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INTRODUCTION

The first main objective of this thesis was to determine the value of dialysis and 
conservative care for older patients with advanced chronic kidney disease. To do so, we 
compared a combination of patient-relevant outcomes and treatment costs in a cohort 
of older patients (≥70 years old) who chose either dialysis or conservative care after a 
shared decision-making process. We also participated in the development of a consensus 
recommendation on a standardized minimum set of outcomes that matter to patients 
with chronic kidney disease. The second main objective of this thesis was to evaluate 
and improve shared decision-making regarding treatment plan in older patients with 
advanced chronic kidney disease. Finally, in this chapter, we summarize our main 
findings, discuss their strengths and limitations, and describe implications and future 
directions for research and clinical care.
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SUMMARY OF MAIN FINDINGS

Defining the outcomes that matter
In Chapter 2, we developed a standardized minimum set of patient-relevant outcomes 
for chronic kidney disease care in collaboration with a multidisciplinary working group 
of healthcare professionals and patient representatives, initiated by the International 
Consortium for Health Outcomes Measurement (ICHOM). We focused on outcomes 
relevant to all patients with very high risk chronic kidney disease (stages G3a/A3 and 
G3b/A2 to G5) and to treatment-specific subgroups (hemodialysis, peritoneal dialysis, 
kidney transplantation, and conservative care). The outcomes were selected on the 
basis of patient input, literature reviews, assessment of registries, expert consensus, 
and external review surveys among patients and healthcare professionals. The final set 
includes outcomes that are important to patients but that are less routinely collected, 
such as outcomes on health-related quality of life, which were rated as most important 
by patients, next to more traditional outcomes such as survival and kidney function.

Defining the outcomes that matter to patients and other stakeholders is needed to enable 
standardization of health outcome measurement in different settings [1]. For research 
settings, the need for standardization of outcome measurement in chronic kidney disease 
has been recognized by the Standardised Outcomes in Nephrology (SONG) initiative 
[2-5]. Our work is a multinational effort to recommend a standardized minimum set 
of patient-relevant outcomes for chronic kidney disease care and is targeted for use in 
routine clinical practice. The set includes patient-reported outcome measures (PROMs) 
and also a minimum set of demographic and clinical factors recommended for case-mix 
adjustment to enable meaningful comparisons across different settings.

Determining the value of dialysis and conservative care

Survival
In Chapter 3, we determined survival outcomes in a retrospective cohort of older 
patients (≥70 years old) with advanced chronic kidney disease who had chosen to be 
treated with dialysis or conservative care after a shared decision-making process. Overall, 
we observed that older patients who chose dialysis lived longer compared with older 
patients who chose conservative care. There was, however, little or no significant survival 
advantage in patients aged ≥80 years old and patients aged ≥70 years old with severe 
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comorbidity who chose dialysis over conservative care. This was observed from treatment 
decision and different levels of disease severity, including an eGFR <20, <15, and <10 mL/
min/1.73 m2. In Chapter 4, we found similar results on survival in an extended patient 
cohort with longer follow-up time.

Our findings on survival are consistent with results from previous studies and are 
the first validation in a Dutch population, confirming that both increasing age and 
comorbidity level offset the survival advantage of older patients choosing dialysis over 
conservative care [6-8]. While a cut-off level for age or comorbidity score might feel 
useful to help identify which patients are more likely to benefit from dialysis or not in 
terms of survival, there is great risk of oversimplifying decision-making, for example by 
overlooking relevant individual factors and personal considerations about what matters. 
Moreover, appropriate comparison of results across studies is difficult due to substantial 
differences in study design (e.g., use of different time points for survival analysis) and 
heterogeneous patient populations [9, 10]. We therefore think that the most appropriate 
conclusions on survival in older patients with advanced chronic kidney disease so far are 
that: (1) increasing age and comorbidity level are associated with a decreasing survival 
advantage in older patients choosing dialysis over conservative care; and that (2) the 
overall survival advantage of older patients choosing dialysis over conservative care is 
no longer significant in patients with the highest ages or severe comorbidity.

Health-related quality of life and symptoms
In Chapter 4, we determined health-related quality of life outcomes and symptoms 
in a cross-sectional way in a small subset of our patient cohort (≥70 years old), using 
the Kidney Disease Quality of Life Short Form [11]. In Chapter 5, we systematically 
reviewed all available data on health-related quality of life and symptoms so far in 
patients who chose either a dialysis or conservative care pathway for advanced chronic 
kidney disease. Overall, we identified eleven studies, including our study described in 
Chapter 4 and 4a [8, 12-22]. All studies included were observational cohort studies 
that were generally small-scale and of suboptimal study quality, being susceptible to 
selection bias and confounding. We found no randomized controlled trials. Despite 
considerable clinical and methodological heterogeneity, the results on health-related 
quality of life and symptoms were broadly consistent among the studies. Physical health 
outcomes and symptom burden appeared to be worse in patients who chose conservative 
care compared with patients who chose dialysis but were not started yet. However, we 
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observed similar physical health outcomes and symptom burden between patients 
who chose conservative care when compared with patients on dialysis. Mental health 
outcomes were also similar between patients who chose a conservative care or dialysis 
pathway, whether before or after dialysis start. In patients who chose dialysis, the scores 
on ‘Burden of kidney disease’ and ‘Impact on daily life’ worsened after dialysis start. 
Taken together, the currently available data suggest that conservative care has potential 
to achieve similar health-related quality of life and symptoms compared with a dialysis 
pathway in selected older patients.

Hospital utilization
In Chapter 4, we determined treatment burden related to hospital utilization in our 
cohort of older patients (≥70 years old) who chose dialysis or conservative care. Hospital 
utilization was substantially lower in patients who chose conservative care compared 
with patients who chose dialysis. This difference included less frequent outpatient visits, 
hospital admissions, and in-hospital days as well as no in-center hemodialysis days, 
resulting in more hospital free days in older patients who chose conservative care. In 
Chapter 6, we further evaluated hospital utilization in our patient cohort. In the final 
months of life, we observed similar patterns of less intensive outpatient and inpatient 
hospital utilization in patients who chose conservative care compared with patients who 
chose dialysis. Furthermore, patients who chose conservative care died less frequently in 
hospital than patients who chose dialysis. These findings were consistent with the limited 
available data on hospital utilization in this patient population [15, 23-28], while adding 
insight in both outpatient and inpatient utilization and patterns near the end of life.

Hospital costs
In Chapter 4, we also determined hospital costs in our cohort of older patients (≥70 
years old) with advanced chronic kidney disease. Hospital costs were substantially 
lower in patients on a conservative care pathway compared with patients on a dialysis 
pathway. This finding was consistent with the very limited available data [26, 29, 30]. In 
Chapter 6, we further evaluated hospital costs in our patient cohort and observed that 
both overall and non-dialysis-related costs were lower in patients on a conservative care 
pathway compared with patients on a dialysis pathway. We also found lower hospital 
costs in patients on conservative care in the final months of life. These findings suggest 
that older patients who decide to forego dialysis and choose conservative care, despite 
being generally older and more frail, have no higher hospital resource needs but, on the 
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contrary, have substantial less intensive patterns of hospital utilization and hospital costs 
compared with older patients who choose a dialysis pathway.

Value of dialysis and conservative care
In Chapter 3, 4, 5 and 6, we studied a combination of patient-relevant outcomes and 
treatment costs to assess the value of dialysis and conservative care for older patients with 
advanced chronic kidney disease. Taken together, we showed that selected patients aged 
≥70 years old who chose conservative care instead of a dialysis pathway achieved similar 
outcomes on survival, health-related quality of life, and symptoms in combination with 
lower treatment burden and treatment costs. This was particularly observed in patients 
with the highest ages or severe comorbidity. By shared decision-making about treatment 
plan in this older patient population, value of care was generated for both patients and 
society: (1) for patients in terms of patient-relevant outcomes in balance with treatment 
burden; and (2) for society in terms of patient-relevant outcomes per monetary unit spent.

Improving shared decision-making

Older patients’ experiences
In Chapter 7, we determined older patients’ experiences with shared decision-making 
on treatment for advanced chronic kidney disease. Older patients indicated to be overall 
satisfied with their shared decision-making process and treatment decision in favour of 
either dialysis or conservative care. However, we observed a discrepancy between the 
high satisfaction and underlying negative experiences that older patients reported as well, 
especially patients who had chosen dialysis. Such negative experiences were related to the 
timing, informing, and level of decision-making being shared, and suggested important 
and modifiable barriers to an optimal shared decision-making process. We also observed 
that older patients had contrasting reasons for their treatment decision. Moreover, 
patients often considered their personal values and goals towards life, quality of life, 
and death of more importance than biomedical factors such as treatment effectiveness 
on which nephrologists predominantly base their recommendation [31-33]. We therefore 
concluded that early initiation of decision-making is needed as in advance care planning 
and that shared decision-making should entail a dynamic process instead of a single 
point in time that is based on a person-centered approach.
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Towards a person-centered conception of shared decision-making
Following our results in Chapter 7 and based on wider observations of decision-making 
experiences described by patients [31, 34-37], we aimed to improve shared decision-
making about treatment plan for advanced chronic kidney disease in older patients. In 
Chapter 8, we reconsidered how decision-making could become more shared and argued 
the need for a shift from a biomedical conception to a person-centered conception, as 
has been proposed for patients with multiple comorbid conditions and other complex 
chronic care contexts [38-41]. A person-centered conception emphasizes the need to 
learn about the person behind the patient, in order to empower the person to actively 
take part in finding ways to achieve the goals that matter to that person [42-44]. Such 
conception needs the patient and healthcare professional to gain understanding of what 
matters to the patient first, by involving the patient’s expertise based on their lived 
experience, next to the healthcare professional’s expertise. Shared, therefore, does not 
imply two persons considering the same perspective but rather two perspectives, that 
both need to be explored during the decision-making process. Starting from the patient’s 
perspective is likely to enable a more open-ended dialogue about all that matters to 
the patient as person. Thereby, the patient and healthcare professional become able to 
determine the goals of care, followed by what options could help best for achieving those 
goals. Hence, a person-centered orientation involves a shift from figuring out “What 
is the matter with you?” and the aim to fix that, to “What matters to you?” in order 
to determine the best way to act [45, 46]. Especially in complex chronic care contexts, 
such a goal-based approach could help to align care more with personal priorities and, 
overall, to help consider the best way to enable the older and often frail patient to do the 
things in life that matter to them and support the patient to be resilient and adaptive 
given their situation [47-49].

STRENGTHS

Patient cohort
A strength of our studies described in Chapter 3, 4, 6 and 7 is the availability of a cohort 
of older patients who chose either dialysis or conservative care after a shared decision-
making process. To identify this cohort, we carefully reviewed all patients with advanced 
chronic kidney disease who received nephrology care between October 31, 2004 and 
May 1, 2016 in a non-academic teaching hospital. We included the patients aged ≥70 
years old who had made an explicit decision on treatment plan after a shared decision-

9
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making process, in which an experienced and multidisciplinary team of nephrologists, 
nephrology nurses, social workers, and dieticians was involved. Our cohort appeared 
to consist of one of the largest groups of patients who chose conservative care reported 
so far. We also identified the first Dutch patient cohort.

Patient-relevant outcomes
Another strength is our evaluation of outcomes that matter to older patients choosing 
dialysis or conservative care, including survival but also health-related quality of life, 
symptoms, and treatment burden (Chapter 3, 4, 5 and 6). The need for more patient-
relevant data on both treatment pathways has been recognized as research priority by 
patients, clinicians, and organizations like Kidney Disease: Improving Global Outcomes 
(KDIGO) [50-53]. We also contributed to an internationally accepted standardized 
approach towards collection of patient-relevant outcomes in chronic kidney disease care 
(Chapter 2). So far, data collection in chronic kidney disease care have been restricted, 
next to survival, to intermediate and process outcomes that are easily accessible, such 
as biochemical parameters. Furthermore, we partnered with patients and patient 
representatives during several studies to involve and learn from their perspectives, 
including on study design, development of a questionnaire, and interpretation of study 
results (Chapter 2, 4, 5, 6 and 7).

LIMITATIONS

Observational study design
A limitation of our studies on dialysis and conservative care is their observational design 
(Chapter 3, 4, 5, 6 and 7), similar to all studies in this field so far. An observational study 
design brings the risk of treatment allocation bias and confounding due to the non-
random treatment decision. Since patients are likely to have specific reasons to choose 
dialysis or conservative care [31, 34], this may have resulted in substantial differences 
in characteristics between both patient groups which, in return, could explain observed 
differences in outcomes. In our patient cohort, we observed no or only little differences 
in most characteristics between both patient groups, including in comorbidity scores. 
However, patients who chose dialysis were considerably younger compared with patients 
who chose conservative care. This may have resulted in a biased comparison of outcomes 
in the younger and likely more fit patients choosing dialysis compared with the older 
and likely less fit patients choosing conservative care. This, on the other hand, makes the 
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observed similarities in outcomes between both patient groups even more remarkable. 
To overcome potential bias due to confounding, we adjusted for several confounders 
including age and comorbidity in multivariable regression models. However, residual 
confounding by unmeasured or unknown determinants is likely, such as functional 
status, nutritional status, and cognitive function.

Small sample size
Bias could also be present due to the small sample size of the study populations included 
in Chapter 3, 4, 5, 6 and 7. The small sample sizes could have limited the internal 
validity of our analyses and may bring uncertainty whether or not our findings on the 
value of dialysis and conservative care are true. The small patient groups could also 
have limited the generalizability of our results to other patients and settings. Moreover, 
since our patient cohort was derived from a single center, our findings might not be 
generalizable to centers or countries with different healthcare structures, and to settings 
with different approaches to dialysis, conservative care, and decision-making in older 
patients, including different approaches to end of life decisions [32, 33]. Specifically 
for Chapter 7, the findings on shared decision-making reflected the experiences and 
preferences of a limited number of older patients. We think that each negative patient 
experience was relevant to take into account, although some were reported by a minority.

Definition of time points
The difficulty to define equivalent time points in both treatment pathways for patient 
inclusion and outcome analyses is another methodological limitation of our studies on 
dialysis and conservative care (Chapter 3, 4, 5, 6 and 7). Similar to several previous 
studies [8, 13, 54-56], we used time of treatment decision as main time point in our 
analyses, since outcome comparisons from this time point are most informative for 
clinical practice being applicable to patients during decision-making. Use of this time 
point, however, may have resulted in lead time bias due to differences between time of 
treatment decision and actual treatment start [9, 57]. This was suggested in our patient 
cohort by a significant difference in eGFR at treatment decision between both patient 
groups. Therefore, we additionally used three time points based on a threshold eGFR 
in the survival analyses (Chapter 3 and 4) and adjusted for eGFR at treatment decision 
in the analyses of survival, treatment burden, and treatment costs (Chapter 3, 4 and 6). 
Use of time of treatment decision also means that our findings on outcomes analysed 
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from this time point represent the results of a chosen treatment pathway rather than 
of treatment itself. While time of dialysis start and an equivalent in patients who chose 
conservative care could enable evaluation of received treatment itself, such time point, 
on the other hand, ignores the period between the treatment decision and actual dialysis 
start. Since patients could change their decision during this period or could die before 
start, using time of dialysis start may bring the risk of selection bias.

IMPLICATIONS FOR CLINICAL CARE

To discuss clinical implications of the main findings in this thesis, we first turn back to 
the case of the 80-year-old man with advanced chronic kidney disease who considered 
whether or not to start dialysis, as described in Chapter 1 (box 1).

Box 2: case
In the case of the 80-year-old man, a shared decision-making process about 
treatment plan for advanced chronic kidney disease was started when his eGFR 
dropped below 18 mL/min/1.73 m2. A multidisciplinary team was involved with 
whom he, joined by his wife and children, discussed goals of care and potential 
medical options to come to a decision that fits best with him. During this process, 
he also asked what his life would be like if he would or would not start dialysis. 
Deliberation on a conservative care pathway was, however, difficult due to 
limited available experience and scarce data on patient-relevant outcomes. After 
considering all options over a period of several months, he finally decided that 
conservative care would be best for him. The main reason for his decision was 
the potential impact of intensive dialysis treatment on his independence, daily 
activities, and quality of life, as well as a sense of life completion (summarized in 
Dutch: “Aan mijn lijf geen polonaise meer”). After his decision to forego dialysis, 
he received ongoing multidisciplinary care during which his decision and goals 
of care were regularly re-evaluated. While his eGFR continued to decline <10 mL/
min/1.73 m2, he lived for about 3 more years in which he was most of the time 
able to do what mattered to him. 
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Conservative care: a viable alternative?
Cases like the 80-year-old man were our main reason to start the research presented 
in this thesis, being confronted in clinical practice with challenging dilemmas about 
treatment for advanced chronic kidney disease in older patients. While recognizing its 
limitations, we think our data provide provisional but valuable insight on both treatment 
pathways that could help to improve clinical care. Overall, the findings contribute to an 
improved understanding of the value of dialysis and conservative care for older patients 
with advanced chronic kidney disease. Particularly in patients with the highest ages or 
multiple comorbid conditions, a decision in favour of conservative care instead of dialysis 
has potential to achieve similar outcomes on survival and health-related quality of life at 
lower treatment burden and treatment costs (Chapter 3, 4, 5 and 6). Hence, we conclude 
that (1) conservative care is a viable treatment alternative to dialysis in selected older 
patients, and that (2) value of care could be generated for both older patients and society 
by careful shared decision-making on preferred treatment plan.

While a decision to forego dialysis has been a legitimate and justifiable option before [58-
60], the recognition that conservative care has value offers older patients and healthcare 
professionals a valuable treatment option next to dialysis. Conservative care should 
therefore become perceived as a reasonable and professionally acceptable alternative, 
rather than a failure of therapy [32, 33, 61]. In clinical practice, conservative care needs 
to become available and openly discussed as one of the possible treatment pathways for 
advanced chronic kidney disease in older patients. Recent clinical guidelines have now 
included a similar recommendation to discuss all possible treatment pathways in this 
patient population [50, 62-64]. Information resources about the relatively new pathway 
of conservative care need to be developed for both patients and healthcare professionals, 
which should include an appropriate explanation of its goals to prevent misbeliefs that 
conservative care is the same as ‘doing nothing’.

How to decide which treatment plan is best?
The findings in this thesis could further help to improve shared decision-making on 
treatment plan in older patients with advanced chronic kidney disease. Firstly, our 
findings may help to inform the shared decision-making process on dialysis and 
conservative care by adding data on several patient-relevant outcomes for both treatment 
pathways (Chapter 2, 3, 4, 5 and 6). These data could help to consider which patients 
are more likely to benefit from dialysis or conservative care in terms of health outcomes. 

9
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We acknowledge, although, that the translation of study results into clinical practice 
is often difficult, since results are determined on group level and individual patient 
characteristics might not be taken into account.

Secondly, our findings on shared decision-making offer important improvements to an 
optimal shared decision-making process, aiming to come to a treatment plan that fits 
best with the individual patient (Chapter 7 and 8). To foster the patient’s autonomy and 
enable a more open-ended dialogue between patient and healthcare team, we recommend 
that early initiation of shared decision-making is needed as in advance care planning and 
that shared decision-making should entail a dynamic process instead of a single point 
in time. Moreover, a shift towards a person-centered conception of shared decision-
making is needed that aims to focus on all that matters to the patient as person. In 
this complex chronic care context, a focus on the person behind the patient could help 
bring all relevant information to the table, with the aim to learn about the specific 
goals of care that matter to that person given their situation (e.g., an older and frail 
patient with multiple comorbid conditions and an approaching end of life) [65]. Hence, 
shared decision-making in this setting needs a different process, in which deciding on 
treatment is preceded by development of mutual goals of care first, and for which both 
the patient’s and healthcare professional’s expertise are needed [40, 41]. Thereby, the 
patient and healthcare professional become able to consider what way is best to support 
that person to do the things in life that matter to them, and, overall, how to be resilient 
and adaptive while having multiple chronic conditions. To enable such shared decision-
making process, the healthcare professional needs to become a skilled companion to the 
patient, being part of the patient’s relational context, and start asking the right questions 
about all that matters to the patient [45, 66, 67]. The long-term relationship between older 
patients and their multidisciplinary team in advanced chronic kidney disease care offers 
valuable opportunities to establish such person-centered partnerships.

FUTURE DIRECTIONS

Towards a person-centered conception of shared decision-making
A main task for research and clinical care is to further develop and enable person-centered 
approaches of shared decision-making. For example, future efforts are needed to develop 
patient autonomy-promoting interventions and resources for healthcare professionals to 
enable their more active role as skilled companion in the shared decision-making process. 
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Several tools are already available that could help to ask the right questions and develop 
a shared understanding of what matters to the patient [40, 68], including tools to reflect 
on the dimensions of positive health and to help prioritize goals of care [69-72]. Further 
work is needed to help implement such tools into clinical practice and determine what 
interventions are adequate and appropriate to foster the patient’s autonomy [66]. Since 
autonomy is dependent of the relational context [73], the support needed will differ per 
individual situation, patient, and healthcare professional, and should therefore be evaluated 
accordingly in a contextually sensitive way [74]. Furthermore, irrespective of the patient’s 
capacity or preference to decide themselves, the healthcare professional has the moral duty 
to strive to come to a decision that is consistent with what matters to the patient. Hence, a 
person-centered approach that takes into account the patient’s expertise based on his/her 
lived experience is essential in all patients, while being often more challenging in patients 
with low health literacy or cognitive impairments. Better understanding how to take 
into account the patient’s health literacy and cognitive functioning is needed to improve 
shared decision-making in all older patients with advanced chronic kidney disease [75, 
76]. Especially cognitive impairments are common in this older patient population with 
often cardiovascular comorbidity [77-79]. Also, the roles of the patient’s family and other 
contextual partners in shared decision-making need further elaboration [80]. Furthermore, 
training and education for healthcare professionals is needed to improve understanding 
what shared decision-making is, why shared decision-making and person-centered care 
are needed, and how shared decision-making should be performed in complex chronic 
care settings [45, 81].

Improving advanced chronic kidney disease care
For clinical care, it might be helpful to increase insight which older patients are 
more likely to benefit from a dialysis or conservative care pathway in terms of which 
health outcomes. For example, cardiovascular comorbidity seems to be more strongly 
associated with a decrease of the survival advantage in older patients choosing dialysis 
over conservative care than other comorbid conditions [82, Chapter 3]. Additional data 
on health status and frailty as assessed in a comprehensive geriatric assessment (e.g., 
functional status, cognitive status, nutritional status) are also associated with outcomes 
in this patient population and might enable more accurate comparisons of outcomes 
between patient groups on both treatment pathways [79, 83, 84]. Furthermore, a 
comprehensive geriatric assessment could improve outcome prediction and help identify 
modifiable risk factors in individual patients in clinical practice [84, 85].

9
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Due to substantial clinical and methodological heterogeneity in studies so far, 
standardization of research should be considered as a matter of importance to increase 
the efficacy of studies and patient input [86]. Theoretically, a randomized controlled 
trial with intention-to-treat analysis may offer the best study design to further compare 
both treatment pathways and overcome the main limitations of current observational 
outcome data. Such trials, however, pose difficult ethical questions and are likely to be 
difficult to actually perform in practice [87]. Non-randomized, observational studies 
should prospectively follow patients on both treatment pathways from an equivalent 
starting point with intention-to-treat analysis and include reasonable adjustment for 
confounders. Patients should ideally be followed until the end of life to assess outcomes 
during the entire trajectory [88]. Conservative care needs to be clearly defined, for which 
the definition proposed by KDIGO could be used [50]. Also, detailed analyses are needed 
per level of disease severity (e.g., different levels of eGFR) and per dialysis pathway, 
including before and after dialysis start and per dialysis modality. Currently, one 
randomized controlled trial is ongoing in the United Kingdom and several prospective 
cohort studies, including in The Netherlands, are being performed, which aim to increase 
insight on outcomes in older patients on both treatment pathways [89-91]. Alongside 
outcome data, research and clinical efforts should aim to develop and evaluate best 
practices of conservative care and dialysis pathways in older patients, in order to further 
improve care quality of both treatment pathways [50, 51, 92-94]. For example, the value 
of incremental dialysis and integrated supportive care in dialysis pathways need further 
elaboration [95].

Next to research, evaluation of patient-relevant outcomes in patients on either a dialysis 
or conservative care pathway and, more general, in patients with advanced chronic 
kidney disease could also be based on data collection in daily clinical practice. So far, 
data collection efforts in chronic kidney disease care have been focusing on patients 
undergoing dialysis or kidney transplantation. Hence, their target patient population 
need to be extended with: (1) patients who choose a conservative care pathway, and (2) 
patients with advanced chronic kidney disease in general, to evaluate and optimize 
care quality in all treatment pathways and at earlier stages, in order to prevent or delay 
progression of chronic kidney disease. The well-established structure of regional, national, 
and international registries in nephrology care offers valuable opportunities to do so [96, 
97]. Furthermore, current data collection efforts need to be extended with systematic 
measurement of more patient-relevant outcomes, next to survival and intermediate 
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and process outcomes [98], for which the developed consensus recommendation for a 
standardized minimum set of patient-relevant outcomes for chronic kidney disease care 
(Chapter 2) could be used. The set, for example, includes the use of PROMs to collect data 
on health-related quality of life outcomes and symptoms [99, 100]. While considering 
the standard set as a goal rather than a threshold, research and evaluations are needed 
how standardized outcome measurement could be performed best in daily clinical care, 
including in patients with multiple comorbid conditions to minimize respondent and 
administrative burdens [101]. Also, practices need to be developed how to discuss and use 
individual patient outcomes and PROM results in individual patient care, as preferred by 
patients, next to use of results on group level. In The Netherlands, for example, promising 
efforts are ongoing to enable systematic use of PROMs in daily practice in patients 
on dialysis treatment [102]. Furthermore, quality indicators for conservative care are 
currently being developed to evaluate and improve care quality of this new treatment 
pathway [93].

Towards person-centered care
While the shift towards measuring patient-relevant outcomes and the increasing use of 
PROMs help to gain understanding of the patient’s perspective, further analysis is needed 
whether these outcomes and strategies such as value-based healthcare are truly person-
centered [103, 104]. PROMs, for instance, may bring new topics to the table that matter 
to patients, but most still have a biomedical orientation and miss other dimensions of 
health [70]. Additional ways are likely to be needed to ask the right questions that focus 
on all that matters to the patient, especially in complex chronic care settings such as in 
older and frail patients. Use of the concepts of positive health and resilience might help to 
do so [49, 105], shifting the focus from disease and pathophysiology to the patient’s goals 
of care and ability to adapt: will the patient be able to do the things in life that matter to 
them with a potential treatment pathway? Or what treatment plan will contribute to a 
person’s life in a meaningful way given their individual situation, especially if multiple 
comorbid diseases are involved? Research should determine whether these concepts 
could indeed further enable person-centered care and, if so, how these concepts could 
be evaluated in research and clinical practice and integrated into frameworks as value-
based healthcare [47, 70, 106, 107].

9
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Integrating all relevant perspectives
Overall, any future effort on advanced chronic kidney disease care should aim to involve 
all relevant stakeholders, in order to integrate all available domains of knowledge for 
finding ways to improve patient lives. Hence, patients and patient representatives are 
essential as partners to work together with (not only as study objects) to include and 
learn from their perspectives, next to perspectives like the biomedical perspective. Such 
patient partnerships could help to foster the shift to focus on all that matters to patients 
with advanced chronic kidney disease, as well as the shift towards person-centered care. 
Also based on my personal experience during this thesis, partnering with patients will 
help to increase the relevance, adequacy, and, thus, the potential impact of efforts [108, 
109]. Furthermore, multi-expert collaboration involving professionals from different 
disciplines is of great value to further integrate all relevant perspectives, including the 
multidisciplinary team in advanced chronic kidney disease care (e.g., nephrologists, 
nephrology nurses, dieticians, social workers), as well as experts on medical ethics and 
decision-making.

CONCLUSION

In this thesis, we have shown that conservative care is a viable alternative to dialysis 
in selected older patients with advanced chronic kidney disease. By careful shared 
decision-making on preferred treatment plan, value of care could be generated for 
both older patients and society. All available treatment options, including a dialysis 
and conservative care pathway, should therefore be openly discussed during the shared 
decision-making process. Furthermore, deciding on treatment should become preceded 
by development of mutual goals of care first, by starting a dialogue about what matters 
to the individual patient. Therefore, a person-centered approach is needed that aims to 
focus on the person behind the patient, in order to bring all relevant perspectives to the 
table, including of the patient and healthcare professional. Such shared decision-making 
process is particularly relevant in this chronic care setting to learn what specific goals 
of care matter, and what treatment plan could support best the older and often frail 
patient to be resilient given their situation and towards the end of life. Systematically 
developing the patient’s perspective and involving their lived experience, alongside the 
biomedical perspective, is an important approach for which we need to start asking the 
right questions.
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