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Chapter 8

General discussion
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Patients with COPD may benefit from palliative care including advance care planning (ACP),
because of their severe symptom burden and high mortality rates. "2 However, when | started
my PhD trajectory, there was little evidence for the effectiveness of palliative care interventions
for this patient group specifically.*># Furthermore, it was unclear how palliative care could
be organized for this patient group and which requirements could facilitate successful
implementation.> Therefore, this thesis aimed to study how palliative care for patients with
COPD and their informal caregivers could be effectively improved and organized. Several studies
with various methodologies were conducted to broaden the knowledge of the effectiveness
and process of palliative care integration into COPD care.

In this final chapter of this thesis, | will answer the research questions and critically discuss the
methodologies used and implications of the main research findings. Finally, recommendations
for clinical practice, education, policy and future research are provided.

Main findings

1. To what degree is palliative care for patients with COPD currently implemented and
formalized in primary and secondary care in the Netherlands?

In a survey study (chapter 2), many pulmonologists and general practitioners stated that they
frequently talk with patients about topics related to palliative care. They tend to prescribe opioids
to treat dyspnea and involve palliative care specialists probably more often than a decade ago,
indicating a growing recognition of the importance of palliative care for patients with COPD.
Nonetheless, palliative care for patients with COPD and their informal caregivers is not well-
structured or formalized, and ACP discussions often just happen in the context of acute care.

2. Have palliative care interventions been developed for patients with COPD and what
evidence is available on the effectiveness and implementation outcomes?

The systematic review as described in chapter 3 identified twenty interventions, spanning both
short-term and longitudinal approaches in diverse care settings, designed to improve the delivery
of palliative care to individuals with COPD. Only four interventions (20%) were evaluated in
sufficiently vigorous controlled trials, and findings on efficacy were found to be inconclusive and
inconsistent. However, qualitative data indicated that having someone to call for support and
education about breathlessness were most valued characteristics to patients. Most frequently
named barriers were uncertainty about the timing of referral due to the unpredictable disease
trajectory (referrers), time availability (providers) and accessibility (patients).
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3. What is the effect of the implementation of integrated palliative care on patient,
informal caregiver and healthcare provider outcomes?

In the COMPASSION study, a cluster randomized controlled trial in which eight hospital regions
participated (chapter 5), we found no evidence that palliative care integrated into regular COPD
care improves patient’s quality of life or other well-being outcomes. However, our findings
suggest that it can potentially reduce ICU admissions. We aimed to assess the effect on informal
caregiver burden, but the response rates to questionnaires was insufficient to conduct analyses.
Regarding healthcare providers, self-efficacy for delivering palliative care increased (chapter 6).

4. What is the effect of a multifaceted implementation strategy on implementation
outcomes and what barriers hamper the implementation of integrated palliative care
in routine COPD care?

With a combination of quantitative and qualitative data (chapter 6), we found that approximately
half of the screened patients received an outpatient palliative care conversation, on average
six weeks post-inclusion, primarily conducted by a pulmonologist and COPD nurse together.
However, care continuity and coordination, and aftercare remained limited. Key barriers to
implementation included time constraints, the COVID-19 pandemic, and barriers related to
interdisciplinary and transmural collaboration. Implementation facilitators encompassed
systematic screening of palliative patients, adapting to the patient’s readiness, conducting joint
palliative care conversations with a pulmonologist and COPD nurse, and regular meetings with
a small team under the leadership of a dedicated implementation leader.

5. What is the accuracy of the ProPal-COPD tool in predicting 1-year mortality, and what
are user-experiences of healthcare providers?

In a prospective validation cohort, the ProPal-COPD tool's ability to predict all-cause mortality
within one year did not appear to be substantially better than previously established prediction
models and the Surprise Question (chapter 7). However, the tool appeared user-friendly and
found valuable by healthcare providers, as its indicators enhance their comprehension of the
palliative phase and foster a shared understanding of the prognosis.

Combining clinical effectiveness and
implementation research

From the first two studies conducted within this PhD project (the survey study and the systematic
review as described in chapters 2 and 3), it became clear that there were gaps in practice and
knowledge regarding structurally integrating palliative care into COPD care. Moreover, robust
evidence on the clinical effectiveness in patients with COPD was lacking. Therefore, we set up
a trial with a hybrid effectiveness-implementation design (described in chapter 4) in which we
were able to simultaneously study the clinical effectiveness and the implementation process.®
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Doing so, we were able to address various research objectives and make efficient use of the
limited time in this 4-year project to guarantee sufficient time needed for the inclusion and
follow-up of patients.

Despite the benefits, designing a hybrid type 2 effectiveness-implementation study
led to methodological challenges. It demands a complex balance between internal validity
to assess clinical effectiveness on the one hand and factors facilitating implementation on
the other. Various concessions had to be made, as already discussed in chapters 4 and 6.
For instance, to facilitate implementation, the intervention was heterogenous across regions
because intervention components were allowed to be tailored to regional needs. However,
this limited the internal validity and thus, optimal effectiveness evaluation. On the other hand,
healthcare providers had to focus on enrolling sufficient patients and informal caregivers for
the effectiveness trial. This limited their time to implement intervention components. Given
these drawbacks, combining the two objectives in one study should be done thoughtfully. By
focusing on either clinical effectiveness or implementation, choices on methodologies may be
easier to make, and a study can potentially become more robust and produce clearer study
results. For future research, | would recommend to choose a hybrid type 1 design, combining
a clinical effectiveness study with a process evaluation, or a type 3 design, testing one or more
implementation strategies combined with collecting some relevant clinical outcomes.

Although our study provided valuable insights in implementation processes, the
effectiveness evaluation of our intervention was hampered by implementation failure due to
several implementation barriers including significant external factors like the COVID-19 pandemic.
However, in hindsight, part of the implementation failure could possibly been prevented by testing
the feasibility and study procedures before the trial, and providing a longer implementation
period. Indeed, as good palliative care encompasses various aspects,’ we had developed an
intervention comprising different components: 1) identification using the ProPal-COPD tool, 2)
one or more palliative care conversations including ACP, multidimensional assessment, and
symptom management, 3) coordination and continuity of care, and 4) aftercare when a patient
had died. However, during the trial it became clear that regions had difficulties implementing
all components simultaneously (chapter 6). Screening with the ProPal-COPD tool went well,
but with a significant proportion of patients no palliative care conversation had taken place,
and transmural collaboration and aftercare remained inadequate. Furthermore, the inclusion
of patients had already started while intervention components were still being implemented,
resulting in patients filling out questionnaires without receiving the intervention. Future research
should consider testing the feasibility of the complex intervention before the formal evaluation
takes place, as is recommended by the Medical Research Council Framework, 8 or testing the
different intervention components separately and implementing them consecutively, each with
its matching outcome.® The question is though, whether this would have been attainable in a
project funded for four years.
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The impact of palliative care on patients with
COPD

Unfortunately, we were unable to draw definitive conclusions about the effectiveness of our
intervention (chapter 5). Next to implementation failure, factors related to the primary outcome
measure played a role. We chose for quality of life as a primary outcome measure, as this is the
ultimate aim of palliative care, according to its definition. ' However, the fact that no previous
study to date has found an effect of palliative care on quality of life in patients with COPD''"'®
raises the question whether this outcome measure is appropriate to assess the intervention
effect in this patient group. First, quality of life is a broad outcome influenced by many factors.
Moreover, it may be difficult to improve in advanced disease. Our intervention mostly consisted
of only one outpatient conversation, which may have been insufficient to affect quality of life
measurably. Also, as transmural collaboration remained poor, probably treatments were
not continued in primary care. Second, the timing of the follow up questionnaires was not
related to the occurrence of the palliative care conversations. Also, as COPD is characterized
by occurrence of acute exacerbations, the capricious disease course may have influenced our
measurements that were defined at fixed time points. Third, in line with previous studies, '*2°
filling in questionnaires and returning them (despite multiple reminders by phone) appeared
to be burdensome and difficult for patients with advanced COPD due to their frequent lack of
energy and the fact that half of them have low literacy skills.?' We chose to use the FACIT-Pal
questionnaire as it covers all four palliative care dimensions (physical, psychological, social and
spiritual), but some of its 46 items are abstract in nature and may be difficult to interpret.2?
Also, we included too many secondary outcome measures. As a result, we faced a high number
of non-returned questionnaires. Either a new and short questionnaire appropriate for this
patient group needs to be developed, a research nurse needs to be involved, or data on patient
outcomes should be collected qualitatively instead of quantitatively, as was already suggested
earlier by Horton et al. and Farquhar et al. 2%

An outcome measure less broad and more specific related to the goal and timing
of the intervention may have led to different results.?* In a systematic review, Fleuren et al.
identified five distinctive underlying goals of ACP that may be informative when selecting an
outcome measure in future studies: 1) respecting individual patient autonomy, 2) improving
quality of care, 3) strengthening relationships, 4) preparing for end-of-life, and 5) reducing
overtreatment.?> Depending on the goal emphasized in a palliative care intervention, future
research could choose an appropriate outcome measure. For example, in relation to the goal of
respecting patient autonomy, the documentation of care preferences could be studied, as was
previously done in a randomized controlled trial involving ACP in patients with dementia.? To
address the goal of improving quality of care, an outcome measure could focus on coping with
COPD or mastery of breathlessness, which was evaluated in a breathlessness support service. 2
Regarding strengthening relationships, this could be qualitatively assessed by using the Content
Coding for Contextualization of Care (4C) method.?” When the goal is preparation for end-of-life,
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the Quality of end-of-life care Communication questionnaire (QOC) can be considered, ?® as was
previously done in a trial testing a nurse-led ACP intervention.? Finally, to address the goal of
reducing overtreatment, the number of hospital admissions and days could be assessed.

As COPD patients are far from a homogenous group, research is needed on what does
work for whom, including studying the needs of patients from different cultural contexts. It is
interesting to consider measuring patient tailored goals and assess whether these personalized
goals have been reached. Finally, as advanced COPD significantly affects the patient’s informal
caregivers, *® it is important to study how informal caregiver support can be integrated into
palliative care interventions. We recommend to set up a separate study addressing informal
caregivers' needs, as we experienced that their recruitment needs a different approach than
the study inclusion of patients.

Although we failed to measure a positive effect on quality of life quantitatively, this
does not mean that palliative care is unbeneficial for patients with advanced COPD. In a study
where patients with COPD were presented with a standardized description of early palliative
care, they were willing to receive this care.*' In another study, patients with COPD preferred
discussions during intervals of good health in contrast to last minute crisis-type decision-making.>
Moreover, various qualitative studies found positive psychological effects, and no negative
reactions have been described. '> %3334 |n our interviews, patients and informal caregivers
participating in the COMPASSION study stated that the palliative care conversations had given
them clarity and peace of mind. (These data have not been published due to insufficient data
saturation.) Healthcare providers unanimously described similar reactions of their patients to
the conversations in interviews, and they definitely wanted to continue providing palliative care
conversations (chapter 6). Therefore, we are still convinced that with optimized implementation
patients with COPD and their informal caregivers can benefit from integrated palliative care.

Initiating palliative care in patients with
COPD

In the literature, there has yet to be a consensus on when it is appropriate to start palliative care
in patients with COPD. Various tools have been developed to predict prognosis and facilitate
healthcare providers to identify patients needing palliative care. 33’ The ProPal-COPD tool
was previously developed by Duenk et al. in 2017, and with its short completion time and high
sensitivity, as measured in an internal validity study, it seemed to be a promising tool. 32 Also, it
combined clinical indicators with the Surprise Question, leaving space for ‘the clinical view' of
pulmonologists, and provided a binary outcome, making it feasible to use it as a clear inclusion
criterion in a controlled trial. Therefore, we chose in the COMPASSION project to use the ProPal-
COPD tool. In chapter 7, however, we found that the predictive validity to predict death within
one year was disappointing.
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Due to the failure to predict prognosis in COPD and the ambiguous relation between life
expectancy and palliative care needs, it has been advocated to use needs-based tools instead.
Recently, the I-HARP for COPD has been developed. Furthermore, as COPD treatments cannot
be divided into curative and palliative treatments searching for a transition point might seem
superfluous. Ideally, palliative care components such as multidimensional assessment, optimal
symptom management, and ACP are fully integrated into regular COPD care from diagnosis, with
a gradually shifting focus over time, tailored to the patient’s needs. Indeed, by using a two-track
approach (‘hope for the best, prepare for the worst’), ACP could be initiated in any stage of the
disease. However, the reality of daily practice with limited time and financial resources, makes it
infeasible to provide a comprehensive person-centered assessment to all COPD patients. Since
palliative care discussions rarely take place and many healthcare providers are still reluctant to
discuss end-of-life topics proactively, selecting patients most benefiting from a palliative care
approach remains essential. Therefore, Waller et al. proposed to divide the identification process
in two steps 1) a pragmatic method of identifying patients with palliative care needs and 2) a
more comprehensive assessment. “° Regarding the first step, in our interviews with healthcare
providers on user experiences with the ProPal-COPD tool, we found that the systematic screening
of patients admitted with an acute exacerbation increased healthcare providers’ awareness
and encouraged them to initiate palliative care conversations (chapter 7). Providing healthcare
providers with better insight into prognosis, may activate them to introduce end-of-life topics in
a timely and proactively manner. In a next step, eventually, we can integrate such an approach
during the whole disease trajectory.

A possibility is to alter the usual frequency of outpatient visits. Today, patients
are scheduled in a fixed scheme with every 3 or 6 months a regular control visit with their
pulmonologist or COPD nurse. Bove et al. assessed in Denmark an alternative structure where
fixed appointments were replaced with a flexible model tailored to the patient’s needs. This new
structure included at least one ACP conversation per year and phone contact whenever needed.
4 A similar model worked well in patients with Parkinson'’s disease. “> Testing this alternative
care structure for patients with COPD in the Netherlands would be interesting. Moreover, it
aligns with the Dutch guideline, which recommends that ACP should take place at least once a
year.* Next to addressing ACP and the four palliative care dimensions, breathlessness services
based on the Breathing-Thinking-Functioning model promise to alleviate breathlessness in
severe COPD.* Such a service has been tested in the Netherlands and appeared feasible.*
Furthermore, integration of a palliative care approach into pulmonary rehabilitation seems
promising because the multidisciplinary nature allows for an integrated approach to all four
palliative care dimensions. %
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Interdisciplinary collaboration

In the Netherlands, palliative care is not considered a distinct specialism, but it is delivered by
generalists (e.g., GPs, nurses, pulmonologists, cardiologists), who receive support from palliative
care specialists when required.” This is even more relevant in organ failure such as COPD,
since disease-directed care and palliative care overlap.#’ In our systematic review described in
chapter 3, we found that components most valued by COPD patients were: patient and family
education on breathlessness management, direct access to a professional for support and an
ongoing relationship. These components are not palliative care specific and require expertise in
pulmonary medicine. Therefore, in the COMPASSION study we focused on integrating palliative
care into regular COPD care rather than creating a separate palliative care service to which
patients should be referred. An advantage is that a longitudinal relationship often already exists
with the pulmonologist or COPD nurse. Also, they have a higher caseload of patients with severe
COPD than general practitioners, allowing to create expertise.

As COPD care involves primary as well as secondary care providers and there are
regional differences when palliative care specialists are involved, the roles and responsibilities
of healthcare providers involved in the care of patients with severe COPD remain unclear.* As
long as palliative care is not a standard part of medical training and nurse education, palliative
care specialists may play a bigger role first. But conversely, palliative care specialists primarily
have experience in oncology and need to be trained in supporting patients with COPD*. Patients
with COPD need a significantly different approach than patients with cancer. As half of the
COPD patients have low literacy, 2 communication should be adapted to the patient's level of
understanding. More importantly, end-of-life topics must be gently introduced, as COPD patients
do not always associate their disease with death and dying.>° Also, specific COPD problems
such as fear of suffocation need to be addressed.

As patients with COPD mostly live at home, and outpatient visits can become too
burdensome in later stages of the disease, it is important to have a smooth continuity between
hospital and primary care. However, during the COMPASSION project, it became clear that
collaboration between the hospital and primary care remained challenging, even though we
actively tried to involve general practitioners. Due to a lack of time and availability, pulmonologists
were not always able contact the patient's general practitioner by phone after a palliative care
conversation had taken place. To facilitate transmural collaboration and information exchange,
working agreements should be made and safeguarded in a protocol. Furthermore, COPD nurses
in primary care may have a pivotal role in the management of patients with severe COPD at
home and can function as a linking pin between the hospital and primary care.®' They have the
possibility to support patients at home in their own environment, and usually have more time
than general practitioners. However, they are not available in all regions.
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Factors for successful implementation

Implementation is a complex process, for which active and appropriate strategies are needed.
253 Although there has been a national guideline on palliative care COPD since 2011 that has
been fully revised in 2021, 4 research has shown that simply acquiring knowledge without
actively engaging with it has minimal influence on healthcare providers' behavior.>* The findings
of this thesis will contribute to a better understanding of what factors are needed to effectively
implement palliative care into regular COPD care.

Healthcare providers need to be trained to gain knowledge and skills to change behavior.
Today, medical doctors and nurses in COPD care receive little education on palliative care and
related communication.* Their training mainly focuses on pharmacological treatments of physical
symptoms, denying the possibility that patients eventually die from their disease. Reflection
on your own attitude towards death and how you cope with it as a healthcare provider, is not
part of their training.>® In Chapter 6, we showed that the COMPASSION training (comprising
of communication training with roleplay, education on the identification of palliative patients,
dyspnea management, and transmural care collaboration) increased self-efficacy of healthcare
providers and enhanced job satisfaction as they could contribute more meaningfully to the
patient’s wellbeing. Furthermore, an interesting finding was that doing the conversations jointly
with a pulmonologist and COPD nurse was preferred, because they could reinforce each other.
Also, sharing experiences with healthcare providers of different intervention regions stimulated
to continue implementation. To allow scaling up, we transformed the training into a blended
learning program in a follow-up project, which can be freely accessed via www.palliatievezorgcopd.
nl. Strategies on a national level may be needed to achieve behavior change across all COPD
healthcare providers in the Netherlands, including those who are not motivated to voluntarily
participate in a training (‘late adopters’). Therefore, it is essential that palliative COPD care
training, including non-pharmacological dyspnea management, multidimensional assessment
and communication skills to discuss end-of-life topics, is integrated as a standard part of the
training to become a nurse, doctor or pulmonologist. Also, knowledge on the management of
non-oncological diseases like COPD should be integrated into specialist palliative care training.

To further stimulate behavior change, practical tools are needed, as was emphasized
by the field. Throughout the COMPASSION project, alongside the scientific output, we developed
many hands-on tools for use in practice, e.g. information leaflets and videos for patients,
informal caregivers, and healthcare providers. The tools are offered in the online toolbox www.
palliatievezorgcopd.nl and are enthusiastically received by many healthcare providers. The online
toolbox has around 100 visitors per week (Google Analytics) and won the national palliative
care impact prize in February 2023.

Next to behavior change of individual healthcare providers, it is of equal importance
that organizational and financial prerequisites are fulfilled, in order to integrate palliative care
in COPD in all regions of the Netherlands.*” To achieve lasting successful change, a project-
based approach with specific goals is important.* As became clear during the COMPASSION
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project where healthcare providers had difficulties to fill out an action plan, this process should
preferably led by a dedicated implementation leader, since healthcare providers often lack
knowledge and skills to lead a project in a systematic way. *® The frequency and duration of
outpatient visits may require reconsideration, in order to guarantee sufficient time for proactive
palliative care conversations. For example by reserving a fixed spot in the weekly schedule,
or by planning fewer but lengthier consultations. Transmural collaboration may be improved
by a shared medical record and different financing structure and need to be studied further.
However, these huge challenges apply to all chronic care and need a national approach. Lastly, a
set of quality indicators for monitoring palliative care would serve as a catalyst for implementing
high-quality palliative care in practice. In the Netherlands, ongoing efforts are being made to
develop and establish such an indicator set. 6062

Although healthcare providers never mentioned financial resources as a barrier, time
constraints was the second most important barrier to provide palliative care for pulmonologists
(chapter 2), as ACP discussions usually take more time than a regular outpatient visit. Therefore,
to ensure successful and durable implementation across all regions, the financing structure of
palliative care, including ACP, must be properly regulated. Palliative care interventions might
easily become cost effective if it prevents intensive care admissions, as our findings in chapter
5 suggest and is shown by the systematic review of Flierman et al. %3 In the USA, healthcare
providers may bill for ACP discussions under CPT Code 99497 from 2016.% Fortunately, there
are ongoing developments in the Netherlands too. Since 2022, medical specialists can declare
discussions about treatment options, called ‘Time to Talk’, on condition that an individual care
plan is created and reviewed by a consultant of a specialist palliative care team.®® Also, the
NZa is planning experiments with alternative funding systems in order to stimulate regional
transmural collaboration, such as bundle financing. These experiments will start in 2024.
Although we will need some more patience before the incentives will be effective, these are
hopeful developments.

Recommendations

The discussion of the main findings and methodological considerations yielded multiple
recommendations regarding the integration of a proactive palliative care approach into regular
COPD care. These recommendations will now be summarized, divided into recommendations
for clinical practice, education, policy and future research.

Recommendations for clinical practice

+  Patients with COPD should be systematically screened on palliative care needs, by using
an easy, quick method. Although a perfect tool does not yet exist, the indicators of the
ProPal-COPD tool including the Surprise Question could be used.
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+ All healthcare providers are encouraged to have a look at the online toolbox www.
palliatievezorgcopd.nl, where they can freely select from a wide range of readily available
tools that best suit their needs and preferences.

+ In COPD, using a two-track approach in palliative care conversations (‘hope for the best,
prepare for the worst’) helps to initiate end-of-life topics in an earlier stage of the disease.

+ Respiratory care should be organized in such a way that it ensures sufficient time for
palliative care conversations, e.g. by reserving a fixed spot in the weekly schedule.

«  Establish working agreements about interdisciplinary and transmural collaboration and
reach consensus when to involve specialist palliative care and how all involved healthcare
providers will be informed.

+  COPD nurses in primary care can play a pivotal role in palliative care in COPD as care
coordinator and linking pin between primary and secondary care, and should become
available across all regions in the Netherlands.

+  To guarantee successful and sustainable implementation, install a small implementation
team that works with clearly defined goals, meets regularly, and is led by an engaged
implementation leader. A blended learning program have been developed and provides
guidance and practical tips.

Recommendations for education

+ Non-pharmacological dyspnea management, multidimensional assessment, and
communication skills to discuss end-of-life topics should be integrated as a standard part
of the training to become a nurse, medical doctor, or pulmonologist.

. Part of the training should be to understand the healthcare provider's own barriers, biases,
and attitude towards death and dying, as the difficulty in talking about death often reflects
one's discomfort.

+  Next to the management of oncological diseases, palliative care specialists should be trained
in COPD management and learn how to communicate appropriately with patients with COPD.

Recommendations for policy

+ Define a set of quality indicators that are easy to extract from the medical records to
monitor the quality of palliative care.

+ Make regulations for an appropriate financial structure of palliative care, allowing
interdisciplinary and transmural collaboration.

+  For the development and nationwide implementation of complex interventions, funding
should be available for implementation projects over a period exceeding four years,
considering the comprehensive nature of the process and to guarantee continuity of
expertise.
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Future research

+  Our study emphasized the importance to test the intervention’s and study procedures’
feasibility and incorporate an implementation period, before formal evaluation of the
clinical effectiveness takes place.

*  When preparing an effectiveness study, define the focus of the intervention based on the
five goals of Fleuren et al.?> and select an outcome measure appropriate for the intervention,
while considering the low literacy and energy levels of patients with COPD.

+  To reach consensus on when specialist palliative care should be involved in patients with
severe COPD, a study using a Delphi design should be conducted.

+  Future research is needed on how informal caregiver needs can be addressed.

+  Assess the feasibility of an alternative care structure that replaces fixed control visits with a
flexible model tailored to patient needs, including an annual ACP (“Look Back and Ahead”)
conversation and access to phone contact.

Final conclusion

Patients with advanced COPD and their informal caregivers suffer from a high symptom burden
that has been insufficiently addressed in the past. Healthcare providers and policymakers are
becoming increasingly aware that palliative care for this patient group genuinely needs to be
proactively and structurally provided. The findings of this thesis contribute to the understanding
what is needed to integrate a palliative care approach into COPD care. The tools and blended
learning program developed during and after the PhD-project directly support healthcare
providers in their day-to-day clinical practice. However, we are not there yet. Future research
is needed to create evidence on the clinical effectiveness to support guidelines, and to explore
how informal caregiver needs can be addressed. Furthermore, prerequisites need to be met,
such as changes in the care organization providing more time for palliative care conversations,
and financial structures that allow interdisciplinary and transmural collaboration.
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