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Abstract

Obijective: Transitions in care settings near the end of life can present challenges to patients and families, especially when there
are also adjustments in level of care and illness trajectory. In this study, we explored what factors influenced how patients and
family caregivers experienced a transition to an inpatient Palliative Care Unit (PCU). Methods: This qualitative study was con-
ducted at a PCU in Toronto, Canada. Semi-structured interviews were held with 29 participants (14 patients and |5 family care-
givers) during their time on the PCU. Data was analyzed through an iterative process of constant comparison to generate themes.
The recruitment process continued to the point of thematic saturation. Results: Five themes were identified that represented
the participants’ experiences in transitioning to the PCU: Being prepared, Feeling supported, Coming to terms with end of life
issues, Dealing with uncertainty, and Continuity of care. Conclusions: Our findings highlight the need for clear and iterative
communication with patients and family caregivers during the transition to a PCU. Identification and consideration of the com-
mon themes involved in the experience of transfer to PCU can help guide future practice and improve the experience of patients

and families during transitions at the end of life.
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Introduction

The most intensive use of health care services by patients occurs
in their final months of life.""> This period of increased health
care use is also associated with increased transitions to different
care settings. Regrettably, not all transfers or transitions are pos-
itive experiences for patients and their family caregivers. Each
of these transitions may pose a potential threat to continuity
of care and patient safety.’

Transitions to new care settings are stressful for patients with
advanced illnesses. Transferring patients at the end of life (EOL)
has been shown to lead to increased suffering and decreased
quality of life (QOL) in the final weeks or months of life.*
Reasons for negative transition experiences include: the physi-
cal transfer itself, distress due to new and unfamiliar settings
and providers, inability to address patient needs and level of
communication.’

Challenges in communication during transitions can occur
between transition teams who may also lack sufficient coordina-
tion and effective processes to carry out the transition.® Patients
with poor quality transfers are more likely to feel unsupported,
unheard, and struggle with feelings of abandonment, guilt, and
uncertainty.’

Previous research has focused on the perceptions of the
health care team during care transitions near the end of life.®
The aim of this qualitative study was to explore the experience
of transition to a PCU near the EOL from the patient and family
caregiver perspective.

Methods

Setting and Participants

This qualitative study took place at a hospital based PCU
in Toronto, Canada. Our 19 bed PCU admits patients
with life limiting illnesses in their last 3 months of life.
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Table I. Interview Guide Questions.

Question

Bulleted probing questions used if participant’s response did not fully
answer the question

I. Can you tell me how you (or your family member) originally ended
up coming to the palliative care unit at Toronto Grace?

2. How do you feel that you (and/or your family member) were
prepared about coming to the palliative care unit?

3. How do you feel the actual transfer to Toronto Grace went?

4. How were you (andlor your family member) received by the staff

upon arrival?

5. Before we finish, do you have any other concerns about your (your
family members) transfer into the palliative care unit at Grace?

-Do you know why you (or they) were transferred here?

-How was the final decision to come here arrived at; for example, who was
involved in that process and what types of discussions occurred?

-Did you have any particular worries about the move here?

-Did you know what a palliative care was before coming here? Did you know
anything about the palliative care unit... specifically?

-Who explained palliative care and described our unit to you before you came
here? Do you feel that the information provided was clear and complete?
-How do you feel about the quality of the communication you received prior to the

transfer? How was it communicated to you that you (and/or your family
member) were being transferred to palliative care? Were you given advance
notice about coming here?

-Perhaps you could you describe what exactly happened on the day of the
transfer? Did you, your family members, or your health care team do
anything different on the days leading up to it?

-Did the healthcare team at the sending hospital or at home seem prepared and
well organized for the transfer?

-Did the ambulance team appear well trained?

-Did the transfer in the ambulance make any of your symptoms (or those of your
family member) worse?

-Did anything happen when you (or your family member) were being moved onto
or off of the stretcher?

-Did you (or your family member) feel safe during the transfer?

-Were there any problems when you arrived?

-Did staff seem prepared for you?

-Did staff listen to your concerns?

-How do you feel about the communication that happened between the hospital
that sent you (or your family member) and Toronto Grace?

-How would you describe your experience with palliative care in general? Was it or
is it what you expected? What did you or do you like or dislike about it?

-Do you have any suggestions on what could have done in order to improve
your transition into the unit? If so, please explain.

Research ethics board approval was granted by the Research
Ethics Board at West Park Healthcare Centre and Salvation
Army Toronto Grace Health Centre.

To be included in the study, patient participants required a
Palliative Performance Scale (PPS) score of 30% or higher
and the capacity to participate in a discussion about their transi-
tion experiences as determined by the physician investigators.
While our preference was to interview patients, a family care-
giver could participate if they were actively involved in caring
for the patient and had knowledge of the patient’s care transi-
tions. Some interviews were completed jointly with the
patient and their family caregiver. In instances where the
patient was unable to participate in the interview due to a
decline in their condition, the family caregiver was interviewed
alone.

Convenience sampling was used, with a maximum variation
sampling approach to elicit a fuller picture of the range of palli-
ative care transition experiences.” We attempted to recruit partic-
ipants with a range of demographic and treatment experiences.

Translation services were made available during the interviews,
with one participant using this service.

The physician and social worker investigators (DS, KW, BL,
JM) recruited patient and family caregivers to the study and a
research associate trained in qualitative interview techniques
conducted the interviews.

Data Collection

In person interviews were conducted with 24 participants, and
telephone interviews were conducted with 5 participants.
Fourteen patients participated either alone or with their
family caregiver and 15 family caregivers participated alone
without the patient present. The research associate (KA) con-
ducted all of the interviews between July 13, 2018 and
January 24, 2020.

While an interview guide (Table 1) was developed to
ensure discussion of general aspects of transition related expe-
riences, a semi-structured interview approach was used to
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encourage broad discussion of participants’ transition related
experiences.

All of the interviews were audio recorded and later tran-
scribed verbatim; these transcripts were then imported into
NVivo 11, a software package that was used to assist in manage-
ment, organization and selective retrieval of the qualitative data
during the data analysis process.

Data Analysis

Interpretive description was the overriding approach used to
analyze the transcripts to better understand the experiences
and impact of the participant experiences.'® The approach was
inductive and iterative. Transcripts from the interviews were
read multiple times and text was coded descriptively.!' Codes
were then grouped and categorized according to the key
themes. An iterative process of constant comparison was
applied wherein themes were generated, continually tested
and revised based on new readings and interpretations of the
original transcripts.'> Sampling was continued until thematic
saturation was reached.

Results

Interviews ranged in length from 12-125 minutes with the
average semi-structured interview lasting 47 minutes. Of the
15 family caregiver participants, 8 were spouses, and 4 were
adult children. The remaining 3 were an adult grandchild,
niece and daughter-in-law. A profile of participant study
patients, is summarized in Table 2. Patient demographic infor-
mation is used in the table regardless of whether the patient or
the family caregiver participated in the interview.

Themes

After qualitative analysis of the transcripts, the following 5
themes were identified:

1. Being prepared

Table 2. Patient Characteristics.

Demographic Variable Value
Number of Patients 29

Average Patient Age(n = 29) 75.5 years
Patient Age Range 55-92 years
Patient Gender (male/female) 16/13

Primary Diagnosis
Metastatic cancer 23
End stage heart disease
Endstage dementia

Chronic kidney disease

Chronic obstructive lung disease

- = NN

Most participants described feeling informed about what to
expect in terms of their health care when coming to the PCU.
They reported having their health related questions adequately
addressed by the team at the receiving PCU. Some participants,
however, were still unclear about the nature of palliative care
and, in some cases, about their illnesses and prior treatment
details.

While many participants appreciated the prompt availability
of a PCU bed and acknowledged the challenges of health care
resource allocation, some participants described the quick tran-
sition as stressful.

Numerous participants raised concerns about communica-
tion. They reported they were not in a mental or emotional
state to fully understand the information when it was provided
and some identified that being given written material helped
them to process information at their own pace.

“what would be extremely helpful is not only sit down and talk to
the families when they’re transitioning into palliative... but you
give them something to take with them. So that in a moment of
calm they can read and know that some things [referring to loved
ones symptoms and behaviour] are normal. Do you know what 1
mean?”(P16)

Others suggested it would have been helpful to include the
whole family during discussions as a way to improve palliative
care understanding for all. They stressed that too much respon-
sibility was implicitly placed upon the family member who hap-
pened to be in attendance at these discussions and some worried
that their lack of medical knowledge made them less suited to
relay information to the rest of the family. As one participant
explained,

“...what they[doctors] don’t understand is that I still have to go to
my family and explain it all to them and I don’t work in palliative
care and I don’t work in nephrology. I don’t work in any of the
things that are affecting her to be palliative .... like I don’t deal
with this and I don’t know how to explain to a family member”.
(P29)

While inpatient palliative care relieved family caregivers of
many of the practical challenges of providing patient care at
home, some reported not being prepared for the new chal-
lenges that occurred. Some family caregivers shared feeling
guilty transferring their loved one into inpatient palliative
care, especially if they had wanted to die at home. Some
spousal caregivers also struggled with being home alone for
the first time.

“We were married for 52 years you know and always together...so
for me to be at home alone is sad.” (P26)

2. Feeling supported

Many patient participants identified having an advocate
as essential during the transition and emphasized both
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family members and health care professionals as fulfilling
this role.

Family participants felt they and other caregivers played a
vital part in influencing their loved one’s transition. They
provide emotional and spiritual support, and also offered signif-
icant informational support and guidance. Many caregivers
played a central role in navigating the health care system for
patients and in making key inquiries, decisions and arrange-
ments for them, owing to their diminished health status.
Patients described how this unburdened them and made them
more confident about the transition.

“My kids are very hands on, involved in every step of my care. They
spoke to the oncologist even when I wasn’t around... They explained
what palliative care was to me even before I knew to ask ... The
amount of attention that my kids have given this has given me confi-
dence. They are not leaving me to ride this out by myself.” (P6)

While patient participants appreciated the support, they also
expressed concerns about the additional burden placed upon
their families and the sacrifices being made.

“I knew she would be upset... So she doesn’t come by at all because
we keep her from knowing. Because she wouldn’t be able to handle
it.” (P23)

The very decision to enter palliative care was often described
as being motivated by the desire to take pressure off friends or
family members. Some participants identified their lack of
social support while in palliative care reflected a conscious
choice not to burden others by informing them of the status of
their condition.

3. Coming to terms with end of life issues

Patients’ ability to come to terms with being near the end of
life affected their transition to PCU. Several spoke of having
accepted and even embraced this final part of their lives.
Accepting that they were going to die allowed them to reflect
fondly on their life. They described setting aside anger and
resentment regarding their condition, past setbacks and griev-
ances, and expressed gratitude for the things and people
around them as well as the time they had left.

“I try to keep my mind on how to be the best I can in going out you
know. Not resent anybody. Not be angry or, or disappointed. I have
had a good life, a good career, a good education and piles and piles
of good friends so that’s where I am at.” (P30)

Some patient participants stated they were ready and even impa-
tient to die. Many described leaving their fate in the hands of the
doctors, while some had come to terms with their impending
death through religion, or by actively completing their life
affairs or planning their memorials.

A few participants expressed anger over their condition and
regrets over life situations or personal behaviors, such as

smoking, that may have contributed to their illnesses. Some
continued to focus on physical recovery, the future and things
they had yet to experience or achieve.

“Palliative care is about waiting to die. ...And I mean that’s not
what I am waiting for. I am waiting to get standing and get in
motion and get going back home. ..They [the healthcare team] sug-
gested [palliative care] but it’s not my plan.”(P25)

Participants described difficulty coming to terms with loss of
independence.

“I felt apprehensive about coming here because the one thing 1
absolutely dislike is having to give up my independence ... |
accept [death] as part of life but the fact that I cannot get up and
go to the toilet or to go and have a wash without having a nurse
help me that upsets me.”(P6)

Often participants felt disesmpowered which was a challeng-
ing part of their transition to PCU.

“... I felt quite insulted because I considered myself an adult woman
and I know that places like this have to have their rules and regu-
lations, [but] I don’t get dinner when I say I am hungry. I don’t get
breakfast when I say I am hungry... I just thought, he [doctor] must
have thought 1 was awfully stupid not to realize that I would not
be...in charge.” (P1)

4. Dealing with uncertainty

Many participants described that their greatest struggle was
the uncertainty about when they or their loved one would die.

“The thing that needs to be improved is the way they (prognosticate)
...how much time the person has. 1 feel like that is so severely dif-
ferent in each place you go...1I think because they don’t know they
just say a number and the family kind of calculates their whole
life around that number.” (P29)

Fluctuations in the condition of their loved ones only added to
the uncertainty that families experienced.

“...It appeared that my husband was...very close to the end and
then he kind of rallied and was a little better. And so we [my chil-
dren and I] were anxious because we couldn’t stay ... And the
medical people...said, we really don’t know...it could be tomor-
row...” (P3)

Some participants were troubled by what to expect if their loved
one were to experience a prolonged stabilization of symptoms
and be discharged from the PCU. This seemed to undo what
they had struggled to come to terms with at the time of admission.
Being told that the prognosis was now in question resulted in feel-
ings of confusion, guilt and anger. One caregiver described feeling
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“blindsided” by the treatment team when they suggested transi-
tioning her husband out of an inpatient palliative care unit.(P18)

Many mourned the potential loss of care relationships they
had made in the PCU setting. They compared their current
PCU environment to the environments they were expecting to
be transferred to(often perceived as less favorable).

“I think I will will myself to die. No, I don’t want to do that at all [go
back home or to other facility]. It scares me and I don’t know where
they would put me. I don’t know what kind of care I'd get. You can’t
replicate this so don’t move me please. That’s how strongly I feel
about it...”(P13)

5. Continuity of Care

Most patient and family participants recounted how their
actual transfer to PCU went smoothly. However, some partici-
pants experienced issues related to coordination and continuity
of care. Last minute procedures, such as catheter removal or
medical procedures needing to be completed could complicate
the transfer, leading to tension between participants and trans-
ferring facility staff. For example, one participant described
how she was told to meet the ambulance attendants for her hus-
band’s discharge at a specific time, only to be left waiting for
hours due to delays which were not communicated to her. She
reflected on this negative experience.

“I sit there all day ....and I talked to the lady and the lady said they
are going to come .... If they know they are not going to be on time
they should tell you... it’s wasting your time and you sit there
waiting and waiting, and waiting.”(P2)

In order to address issues with coordination during the trans-
fer, some participants suggested that the receiving PCU could
play a greater role in communicating with the facility transfer-
ring the patient prior to the actual transfer.

Factors that lead to anxiety on arrival to the unit included not
getting the room they felt they had initially been promised,
concern about medications and whether all relevant information
had been transferred. One participant suggested a more transpar-
ent process by which family could confirm the multitude of pre-
scriptions, and medical information that a patient typically
acquired from multiple facilities would be helpful.

Others spoke about the loss of relationships during the trans-
fer process, they lamented how longstanding and meaningful
relationships with earlier health care providers, such as the
oncology teams and home care providers, were lost when the
patient entered a PCU.

Discussion

Transitions to different care settings are common for patients in
the final months of life. Participants we interviewed felt better
prepared for the transition to a palliative care setting when
communication was provided from several sources including

both the health care team transferring the patient and the
health care team receiving the patient. This is consistent with
previous findings of preparedness as a positive predictor of suc-
cessful transfer.®'® In our study, factors associated with a pos-
itive transition experience included clear and repeated
communication between the patient, family and health care
team about what to expect upon transfer to the PCU.
Participants themselves suggested that the use of additional
communication strategies such as written information and
having more than one family member in family meetings
would enable better understanding of the transition process to
PCU. QOur results are consistent with previous work that demon-
strates how the effective use of iterative communication strate-
gies about what to expect in a new palliative care setting can
ease complex care transitions for patients.'*'3

Some participants who reported a less positive transition
experience expressed feeling overwhelmed by the amount of
information presented to them. It is interesting that some partic-
ipants would have preferred having more family members and
friends involved in discussions about care decisions especially
considering the emphasis on health care information not being
shared outside the patient’s immediate circle of care. An unin-
tended consequence of strict adherence to privacy regulations
is that some patients may feel overwhelmed at having to under-
stand detailed and voluminous information themselves or with
only one family member. Wilson describes similar communica-
tion complexities such as strict information privacy concerns
and avoidance of difficult conversations that can lead to transi-
tion difficulties.®

Some participants expressed a feeling of fear about the tran-
sition and others reported a feeling similar to “giving up” which
has been recognized previously as a common theme for patients
transitioning to palliative care.'® These findings suggest a need
for improvement in communication between the health care
team, patients, and their families with an emphasis on reframing
hope and the idea of palliative care.

Some participants also reported feeling unable to fully con-
sider palliative care transition decisions because of time con-
straints imposed by the clinical team or the greater health care
system. They shared feeling pressured to take the first bed avail-
able even if it was not the preferred choice for them, leading to
feelings of unpreparedness and frustration. This is significant as
the perception of lack of choice and flexibility in considering
individual wishes has been identified as one of the major stress-
ors in a transition to PCU and is a known fear for patients in the
dying process.”!""!8

Feeling supported is instrumental to a positive transition to
a palliative care facility.” While patients in our study often
reported feeling supported, some expressed concerns about
the burden that was placed on their loved ones by their
illness. This is consistent with other studies that have reported
that when patients are asked what matters most to them at the
end of life, one important issue is that they do not wish to be
a burden on their families.'®?® The implications of patients
not wanting to be a burden, reinforces the need for an individ-
ualized, compassionate, approach to care and flexibility for
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the patient and family to choose the best time to make use of
inpatient palliative care services.

Our findings support the importance of ensuring the circle of
care extends to families who may themselves be experiencing
transition related stress; for example, adjusting to the absence
of loved ones at home, feelings of guilt, and emotional struggles
all of which are highlighted in our study and have been reported
previously.'>?!?? Some family stressors may not be apparent to
health care providers but may be significant to the patient-family
unit’s ability to cope with the transition. Families have addi-
tional burdens that they must navigate outside of hospital.
These challenges felt primarily by the patient-family unit,
have a direct impact on patient satisfaction with the transition
to PCU. This is significant as a commonly feared aspect of
dying for patients is anxiety for their family.?

Coming to terms with end of life issues was associated with
a more settled transition for patient participants. Many spoke of
their transition to PCU as a time for fond reflection about their
lives. Some participants, however, had more difficulty accepting
their transition to PCU. The most significant difficulty that
emerged was when participants felt a lack of control over
their personal care plan. Several participants reported that the
loss of independence they experienced was amplified by the
very routines on the PCU meant to assist them in maintaining
their dignity, such as assistance with toileting.

Dealing with uncertainty about prognosis was a recurring
theme often identified as a distressing factor during transition.
This was not surprising given earlier findings where the desire
to anticipate the future was an important aspect of a positive
transition.'>'®?* Participants in our study expressed a desire
for more precise guidance and disclosed receiving mixed mes-
sages about prognosis. This suggests a need to better communi-
cate the imprecise nature of prognostication and to support
patients and families as they navigate that uncertainty.

We were surprised to find that a significant source of stress for
participants was uncertainty surrounding what would happen if
their condition improved or stabilized and patients needed to be
either transferred from the PCU to another care facility or dis-
charged home. Discharges are unusual as most patients die on
the PCU. It was interesting to find that participants’ fears of
leaving the PCU were similar to those that they experienced
when arriving; for example, fear about changes in care, decreased
choice, feelings of abandonment and being “put somewhere”.
This reinforces the likelihood that anxiety about care transitions
near the end of life is universal regardless of the physical location
that the patient is transitioning to.

It has been suggested that each transfer is a threat to
Continuity of care.'> Some participants in our study reported
suboptimal coordination of care during the transition to PCU.
Whether this was being promised a private room by the transfer-
ring facility which did not materialize or not having all relevant
information transferred, it was a source of anxiety for some par-
ticipants. The loss of relationships with earlier health care pro-
viders as a result of the transfer was also difficult for some
participants. This disruption in care is similar to what has
been recorded in previous studies where transitions are

associated with a sense of disruption,'® gaps in communication
egel . 2 . . 14
between facilities,>> and overall patient anxiety.

Limitations

While yielding important insights into the participants’ experiences
during transition, our study has some limitations. We included only
those patients whose PPS scores were 30% or higher and who were
or had family members who were able to participate in a complex
conversation. In excluding other patients, we may have missed
important information unique to less well patients. The inclusion
of caregivers as participants may have had the unintended conse-
quence of over emphasizing the experiences of those patients
whose families were more present and involved.

Given the short survival and changing condition of some of
the patients, more caregivers’ opinions were recorded than the
patients themselves. This may have resulted in the experience
and opinions of caregivers being overemphasized.

Conclusion

Our study contributes to previous research on care transitions
near the end of life by examining the transition experience
from the perspective of both patients and their family caregiv-
ers. Semi structured interviews were carried out from which
five themes were identified; Being prepared, Feeling supported,
Coming to terms with end of life issues, Dealing with uncer-
tainty, and Continuity of care. Our findings highlight the need
for clear and iterative communication especially about topics
such as prognostication, declining clinical status, and decision
making that involves patients and their family caregivers.
Consideration of ways to optimize patient experience in these
domains will help health care teams to better facilitate and
improve patient care and satisfaction with these transitions.
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