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Abstract

Background: It is estimated that in 2050 one quarter of the population in Europe will be aged 65 years and older. Although the
added value of a palliative care team is emphasized in the literature, the impact of the palliative care team on the symptom burden
in older non-cancer patients is not yet well established. Objectives: To structurally measure symptoms and to investigate
whether proactive consultation with a palliative care team results in improvement of symptoms. Design: This study has a
prospective comparative design. Setting/Participants: Older patients, admitted to a Dutch University Medical Centre for
who a health care professional had a negative response to the Surprise Question, were selected. Measurements, Results: In
period one, 59 patients completed the Utrecht Symptom Diary (USD) at day one of admission and after 7 days. In period 2
(n = 60), the same procedure was followed; additionally, the palliative care team was consulted for patients with high USD-scores.
Significant improvement on the USD Total Distress Score (TSDS) was observed in both groups without a difference between the
2 periods. This study showed an association between consultation of the palliative care team and improvement on USD TSDS
(adjusted odds ratio: 4.9; 95% confidence interval: 1.816-13.198), despite low follow-up rate of advices (approximately 50%).
Conclusions: This study emphasizes the importance of creating awareness for consulting the palliative care team. Further
research should focus on assessing the reason behind the low follow-up rate of the advice given and understanding the
specific advices contributing to symptom improvement.
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Introduction beneficial alongside disease-oriented therapies.” Palliative care
should also be integrated into management of chronic diseases.’

In 2050, it is estimated that one quarter of the population in The growing needs of the elderly impose the need for adequate

Europe will be aged 65 years and older, due to the aging pop-
ulation and increasing life expectancy.! Subsequently, more
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suffering of adult and pediatric patients and their families facing ) :

R X . . R Department of Health Services Research, CAPHRI School for Public Health
the PTOble}llS aSSOCIate.d with hfe'thre.atemng .111nesses. trhese and Primary Care, Faculty of Health Medicine and Life Sciences, Maastricht
problems include physical, psychological, social, and spiritual  University, Maastricht, the Netherlands.
suffering of patients and psychological, social, and spiritual
suffering of family members. In the past, palliative care was i ) o
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policies for the elderly and adequate involvement of palliative
care (services), which could improve their quality of life.® Early
referral to a palliative care team is associated with better long-
term outcomes including preservation of (instrumental) activi-
ties of daily living independency.’ It is also believed to be
economically beneficial for the patient, as it would shorten the
length of hospital stay.” Despite these advantages, only 14% of
the people who could benefit from palliative care receive the
appropriate palliative care worldwide.® Although the added
value of a palliative care team was emphasized in the literature,
the impact of the palliative care team on the total symptom
burden in non-cancer patients is not yet well established.”"!

Early identification of patients who might benefit from pal-
liative care is a challenge.'®'® The surprise question (SQ),
“Would it surprise you if this patient died within the next
12 months?”, is a simple, feasible and currently one of the most
used screening tools to identify the start of the palliative phase
in the Netherlands."* However, a negative answer to the SQ
does not necessarily indicate a need for palliative care.''®
When a negative answer to the SQ has been given, the symp-
tom burden should be assessed. To assess the symptom burden
in the palliative care setting, different instruments have been
developed, including the Utrecht Symptom Diary (USD),
which is the edited Dutch version of the Edmonton Symptom
Assessment Scale.'” The outcome of the USD can be used to
trigger clinicians to take action, including referral to a pallia-
tive care team.'” In the Netherlands, palliative care is consid-
ered to be a basic skill and every doctor and nurse should be
able to deliver basic palliative care to patients in need. Specia-
lized palliative care teams are available for consultation 24/7 in
every setting. However, most hospital teams have an advisory
role only and are led by specialized nurses.

Patients who could benefit from palliative care are not struc-
turally identified In Dutch hospitals. Subsequently, screening
tools, including the USD are infrequently used.'®'® Lack of
structural symptom assessment can result in an underestimation
of the actual symptom burden.

Thus, the aims of this study are the following:

a. To investigate whether consultation of the palliative
care team in response to a high symptom burden results
in more symptom reduction in identified palliative care
patients compared to standard care.

b. To investigate whether consultation of the palliative
care team is associated with an improvement of the
symptom burden.

Methods
Design, Setting and Participants

This prospective comparative study, concerning 2 periods of 3
months each, took place from October 2018 to March 2019 at
the Maastricht University Medical Centre. Individuals over 60
years were identified as patients who could benefit from pal-
liative care (SQ). They were admitted to the departments of

internal medicine and were included if they understood the
Dutch language and provided informed consent. Patients were
excluded if they suffered from a delirium (delirium observation
scale > 3), if their life expectancy was < 1 week, or when the
palliative care team was already involved with the patient’s
wellbeing. Patients with cognitive impairment were not
excluded when the attending physician estimated that they
were competent to fill out the USD.

Ethical Considerations

The study was conducted in accordance with principles of the
Declaration of Helsinki and was approved by the local Medical
Ethics Committee of Maastricht (METC 2018-0844). Informed
consent was obtained before the commencement of the study.

Instruments

The SQ, to mark the palliative phase, has moderate predictive
values (sensitivity of 67.0%, specificity of 80.2%, positive pre-
dictive value of 37.1% and a negative predictive value of
93.1% for death at 6 to 18 months).'° In this study, the SQ was
asked to both the physician and the unit nurse. Patients were
identified when at least one answer to the SQ was negative.

The USD (Online Appendix I),%° the Dutch version of the
Edmonton Symptom Assessment Scale, is a validated standar-
dized self-report tool, which assesses 13 prevalent symptoms
on a numeric eleven-point rating scale.'” The total symptom
distress score (TSDS) is the sum score of the 13 individual
items resulting in a score between 0 and 130 points. A signif-
icant improvement was suggested to be 6 points on the TSDS,
an extrapolated value of the 5 points used in the study of
Follwell.”!

Procedure and Data Collection

The study procedure is depicted in Figure 1. For 6 months,
hospital admissions were monitored by one researcher every
working day and the SQ was asked to the unit nurses and
physicians by 2 researchers. Medical data obtained were reason
of admission, comorbidities, use of analgesics/opioids and
amount of hospital stays in the past year. During the first
3 months (P1), eligible participants were asked to complete the
USD within the first 3 days after admission (T0). The
researcher filled in the USD when patients were unable to
write. The researcher documented high individual USD-
scores, defined as scores >4, in the electronic patient file. Seven
days after inclusion (T1), patients filled out the USD again or
answered the questions by phone. During the next 3 months
(P2), the same procedure was followed, and, the palliative care
team was consulted in patients with high symptom burden.
High symptom burden was defined as one item of the USD
exceeded 4 points or, in case the symptom “tiredness” was
involved, 2 symptoms exceeded 4, because tiredness is a very
common symptom which is hypothesized not to be a valid
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Period 1
Period 2

SQ answer=no

NRS-tiredness+NRS-
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Figure |. Procedure prospective comparative study. NRS: numeric rating scale; SQ, surprise question; TO, day |-3 after admission; T1, day 7

after TO; USD: Utrecht symptom dairy.

discriminating factor. The cut-off value was chosen based on
recent literature.*

The consultation of the palliative care team consisted of a
bedside consultation of a nurse who was part of the palliative
care team. Three palliative care nurses were involved in this
study. In general, the palliative care team performed one bed-
side consultation, except when the attending physician asked
for more visits. The palliative care team documented their
advices in the electronic patient file using a predefined format
(Online Appendix II). They did not communicate their advices
to the attending physicians.

Statistical Analysis

The statistical analysis was carried out with SPSS (version
25.0). Descriptive statistics were used to show the characteris-
tics of the study populations. Baseline patient characteristics of
both study arms were compared using Chi-square tests, stu-
dent’s t-tests, or Mann-Whitney U tests, as appropriate.

With 66 patients in each group, it was estimated that the
study had a power of 80% to detect a 20% difference in pro-
portion of patients who significantly improved on the USD
TSDS, with a minimal clinically important difference of 6,
comparing the 2 study groups, given the conservative estimate
of the loss-to-follow-up of 10%.%*** The primary analysis was
performed using a Chi-square goodness-of-fit test.

The participants of the 2 periods were combined to detect
whether consultation of the palliative care team is associated
with a significant improvement on the TSDS in the total study
population. Furthermore, logistic regression was performed in
which they was adjusted for variables that were significantly
different between the 2 study arms at baseline.

Results

A total of 308 patients, aged over 60 and admitted to a
department of internal medicine, were screened for eligibility
(Figure 2). A total of 181 patients were considered to be eligible,
of which 36 patients were not willing to participate. Main rea-
sons for exclusion were positive answers to the SQ from the
physician and nurse, delirium, and difficulties in understanding.

We enrolled 145 patients of which 6 were discharged from the
department before the USD was handed. In P1, 67 patients com-
pleted the USD at TO of which 8 were lost to follow-up. In P2, 12
patients were lost to follow-up of the 72 patients who completed
the USD at T0O. The analyses were performed with the patients
who completed USD at TO and T1. So, 59 patients in P1 and 60
patients in P2 completed the study.

Patient Characteristics

In this study, most patients were male (56.7% in P1, 58.3% in
P2), who were admitted because of an infectious disease
(55.2% in P1, 63.9% in P2), had 2 or more comorbidities
(64.2% in P1, 63.9% in P2), used no analgesics at baseline
(62.7% in P1, 66.7% in P2), and lived at home without partner
(46.3% in P1, 41.7% in P2).

Patients in the 2 study arms differed significantly from each
other in terms of a high symptom burden (95.5% in P1 vs 79.2%
in P2; p: 0.004). Moreover, patients in P2 had significantly lon-
ger hospital stays compared to patients in P1 (P1: median 9 days
vs P2: 13 days; p <0.0001). A significant difference was seen in
patients who had no comorbidities between the 2 periods (0% in
P1 vs 6.9% in P2; p < 0.05). None of the other comorbidities
differed at baseline (Online Appendix II).

USD Total Symptom Distress Score (TSDS)

The mean USD TSDS of patients in P1 did significantly
decrease from baseline (T0) to follow-up (T1) (50.5 vs 42.8
points; p: 0.006). Additionally, a significant improvement was
found (35.1 vs 24.0; p < 0.0001) in P2. The proportion of
patients who significantly improved on the USD TSDS, did
not significantly differ between the 2 periods (45.8% in P1 vs
56.7% in P2; p: 0.234).

Additionally, it was observed that in P2, significantly less
patients deteriorated on the USD TSDS compared to P1 (32.2%
in P1 vs 17.7% in P2; p:0.04).

Logistic regression in the total study population showed that
patients with high symptom scores and proactive consultation
of the palliative care team had 5 times higher chance to
improve significantly on the TSDS as compared to patients
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Tiredness (n=8)

* Noenergy(n=2)
4{ » Otherreason(n=26)
+ Difficulties in understanding (n=23)
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v

v

Participants in period 1
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Participants period 2
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Lostto follow-up(n=3)
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Lostto follow-up(n=2)
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TO USD completed
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(n=72)
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T1 USD completed
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Delirium (n=1)

A 4 * Diedbefore T1 (n=6)
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T1 USD completed
(n=60)

Figure 2. Flowchart patient enrolment process. TO: day |-3 after admission; T, day 7 after TO; USD, Utrecht symptom dairy.

57 (79.2%) proactive
consultation palliative care
team

40 (66.7%) received
advices

Somatic advices provided
33 (82.5%)

27.3% followed

Psychological advices
provided

8 (20.0%)

50.0% followed

Social advices provided
13 (32.5%)

53.8% followed

Spiritual advices provided
9 (22.5%)

44.4% followed

Figure 3. Advices palliative care team in period 2. Data is presented as number (percentage). Percentages do not add up, because one patient

could receive advices on different domains.

who did not receive proactive consultation (adjusted odds ratio:
4.895 (95% confidence interval: 1.816-13.198; p: 0.002)), after
adjustment for comorbidity, high symptom burden at TO, and
T1 via telephone.

Advices of the Palliative Care Team

In P1, for one patient, the palliative care team was consulted.
However, in P2 consultation of the palliative care team was
conducted in 79.2% (n = 57) of the patients. Of all patients in

P2, 66.7% received extra advices of the palliative care team. In
over 80% of the consultations, advices for physical symptoms
were given, of which 27.3% were followed. Of the total
advices, 50.0%, 53.8% and 44.4% were followed for psycho-
logical, social, and spiritual advices, respectively (Figure 3).

Discussion

As measured with the USD, symptom scores improved from TO
to T1 in P1 and P2. However, no difference between P1 and P2
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was found with respect to the proportion of patients who sig-
nificantly improved on the USD TSDS. Interestingly, logistic
regression revealed that patients with high symptom scores
receiving consultation of the palliative care team had a chance
5 times higher to improve significantly on the TSDS as com-
pared to patients who did not receive consultation. This finding
implicates that early involvement of an inpatient palliative care
team for patients with a high symptom burden has added value.

During the first week after admission, approximately 50%
of patients showed a significant improvement of their symptom
burden, irrespective of the intensity of involvement with the
palliative care team. This finding resonates with the study of
Hanks et al.>> which showed that hospitals provide a high level
of care for palliative patients. Over the last decades, palliative
care, in especially cancer patients, has evolved. However, iden-
tification of palliative care needs is not routinely implemented
in current treatment of elderly patients. The first step, identifi-
cation of the palliative phase is, mostly by a negative answer to
the surprise question, is widely described for patients with
cancer, COPD, chronic heart and kidney failure but rarely in
the elderly.'” Several instruments have been described for the
identification of palliative care needs such as SPICT, NEC-
PAL, RADPAC, PALLI, eFI, and i-Harp, all mainly used in
the research setting. >’ This pilot study suggests that, in this
tertiary hospital, palliative care is embedded in standard care
regarding older patients admitted to a department of internal
medicine. However, a firm statement cannot be made as no
control group was part of the study design. It would be helpful
to assess the usefulness and applicability of the USD in quali-
tative research. Health care professionals could be asked
whether the SQ and the USD could be implemented in clinical
practice.

This study showed no significant difference between the
periods with respect to the proportion of patients who signifi-
cantly improved on the USD TSDS. Patients in P2 had a lower
symptom burden at baseline than in P1, which will be further
elaborated upon in the limitations section. As a result, only
66.7% of the patients in P2 needed advice of the palliative care
team. It is proposed that the added value of the palliative care
team would be more pronounced when in P2 more patients
suffered from a high symptom burden. Many studies compar-
ing standard care with additional consultations** > showed that
involvement of the palliative care team was often not better in
reducing the severity of individual symptoms.>*** However, it
is difficult to draw firm conclusions because of heterogeneity
of the studies, methodological challenges, and different inter-
ventions and outcomes.”® Studies concluded that the added
value of a palliative care team was mainly based on improve-
ment of patient and caregiver satisfaction, costs, and quality of
life.*®?° This study added that with consultation, patients seem
to have a 5 times higher chance to improve on the TSDS.

To our surprise, only up to 50% of the advices from the
palliative care team were followed. To the best of our knowl-
edge, this is the first study describing the poor follow-up rate of
the advices of the palliative care team. It is hypothesized that
this could be partly attributed to the fact that the advices of the

palliative care team were only mentioned in the electronic
patient file, but not orally discussed with the attending physi-
cians. In line with this hypothesis, a deliberately asked consul-
tation of the palliative care team might have more impact
compared to consultation based on high USD-scores. Espe-
cially because our definition of high symptom burden is chosen
with a relatively low threshold. However, as the palliative care
team was consulted only in one case in P1, it is not possible to
compare the asked advices with the unasked advices. This
phenomenon also illustrates the importance of creating aware-
ness concerning the possibility to consult the palliative care
team. As Friedrichsen et al.** emphasized in their research,
investigating the effect of palliative care consultation teams
on acute wards, and collaboration between the health care
teams is of pivotal importance and can be improved when each
team recognizes and supports each other’s expertise. For future
studies it would be interesting to explore the reason behind the
poor follow-up rate with qualitative research and to find out
which advices of a palliative care team contribute to improve-
ment of the symptom burden.

Strengths and Limitations

A strength of this study is the prospective comparative study
design with a moderate sample size. Research in the field of
early integrative palliative care is mainly focused on patients
with cancer or those with chronic diseases.?® This study has a
unique character as it focuses on the elderly, admitted to a
department of internal medicine.

This study, however, has several limitations. First, at base-
line, patients in P2 had a lower symptom burden than in PI.
Randomization could have prevented this issue, but contami-
nation could have occurred when randomization was applied.
The reason behind the difference could not be traced back. The
possibility exists that more patients suffered from a viral infec-
tion in P2, as it took place during the flu season. It is hypothe-
sized that patients with a viral infection have less symptoms
compared to patients with another reason of admission.

Second, this study was performed in a single-center tertiary
hospital in which the SQ was used to identify patients. Those
factors contribute to diminished generalizability. As mentioned
before, the SQ has moderate predictive values. The discrimi-
native factor of the SQ is even worse in patients with chronic
diseases compared to patients with cancer.'®> However, to date,
the SQ is the best available tool'” to identify patients. Weijers
et al.>* showed that adding a second surprise question, “Would
I be surprised if this patient is still alive after 12 months,” might
improve the specificity, and suggested that this would be a
helpful tool to initiate advance care planning. It could be
argued whether prognostication is of great significance as iden-
tified patients are likely to benefit from a palliative approach,
irrespective whether they survive the following year.

Third, it can be discussed whether 6-points improvement on
the USD TSDS, is a clinically relevant outcome measure to
evaluate the effectiveness of a palliative care team as our pop-
ulation deviates from the population in the study of Follwell.?!
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Follwell et al.2! focused on the effectiveness of outpatient pal-
liative care in patients with metastatic cancer, and it is a matter
of debate whether the cut-off value of our study is properly
chosen. Moreover, the literature emphasizes that the ESAS is
appropriate for routine symptom assessment, but adequate cut-
off points have been proven difficult to obtain.'” No other study
investigated cut-off values of USD TSDS in elderly. Moreover,
Hui and Bruera'” explained that a meaningful difference could
be different for different patients as some patients might con-
sider 6/10 points to be agonizing whereas others do not. Perso-
nalized symptom goals might be more adequate. Thus, the
study did not fully reach the inclusion as deemed necessary
in the power analysis.

Conclusions

This study showed that patients with a high symptom burden
and palliative care consultation were 5 times more likely to
improve on the TSDS compared to patients who did not receive
consultation, despite the low follow-up rate of the advices.
Therefore, physicians should not deviate from consulting a
palliative care team. It would be interesting to assess the reason
behind the low follow-up rate of advices of the palliative care
team and subsequently develop tactics to improve this phenom-
enon. Furthermore, this study emphasizes the need for research
focused on understanding the advices of the palliative care
team that attribute to improvement of the symptom burden.
Following this, adequate referring criteria should be identified,
and implementation strategies could be further explored.
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