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Summary

Conservative kidney management (CKM) has been increasingly accepted as a therapeutic

option for seriously ill patients with advanced chronic kidney disease. CKM is active medical
management of advanced chronic kidney disease without dialysis, with a focus on delaying the
worsening of kidney disease and minimizing symptom burden. CKM may be considered a suitable
option for kidney transplant recipients with poorly functioning and declining allografts, defined
as patients with low estimated glomerular filtration rate (<20 mL/min per 1.73 m2) who are
approaching allograft failure. CKM may be a fitting option for transplant patients facing high
morbidity and mortality with or without dialysis resumption, and it should be offered as a choice
for this patient population. In this review, we describe clinical considerations in caring for patients
with poorly functioning and declining kidney allografts, especially the unique decision-making
process around kidney replacement therapies. We discuss ways to incorporate CKM as an option
for these patients. We also discuss financial and policy considerations in providing CKM for this
population. Patients with poorly functioning and declining kidney allografts should be supported
throughout transitions of care by an interprofessional and multidisciplinary team attuned to their
unique challenges. Further research on when, who, and how to integrate CKM into existing care
structures for patients with poorly functioning and declining kidney allografts is needed.
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Conservative kidney management (CKM) is medical management of advanced chronic
kidney disease (CKD) without kidney replacement therapy (KRT). It has been used
increasingly as a valid and sometimes optimal therapeutic option for seriously ill patients
with advanced CKD, especially in care systems outside of the United States, such as
Canada, the United Kingdom, and Australia. CKM includes optimization of treatments to
delay further decline of kidney function and a focus on treating symptoms and maximizing
quality of life.1

However, the use of CKM in kidney transplant recipients is not well established. In this
review, we describe clinical considerations in caring for patients with poorly functioning and
declining kidney allografts, especially the limitations of current terminology in outcomes
data registries for transplant patients and the unique decision-making process around
treatment options for allograft failure. We discuss opportunities to incorporate CKM into

the care of kidney transplant patients, as well as financial and policy considerations in the
provision of CKM in this population.

ALLOGRAFT FUNCTION TRAJECTORY AND BARRIERS TO CKM FOR
TRANSPLANT PATIENTS

Kidney transplantation improves survival and quality of life for patients with end-stage
kidney disease (ESKD). Although allograft and patient survival have increased continuously
over the past several decades,? the 10-year, death-censored, kidney allograft survival,
defined as the time from transplant to allograft failure, censoring for death with a
functioning allograft, still is suboptimal: currently 49.5% for deceased donor kidney
transplants and 65.5% for living donor kidney transplants. Consequently, allograft failure

is common; 40% of patients experience allograft failure within 10 years.3

As with native kidney function, kidney allograft function declines over time, with a variable
tempo and severity. Mayrdorfer et al* recently described the complexity of death-censored
kidney allograft failure. By analyzing 303 allograft losses among 1,642 patients in a single
center in Germany, they identified that 51% of allograft loss was attributed to more than
one cause, including inter-current medical events, acute rejection episodes, and chronic
rejections. A multicenter cohort analysis by Raynaud et al® showed eight different patterns
of estimated glomerular filtration rate (eGFR) trajectories after transplant (Fig. 1). In
examining patients with advanced allograft dysfunction, some experienced a steady decline
(trajectories 3 and 5), some experienced an accelerated decline (latent class 8), and others
experienced a low steady eGFR (latent classes 6 and 7).

Kidney allograft failure is defined as initiation of KRT, through either dialysis or
retransplantation, and is a metric reported to the Scientific Registry of Transplant Recipients.
However, a comprehensive consensus definition of “failing” allograft remains under
discussion and is difficult to define,® especially when considering the right time to discuss
KRT and CKM with kidney transplant patients. The Kidney Disease Improving Global
Outcomes (KDIGO) Controversies Conference on Challenges in Management of Kidney
Allograft: From Decline to Failure (KDIGO Controversies Conferences, hereafter), held in
March 10-13, 2022, gathered stake-holders (transplant nephrologists, transplant surgeons,
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social workers, patients, and caregivers) to explore issues in managing patients with poorly
functioning and declining allografts.” They discussed what definitions and terminology are
needed to accurately describe the nuances of allograft failure. One key consideration was
the term faslure because it can sound accusatory for both patients and clinicians and thus

it may be better to use terms such as poorly functioning and declining allograftto capture
the longitudinal trends of allograft dysfunction. We use this term to describe patients with a
low eGFR (<20 mL/min per 1.73 m2) who are nearing the decision about KRT or CKM. A
suggestion was made to introduce an eGFR cut-off value to define the term failing allograft,
such as an eGFR less than 20 mL/min per 1.73 m2, which is used routinely as a threshold to
list patients for transplantation. However, as evidenced by the trajectory study, it may not be
accurate to categorize low stable kidney function as a failing allograft, and thus a definition
based on an eGFR cut-off value has limitations. For now, the term allograft failure remains
defined by the initiation of dialysis or preemptive repeat transplantation, which functionally
excludes CKM from being viewed as a treatment option for this population.

Another structural barrier to offering and tracking CKM in the care of transplant patients

is the use of the term death with functionto describe any kidney transplant recipient who
dies without initiating dialysis or undergoing retransplantation.8 The Scientific Registry

of Transplant Recipients outcome metrics do not capture patients who experience severe
allograft dysfunction and opt not to pursue dialysis. Death with function is a broad category
that includes both those who never had an indication to re-initiate KRT (those with a
functioning graft, either with normal or stable/low function) and those who may have opted
against KRT when they developed a conventional indication for dialysis initiation. The latter
includes two distinct clinical scenarios: gradual dysfunction leading to progressive allograft
CKD or acute decline in allograft function from acute kidney injury (AKI). This distinction
is important because the former group may be best supported by CKM, whereas those

with severe AKI who choose not to pursue dialysis, if oliguric or anuric, consequently will
die within days to weeks. These AKI patients usually receive short-term, comfort-focused,
end-of-life care in a hospital or in hospice care, which is different from CKM, a longitudinal
proactive multidisciplinary approach with a heavy focus on CKD management and symptom
reduction. Ideally, the transplant community will develop more nuanced terminology in
clinical practice and in data registries to describe these nuanced trajectories, outcomes,
choices, and care options.

TREATMENT OPTIONS FOR KIDNEY TRANSPLANT PATIENTS WITH
POORLY FUNCTIONING AND DECLINING ALLOGRAFTS

Patients with chronic poorly functioning and declining allografts have several different
therapeutic options: initiating dialysis, relisting for another kidney transplantation, and
CKM. The decision around KRT after allograft failure is nuanced and complex. Currently,
according to the US Renal Data System (USRDS) annual report, more than 20% of kidney
transplant recipients are age 65 years or older.3 By the time they develop poorly functioning
and declining allografts, they inevitably are older and often sicker than at the time of

their first transplant. Patients with allograft failure who resume dialysis suffer from two to
three times higher mortality®-10 when compared with those who initiate dialysis without
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previous kidney transplantation, with 1-, 2-, and 3-year mortality rates of 16%, 25%,
and 33%, respectively.1! It is critical to understand this prognostic landscape for patients
with allograft failure because prognosis can inform patients’ care preferences as well as
clinicians’ approach to shared decision making, which should aim to align the treatment
choice with the patient’s goals and values.

Hemodialysis (HD) is the most common treatment choice after allograft failure worldwide.
In a study by the Catalan Renal Registry in Spain, 89.4% of patients with allograft failure
initiated HD, 8.2% initiated peritoneal dialysis (PD), and 2.4% received a preemptive
kidney transplantation.12 In the United States, according to the USRDS annual report,
approximately 82% of patients with allograft failure initiated HD (including 1.1%-1.5%
who initiated home HD), 14% initiated PD, and 3% to 4% received a preemptive

kidney transplantation. These trends have remained steady over the past 10 years.3 For
nontransplant patients with advanced CKD, current National Kidney Foundation—Kidney
Disease Outcomes Quality Initiatives'3 and KDIGO guidelines recommend starting
dialysis based on signs and patient-reported symptoms rather than relying on eGFR
estimation alone (previously, initiation was recommended at an approximate eGFR of 10
to 15 mL/min per 1.73 m2, respectively), based on the seminal Initiating Dialysis Early
and Late (IDEAL) study,15 which indicated no benefit in early dialysis initiation compared
with late or symptom-driven initiation. Patients with poorly functioning and declining
allografts tend to start dialysis with a lower eGFR (mean eGFR, 8.4 mL/min per 1.73
m?)11 than nontransplant patients with advanced CKD (mean eGFR, 9.5 mL/min per 1.73
m?2).3 Delayed initiation of KRT initially was thought to be associated with worse survival in
transplant patients with allograft failure.16 However, more recent cohort studies have shown
that an earlier start for HD for transplant patients with allograft failure (at >10.5 mL/min
per 1.73 m2) is associated with worse overall survival compared with a late start (eGFR
<10.5 mL/min per 1.73 m2).11.17 |n addition, patients initiating dialysis after allograft
failure frequently use a dialysis catheter (65.4%), when compared with an arteriovenous
fistula (27.7%) or arteriovenous graft (6.9%),18:19 which contributes to infection rates,20
especially in those who are maintained on immunosuppression. When considering other
dialysis modalities, registry studies from the Canadian Organ Replacement Registry and
the USRDS have reported similar overall survival rates between patients who initiated PD
compared with those who initiated HD.21:22

Retransplantation

Patients with poorly functioning and declining allografts also may be candidates for
retransplantation. The proportion of waitlist candidates with prior transplant and transplant
recipients with previous allograft failure has declined over the past decade (2008-2018)
from 15% to 12% and 12% to 10%, respectively.23:24 According to Eurotransplant data, the
proportion of patients with failed allografts on the waitlist declined from 14.4% in 2012 to
12.8% in 2021.25 Schold et al28 showed that the proportion of patients with declining and
poorly functioning allografts who were relisted for transplant was 25% within 12 months
of dialysis re-initiation, and eventually the proportion increased up to 45% within 5 to 6
years on dialysis, with a preemptive relisting rate of 15.3%. National registry studies have
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shown that retransplantation is associated with significantly reduced mortality compared
with remaining on dialysis without relisting.1927 Notably, however, a longer wait time
between allograft failure to retransplantation is associated with an increased risk of rejection
and worse overall survival of a subsequent allograft.28 It is estimated that retransplantation
within 1 year after allograft failure was associated with a gain of 8 months of life, compared
with approximately 3 days for those who waited for 8 years after allograft failure.29

Conservative kidney management

CKM has been used increasingly for patients with advanced native CKD, but has not been
offered routinely to patients with poorly functioning and declining allografts. CKM is an
interprofessional model of care that aims to maximize the palliative and nephrology care

of patients with advanced CKD who choose to forgo dialysis. CKM encompasses careful
attention to treatments to delay progression of kidney disease, management of physical

and psychological symptoms, caregiver support, planning for clinical crises, and emphasis
on serious illness communication and shared decision making.3931 According to a meta-
analysis examining the outcomes of 5,102 patients with advanced CKD who refrained from
maintenance dialysis, the median survival of varied cohorts ranged from 1 to 41 months
and overall quality of life, including physical and mental well-being, was stable during

the observation period, although none of these cohorts were, to our knowledge, specific to
patients with prior transplantation.32 However, it seems from existing evidence that older
adults with poorly functioning and declining allografts can expect to have a life expectancy
in the range of months to 1 to 2 years on CKM and those who undergo dialysis usually

live a bit longer.33 However, for patients older than age 80 years with poor functional
status and a high comorbidity burden, particularly cardiovascular disease, there may be

no difference in the expected lifespan between CKM and dialysis.33 In addition, for those
CKD patients who are older with significant comorbidities who do pursue dialysis, studies
naturally indicate that a longer lifespan includes more time in dialysis treatments and in

the hospital with health setbacks.34 Furthermore, data also suggest that, unlike older adults
who start dialysis, some cohorts who pursue CKM maintain functional status until the final
month of life.35 As such, similar to CKD, for older transplant patients with comorbidities
or functional impairments who value life extension over time at home and comfort, dialysis
or retransplantation may be the best means of meeting their goals. However, for those who
value being at home and avoiding procedures and are willing to trade this for the possibility
of a shorter lifespan, CKM may be their best option. We discuss further details on the
discussions and decisions around CKM and the practice models for patients with poorly
functioning and declining allograft later.

PROVIDING CKM FOR PATIENTS WITH POORLY FUNCTIONING AND
DECLINING ALLOGRAFTS

In considering the provision of CKM to patients with poorly functioning and declining
allografts, some unique needs complicate the secondary decision around KRT and the
practice of CKM. Patients with declining allograft function carry a notable burden of their
kidney disease, with increased mortality, infectious complications, poorer psychological
outcomes, complex grief and coping, and reduced quality of life when compared with
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transplant-naive patients on the transplant waitlist.36-38 In addition, people with poorly
functioning and declining allografts have additional elements in their care that create more
complexity in applying CKM, including considerations around immunosuppression and
removal of the allograft itself23 for those relatively few who need it removed because of
symptoms or a systemic reaction.3° To address this, the typical team-based approach to
CKM should consider adding additional layers of support unique to the population of kidney
transplant patients with poorly functioning and declining allografts. These can include
intentionally crafted partnerships between palliative care and the transplant team, embedded
within transplant care. This integrated team pays special attention to transplant-specific
issues, such as immunosuppression, and close involvement of palliative care for team-based
management of the unique decision making (Fig. 2).20-42 Immunosuppression regimens in
kidney transplant patients receiving CKM should be tailored based on the individual clinical
context. Similar to patients with allograft failure who resume dialysis, it is reasonable

to minimize immunosuppression to reduce infection and cancer risk. However, stopping
immunosuppression completely might lead to acute rejection and associated pain in the
allograft, and should be avoided if possible.® We are not aware at this time of any specific
models of CKM specifically designed for transplant recipients with poorly functioning and
declining allografts, and data are notably lacking in this space.

Models for dedicated delivery of palliative care for patients with kidney transplants,
including but not limited to CKM, are emerging but remain limited in scope and geography
in the United States.#3-46 Although the current model of palliative care delivery for
transplant patients is predominantly inpatient-focused in acute settings, future models should
provide transplant teams with collaborative longitudinal relationships and ease of outpatient
consultation. This may help to familiarize clinicians, patients, and their caregivers with the
possibility of high-quality CKM across the continuum of transplant care, especially with a
focus on outpatient and home-based provision, for those patients with allograft dysfunction
who are not eligible for retransplantation and not interested in dialysis initiation.4’

CONSIDERING TRANSITIONS FOR PATIENTS WITH POORLY FUNCTIONING
AND DECLINING ALLOGRAFTS

The transition period as an allograft begins to function poorly is a key moment when
considering the option of CKM in transplant populations. Kidney transplant patients have
key unique characteristics that complicate this time period when compared with other
CKD and ESKD patients, including prior personal lived experiences with KRT, established
donor/recipient/clinician relationships around a now poorly functioning organ, treatment
with immunosuppressive medications, and complexities with allograft nephrectomy and
what it may mean for peritoneal dialysis access (see Table 1 for case examples). Notably,
key knowledge gaps related to transitions of care among patients with poorly functioning
allografts include timing of counseling regarding treatment options, appropriate dialysis
access placement, optimal strategies for preemptive relisting, timing of retransplantation,
transition of care from transplant to general CKD clinics, and consideration of palliative care
referrals.23 Each of these potential transitional issues unique to allograft decline involves a
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diversity of clinical providers and settings and thus depends on collaboration for successful
management.

Currently, the transition of care at the time of allograft failure varies under different care
models and may happen rather abruptly at the time of initiation of dialysis, when the
patient with allograft failure transitions from the primary longitudinal follow-up evaluation
by a known team of transplant or CKD clinicians to care in a dialysis unit.48 Studies

have suggested that patients with a poorly functioning and declining allograft may receive
suboptimal CKD care when compared with those without a history of transplantation.49:0
Huml and Sehgal®! examined dialysis quality metrics in the first year after allograft failure
and found that patients have lower hemoglobin, higher phosphorus, and lower albumin
levels compared with patients with advanced CKD without previous allograft failure. The
transplant field currently is seeking to address these issues and they are relevant as one
considers the transition to CKM for this patient population, which is marked by keen
attention to medical management of kidney disease.

The KDIGO Controversies Conference aimed to identify the optimal model of care for
managing patients with poorly functioning and declining allografts. Possibilities included
general nephrology multidisciplinary clinics, ongoing routine transplant care, and creation
of special dedicated multidisciplinary transplant clinics for patients with poorly functioning
and declining allografts. Such dedicated multidisciplinary models may create an optimal
environment for educating patients and families on the option of CKM. A study in the
United Kingdom tested a model of a dedicated clinic, termed Jow-clearance transplant
clinics (LCTCs), for advanced CKD after transplant. LCTCs provided multidisciplinary
care by nephrologists, renal dieticians, and specialty pharmacists. LCTCs improved KRT
counseling and evaluation for retransplantation, but the discussion of CKM was not studied,
and there was no difference in the rate of preemptive retransplantation.>2 In addition,

the Kidney Recipients with Allograft Failure, Transition of Care workgroup, under the
American Society of Transplantation, put effort into better understanding patients’ needs
during the transitions of care around poorly functioning and declining allografts. Their
survey of transplant clinicians found a heterogeneity of care among patients with poorly
functioning allografts and a need for clinical guidance specifically related to transitions of
care.®3 Existing research acknowledges the limited data available to guide clinical practice
for patients with poorly functioning allografts, and the guidance that is available tends to
focus on risks and benefits of various therapies, but not coordination between care teams or
identification of who guides the transition from conventional transplant care to either KRT
or CKM.>

Nephrology clinicians who have described their experience providing CKM report that
health systems are not always supportive of CKM.° Nephrologists in this study who
championed the principles of CKM among colleagues also noted the need to assume a range
of different health care roles to prepare patients to navigate systems in which the initiation
of dialysis is a powerful default.32:55 The findings of this study likely would hold true for
clinicians caring for transplant patients with poorly functioning and declining allografts who
desire CKM, and additional complexities also may surface that are unique to transplant
patients. In the context of variable management strategies across clinicians, a shared-care
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model has been proposed to improve coordination between transplant providers and general
nephrologists.5 Notably, this approach focuses on preparation for return to dialysis or
retransplantation, but no mention of CKM. We propose that the best current approach
should be an interprofessional team, akin to the LCTC model, integrating transplant
nephrologists, general nephrologists, and specialty kidney palliative care clinicians, that
explores retransplantation, dialysis, and CKM options depending on patients’ particular
clinical situation, goals, and preferences (see Table 1 for case examples).

DECISION MAKING DURING DECLINE OF POORLY FUNCTIONING
ALLOGRAFTS

Care decisions for patients with poorly functioning and declining allografts should be driven
fundamentally by patient goals and preferences. As discussed earlier, the population of
transplant patients with poorly functioning and declining allografts is unique in that they
often already have experienced dialysis before and are facing this situation when they

are older and more medically complex. In addition, patients, caregivers, and clinicians in
this context have collectively experienced a focus on life extension during prior transplant
evaluation, selection, and postoperative periods,®8 and this likely affects decision making

in unique and complex ways. Naming and acknowledging these factors may be important
during shared decision making about treatment options for poorly functioning and declining
allografts.

Discerning patients’ goals and preferences can occur throughout their clinical course
through different types of conversations: early in the treatment course through advance

care planning (ACP) discussions, and later, as patients become seriously ill, through serious
illness conversations. ACP discussions can happen early in the post-transplant treatment
course during which care teams ask in advance of allograft decline about patients’ goals and
preferences for hypothetical future medical care to prepare for future decision making.>’:28
As patients become sicker, when their lifespan may be limited and a patient’s collection of
illnesses are impairing their functional status and quality of life, or significantly impacting
their caregivers, clinicians may conduct serious illness conversations to build shared
prognostic awareness and explore what matters most to patients in the context of advancing
serious illness. An example structure for serious illness conversations with suggested
patient-tested language is available in Figure 3.5%-61 Although there is a lack of research
assessing ACP and serious illness conversations specifically among transplant patients

with poorly functioning and declining allografts, there are studies of ACP and decision
making among people with advanced CKD from which some extrapolations can be made. A
qualitative study of patients and caregivers about perspectives on planning for ESKD62
highlights some key communication needs. The researchers identified several themes,
including the importance to patients of articulation of personal values and autonomy.

The researchers also described a theme around decisional disempowerment, with patients
reporting feeling angry because they believed that key information had been withheld by
clinicians and disappointed that clinicians had not engaged in planning for the future.
Reinforcing these findings, patients surveyed about their perspectives on dialysis decision
making and end-of-life care have expressed a desire for more frequent discussions about
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their disease, prognosis, and planning.%3 Preparing for care transitions is key to smoothing
the tumultuous time around the decline of poorly functioning allografts and preventing
initiation of dialysis by default, instead facilitating an individualized patient choice guided
by clinicians closely involved in transplant care.

ACP and serious illness conversations may be especially complex for transplant patients
who already have experienced a range of treatment modalities and are revisiting prior
experiences that may have been initially traumatic and about which they may have

gained new perspective over time. A multidisciplinary team working to integrate palliative
care practices into routine clinical care for patients with CKD noted that formalizing

ACP processes and making discussions more frequent are key factors in aligning

patient preferences with clinical care across health professionals®4; it is reasonable to
assume this would hold true in the transplant population as well. Key tensions remain,
however, in clinician and patient/caregiver perspectives on planning and communication
of options, particularly regarding the option to choose CKM. One qualitative analysis6®

of nephrologists, primary care physicians, and patients/caregivers found that even when
clinicians aligned regarding responsibility for ACP and how to integrate CKM options,
patients and caregivers reported a lack of clarity regarding several aspects of their care and
a desire for earlier conversations. Again, this seems likely to hold true in the population of
patients with poorly functioning and declining allografts, but further research specific to this
population is required.

FINANCIAL AND POLICY CONSIDERATIONS IN PROVIDING CKM FOR
PATIENTS WITH POORLY FUNCTIONING AND DECLINING ALLOGRAFTS

The financial burden of allograft failure among patients is substantial and estimated to
include $78,079 in additional medical costs per patient and a loss of 1.66 quality-adjusted
life-years.5® In addition, insurance and policy factors around poorly functioning and
declining allografts are complex and vary by payer and stage of illness and treatment.

For example, patients who do not have contraindications for retransplantation should be
referred for evaluation in early allograft dysfunction when possible, but not all insurance
carriers cover evaluation at an early stage (eGFR, >20 mL/min per 1.73 m2),® creating
insurance-driven disparities in care.

New payment models attempt to address some of this inconsistency. Hippen and Maddux8”
recommend an expanded Comprehensive ESKD Care (CEC) model that focused on quality
care for transplant patients with poorly functioning and declining allografts. Specifically,
they proposed a shared-care model with general and transplant nephrology teams to
maximize quality and safety for these patients, while minimizing unnecessary costs

and avoidable hospitalizations. The CEC model arose from Center for Medicare and
Medicaid Innovation pilot projects to encourage general nephrology practices and dialysis
organizations to collaborate in providing shared care for these patients while meeting quality
metrics. Models similar to this, if implemented properly, could provide pathways for more
equitable and comprehensive CKM for transplant patients.

Semin Nephrol. Author manuscript; available in PMC 2024 July 25.



1duosnuen Joyiny 1duosnuey Joyiny 1duosnue Joyiny

1duosnuen Joyiny

Murakami et al.

Page 10

The CEC program ended in 2021. The Kidney Care Choices model builds on its structure58
and is funded from January 2022 until the end of 2026. The Kidney Care Choices model
aims to center the patient in its design and allow for multiple kidney disease treatment paths
that are not the current default of in-center HD. The goal is to better integrate and plan

care, using payment levels and education to drive engagement in decision making and an
increase in home treatment modalities. If CKM could be considered a home modality, it
would create an incentive for the development of comprehensive CKM care infrastructure
in the United States®® and also make CKM more available for patients with declining and
poorly functioning allografts.

From a policy perspective, two key factors may function as disincentives to offering CKM
to transplant patients. At the health organization level, 1-year survival metrics collected

by the Centers for Medicare and Medicaid Services are used for program evaluation and
reimbursement. These metrics may have the unintended consequence of overprioritizing
quantity over quality of life for all patients early after transplant, even if that does not align
with an individual patient’s outlook. Because patient-centered quality-of-life metrics are
not integrated into algorithms for organ allocation or program assessment, patient priorities
may receive insufficient emphasis when compared with mortality statistics.”® An additional
factor that serves as a barrier to initiation of CKM is the current Medicare payment
structure. Under the ESKD Prospective Payment System,5%71 Medicare will reimburse
comprehensively for costs associated with dialysis, including home dialysis, but CKM is
not included and instead is billed individually by provider (ie, nephrologist visit, palliative
care visit). Categorizing CKM as a home modality would help to package it as a valid
team-based treatment modality in the care of transplant patients. Despite stated efforts to
offer benefits with potential positive impacts on patients’ quality of life, home-based care
modalities still are limited and do not include the resources needed to deliver high-quality
CKM to transplant patients.

CONCLUSIONS

In the kidney transplant population, seriously ill patients with poorly functioning and
declining allografts would benefit from consideration of CKM. This group of patients

has a notable burden of morbidity and mortality and faces a transition period that

can be more complex and nuanced than that in the advanced CKD population without
previous transplantation. Decision making around dialysis, retransplantation, and CKM is
an important process that should be initiated early and focus on helping patients and their
families envision a future with declining allograft function while learning about their goals
and values to prepare for that potential future course. For patients who choose CKM, the
decision should be supported by an interprofessional and multidisciplinary team attuned to
the specific challenges of patients with poorly functioning and declining allografts. Each of
these aspects is poorly understood in the transplant population and early work is underway,
but more research is needed.
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Figurel.
Trajectory of glomerular filtration rate after kidney transplantation. The main profiles of

kidney function identified using latent class mixed models. Estimated glomerular filtration
rate (eGFR) trajectory 1: patients with high baseline renal function (~70 mL/min per 1.73
m?2) that remained stable; eGFR trajectory 2: patients with very high baseline kidney
function (~90 mL/min per 1.73 m2) with slightly decreasing function over time; eGFR
trajectory 3: patients with high baseline kidney function (~70 mL/min per 1.73 m2) and fast
decline over time; eGFR trajectory 4: a pattern of intermediate baseline eGFR (~55 mL/min
per 1.73 m2) and stability over time; eGFR trajectory 5: intermediate/low baseline eGFR

(48 mL/min per 1.73 m2) with decreasing function over time; eGFR trajectory 6: patients
with low baseline eGFR (~40 mL/min per 1.73 m2) with stability over time; eGFR trajectory
7: patients with very low baseline eGFR (28 mL/min per 1.73 m2) and mildly declining
function over time; and eGFR trajectory 8: patients with intermediate eGFR (58 mL/min per
1.73 m?) but a very fast subsequent decline in eGFR trajectory. Abbreviation: CKD, chronic
kidney disease. Recreated with permission from Raynaud et al.®
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Decision-making about Medical Management of
treatment options with patients Allograft Chronic
who have previously experienced Kidney Disease
dialysis and/or transplant
* CKD care
* Advance Care Planning * Immunosuppression management
* Serious Illness Conversations * Symptom management

Interprofessional Team-Based
Support

Transplant team

Kidney palliative care team
Social work
Nutrition/Dietician

Figure 2.
Conceptual framework of conservative kidney management in kidney transplant. CKD;

chronic kidney disease.
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CONVERSATION FLOW PATIENT-TESTED LANGUAGE

1. Set up the conversation 5 | “I'd like to talk about what is ahead with your illness and do some thinking in advance
Introduce purpose = | about what is important to you so that | can make sure we provide you with the care
Prepare for future decisions you want — is this okay?”

Ask permission

%; Hesdss ind fing and preferences “What is your understanding now of where you are with your illness?”

ASSESS

“How much information about what is likely to be ahead with your illness
would you like from me?”

3. Share prognosis % | "l want to share with you my understanding of where things are with your illness...”
L4
Share prognosis E\ g o g g 2 .
2 ; gr,', : o ; Uncertain: “It can be difficult to predict what will happen with your illness. | hope
rame as a "wish...worry”, “hope...worry” statement X i i ) 2 )
Allow silence, explore emotion you will continue to live well for a long time but I'm worried that you could get sick
quickly, and | think it is important to prepare for that possibility.”
OR
Time: “I| wish we were not in this situation, but | am worried that time may be as short
as___(express as a range, e.g. days to weeks, weeks to months, months to a year).”
OR
Function: “| hope that this is not the case, but I'm worried that this may be as strong
as you will feel, and things are likely to get more difficult.”
:: A 2 b H - ?JJ
4. Explore key topics 5 What are your most important goals if your health situation worsens?
Goals % | “What are your biggest fears and worries about the future with your health?”
Fears and worries “What gives you strength as you think about the future with your illness?”
Sources of strength
Critical abilities “What abilities are so critical to your life that you can’t imagine living without them?”
Trad_ecuffs “If you become sicker, how much are you willing to go through for the possibility of
Family gaining more time?”
“How much does your family know about your priorities and wishes?”
5. Close the conversation é “I've heard you say that ___is really important to you. Keeping that in mind, and what
Summarize o we know about your illness, | recommend that we ___. This will help us make sure
Make a recommendation that your treatment plans reflect what's important to you.”

Check in with patient

“How does this plan seem to you?”
Affirm commitment

“I will do everything | can to help you through this.”

© 2015-2017 Ariadne Labs: A Joint Center for Health Systems Innovation (www.ariadnelabs.org) between Brigham

and Women'’s Hospital and the Harvard T.H. Chan School of Public Health, in collaboration with Dana-Farber Cancer

Institute. Licensed under the Creative Commons Attribution-NonCommercial-ShareAlike 4.0 International License,
http://creativecommons.org/licenses/by-nc-sa/4.0/ SI-CG 2017-04-18 AHMDNE LABS

Figure 3.
Serious illness conversation guide for decision making with patients with poorly functioning

and declining allografts.
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