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APPENDIX

CULTURALLY SAFE CLINICAL KIDNEY CARE GUIDELINES - Compliance
with AGREE Il reporting checklist
(https://www.agreetrust.org/resource-centre/agree-reporting-checklist/)

Domain 1: Scope and Purpose

Obijectives:
e To ensure clinical practice aligns with the best available evidence;
e To improve the identification, management of CKD among First Nations Australians
with CKD
e To provide recommendations on improved culturally safe and responsive care for First
Nations Australians with CKD

Questions: Research questions to determine scope of the guideline were developed by the
guideline writing group comprised of nephrologists, endocrinologist, renal nurses, health
economists, guideline methodologists, people with lived experience with kidney disease and
informed by a nationwide community consultation. Further details of the research questions
(PICOM/PECOM format) address in these guidelines are detailed in Table Al available in
Appendix A (https://www.cariguidelines.org/first-nations-australians-guidelines-appendix-a/)
of the full guidelines.

Domain 2: Stakeholder Involvement

Group membership: The guideline writing group consisted of five First Nations Australians
researchers in Indigenous Health, four First Nations Australians with lived experience of
kidney disease, six nephrologists, one endocrinologist, three renal nurses and researchers, one
renal dietitian and researcher, one health economists, three guideline methodologists CARI
Guidelines office.

e Convenor: Richard Phoon, Nephrologist and Clinical Researcher. Westmead Hospital,
The University of Sydney, Sydney, NSW, Australia

e First Nations Australians Researchers: Dora Oliva, South Australian Health, SA; Kelli
J Owen, Royal Adelaide Hospital, University of Adelaide, Adelaide, SA; Odette
Pearson and Kimberly Taylor, South Australian Health and Medical Research Institute,
SA, Australia; Ro-Anne Stirling Kelly; The Children’s Hospital at Westmead, Sydney,
NSW, The University of Sydney, Sydney, NSW, Mid-North Coast Local Health
District, NSW Health, NSW.

e First Nations Australians with lived experience of kidney disease: Azaria Gebadi,
leyesha Roberts, and Katherine Widders, The Children’s Hospital at Westmead,
Sydney, NSW, The University of Sydney, Sydney, NSW; Kelli J Owen, Royal Adelaide
Hospital, University of Adelaide, Adelaide, SA.

e Nephrologists and Clinical Researcher: Samantha Bateman, Royal Adelaide Hospital,
University of Adelaide, Adelaide, SA; Karen Dwyer, Deakin University, Kidney Health
Australia, Melbourne, VIC; Shilpanjali Jesudason, Royal Adelaide Hospital, University
of Adelaide, Adelaide, SA; Sandawan William Majoni, Royal Darwin Hospital,
Flinders University, Menzies School of Health Research, Darwin, NT; Jonathan C
Craig, Flinders University, SA.

e Endocrinologist and Clinical Researcher: Gary A Witter, University of Adelaide, SA.
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e Renal Nurses and Clinical Researchers: Melissa Arnold-Ujvari, Janet Kelly, The
University of Adelaide, SA, Liz Rix, Southern Cross University, QLD, The University
of Adelaide, SA

e Renal dietitian and Researcher: Kelly Lambert, University of Wollongong, NSW,
[llawarra Health and Medical Research Institute, NSW

e Health Economists: Martin Howell, The Children’s Hospital at Westmead, The
University of Sydney, Sydney, NSW

e Guideline methodologists: Martin Howell, The Children’s Hospital at Westmead, The
University of Sydney, Sydney, NSW; David J Tunnicliffe, The Children’s Hospital at
Westmead, The University of Sydney, Sydney, NSW; Adela Yip The Children’s
Hospital at Westmead, The University of Sydney, Sydney, NSW, Search strategies and
evidence synthesis for all guideline subtopics.

Target population preferences and views: The Kidney Health Australia (KHA) Yarning
Kidneys(1-3) and Catching Some Air(4) informed scope of the guidelines and the development
of guideline recommendations. The literature searches included qualitative studies addressing
patient and caregiver perspectives. The Work Group also included First Nations Australians
with lived experience of kidney disease. CARI Guidelines also feedback to communities
involved in the initial community consultation process to ensure the patient preferences and
views were considered and addressed in the guidelines.

Target users: The guidelines may be used by healthcare workers caring for First Nations
Australians with chronic kidney disease. The guidelines are also aimed at health systems and
health policy to inform standards of care and clinical decisions related to holistic care for First
Nations Australians with kidney disease. Health professionals, and Indigenous Health Experts
were involved in the peer review of the guidelines, and invited to provide comment and
feedback in the draft through professional societies, and peak organisations including the
Australian and New Zealand Society of Nephrology, the Renal Society of Australia, Transplant
Society of Australia and New Zealand, National Aboriginal Community Controlled Health
Organisation, Purple House, Royal Australian College of General Practitioners, Royal College
of Physicians, The Congress of Aboriginal and Torres Strait Islander Nurses and Midwives,
and National Association of Aboriginal and Torres Strait Islander Health Workers and
Practitioners. The comments were discussed by the writing group and used to update and
improve the evidence for the recommendations.

Domain 3: Rigour of development

Search methods: Search methods for each subtopic, including a full search strategy are reported
and available in Appendix B (https://www.cariguidelines.org/first-nations-australians-
guidelines-appendix-b/).

Evidence selection criteria: All study designs, comparisons and outcomes for studies were
included and detailed in the Table Al available in Appendix A
(https://www.cariguidelines.org/first-nations-australians-guidelines-appendix-a/) of the full
guidelines.

Strengths and Limitations of the evidence: Critical appraisal of the evidence is reported in the
evidence tables (Appendix C; https://www.cariguidelines.org/first-nations-australians-
guidelines-appendix-c/). A Summary of the Findings Tables for each topic is reported in
Appendix D (https://www.cariguidelines.org/first-nations-australians-guidelines-appendix-d/)
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for the full guidelines. The adapted evidence to decision framework (Four C’s) includes
discussion of benefits and harms from the clinical evidence as well as the limitations of the
data using the GRADE Assessment.

Formulations of recommendations: Recommendations were formulated based on an adapted
GRADE Evidence to Decision Framework to include the community voice and other cultural
Safety implications. The full guidelines detail each aspects of the Evidence to Decision
Framework in detail for all guideline recommendations.

Consideration of benefits and harms: Clinical evidence is a domain of the Four C’s Evidence
to Decision Framework.

Link between recommendations and evidence: The evidence for each subtopic was
systematically screened, extracted and summarised with appraisal, and recommendations used
the GRADE Assessment to qualify the certainty of the evidence in relation to the
recommendation. Evidence tables are provided for each guideline subtopic.

External Review: Six peer reviewers with expertise in the subtopic/field were identified by the
Work Group (including nephrologists, Indigenous Health) from hospitals and Universities
around Australia. Reviewers were invited to complete a review form, and/or provide comment
directly on the draft guideline manuscript. Final drafts were posted for public review for one
month. Comments, suggestions and feedback were integrated into the final versions of the
manuscript.

Updating procedure: This guideline will be reviewed and updated to account for new evidence
relating to the topic that may:
e Warrant inclusion of additional recommendations;
e Alter the strength of a recommendation, i.e. upgrade a suggestion to a recommendation
or conversely downgrade a recommendation to a suggestion.
e Warrant removal or change to a recommendation or suggestion;

There is no set timeline for updating, but the Working Group is committed to providing
recommendations on transplantation upon the completion of the National Indigenous
Transplant Taskforce studies and Return to Country Study.

Domain 4: Clarity of Presentation

Graded recommendations and suggestions are provided in a box at the beginning of each
guideline subtopic, with reference to the population or subgroup where relevant. Where there
is uncertainty in the evidence, this is reflected in the grade of the evidence available with the
full guideline and may be supported by ungraded statements.

Domain 5: Applicability

Facilitators and barriers to application: These guidelines are based on the best available
evidence, with consideration from the authors regarding potential barriers to application such
as cost and time, and facilitators such as current practice. Further relevant details may be
discussed within guideline subtopics.



Implementation advice/tools: Each guideline subtopic contains suggestions for
implementation, and future research.

Resource implications: Each guideline recommendation includes Cost, capacity, equity and
other considerations as a domain for the Four C’s. Cost-effectiveness studies were included in
the search and other implications for costs are discussed to inform guideline recommendation
development.

Monitoring auditing criteria: Where relevant, the guidelines recommend audit criteria or
contain suggestions for audit are discussed in the Cost, capacity, equity and other consideration
domain. An overall statement about implementation and audit is provided in the guidelines

Domain 6: Editorial independence

The development of the CARI guideline for Recommendations for culturally safe kidney care
for First Nations Australians was funded by Kidney Health Australia, who received a grant
from the Federal Government. The funding bodies did not influence the content or scope of the
guideline.

Competing interests: The authors have no competing interests to declare as identified by the
CARI Guidelines conflict of interest form completed by all authors and detailed in the guideline
summary and the full guidelines. The conflict of interest form adheres to the NHMRC
Guidelines to Guidelines standards. A conflict of interest statement for all authors is provided
in the guidelines and the guideline summary.



Summary of finding tables

Please see appendix of the full guidelines for details on the rating certainty of the evidence for each summary of finding available at the CARI Guidelines
website (https://www.cariguidelines.org/first-nations-australians-guidelines-appendix-d)

Cultural safety and responsive kidney health care

Table ALl. Summary of findings — Interventions for addressing inequity and institutional racism

Summary of finding

Studies contributing

Linked recommendations

Certainty of the

Indigenous Peoples experiences or family experiences of racism and
discrimination in the health system had generated a level of mistrust that
impacted engagement with health services. For example, children being taken
away from families

3 qualitative studies (5-8)

oo

evidence

MODERATE

Cultural awareness training is inadequate and as a result the differences in
management approaches with Indigenous and non-Indigenous people with CKD
are not addressed

1 qualitative study (5)

LOW

The healthcare system rigid design results in culturally inappropriate care being
provided for Indigenous people. For example, management of acute care with
chronic dialysis patients. Many indigenous people have experienced personally
loss due to kidney failure

3 qualitative studies (5, 7,
8)

oo

LOW

Table A2. Summary of findings — Cultural safety

Summary of finding

Studies contributing

Linked recommendations

Certainty of the
evidence

Limited evaluation of cultural awareness training of healthcare staff has found 1 systematic review (9) a. LOW
improvement in knowledge and attitudes but limited evidence of changes 1 observational study (10) | d.

healthcare practice 1 survey evaluation (11)

Cultural awareness training was inadequate and there was a reliance on 5 qualitative studies (5, a. MODERATE
professional experience to prepare healthcare staff for providing culturally safe 12-15) d.

care

Inadequate resources for healthcare staff professional development in cultural 3 qualitative studies (5, 12, | a. LOW
awareness/safety or its application in clinical practice 15) d.
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Table A3. Summary of findings — Person/family/community centred engagement and involvement in managing chronic kidney
disease

Summary of finding Studies contributing Linked recommendations  Certainty of

the evidence
Involving families in clinical care helped patients in decision making. Facilitating | 3 qualitative studies (16- f. HIGH
community understanding and support throughout treatment, particularly for 18)

dialysis and transplantation.

Table A4. Summary of findings — Transport and accommodation services for First Nations Australians

Summary of finding Studies contributing Linked recommendations  Certainty of

the evidence
Limited access to transport and housing is a barrier during wait-listing work-up 1 observational study (19) | g. MODERATE
for transplantation and dialysis services and 3 qualitative studies

(7,8, 20, 21)

Access to housing services improved access to haemodialysis sessions in the 1 observational study (22) | g. VERY LOW
Northern Territory V.
Use of community dialysis centres reduced burden on family and community and | 1 qualitative study g. MODERATE

empowered people to make connection and self-manage their haemodialysis care | (23)

1 descriptive study (24)
Transport placed increased financial costs on families to access healthcare for 1 systematic review (25) g. LOW
children




Table A5. Summary of findings — First Nations kidney health workforce

Summary of finding Studies contributing Linked recommendations  Certainty of

the evidence
Limited involvement of interpreters in healthcare consultations led to lack of 1 qualitative study (26) h. MODERATE
consideration of social determinants of health or consideration of Traditional
ways to manage health of Indigenous peoples
Involvement of Aboriginal health workers improved trust and communication 4 systematic reviews (27- | h. LOW
between patient/community and healthcare staff — Ensuring Indigenous culture 30)
was understood and considered in clinical care

Patient navigators for Indigenous people improved health-related knowledge and | 1 systematic review (30) h. LOW
adherence to screening and treatment

Involvement of Aboriginal health workers in patient care improved knowledge, 2 systematic reviews (29, | h. MODERATE
adherence to medical care, continuity of care and identification of Indigenous 31)

status

Screening and referral of chronic kidney disease

Table A6. Summary of findings - Factors associated with the incidence and progression of CKD in Indigenous peoples.

Summary of finding Studies Linked recommendations Certainty of
contributing the evidence

Traditional factors associated with CKD progression are evident in First Nations | 5 observational Ungraded statement — LOW

Australians: studies (32-36) identification of factors associated

e Diabetes with progression of CKD

e High blood pressure
¢ Presence of albuminuria
¢ Higher GFR and lower BMI were found to be protective

Modifiable risk factors associated with worsening kidney disease, alouminuria 6 observational Ungraded statement — LOW
and lower eGFR (<60 ml/min/1.73m?) studies (37-42) identification of factors associated

e High blood pressure with progression of CKD

e Diabetes

e Obesity

e Haematuria




disease risk and poor outcomes in First Nations Peoples

(55)

Ungraded statement —
identification of factors associated
with progression of CKD

Summary of finding Studies Linked recommendations Certainty of
contributing the evidence

e Older age
Low birthweight is associated with higher albuminuria creatinine ratio and overt | 2 observational C. VERY LOW
albuminuria (=300 mg/g) studies (43-45) Ungraded statement —

identification of factors associated

with progression of CKD
Post-streptococcal glomerulonephritis (PSGN) has an additive impact on lower 2 observational C. LOW
birthweight association with albuminuria studies (44, 46) Ungraded statement —

identification of factors associated

with progression of CKD
Pre-transplant hospital admission was associated with increased graft failure 1 Observational C. VERY LOW
among First Nation Peoples in Australia study (47) Ungraded statement —

identification of factors associated

with progression of CKD
Higher levels of inflammation and cholesterol were associated with the presence | 5 observational Ungraded statement — VERY LOW
of albuminuria studies (32, 37-41) | identification of factors associated

with progression of CKD
Remoteness of Indigenous communities increased CKD prevalence and risk of 3 observational C. LOW
CKD progression studies (48-50) Ungraded statement —

identification of factors associated

with progression of CKD
Structural factors have been found to predict kidney function loss. However, 2 observational VERY LOW
these factors should be examined in further detail in future studies. studies (51, 52)
Genetic markers of kidney disease in Indigenous peoples have only been 2 observational C. VERY LOW
examined in relatively few studies and further research is required. studies (53, 54) Ungraded statement —

identification of factors associated

with progression of CKD
Racism and colonisation were identified as determinants for chronic kidney 1 systematic review | C LOW




Table A7. Summary of findings - Screening and early detection programmes for chronic kidney disease among First Nations
Australians

Summary of finding Studies contributing Linked recommendations  Certainty of
the evidence

Integration of screening programs into Indigenous community controlled 4 observational studies i VERY LOW

improved uptake of screening of CKD. (49, 56-58)

Mobile screening in remote and rural Indigenous communities improved 2 observational studies I LOW

screening for CKD and increased engagement with healthcare services (59, 60) J.

Screening of CKD in Indigenous communities does not meet standards in 1 observational study (61) | i. VERY LOW

guideline recommendations — frequency and coverage J.

One-off point of care screening was cost-effective is Indigenous communities 1 cost-effectiveness study | i. LOW

(Screening of CKD in rural and remote Canadian Indigenous peoples with (62) J.

incremental cost-effectiveness ratio 23,700 CAD per QALY compared to usual

care)

Table A8. Summary of findings - Referral practices for First Nations Australians with chronic kidney disease

Summary of finding Studies contributing Linked recommendations  Certainty of

the evidence
Integration of nephrology clinics within the community led by nurse-practitioners | 2 Observational studies i VERY LOW
and community health workers improved identification and management of (35, 37)

patients with CKD according to guidelines.

10



Public awareness, education, and self-management

Table A9. Summary of findings — Public awareness — to enable First Nations Australians to access information about kidney

disease prior to screening and diagnosis

Summary of finding

Studies contributing

Linked recommendations

Certainty of

Awareness campaigns were less effective with people in lower socioeconomic
quartiles

1 observational study (63)

the evidence
LOW

Embedding health promotion with clinical service in communities improved 1 qualitative study I LOW

acceptability and trust (64) m.

Involvement of community members and their stories and Indigenous children 1 report (65) I VERY LOW
m.

improved the engagement and impact of the health promotion campaign.

1 qualitative study (64)

Table A10. Summary of findings - Education interventions that deliver knowledge to support First Nations Peoples with CKD

and their community

Summary of finding

Studies contributing

Linked recommendations

Certainty of

the evidence

Co-design improved education interventions utility and challenged pre-conceived | 1 Scoping review (66) n. MODERATE
ideas of CKD in community. 1 report (67)
3 qualitative studies (68-
70)
Utilising preferred delivery methods of the community (Story-telling, interactive | 1 Scoping review (66) n. MODERATE
lectures) supports engagement with the community 1 report (67) Ungraded statement 3 —
3 qualitative studies (68- Education
70)
Lack of education about CKD, particularly during the early stages of the disease. | 1 Report (71) n. LOwW
Additionally, lack of information on the treatment options available to 4 qualitative studies (69- Ungraded statement —
Indigenous people, i.e. home-based dialysis and transplantation 72) identification of factors
associated with
progression of CKD
Education as a component of a multi-factorial intervention on managing chronic | 1 observational study (73) | n. VERY LOW
disease (diabetes, blood pressure, cholesterol) improved patient outcomes Ungraded statement —
Education 2

11




Table A11. Summary of findings - Education interventions that deliver knowledge to support First Nations Peoples and their
community

Summary of finding Studies contributing Linked recommendations  Certainty of
the evidence

Co-design improved education interventions utility and challenged | 2 systematic reviews (74, 75) n. LOW

pre-conceived ideas of disease in the Indigenous community.

Practical sessions (cooking classes, self-management interventions | 1 systematic review (74) n. LOW

use etc.) in group settings improved understanding of the disease Ungraded statement 3 —

and its management Education

Table A12. Summary of findings table - Self-management programmes and interventions

Summary of finding Studies contributing Linked recommendations  Certainty of

the evidence

Interventions aimed at improving self-management improved CKD | 5 systematic reviews (76-80) 0. MODERATE
related knowledge and self-management activity p.
Self-management and education programs aimed at self-management4 systematic reviews (76, 79-81) 0. VERY LOW
in dialysis patients improve interdialytic weight gain and markers of p.

nutrition and drug adherence.
Interventions aimed at improving self-management improved some | 3 systematic review (78, 80, 82) 0. LOW
surrogate outcomes (blood pressure, HbAlc, c-reactive protein,
quality of life). However, for some outcomes there were no impact
(eGFR, urinary protein excretion). The long-term duration of these
benefits are unclear as studies were usually of limited duration.

Self-management interventions have limited evidence of improving | 2 systematic reviews (78, 82) 0. MODERATE
health utilisation and hard clinical endpoints (i.e., death, kidney
failure).

12



Models of care

Table A13. Summary of findings - Models of care — chronic kidney disease (pre-dialysis)

Linked recommendations  Certainty of

Summary of finding

Studies contributing

the evidence

Health-sector led management programmes and models of care 1 Systematic literature review (83) g. MODERATE
explicitly designed to manage and slow the progression of CKD, 1 RCT (84) r.
improve lives of Indigenous patients are effective at improving 1 report (85)
clinical measures 1 observational study (86)
Programs conducted within community-controlled health services, | 1 report (85) g. LOW
and which utilise a multidisciplinary team approach, to implement | 1 observational study (86) r.
routine CKD-specific screening measures, alongside assigning 1 descriptive study (87)
dedicated healthcare staff responsible for this screening effectively
increase the identification of CKD in at-risk patients, and
subseguent management
Programs embedded within a community health service and 1 RCT (84) g. LOW
involve community healthcare staff to deliver education and r.
training to patients, effectively increase patient empowerment and
quality of life, through increasing patients’ knowledge and ability
to self-monitor their health
Interventions are cost-effective when utilising existing 1 Systematic literature review (83) g LOW
local/community resources, and when integrated within 1 observational study (88) r.
existing healthcare programs and/or initiatives 1 report (85)
Specialist nephrology care delivered via telehealth is a safe, 1 observational study (88) s. LOW
acceptable and cost-effective model of care; achieving increased t.
patient adherence to appointments, retention, as well as provides
numerous additional benefits to patients (reduced travel distance,
greater independence, improved satisfaction)
Co-design and involvement of Indigenous people, healthcare 1 systematic literature review (83) g. MODERATE
workers, and community services, alongside inter- and multi- 1 RCT (84) r.
disciplinary integration facilitates implementation 2 observational studies (86, 88)

1 report (85)

1 descriptive study (87)
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Summary of finding

Studies contributing

Linked recommendations

Certainty of

the evidence

Establishing governance and service structures, including 1 systematic literature review (83) MODERATE
utilisation of, and collaboration within existing care delivery 1 descriptive study (87)
systems facilitates implementation 1 report (85)
Clinical care and education programs that are culturally- 1 systematic literature review (83) MODERATE
appropriate, tailored and flexible facilitate implementation 1 RCT (84)
1 observational study (88)
1 descriptive study (87)
1 report (85)
Clinical and medical information systems (technology, 1 systematic literature review (83) MODERATE
programming, documentation) that are able to support program 1 descriptive study (87)
delivery, alongside quality improvement tools are integral to 1 report (85)
facilitating effective program implementation
Promotion of a health service’s mission and workplace culture, 2 reports (85, 89) LOW
and support of the multidisciplinary healthcare staff (provision of
continuing education programs, case management workshops,
clinic guidelines/protocols, online education materials) to deliver
the intervention program facilitated program efficacy and success
Barriers to program implementation include not addressing (cost, | 1 systematic literature review (83) MODERATE

lack of transport), exclusion of Indigenous peoples and
perspectives from decision-making, poorly performing electronic
support systems

1 observational study (88)
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Table Al4. Summary of findings - Models of care (Kidney failure)

Certainty of

Summary of findings Studies contributing Linked recommendations

evidence
Community controlled, nurse supported, remote area dialysis models are u. VERY LOW
clinically safe, with no mortality disadvantage, and allow people to have w.
dialysis on Country.
Community controlled, nurse supported, remote area dialysis models are u. LOW

cost effective when total health expenditure is considered.

Gorham 2021 (91)

Gorham 2019 (92)

Urban community-based home haemodialysis is a safe model, which does _ u. VERY LOW
not increase mortality when compared to conventional home y.

haemodialysis. Marshall 2013 (93)
Brown 2010 (94

Urban community-based home haemodialysis is acceptable to First Nations VERY LOW
communities and may reduce the treatment burden of in-centre dialysis.

Adopting a primary care supported, telehealth model of dialysis care does VERY LOW
not lead to health disadvantage in term of clinical outcomes or mortality.

Telehealth should be considered as an option to augment traditional face- Sicotte 2011 (95)

to-face care.

Mobile dialysis units may facilitate return to Country and have important VERY LOW

psychosocial benefits for patients and community. However, successful
uptake of mobile dialysis requires local accommodation, transport, and Conway 2018 (96)
sufficient workforce support.

Ensuring stable, long term accommodation options can increase g. VERY LOW
engagement with treatment and may increase dialysis attendance V.

Ahmed 2018 (22)
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