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Incorporating transitional palliative care in a bone marrow
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Background: Transplant professionals are specialized in providing lifesaving organs to patients in whom
organ failure including bone marrow, in a way that gives strong hope to patients and families. We should
be aware of that patients with advanced medical conditions must have an advanced care planning (ACP) in
place, though it is difficult to balance possible outcomes and hope.

Case Description: This case report showed our serious illness conversation program (SICP) could
transit gradually a patient with bone marrow transplant (BMT) and palliative care (PC) needs to hospice
care. Initially, she had difficulty in accepting the relapse of her hematological disease, with the main focus on
disease treatment and blood parameters. After the transition, this patient’s symptoms got better, she felt more
stable emotionally, her muscle strength improved, and her hope was reignited because she wanted to go to
her daughter’s wedding. All these have been facilitated by the PC team.

Conclusions: In this case, use of SIC can be regarded as a tool to facilitate better communication and
so lead to faster and smoother transition to PC and subsequently hospice care. The use of chemotherapy
(e.g., vidaza), on the other hand, had important palliative roles including for symptom control, maintaining
patient’s mobility and quality of life. Despite her condition being gradually deteriorated, her grief could be
largely resolved if most of the wishes fulfilled.
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Introduction delegate for specific items including medical procedure,

. - . - medications, or nutrition issues. ACP is far beyond a do-
Transplant professionals are specialized in providing

li . . . . not-active-resuscitation order, asking upon admission if
ifesaving organs to patients in whom organ failure

including bone marrow, in a way that gives strong hope there is a living will or a physician order for sustainable

to patients and families (1). We should be aware of that treatment (4). However, transplant patients usually have

patients with advanced medical conditions must have
an advanced care planning (ACP) in place, though it is
difficult to balance possible outcomes and hope (2-4).
ACP is a discussion on how a patient wants decisions to be
handled when they can no longer be mentally competent
for themselves. This kind of document outlines their
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difficulty to accept their condition and thus rarely have a
chance to discuss their ACP. Hereby, we presented a case of
bone marrow transplant (BMT) patient who subsequently
had ACP discussion and received palliative care (PC) by
our serious illness conversation program (SICP). PC is
an approach that improves the quality of life of patients
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and their families facing the problem associated with life-
threatening illness (3). We present the following case in
accordance with the CARE reporting checklist (available at
https://acr.amegroups.com/article/view/10.21037/acr-22-
77/rc).

Case presentation

This was a 60-year-old lady, with a diagnosis of
myelodysplastic syndrome (MDS) (with RAEB-2
with TP 53 mutation) and acute myeloid leukaemia
(AML) transformation, who had BMT in early 2019.
Postoperatively, she was complicated by septicemia and
mucositis, thus requiring total parenteral nutrition.
However, her AML was relapsed, just one month after the
BMT. She was found to have grave prognosis because of
relapse and worsening medical condition. She was quite
worried about her disease status, possible treatments and
interventions.

During her stay in haematology unit, she had frequent
blood transfusions (both red cells and platelet), episodes
of sepsis treated with antibiotics, and regular use of
chemotherapy including vidaza and venetoclax, however
the disease still did not respond well. Because of persistent
symptoms especially ulcer pain and low mood, she was then
referred to our PC team for further management. In fact,
she could not accept her disease at all, and often questioned
her diagnosis and also about the competency of PC team
including the central line and other nursing care. On the
other hand, she had low self-esteem as she came from
mainland China with language barrier, and her previous

Highlight box

Key findings

¢ Complex psychosocial needs in transplant patients.

* Integrated palliative model is important for transition by serious
illness conversation.

* Coping improved and grief largely resolved.

What is known and what is new?

* Serious illness conversation is already useful for advanced cancer
patients.

* Hereby, we presented its use in bone marrow transplant patient for
transition to palliative care in Hong Kong.

What is the implication and what should change now?
* Early palliative care engagement would be important for her

smooth transition to hospice by serious illness conversation.
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job was only a security guard. In addition, there was poor
social support as she was divorced and had to take care of
2 children (one boy and one daughter). She had no religious
belief for spiritual support. Her great distress was related
to the long period of treatment and also the prolonged
stay in hospital, although she appreciated the efforts from
the transplant team. As she was still relatively young, there
was strong hope for further disease modifying or novel
treatment even her disease had relapsed.

Given the complex nature of BMT patients, our skilled
PC nurse launched our SICP, a system-level care delivery
approach developed by a group of PC specialists locally
in Hong Kong. The SIC Guide provides a framework for
clinicians, including doctors, nurses, and other allied health
professionals, to examine items that are essential for fully
comprehending and respecting the concerns of patients (5).
The objective of our SIC is to provide more, better, and
sooner dialogues with their clinicians about their goals,
values, and priorities, which will shape their future care for
every critically ill patient with our transitional PC program

(Table 1).

Process of SICP

In our program, the nurse first established good rapport
with this patient by several sessions of introduction and
briefing. After gaining trust, the nurse then went through
all the necessary items including understanding their own
diseases, information preferences, treatment plans and
exploring psychosocial issues with the patient, one by one,
and shared the decision together. Our nurse also assessed
the PC needs of this patient and then referred to other
appropriate team members including doctor, social worker
and clinical psychologist for support. Our PC physician
provided on-site symptom management including bone
pain, anorexia and pruritus; nurse gave symptom advice
and coordination of care, apart from ACP discussion and,
social worker had counseling and given support for practical
issues (Figure 1). We had joint care with haematology team
during PC consultations initially. After assessment and
titration of medications, her pain was well controlled with
morphine, appetite improved with megestrol acetate while
pruritus reduced with pregabalin. The numerical rating of
pain and pruritus scores were improved from 7 to 3 and 8 to
2 respectively after one week of PC consultation
subsequently. With better understanding of her disease and
the nature of PC service, she was then transferred to our
unit for more comprehensive care.
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Table 1 Components of transitional palliative care program for transplant patients

Components

Effective communications with parent team and patient about the current disease status, treatment plan and prognosis

Stepwise transition to palliative care and hospice by trained staff using serious illness conversation

Formulation of goals of care plan aligned with patient values

Regular monitor of symptom burden and psychosocial distress by palliative care team

Support for families and staff

Continuity of care across settings

Screening system for transplant patients to palliative care

Referral criteria
By surprise question—“would | be

surprised if this patient died within
the next year?”

@ Estimation caseload and manpower

Discussion with parent team about
quota for each consultation by
palliative care team

Identification

e.g. old age, poor prognostic factor,
multiple comorbidities

Screen

1

TS

I—I Palliative care needs (i.e., symptom
burden by Edmonton Symptom
Assessment Scale)

Figure 1 Screening system for transplant patients to palliative care.

Our PC ward had already equipped with those necessary
medications and transfusion requirements for caring
haematology cancer patients during their end-of-life (EOL)
(6,7). As such, supportive transfusion was maintained while
the frequency of blood taking was reduced gradually as far
as her anaemia symptom was not affected and there was no
major bleeding. Her blood count was controlled with short
courses of oral chemotherapy. After short period of stay in
our unit, she was better adjusted with less focus on regular
daily blood taking but more focus on symptom control and
quality of life.

Our team nurse, social worker and clinical psychologist
continued to provide psychosocial care to this patient. She
felt our nurses were skillful in handling BM'T patients after
2 weeks stay in our unit. In addition, she could engage
herself with online activities including physical exercise,
movies, and mahjong. She had adopted the attitude of
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“achieving victory by hanging on till the end” while holding
on to glimmer of hope and miracle happening someday. She
could transform ‘hope for cure’ to hope for a ‘better quality
of life’ and more short term wishes and goals, like arranging
home leave. Instead of asking for disease treatment, she
would rather wish to do more exercise as to maintain her
physical condition in our ward and, more importantly, hope
to join her children marriage if possible. In her last days
of life, she finally participated in her daughter marriage
because advancement of the event. She was well prepared
for the wedding and highly appreciated this occasion as she
could finally enjoy the ‘Chinese Bridal Cakes’.

All procedures performed in this study were in
accordance with the ethical standards of the institutional
and/or national research committee(s) and with the Helsinki
Declaration (as revised in 2013). Written informed consent
was obtained from the patient for publication of this case
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report and accompanying images. A copy of the written
consent is available for review by the editorial office of this
journal.

Discussion

This case report showed that SICP could successfully
transit the BMT patient from transplant unit to PC
and subsequently hospice. The core clinical tool of SIC
guide is a seven-item structure that assists physicians
discuss prognosis and extract key information to support
future decision making and care. This includes disease
awareness, decision-making choices, objectives and worries,
perspectives on trade-offs and functional impairment, and
caregiver engagement (8). It was designed by Ariadne Labs
as a system-level intervention to enhance communication
skills training, coaching, and system modifications that
enable the implementation and use of clinical conversation
tools. Its goal is to increase the prevalence, timing, and
quality of ACP in serious illness (8). In a randomized
clinical trial of SIC intervention in advanced cancer
patients, behavioral nudges to clinicians and a machine
learning-based behavioral intervention increased SICs and
decreased EOL systemic therapy, but did not affect other
EOL outcomes for cancer outpatients (9). These findings
imply that behavioral cues and machine learning can result
in long-term enhancements in the provision of cancer
care. In another study of SICP for elderly AML and MDS
patients (10), it revealed that SICP could give these patients
some chances to discuss their values with their care team
and may help oncologists match patient care to patient
values. SIC also applied to individuals with end stage renal
failures who are receiving dialysis may be open to clinician-
led structured serious illness talks. Future discussions with
dialysis patients about major illnesses can be guided by the
themes found (11).

It has been observed in patients with advanced
haematological malignancies are more likely to receive
intensive treatments near the EOL and are less commonly
referred to PC programs than those with solid tumours (7).
The implementation of PC interventions into malignant
hematology/BMT unit is more challenging due to
issues with the emerging novel treatments and a lack of
understanding between patients’ families and healthcare
professionals regarding disease trajectory and prognosis.
This will be more complicated in transplant patients when
dealing their EOL issues (12).

In fact, she had grave prognosis and suffered from
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significant symptoms. However, she could not accept when
first knowing her diagnosis of relapse, thus unable for any
ACP discussion nor to transfer to hospice care. The next
question is how to bridge the service gap for transplant
patients and break the communication barriers, before
having ACP for this group of patients. In the first step,
we must have to set up an appropriate setting for better
communication in SIC. Physicians may not have adequate
time to prepare BMT patients and their families to meet
so that they can explain their medical condition and make
plans for the future due to a variety of factors (e.g., hectic
work schedules, lack of training). Families and their friends
would be able to formulate questions and attend a meeting
if permission was granted and a meeting was arranged in
beforehand. In addition, it could convey an important and
serious message to them. This kind of model will be the
initial way of working as collaborative partnership that
emphasizes the relationship among the hematologist, PC
team and patients with their families to build common
understanding and trust (5).

Physicians are sometimes unable to introduce the
difficult discussions like poor prognosis and EOL issues (13).
However, some of them might refer their patient and
families to PC given that they understand this service is
beneficial (14). In our case, the haematologist had affirmed
the patient/families’ concern that the worsening symptom
burden may be related to the disease progression. The
patient was also sought for consent before the haematologist
introduced the PC team to help with treatment,
especially with pain and symptom management, ACP, and
communication-related difficulties.

During the joint meeting with PC team, haematologist
and patient/family, it is important to gauge the patient
understanding of the own disease status and the current
management, particularly in the changes in the medical
condition or in the face of difficult news (13). It would go
beyond acknowledging the patient/family in regard to the
patient condition; it sets the backbone and look for (I) the
feelings of the patients/families; (II) their concerns and
(III) the accuracy of their information. In this situation,
the patient and her family had taken into account the
information the hematologist had given at the time of the
relapse. Recognizing the severity of the recurrence, they
carefully observed the patient’s reaction to treatment, any
change in symptoms, or behavior. This would also give
opportunities to express their worries regarding the relapsed
disease while still hoping the haematological cancer to be
cured.
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Table 2 Common adverse events associated with disease modifying treatments for patients with bone marrow transplant

Adverse events  Azacitidine Venetoclax Carfilzomib Lenalidomide Melphalan Cyclophosphamide Vorinostat Elotuzumab Steroid

Anaemia X X X X
Neutropenia X X X X
fatigue X X
Nausea X X X
Diarrhea X X X X
Constipation X

Pain (abdominal) X

Hyperglycemia X

Rash X X X
Edema X X X

Mood disorder

X X X X
X X X X
X
X X X X
X X X X
X X

In a complex and continuing process, mutual
communication plays a crucial role in assessing
understanding (15). If there are major symptoms or they
struggle with acceptance, this can be addressed in a joint
meeting. By asking more questions, the haematology team
will learn significant facts to share with the patient and
other medical teams.

It is essential to determine how much information the
patient and his or her family want to know about medical
conditions, particularly the prognosis, and how much
information they receive. Giving short, concise, and honest
information to patients/families would be useful (14). SIC
usually consist of words that patients might find useful,
such as prognosis, uncertainty or change in symptoms (15).
When adapting the guide for BMT patients, this will give
a structural and smoother approach for the transition of
these patients to PC team and subsequently to hospice. The
transition PC model would provide the care needs including
change of patient symptom burden and psychosocial care
support.

There is a misperception that if patients or families are
offered a poor prognosis and advised to begin ACP, they will
lose hope (2). Even in the face of a major illness, individuals
typically still maintain their faith, and sharing facts does not
impair their sense of hope (14). The clinician (in-charge of
SIC) may respond to their feelings by listening. In order to
conform with the patient’s hope, accept their fears, and then
move forward together, the SIC guide suggests the clinician
to adopt their wish, worry, and wonder approach (5).
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Improving both patient and family psychosocial care
would be important (16). Exploration of their concerns will
assist clinicians grasp what people are thinking and provide
a platform for support. A coordinated care that can respond
quickly and plans for foreseeable anxieties and concerns
could also lessen the sense of helplessness and alienation
experienced by patients and their families.

Because these BMT patients usually stayed in hematology
unit during their EOL care, in-patient PC consultation
would provide timely and effective on-site symptom
control and psychosocial care (17). Apart from these, the
transfusion requirement and some of the medications
(e.g., chemotherapy) indicated for BMT patients would
be continued even stepping down to PC ward. Thus, the
medication knowledge including the adverse reactions of
these medications including chemotherapy or target therapy
(1able 2) should be known to PC team with proper training
and education. It is gratifying to observe that this patient
benefited from PC treatment in various ways, including her
symptoms improving, emotional stability, muscle power
being preserved, and hope being restored since she longed
to attend her daughter’s wedding. In this case, SIC can
be regarded as a tool to facilitate better communication
and so lead to faster and smoother transition to PC and
subsequently hospice care. The use of chemotherapy
(e.g., vidaza) also had important palliative roles including
for symptom control, maintaining patient’s mobility and
quality of life (18). This case report is limited by inadequate
assessment of physical, mental, and spiritual aspects of
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patients. More detailed and structural assessment of using
SIC is necessary in the future (19).

Conclusions

This case report showed that the BMT patient had difficulty
in accepting the relapse of her haematological disease, with
the main focus on disease treatment and blood parameters
initially. SIC with early PC engagement would be important
for her smooth transition to hospice. Despite her condition
being gradually deteriorated, her grief could be largely
resolved as most of the wishes fulfilled.
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