relevance to study questions (listed in table 1) |

Data Extraction / Charting Tool

(Revised as appropriate during data extraction)
Variations of tool according to study questions

(See Table 1 in manuscript for study questions)

(See Tables 2 to 3 on Appendix for data extraction tools)

/N

(Studies may be relevant to multiple questions)

Question 1

Question 2a

Question 2b Question 3

v v

v

‘ Charts, Tables and Diagrams

Thematic analysis presented as charts / tables / text

Narrative Summary

Figure 1 Flow chart of proposed scoping review.

From readings of published literature and clinical
guidelines/recommendations, we anticipated, empiric-
ally, that five broad categories of information are likely
to be relevant to the discussions around treatment
options for the older adult, as follows:

» information about prognosis/survival older
patients with advanced renal disease managed either
with or without dialysis treatment;

information about quality of life in older patients
with advanced renal disease managed either with or
without dialysis treatment;

information describing the lived experiences of the
older adult with advanced renal disease;

information on the factors important to older
patients and their careers as they make treatment
choices around advanced renal disease;

other factors, not included above.

A preliminary search of the literature in The Cochrane
Library, JBI Database of Systematic Reviews and
Implementation Reports, TRIP database and Prospero
failed to identify a scoping review that summarises the
entire range of considerations discussed above.

in

>

Operational definitions

Older adult

Different chronological ages have been used in the lit-
erature to define the term ‘older adult’ or ‘elderly’.” In
order to include all relevant data, we will include studies
where the population studied has been described by
primary researchers as ‘elderly’, ‘geriatric’ or ‘older
adult’ without specifying beforehand an age cutoff to
define the older adult. In the summaries created, we will
mention the ages of patients included under this term
in relevant studies.

Patients with advanced renal disease

This is defined as patient populations in any of the fol-
lowing categories:

» having established (>3 months) renal impairment
with an estimated glomerular filtration rate (eGFR)
of <30 mL/min/1.73 m%

described as having ‘advanced renal disease’ by the
primary researchers;

receiving education regarding renal replacement
therapies;
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» on dialysis;
» on non-dialysis, supportive or conservative care.

Carers

Includes all individuals involved in directly caring for
the patient, whether associated through family, friend-
ship or marriage.

Clinicians

Clinicians include doctors, nurses and allied healthcare
staff directly involved in the medical care of, and the
shared decision-making process with, patients and
carers.

Dialysis treatment

Dialysis treatment involves renal dialysis, including all
forms of haemodialysis and peritoneal dialysis, including
in-centre, home-based, assisted or self-care approaches.

Conservative care

Conservative care includes care given to patients with
advanced renal disease who have decided not to
undergo dialysis treatment, described as ‘non-dialysis’,
‘supportive’, ‘conservative’ or ‘palliative’ renal care.

Objectives
The objective of this review is to identify and summarise
the nature and scope of information available for consid-
eration when discussing treatment options for advanced
renal disease with an older patient.

The study aims to synthesise information from quanti-
tative and qualitative literature, so as to
» provide a coherent summary for clinicians;
» explore the need for future comprehensive systematic

reviews on the subject.

Review questions

The questions for this scoping review are as follows

(summarised in box 1):

» What information is available to be used in the
shared decision-making process for the older adult
considering treatment options for advanced renal
disease? Specifically, the details examined are:

Box 1 Review questions
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1. What are the factors affecting prognosis and survival in the
older patient with advanced renal disease either choosing to have
dialysis treatment, or choosing to have conservative care without
dialysis?

2. (A) What factors influence the quality of life in the older patient
being treated for advanced renal disease?

(B) What information is available regarding the lived experiences
of older adults treated for advanced renal disease?

3. What is known about the information needs of older adults and
their carers considering treatment options for advanced renal
disease?

» markers of prognosis (survival) in the older patient
with advanced renal disease;

» factors influencing quality of life in the older
patient with advanced renal disease;

» reports of lived experiences of older adults under-
going treatment (with or without dialysis) for
advanced renal disease.

» What do we know about the information needs of
older adults and their carers as they consider treat-
ment options for advanced renal disease?

Inclusion criteria

Study selection

This scoping review will consider, for all questions, arti-
cles that address the older adult with advanced renal
disease, their carers or the clinicians involved in their
care, regardless of sex, region, diagnoses or comorbid-
ities (see figure 1). Articles from peer-reviewed scientific
literature as well as those from grey literature will be con-
sidered (details below).

Concept

The core concept of this scoping review is to provide a

summary of the breadth of information relevant to dis-

cussions and decision-making in the older adult with
advanced renal disease who is considering treatment
options. The primary focus is on the information that is
likely to be of value in choosing whether to have dialysis

(any type of dialysis) or not. With regard to the specific

questions articulated above,

» For question 1, studies that report on prognosis, prog-
nostic indices, survival and mortality in the popula-
tion described will be considered for inclusion.

» For question 2 (A), studies that describe quality of
life data in this population, either in isolation or in
relationship to other variables, including descriptive/
observational and interventional studies will be
included.

» For question 2 (B), studies that describe the lived
experience of these patients and their carers will be
considered.

» For question 3, studies that have described the infor-
mation needs of older adults and their carers around
the decision-making process in advanced renal
disease will be considered.

Context

This scoping review will consider articles pertaining to
the older adult in inpatient, outpatient, home or resi-
dential care facility settings.

Sources: study types
(Please see online supplementary table S1 for a draft
version of the initial appraisal tool.)

This scoping review will consider quantitative and
qualitative study designs, including:
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» Experimental and quasi-experimental studies (rando-
mised and non-randomised controlled trials), before
and after studies and interrupted time-series studies.

» Analytical and descriptive observational studies
including prospective and retrospective cohort
studies, case—control and cross-sectional studies, case
series and case reports.

» Qualitative studies will also be considered that focus
on qualitative data including, but not limited to,
designs such as phenomenology, grounded theory,
ethnography, qualitative description and action
research.

» We will also include searches of the grey literature
(see description of databases below).

» Textbook chapters and opinion papers will also be
considered for inclusion.

» We will also include recommendations made by
national bodies involved in setting standards and pro-
viding guidelines for renal care.

Studies published from January 2000 to October 2016

will be included so as to reflect the increasing number

of older patients on dialysis, the changing attitudes to
the treatment of older adults in recent years and the

establishment of conservative care without dialysis as a

valid treatment option. Only studies with abstracts pub-

lished in English will be included in the initial screening
process.

Exclusion criteria

» research that does not address older adults (see oper-
ational definition above) as a main or subpopulation
of interest;

» research that exclusively addresses patients with an
eGFR >30 mL/min/1.73 m®

» studies in languages other than English.

Search strategy
An initial limited search of MEDLINE, Scopus, Embase,
PsycINFO, CINAHL and Cochrane Library databases has
been undertaken to identify articles on this topic.
Analysis of the words contained in the titles, abstracts
and index terms used to describe these articles was used
to develop an initial list of search terms and keywords, as
follows:

» humans; aged; geriatric; elderly; older;

» chronic kidney disease; chronic kidney failure;
chronic renal insufficiency; renal replacement
therapy; renal dialysis;

» conservative care; palliative care; supportive care;
withholding treatment;

» risk assessment; risk factors; logistic models;

» time factors; life expectancy; Kaplan-Meier estimate;

» treatment outcome; Pprognosis; prognostic score;
quality of life; lived experience; adaptation,
psychological;

» patient selection;
needs; patient

information
education;

decision-making;
preference; patient

physician advice; doctor—patient communication;
surveys and questionnaires.
The keywords/search terms will be appropriately used
for each database. As studies are being considered, their

reference lists will be screened for additional studies.

Databases searched
The following databases will be searched: PubMed
PsycINFO, CINAHL, Embase, Scopus, Mednar, Turning
research into practice, NTIS, ProQuest Dissertations and
Theses, Google Scholar and Current Contents.

The search for articles in the grey literature will

include electronic sources including OpenSIGLE,
Healthcare Management Information Consortium
(HMIC) Database, National Technical Information

Service (NTIS), PsycEXTRA, BIOSIS Databases, Open
Grey, Trove, EThOS, OATD.org and OpenThesis.

The search for guidelines will include searches at the
National Guideline Clearinghouse, http://www.cari.org,
http://www.kdigo.org, the National Kidney Foundation
(NKF-DOQI), Kidney Health Australia, the Renal
Physicians Association, ERA-EDTA and national specialty
organisations (USA, UK, Australia, European).

Data extraction

Data will be extracted from papers included in the
scoping review using the draft data extraction tools listed
in online supplementary tables S2-5 by two independent
reviewers, and entered into spreadsheets. The data
extracted will include specific details about the popula-
tions, concept, context, and study methods of signifi-
cance to the scoping review question and specific
objectives. Any disagreements that arise between the
reviewers will be resolved through discussion, or with
opinion from a third reviewer. When required, authors
of papers will be contacted if possible to request missing
or additional data. The draft data extraction tool will be
modified and revised as necessary during the process of
extracting data from each included study. Modifications
will be detailed in the full scoping review report.

Data mapping/analysis/synthesis and presentation of the
results

The extracted data will be presented in diagrammatic or
tabular form that is relevant to the objectives and scope
of this scoping review. We will summarise the informa-
tion separately for each question that forms the basis of
this scoping review.

For questions 1 and 2 (A), we will present in tabular
form the various factors reported to influence progno-
sis/survival and quality of life, respectively, detailing the
number of studies for each such factor, the number of
patients studied, the settings, and provide comment
about the generalisability of the findings.

For information addressing question 2 (B)—‘the lived
experience of dialysis’; and question 3—‘information
needs for the shared decision-making process’, the find-
ings will be displayed in tabular and diagrammatic form,
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and in addition, we will use N-Vivo qualitative research
software (QSR International, Australia) to synthesise the
various themes identified.

A narrative summary will accompany the tabulated
and/or charted results and will describe how the results
relate to the primary questions around shared decision-
making in the older patient with advanced renal disease.
We anticipate that the identification of information
needs will also guide the organisation of the information
collected.

Ethics and dissemination

Ethical approval for the conduct of this study will not be
required as this research only includes analysis of previ-
ously collected data. Results will be disseminated
through academic journals, conferences and seminars.
We will attempt to publish our findings in international
open-access, peer-reviewed medical journals so that they
are freely available.

CONCLUSION

The older patient with renal disease is different from
younger counterparts on several counts—comorbidity
burden, disease progression, survival, outcomes with
therapy and considerations that influence quality of life.
A ‘one-size-fits-all’ approach to counselling and prescrib-
ing renal replacement therapy cannot be recommended.
The scoping review proposed will attempt to synthesise
the disparate pieces of information available, and to be
a resource for clinicians advising such older patients.

Twitter Follow Rajesh Raj @kidneymedic and Mai Frandsen @FrandsenMai
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