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Mexican Kidney Foundation

The Mexican Kidney Foundation is a non-profit
organization established in 2004

Its mission is to improve the lives of people with
kidney disease in Mexico by promoting prevention,
facilitating access to high quality treatment and
advancing knowledge of kidney disease through
research
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Sustainability
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Activities

Patient Information Center (COI)

Dialysis program
Way to transplant program
Medications support program

World Kidney Day
Research award
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>12,500 patients served
>62,500 have benefited

>1,860 patients served
>93,600 PD bags distributed
=>1,032 dialysis sessions

>85 children transplanted

>2,250 Epo
>500 iron
>2,875 immunosupressive agents

>50 million people
5 awards
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CKD Prevalence

Fundacion Mexicana
del Rifon A.C.
MEXICO
Jote n Tempear
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CKD Prevalence by Risk Factor

DM+HTN
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CKD Awareness

1%

CKD Awareness Visited MD the year before
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Guias Latinoamericanas de Practica
Clinica Sobre la Prevencidén, Diagnédstico
y Tratamiento de los Estadios 1-5 de la
Enfermedad Renal Crénica
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SOCIEDAD LATINOAMERICANA

DE NEFROLOGIA E HIPERTENSION d el R i ﬁ 6 n A. C .




2013 Clinical Practice Conferences

L Guadalajara, Mexico

wafvhlages fo Migyn, 2L

v , March 22, 2013
wSI.ANH T () %% IM} N Approximately 250 local

MR MEN LTI T . -

o AMENUR { @ nephrologists, nurses, dieticians
- | and GPs attended

Noway 9"!

Vi Reunion de ks Asociacion Nacional de Nefralogos de Mexico, A.C

“Dafio Renal Agudo: Un Problema de Salud Global” Presentations on KD'GO Global
p x cobboracioncon o Univertd de b, Edrmonton, Consds o Socitad - Initiatives and AKI, Anemia and
Comité de Salud Renal en Poblaciones en Desventais de by ISN-GO, ISN-GO

Latinoamérica, la Sociedad Latincamericana de Nedfologi e Hipertension (SLANH) y la I |
Asociacion Mexicana de Especialistas en Netriciin Renal (AMENUR), C KD Gu Id ellnes

20-23 de Marzo, 2011
Haotel Riv Plaza ,
Guadalsjara, Jal, Mixico
Dirigido a: Nefrologos, Intornistas, Cardidlogos, Medicina Critica, Medicos Gonerales y
Familiares, Enfermeras, Especialistas en Nutricion y Estudiantes de Ciencias o= la Salod,
Iioma: Espaiicl ¢ Inghés (habrk traduccion sisultinea)

Se otorgardn premios a los mejores 3 trabajos libres (carteles) presentados,




2013 Clinical Practice Conferences

| AGs

Latin Americaih'Chaptet AISPD

Update on KDIGO CKD Guidelines

Attended by physicians and nurses
from several Latin American
countries

KDIGO 2012 Clinical Practice Guideline for the Evaluation and Management of
ChronicKidney Disease
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Future KDIGO Conferences

e IMIN meeting (November, 2013, Cancun,
Mexico)

— KDIGO lipid guidelines (C. Wanner)
— KDIGO anemia guidelines (G. Obrador)
— KDIGO transplant guidelines (J. Alberu)

e 2014 SLANH meeting (Santiago, Chile)

— Program is being planned
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FMR’ s Mission

To improve the lives of people with kidney disease in
Mexico by promoting prevention, facilitating access to
high quality treatment including supportive care and

advancing knowledge of kidney disease through
research.
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Dissemination of Supportive Care

* Pre-congress course on renal.supportive care
— IMIN, Mexico City, June, 2014

 KDIGO clinical conference
— SLANH congress,; Santiago, Chile, August 2014

 Renal supportive care course

— National Institutes of Medical Sciences and Cardiology &
Universidad Panamericana School of Medicine, Mexico City
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Disclosure of Interests

Consultancy

Otsuka: 2013

« Pain assessment tool development

Purdue: 2013

RCT (analgesic) protocol development
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Global Epidemiology of CKD

Tremendous growth in CKD continues

« Driven by high burden of diabetes, hypertension, and
vascular disease

* Increase in age, comorbidity, and functional impairment
(both high and LMIC)

« US: ~57% increase in the # of incident octogenarians and
nonagenarians between 1996-2003

* Most rapid increases are occurring in low and middle
Income countries

« Care gaps are highly prevalent in CKD
« Biggest gaps observed in the poorest patients

e Unmet needs
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Patient Perspectives in Clinical &
Research Priorities

A relative lack of randomized trials that address
nephrology

Most of the large mortality trials'in nephrology have been
null

« Suggests we should be considering other clinically relevant
outcomes (in addition to mortality)

Patients’ priorities in care are rarely considered when
setting clinical and research agendas

 Patient-centred care?

« What little we know is that they often have different
perspectives about which outcomes matter most
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Top 10 Research Priorities: Canadian
Advanced CKD Patients

1. Best way to enhance communication between HCP & patients to maximize
patient participation in decision-making? Different modalities of dialysis,
facilitate self-management.

2. The impact of dialysis modalities on QOL, mortality and patient
acceptability, and are there specific patient factors that make one modality
better for some patients with kidney failure than others

3. Effective treatment(s) of itch

4. Strategies to increase kidney transplantation

5. The psychological . and social impact of kidney failure on patients, their family,
and other caregivers, and how to reduced

6. Best ways to promote heart health, including management of blood pressure

7. Impact of dietary restrictions (sodium, potassium, phosphate) separately, and
when taken in combination, on important outcomes including QOL

8. Best ways to manage symptoms including poor energy, nausea, cramping, and
restless legs

9. Causes and effective treatment(s) of depression

10.Best vascular access Andreas Laupacis
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Aims of This Controversies Conference

A comprehensive analysis of palliative and end-of-life care for
patients with advanced CKD is timely and represents an area of
great clinical need.

1. Summarize the state of knowiedge of renal palliative care

2. Discuss what recommendations can be derived from the
available knowledge

3. Determine whether there is sufficient evidence to move
forward with guideline development

4. Assess what needs to be undertaken in the future to
improve the evidence-base for clinical management

5. Consolidate findings and submit a consensus statement for
publication.

The global integration of appropriate and quality palliative care
into standard renal care
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What is Palliative and Supportive Care?

Presentation Death
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The Evolution of Ralliative Care
Supportive

Palliative care is an approach that improves the quality of life of
patients and their families facing (tife=tareateningtseriess) iliness,
through the prevention and relief of suffering by early
identification and impeccable assessment and treatment of pain
and other physical, psychosocial or spiritual concerns.

It is appropriate_at any age and early in the course of iliness,
and can be provided together with other therapies that are
intended to prolong life, such as dialysis.

Palliative care offers a support system to help patients live as
actively as possible until death and also offers a support system to
help the family cope during the patient’s iliness and in their own
bereavement.
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Conceptual Framework for Palliative
Care/Supportive Care

Curative/Remissive
Treatment

Palliative/Supportive Care

Presentation of iliness [ Death ]
Patient is identified as
dying.
(usually prognosis < 6
months)
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Elements of Palliative Care for Patients
with Complex Chronic lliness

Pain and Symptom Assessment/Management

Team approach to honest communication about
prognosis and treatment options

Shared decision-making: inclusion of family/legal agent
In discussions

Timely completion of advance care planning and
determination of medically appropriate goals of care

= Transferrable throughout health care settings
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Specialist v. Generalist Palliative Care

Much of the provision of palliative care will and needs
to be delivered by clinicians other than PC specialists
such as those caring for patients.with chronic disease
(renal, cardiology etc.), GPsgzcommunity nurses, home
care staff, hospital staffietc.

Specialist palliative care
Health and allied health professionals with specialist or
accredited training in palliative care delivery.

Generalist palliative care
Health and allied health professionals with no specialist or
accredited training in palliative care..
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Challenges / Barriers to Consider

Physician attitudes & behaviours: key drivers of care gaps

There are not enough specialists (PC/nephrology) — even in
developed countries

* Role of nephrology v. role of specialist palliative care?
* High levels of integration of palliative care with nephrology
- Multidisciplinary teams

Lack of knowledge/training/education in EOL care
« Difficult to model and change behaviour
 will likely require mandated policy changes (KDIGO guidelines)

 Implications for implementation?
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Challenges / Barriers to Consider

Developing Countries

Population is aging with a heavy burden ef noncommunicable
disease — there is a high demand for palliative care

WHO Bulletin on PC (2013) “The majority of people who need
palliative care live in low and middle income countries where there
IS little or no access to even basic palliative care services and
where the majority die in needless pain and suffering.”

Estimated that a 40 million people worldwide need PC every year

(Global atlas of palliative care),
« ~42% of countries have no PC
« ~30% very limited PC services that reach a small % of the population
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Lack of Training & Comfort with EOL Care

61% of US/Canadian nephrologists report feeling not
well prepared to make EOL decisions  pavison ciasN 2006

HD Distal RTA EOL Care

ETeaching ETeaching ETeaching

B Preparedness B Preparedness B Preparedness
901‘%) — 900/0 T 90% a
80% - 80% 80%
70% - 70% 70% -
60% - 60% - 60%
50% - 50% - 50%
40% - 40% - 40% -
30% - 30% - 30% -
20% | 20% - 20% -
10% - 10% - 10% -
0% - 0% - 0% -

0-3 4-7 8-10 0-3 4-7 8-10 0-3 4-7 8-10

AJKD2003;42:813-820
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End-of-life Care Training in Nephrology

100% - AJKD2003;42:813-820
90% -

BFamily Meetings Conducted
80% -

70% - BFamily Meetings Conducted While Observed
60% -

50% -

% fellows

40% -

30% -

20% -

10% -

0% -
never 1-2 3-6 7-10 >10

# family meetings conducted

N
N
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Palliative Care Experience of 105 US
Adult Nephrology Fellows

Palliative care experience of US adult nephrology fellows

P 1 89.7%

Division or Department of
Palliative Care Medicine

W Yes
Formal didactic experience | o
in palliative care medicine jggof m No
(lectures or conferences) e
during fellowship m Don't
} Know

Formal clinical training or 13.4%

rotation in palliative care [ 586.6%

medicine during fellowship

0 50 100
Shah H et al Renal Failure 2013 (in press)
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Comfort Level on Palliative Care Related
Issues

Having end-of-life discussions
with patients on dialysis

Treating depression in dialysis
patients

Managing pain with medications
with advanced renal disease

Not offering dialysis

Withdrawing dialysis

0% 20% 40% 60% 80% 100%
H1 EH2 W3 E4 m5

1 being least comfortable, 5 being most comfortable
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EOL Discussions with Advanced CKD
Patients

5.2%

33%
27.8%

B <5 encounters
B 5-10 encounters
m >10encounters
®m None

34%
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Perceived Benefits of Palliative Care
Rotation During Nephrology Fellowship

How not to offer aggressive medical
management
How to discuss withdrawal of life
supporting measures
How to run a family meeting

What are the benefits of hospice care — 49%
I 46.9%

How to discuss DNR/DNI

Learning about what "palliative care"
means

Participation in a family meeting

~

82.3%

8%
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Levels of Evidence Required to Promote
Guideline Development

Lack of data should not be used to justify inaction if
it is clear that the burden is substantial and that the
status quo is not acceptable

 What levels of evidence are required?

« Shape clinical care and a research agenda
concurrently?
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American Society of Clinical Oncology:2012

“While evidence clarifying optimal delivery of palliative care to
Improve patient outcomes is evolving, no trials to date have
demonstrated harm to patients and caregivers, or excessive costs,
from early involvement of palliative care. Therefore it is the
Panel’s expert consensus that combined standard oncology
care and palliative care should be considered early in the
course of illness for any patient with metastatic cancer and/or
high symptom burden.”

“Strategies to optimize concurrent palliative care and standard
oncology care, with evaluation of its impact on important patient
and caregiver outcomes (e.g.. QOL, survival, health care services
utilization, and costs) and on society, should be an area of intense
research.”
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