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General U.S. population, 2003 ESRD patients, 2005

All races White Black Dialysis Transplant
Age Al M F Al M Al M Age Al M Al M

| 0-14 71.0|68.4 736 71.4 68.9 73.9 66.7 63.1 69.9 0-14 18.9|19.5 18.2 | 51.8 |51.9 51.9
15-19 61.2 |58.6 63.7 61.6 59.1 64.1 57.0 53.4 60.2 15-19 16.7 N7.4 15.7 | 40.7 |40.5 41.1
20-24 56.5|54.0 58,9 568 54.4 59.2 52.3 48.9 55.3 20-24 14.2[14.9 13.3 | 37.6|37.3 38.2
25-29 51.7 |49.3 54.0 527 49.7 54.3 47.7 44.4 505 25-29 12.6 [13.2 11.8 | 33.9 |33.5 34.7

30-34 47.0|44.6 49.2 47.3 45.0 49.5 43.1 39.9 458 30-34 11.0 11.3 10.5 | 30.0 [29.5 30.8
35-39 42.3 |40.0 44.4 42.6 403 44.7 385 35.5 411 35-39 9.4| 9.6 9.0 |26.5|26.0 27.5
40-44 37.6 |35.4 39.7 37.9 358 39.9 341 31.2 36.6 40-44 81| 8.2 7.9 |23.2|226 24.4
45-49 331 |31.0 351 334 31.3 353 209 27.0 323 45-49 71| 7.1 6.9 (201 |19.4 21.3

50-54 28.8 |26.8 306 29.0 27.0 30.7 25.9 23.2 28.1 50-54 6.2 6.2 6.1 |17.2|16.5 18.4
55-59 24.6 |22.7 26.2 24.7 22.9 26.3 22.2 19.8 24.2 55-59 5.3] 5.3 5.3 |14.6|13.9 15.9
60-64 20.6 |[18.9 22,0 20.7 19.0 22,1 18.7 16.5 20.4 60-64 4.5| 4.5 46 |12.2|11.6 13.5
65-69 16.9 |15.4 181 17.0 154 182 156 13.6 17.0 65-69 38| 3.8 39 |102| 9.6 11.4

70-74 13.5|12.2 14,5 13.5 122 145 12.7 11.0 13.8 JO-74 3.21 3.2 3.3 8.7] 81 9.8
75-79 10.5] 94 11.3 105 9.4 11.2 102 8.8 11.0 75-79 27| 2.7 28 7.2| 66 8.3
80-84 8.0| 71 85 7.9 7.0 8.4 80 69 86 80-84 23|22 24
85+ 43| 38 44 42 37 43 48 42 5.0 85+ 19| 1.8 19

~Overall 23.6 23.3 266 252 23.5 26.7 23.0 207 248 Overall 5.7 58 56 158 152 16.9

Expected remaining lifetimes (yrs) of the U.S. population & of & dialysis &
transplant patients, by age, gender, & race general population,2003 & prevalent
dialysis & transplant patients, 2005



Figure 1. Incidence of dialysis initiation from 1996 to 2003
by year and age group (per 100 000 persons in U.S.
population), adjusted for sex and race.
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Deaths per 1,000 patient years at risk
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25 CKD ESRD

B Blindness

20 Amputation
B Limb paresis/paralysis

15 B Dementia

Percent of patients

All 67-74 75-84 85+ All 67-74 75-84 85+

2 Disability in CKD & ESRD patients,
; 3 by age point prevalent CKD & ESRD patients, 2003



Table 4. Withholding of and Referral to Dialysis
by Nephrologists and Primary Care Physicians

Patients
Withheld (%) Referred
Nephrologists (N = 22) 25 (7) 332
Primary care physicians
(N =75) 42 (22) 151"

NOTE. P < 0.001 by chi-squared test.

M Sekkarie AJKD, 31:464, 1998



Table 2. Symptoms During the Last 24 Hours Among
79 Patients Followed Up

Present Severe

Symptom (%) (%)
Pain 42 5
Agitation 30 1
Myoclonus or muscle twitching 28 4
Dyspnea or agonal breathing 25 3
Fever 20 -
Diarrhea 14 1
Dysphagia 14 —
Nausea 13 1

Sopravvivenza media dalla ultima dialisi:

8.2 giorni.Il 50% deceduto entro 6 gg.,5 pz.fra 30 e 46 gg.

LM. Cohen AJKD,36: 140,2000



The RPA/ASN Guideline on appropriate initiation
and withdrawal of treatment

These recommendations are based on the expert
consensus opinion of the RPA/ASN Working Group.
They developed a priori analytic frameworks regarding
decisions to withhold or withdraw dialysis in patients
with acute renal failure( ARF ) and end stage renal
disease ( ESRD ). Systematic literature reviews,
resarch evidence, case and statutory law, and ethical
principles were used by Working Group to formulate its
recommendations

AJKD 37:1081,1998



Recommendation No. 1: Shared Decision-Making

A patient-physician relationship that promotes shared decision-
making is recommended for all patients with either ARF or ESRD.
Partecipants in shared decision-making should involve at minimum
the patient and the physician. If a patient lacks decision-making
capacity, decision should involve the legal agent. With the patient’s
consent, shared decision-making may include family members or
friends and other members of the renal care team




Recommendation No.2: Informed consent or
Refusal

Physician should fully inform patients about their diagnosis,
prognosis, and all treatment options, including (1) available dialysis
modalities;(2) not starting dialysis and continuing conservative
management, which should include end-of-life care;(3) a time-
limited trial of dialysis: and(4) stopping dialysis and receiving end-
of -life care. Choises among options should be made by patients or,
if patients lack decision-making capacity, their designated legal
agents. Their decisions should be informed and voluntary. The renal
care team, in conjunction with the primary care physician, should
ensure that the patient or legal agent understands the
consequences of the decision.




Recommendation no.3: Estimating prognosis

To facilitate informed decisions about starting dialysis for either
ARF or ESRD, discussions should occur with the patient or legal
agent about life expectancy and quality of life. Depending upon the
circumstances, a primary care physician or nephrologist who is
familiar with prognosﬁc data should conduct these discussions. All
patients requiring dialysis should have their chances for survival
estimated, with the realization that the 0bl|l'|'y to predict survival in
the individual patient is difficult and imprecise. The estimates should
be discussed with the patient or legal agent, patient's family, and
the medical team.For patients with ESRD, these discussions should
occur as early as possible in the course of the patient’s renal
disease and continue as the renal disease progresses. For patients
who experience major complications that may substantially reduce
survival or quality of life, it is appropriate to discuss and/or
reassess treatment goals, including consideration of withdrawing
dialysis.




Recommendation No.4: Conflict Resolution.

A systematic approach for conflict resolution is recommended if
there is disagreement regarding benefits of dialysis between the
patient or legal agent and a member of the renal care team.
Conflicts may also occur within the renal care team or between the
renal care team and other health care providers. This approach
should review the shared decision-making process for the following
potential sources of conflict: (1) miscommunication or
misunderstanding about prognosis,(2) intrapersonal or interpersonal
issues, or (3) values. If dialysis is indicated emergently, it should
be provided while pursuing conflict resolution, provided the patient
or legal agent requests it




Recommendation No.5: Advance directives

The renal care team should attempt to obtain written advance
directives from all dialysis patients. These advance directives
shoulb be honored

Recommendation No.6: Withholding or withdrawing dialysis

It is appropriate to withhold or withdraw dialysis for patients with either
ARF or ESRD in the following situations:

-Patients with decision-making capacity, who being fully informed and making

voluntary choices, refuse dialysis or request dialysis be discontinued

-Patients who no longer possess decision-making capacity who have previously
indicated refusal of dialysis in an oral or written advance directive

-Patients who no longer possess decision-making capacity and whose properly
appointed legal agents refuce dialysis or request that it be discontinued

-Patients with irreversible, profound neurological impairment such that lack
signs of thought, sensation, purposeful behavior, and awareness of self anf
environment




Recommendation No.7: Special patient group

It is reasonable to consider not initiating or withdrawing
dialysis for patients with ARF or ESRD who have a

terminal illness from a non renal cause or whose medical
condition precludes the technical process of dialysis.

Recommend No. 8: Time limitated Trials

For patients requiring dialysis, but who have an
uncertain prognosis or for whom a consensus cannot be
reached about providing dialysis, nephrologists should
consider offering a time-limitated trial of dialysis



Recommendation No.9: Palliative care

All patients who decide to forgo dialysis or for whom such
decision is made should be treated with continued palliative care.
With the patient’s consent, persons with expertise in such care,

such as hospice health care professionals, should be involved in

of -life care for these patients. Patients should be offered the
option of dying where they prefer including at home with hospice
care. Bereavement support should be offered to patient's families
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