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Abstract.
Background: Palliative care for persons with Parkinson’s disease (PD) is developing. However, little is known about the
experiences of patients with PD in the palliative phase and of their family caregivers.
Objective: To explore needs of patients with PD in the palliative phase and of their family caregivers.
Methods: A mixed methods case study design. Health care professionals included patients for whom the answer on the
question “Would you be surprised if this patient died in the next 12 months?” was negative. At baseline, and after six and
twelve months, we conducted semi-structured interviews with patients and caregivers. Participants completed questionnaires
on quality of life, disease burden, caregiver burden, grief, and positive aspects of caregiving. We analyzed quantitative data
using descriptive statistics, while we used thematic analysis for qualitative data.
Results: Ten patients and eight family caregivers participated, of whom five patients died during the study period. While the
quantitative data reflected a moderate disease burden, the qualitative findings indicated a higher disease burden. Longitudinal
results showed small differences and changes in time. Patients reported a diverse range of symptoms, such as fatigue,
immobility, cognitive changes, and hallucinations, which had a tremendous impact on their lives. Nevertheless, they rated
their overall quality of life as moderate to positive. Family caregivers gradually learned to cope with difficult situations such
delirium, fluctuations in functioning and hallucinations. They had great expertise in caring for the person with PD but did
not automatically share this with health care professionals. Patients sensed a lack of time to discuss their complex needs
with clinicians. Furthermore, palliative care was rarely discussed, and none of these patients had been referred to specialist
palliative care services.
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Conclusion: Patients with PD experienced many difficulties in daily living. Patients seems to adapt to living with PD as they
rated their quality of life as moderate to positive. Family caregivers became experts in the care for their loved one, but often
learned on their own. An early implementation of the palliative care approach can be beneficial in addressing the needs of
patients with PD and their family caregivers.
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INTRODUCTION

The prevalence is rising of people with Parkinson’s
disease (PD) is rising [1, 2]. Despite continued med-
ical advances, curative treatment for PD is not yet
available. Since 2004, palliative care for people with
PD and family caregivers is widely advocated [3–5].
Nevertheless, it is less commonly provided for people
with PD than, for example, people with a malignant
disease [6], possibly because PD is not considered
a ‘malignant’ disease associated with early death.
Comparisons between patients with end-stage cancer
and patients with PD indicate similar levels of disabil-
ity and decrease of quality of life [7, 8]. Furthermore,
studies comparing PD with other non-cancer dis-
eases, such as chronic respiratory illnesses, showed
that patients with PD received fewer drugs for palli-
ation [9, 10].

Early qualitative studies have shown that patients
with advanced PD have palliative care needs in light
of high symptom burden and emotional distress,
among other things, as well as unmet information
and communication needs [11–15]. Besides, there is
an urgency to speak about wishes and preferences
including end of life topics earlier in the disease
trajectory progressive cognitive impairment or com-
munication problems develop [16, 17]. Although
cognitive impairment may be present from the time
of diagnosis, many patients develop a more severe
cognitive impairment and dementia later on [5, 18,
19]. As a result, health care related issues and end
of life decision-making at the end stage of PD is
often left to family caregivers, who are coping with
their own emotions, and often feel overburdened [11,
13, 15, 20]. Studies in other fields have shown that
timely identification of patients’ palliative care needs
improves satisfaction with health care, decreases
unnecessary acute interventions and improves qual-
ity of life. Further, if patients’ needs are identified
timely, they more often die at their preferred place
[21, 22].

Inherent to the nature of PD, palliative care pro-
vision might be needed from the time of diagnosis.

Research of patients’ and family caregivers’ needs
in the palliative phase is scarce. The available rel-
evant studies are limited in that they either used a
retrospective design or conducted interviews at only
one time point. For this study, we defined a palliative
phase as a period during a PD trajectory in which care
goals mainly focus on comfort [16]. This study aims
to identify experiences and needs of patients with PD
in the palliative phase and of their family caregivers
over a 12-month period.

METHODS

Setting

We used a mixed methods case study design to
explore the palliative care needs of patients with PD
and their family caregivers, who were followed for
twelve months. Their experiences throughout the pal-
liative phase [16] were described along with factors
influencing these experiences [23–26]. Combining
quantitative data with qualitative data allowed us to
gain a deeper understanding of experiences in the
palliative phase. Data were collected between March
2018 and December 2019.

Participants

We aimed to include five to fifteen patients with PD
and their family caregivers from hospitals, general
practices, and nursing homes. Potential participants
were identified by healthcare professionals, including
nurse practitioners, PD nurse specialists from out-
patient clinics and home care organizations, nurse
practitioners and neurologists, who screened their
patient populations for anyone meeting the following
inclusion criteria: 1) 18 years and older; 2) cognitively
able to complete questionnaires and interviews; 3)
diagnosed with ’idiopathic PD’ according to the diag-
nostic criteria of the UK Parkinson’s Disease Society
Brain Bank; and 4) assumed to be in the palliative
phase based on a negative answer on the question
“Would you be surprised if this patient died in the
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Table 1
Topics of individual interviews and after-death interview

(sub)Topics for individual interviews Patient FC

1: Experiences with advanced PD and palliative care
Patients’ symptoms and needs on the physical, psychosocial and spiritual domain x x
Family caregiver’s needs on the physical, psychosocial and spiritual domain x
Care for a person with PD: communication, changes in a person health status, demands on family caregivers x
Conversations and information about prognosis, medical options, end-of-life care and treatment by healthcare
professionals

x x

Changes in care: transition to palliative phase, care goals x x
Future preferences, expectations and hope x x

2: Documentation of personal wishes
Declarations regarding treatment (cure), care, dying, funeral, representative x x
(in)formal support x x

3: Professional support
Involvement in care and decisions x x
Healthcare professionals’ expertise, availability, information provision; care coordination x x
Healthcare professionals’ attention and commitment to patient as a person and social context x x
Professional support for family caregiver x

(sub)Topics for after-death interviews
Identification of the palliative phase: explication of and communication about the palliative phase and
possibilities by healthcare professionals

x

Primary care process: care for multidisciplinary needs, contact with healthcare professionals, expertise and
knowledge of healthcare professionals

x

Communication and involvement of family caregivers in care and decisions x
Communication with patient x
Patient’s autonomy: following his or her preferences x
Dying and funeral x
Care for bereaved family caregivers: aftercare x

next 12 months?” [27]. Family caregivers were eligi-
ble if they were: 1) 18 years and older; 2) cognitively
able to complete questionnaires and interviews; and
3) identified by the patient as their family caregiver
or other informal caregiver; volunteers excluded. A
purposive sampling strategy was employed to include
a diverse range of patients regarding gender, place
of living, eligibility, and demographic characteris-
tics. Potential study participants were contacted by
their own healthcare professionals. Fourteen patients
were screened by the project team to recruit a pur-
posive sample of 10 patients. Two did not met the
inclusion criteria and the other two were not included
due for organizational reasons. If a recruited patient
with PD died within the study’s timespan, the fam-
ily caregivers were asked for informed consent to an
after-death interview [28].

Ethics approval for this study was received from
the ethics committee Arnhem-Nijmegen [number;
2016–2424]. Patients with PD and family caregivers
received oral and written information about the study
and their informed consent was obtained. Participants
were not compensated for their contributions to this
study. All personal data, such as, names were coded.
Written informed consent forms and questionnaires
were stored in a safe and locked closet and electronic

data (interview transcripts) were stored in password-
protected documents on a safe Radboudumc server.

Data collection

Qualitative data
Data were collected by semi-structured face-to-

face interviews by HL or MG—both researchers
trained and experienced in qualitative research—at
baseline (T0), after six (T1), and twelve months (T2).
At T1 a telephone interview was held with family
caregivers only to enable them to speak freely without
the presence of the person with PD. The topic guide
consisted of the themes and subthemes described in
Table 1. The topics were derived from a literature
study, as well as from the expertise of the members
of the project group, including senior researchers,
a PD nurse specialist, physicians, and a member of
the Dutch Association of Parkinson’s Disease in the
role of family caregiver. The latter reviewed the inter-
view topics and adjustments were made according to
the suggestions she provided. During the interviews,
patients with PD were often joined and supported by
the family caregiver to help clarifying communica-
tion, if necessary. The patient was first interviewed
(duration: 20–35 min), and thereafter the family
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caregiver (duration: 30–75 min). Interviews were
held at the patient’s residence, either the private
home or nursing home. After-death interviews with
caregivers were conducted by telephone (duration
45–60 min). There was no prior relationship between
the interviewers and the participants; the interviewer
stated her name and occupation before the interview
started.

Quantitative data
Data were collected at baseline, T1, and T2 using

demographics and questionnaires; Hoehn & Yahr
scale [29], Schwab & England scale [30], and Uni-
fied Parkinson’s disease rating scale (UPDRS) part 1
[31]. These self-report questionnaires were adminis-
tered after the interview with the patient, or—if he
or she was too tired—at a later stage. The follow-
ing questionnaires were used for patients with PD:
Parkinson’s Disease Questionnaire (PDQ-8) [32],
Edmonton Symptom Assessment Scale - Parkinson
Disease (ESAS-PD) [8], and Functional Assessment
of Cancer Therapy–General (FACT-G) [33]. Fam-
ily caregivers completed a Marwit-Meuser Caregiver
Grief Inventory (MM-CGI-SF) [34], Zarit Burden
Interview (ZBI) [35] at baseline, T1, and T2, and
the Positive Experiences Scale (PES) at T1 and T2.
Details on the instruments are described in Supple-
mentary Material 1.

Data analysis

For the data analysis, we used a convergent design
with the qualitative and quantitative dataset. The two
data sets were first analyzed separately. Thereafter,
results were merged for comparison by a ‘weaving
approach’, which involves combining qualitative and
quantitative data [36]. Quantitative data are described
under the respective themes identified from the anal-
ysis of the qualitative data.

Quantitative data
Quantitative data are summarized using mean or

median scores and underlie the descriptions of the
characteristics and changes of the cases in time.

Qualitative data
Data was recorded and transcribed verbatim by

transcription services. We used at thematic content
analysis for identifying themes across the data set
[24–26]. Driven by the data, seven interviews (with
four patients and three caregivers) were coded inde-
pendently by HL and AE (second author, trained and

experienced in qualitative research). They compared
and fine-tuned their codes on an abstraction level till
intercoder agreement was achieved. Third, all in-vivo
codes were compared, connected, and finally clus-
tered into themes and subthemes by HL and AE.
Afterwards, themes and subthemes were noted in a
codebook, which was ‘checked’ in relation to the
remaining interviews. It served as the coding strategy,
which was further adapted if new subthemes or codes
came up during data analysis. HL and AE coded two
new interviews with the codebook and checked for
intercoder agreement, which again was high. Next,
they analyzed the remaining interviews. This proce-
dure was followed first for the baseline interviews.
Thereafter, T1 and T2 interviews, too, were analyzed
with this codebook to check for congruence and dif-
ference between themes/subthemes and change over
time. If data did not fit the initial coding scheme, new
themes and or subthemes were formulated and added.
Ultimately, analysis of fourteen interviews resulted
in a final, clear-cut codebook. Data saturation was
reached when no new subthemes came up for each
time moment (baseline, T1, and T2). The coding pro-
cess was supported by the qualitative data analysis &
research software Atlas.ti 8.4.

RESULTS

Ten patients with PD and eight family caregivers
were included based on the inclusion and exclusion
criteria, were willing to participate and gave informed
consent. In six cases, a patient and family caregiver
participated; in three cases, the patient only; and in
one case, a patient and two family caregivers. In total,
43 questionnaires were filled in and 33 interviews
were administered (thirteen baseline interviews, ten
T1-interviews, seven T2-interviews, and three after-
death interviews). The questionnaire completion rate
was 100% for both patients and family caregivers.

The median age of the patients was 77 years, that of
the family caregivers 75 years (Table 2). Five patients
died during the study period: two from pneumonia
(n = 2), one from heart failure, one from a neck frac-
ture and one of organ failure. Two family caregivers
were lost from the study after the family member with
PD died. One of them refused consent for an after-
death interview; the other died within a month after
the death of the family member with PD.

Two patients died at home and three in the nurs-
ing home in which they already lived when they
entered the study. The period from inclusion until
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Table 2
Participants characteristics at baseline

Patients with PD Family caregivers

Number of participants, n 10 8
Women, n (%) 6 (60) 1 (12)
Age, median (range) 77 (68–82) 75 (52–84)
Disease duration years, median (range) 11 (5–29) NA

Relationship, n (%)
Spouse – 7 (88)
Son – 1 (12)

Highest level of education, n (%)
Secondary education 6 (60) 1 (12)
Higher education 4 (40) 6 (76)
University – 1 (12)
Presence of deep brain stimulation, n (%) 1 (10) NA

Living situation, n (%)
Nursing home 4 (40) –
Home 6 (60) 10 (100)

Involved healthcare professionals, n (%) NA
Physiotherapist 9 (90%)
Neurologist 8 (80%)
PD nurse specialist 8 (80%)
Community nurse 8 (80%)
General practitioner 6 (60%)
Elderly care physician 4 (40%)
Speech therapist 2 (20%)
Occupational therapist 2 (20%)
Dietician 1 (10%)
Psychiatrist 1 (10%)

death ranged from 2 to 11 months with a median of 8
months. Before death, there were no hospital admis-
sions in these five cases. None of the patients had
been referred to specialist palliative care services.

Below, the four main themes that resulted from data
analysis are described. Both quantitative and quali-
tative results showed small differences and changes
over time, which we considered negligible.

Theme 1: Burden of PD

Eight patients were rated as Hoehn & Yahr stages
4 or 5 (Table 3). They were severely disabled or
even wheelchair bound. All reported a variety of
symptoms but rated their symptom burden low on
the ESAS-PD. Fatigue, sleep difficulties, communi-
cation issues, falls and freezing were the symptoms
described as common and distressing aspects of living
with advanced PD.

Look, at this point I have commonly freezing
moments. In my mind, I am already walking, but
my feet are still at the same place. At one point, I
fell through the window (patient)

Symptoms like these make it difficult for patients
to maintain their daily activities. In particular, their
ability to communicate worsened, which had a great

impact on social roles, relationships, and connected-
ness with the outside world.

I have been among people all my life, and now
you feel excluded . . . . that you can’t have a con-
versation with people anymore. (patient)

Patients needed to rely on others for activities such
as visiting friends or shopping. Adhering to medi-
cation schedules, in some cases 8 to 10 medication
intakes a day, was perceived as a challenge. Some
patients also sensed that others did not like to be
confronted with advanced PD, which led to social
isolation.

Other people think that nothing is wrong. First of
all, when she talks with difficulty, the first reaction
is, hey? What are you saying? Can’t you speak
any clearer? And if you then fall asleep, they’re
like, I’m never coming here again. (caregiver)

Patients and their family caregivers had to adapt
continuously to a new health status and accept losses
in functioning. Fluctuations in functioning and health
occurred from hour to hour in some cases, which was
difficult to cope with. Several emotions were men-
tioned, such as frustration, sadness, and fear of the
future. Some patients somehow “lost themselves” and
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Table 3
Results of questionnaires

Baseline T1 T2

Patients, n 10 7 5
Hoehn & Yahr, n (%)

Possible range: 0–5 (higher scores: higher stage of disease)
3 2 (20) 1 (14) 1 (20)
4 5 (50) 4 (57) 3 (60)
5 3 (30) 2 (29) 1 (20)

Schwab & England, mean, ± SD;
Possible range: 0–100 (higher scores: higher levels of dependency)

44.0 ± 17.1 38.8 ± 18.9 42.0 ± 19.2
UPDRS, median;

Possible range: 0–4 (higher scores: higher levels of motoric and behavioral problems)
Intellectual impairment 1 2 2
Thought disorder 1 1 2
Depression 1 2 1
Motivation 1 1 2

PDQ-8, mean, ± SD
Possible range: 0–100 (higher scores: lower levels of overall health)

33.5 ± 12.3 35.7 ± 10.0 37.5 ± 6.1
ESAS-PD, mean, ± SD

Possible range: 0–140 (higher scores: higher symptom burden)
38.3 ± 11.8 39.0 ± 13.8 45.4 ± 11.0

FACT-G, mean, ± SD
Possible range: total 0–108, physical well-being 0–28, social/ familial well-being 0–28,
emotional well-being 0–24 and functional well-being 0–28 (higher scores: worse physical and
emotional well-being and better social and functional well-being)

Total score 75.6 ± 5.2 69.6 ± 6.7 72.3 ± 7.7
Physical 16.1 ± 2.0 13.7 ± 2.6 16.5 ± 3.1
Social/familial 23.4 ± 3.3 19.1 ± 4.3 20.5 ± 5.8
Emotional 15 ± 2.8 14.1 ± 3.1 15.8 ± 3.3
Functional 21.1 ± 3.9 22.7 ± 3.3 19.5 ± 2.5

Family Caregivers, n 8 7 5
ZBI, mean, ± SD

Possible range: 0–88 (higher scores: higher levels of self-rated burden)
30 ± 10.3 26.3 ± 12.1 31.8 ± 11.1

PES, mean, ± SD
Possible range: 0–24 (higher scores: higher level of positive experience)

– 20.9 ± 3.2 19.6 ± 4.0
MM-CGI-SF, mean, ± SD

Possible range: 0–90 (higher scores: more self-rated pre-death grief)
49 ± 12.4 49.2 ± 12.1 43 ± 11.9

ESAS-PD, Edmonton Symptom Assessment Scale Parkinson Disease; PDQ, Parkinson’s Disease Questionnaire; FACT-G,
Functional Assessment of Cancer Therapy – General; MM-CGI-SF, Marwit-Meuser Caregiver Grief Inventory Short-Form;
PES, Positive Experiences Scale; UPDRS, Unified Parkinson Disease Rating Scale; ZBI, Zarit Burden Interview.

did not recognize themselves in their current situa-
tion.

If I want to see the children, all that has to be
organised in a special way.

So how does that affect you?

Well, I find that very annoying... I used to be so
active, it feels as if it doesn’t reflect on me at all.
(patient)

Still, patients described that, to some extent, they
had gotten used to their current situation, and could

enjoy “little things”, such as a visit from family,
music, or a short walk. The mean FACT-G total
score implies that patients, generally, perceived their
quality of life as quite moderate or positive instead.
Overall, health-related quality of life on the PDQ-8
was low.

Theme 2: Professional healthcare

Patients indicated difficulties obtaining access to
various medical services. More specifically, they
mentioned the waiting lists and the scheduled
times of appointment with their neurologist; patients
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experienced off periods during the day which makes
it difficult to keep an appointment.

I would like to have the opportunity tomorrow, if
only for 10 minutes, for [neurologist] to see how I
am now. You just don’t get in...If I call the hospital,
I want to see Dr [neurologist], it’s the next month.
There is never an instant possibility, You have to
so see how I feel now and what is going on. Then
you can come in there in 2 or 3 weeks, and then
the situation is totally different. And then they say,
what are you here for? (patient).

Sufficient time during doctor-patient conversations
was an unmet need, especially when end-of-life
issues were addressed. Patients desired to be listened
to by healthcare professionals about their individ-
ual, fluctuating needs. Understanding the person
behind the patient was felt essential for deliver-
ing person-centered care. Furthermore, they wished
for honest and open conversations on their current
and future health situation. However, sharing experi-
ences was often hindered by patients’ communication
problems.

But you come into a doctor’s office, they then first
take minutes to remember who is that again. There
is hardly any recognition or personal recognition.
There is only recognition through that computer
with all those numbers on it. Especially because
in 10 minutes, you sit, on the edge of the chair
to say exactly what I say, because otherwise I
have too little time to say what I want. You’re
already going into a kind of, constriction by ten-
sion. 10 minutes is nothing at all! Especially with
a Parkinson’s patient, because there’s nothing she
can do about it. But she often can’t find the right
words to say what exactly she means. The min-
utes then go by... Yes, I take over to explain what
she means. You never get an honest conversation.
(caregiver)

Many participants had perceived a lack of continu-
ity or coordination of care, both within and between
health care services. Lastly, the frequent medical
appointments associated with PD or co-morbidities
necessitate transport to reach the hospital. Patients,
therefore, were dependent on their relatives or pub-
lic transportation, which was sometimes troublesome
and a reason to cancel an appointment. Also, patients
and family caregivers believed that there were fewer
medical options left to alleviate the current symp-
toms.

You can decrease the medication and you can
increase the medication, but I think that there is
not much else you can do, at this stage. You can
still change something in the settings, but that...
(caregiver)

However, instead of grief, most participants
seemed to feel resigned as a result of living for so long
with PD. Some patients stopped visiting an outpatient
clinic as a consequence.

Theme 3: Support by family caregivers

Family caregivers reported numerous everyday
tasks, such as feeding, dressing, and helping their
loved one to bed.

I have to lift her out of the bed to the toilet.
[ . . . ] Sometimes she made it, sometimes she
didn’t make it. Or she was in the toilet, and then
she didn’t have to go anymore and then back
again. Putting her back to bed. How often did
this happen per night? Sometimes up to 12 times...
(caregiver).

They also have a role in arranging, coordination
and organization of healthcare, without little support
from health care professionals. Family caregivers said
that they had not been informed about what was avail-
able for them in forms of information or professional
healthcare, but that, instead, they had found out by
chance.

We were never told that with Parkinson’s you
also suffer other effects over time. And you mean
those cognitive changes. Yes and you don’t know
that. [ . . . ]Now the penny drops again when the
doctor says: ‘Madam is like this and like that’.
Pennies have regularly dropped in cases when
you only hear something afterwards, a remark
that makes you say: ‘oh I know this’. [ . . . ]

Family caregivers reported a continuous state of
awareness as a burden. The continuous awareness
was needed to guarantee the patients’ security and
prevent crisis situations.

Yes, you have no rest. Then you think what is she
going to do, she’s not going to get up, is she?
And constant restlessness that she might fall or
something, you know. (caregiver)

Family caregivers had been taking care of their
loved one for a long period, and consequently had
developed a way of caregiving tailored to the loved
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on. They had learned how to deal with difficult situa-
tions such as delirium, hallucinations and had found
ways that helped them cope with difficult situations.
Their expertise was acquired from previous expe-
riences, and they had developed creative solutions
for everyday problems; for example, do not argue
but confirm beliefs. Although these family caregivers
acquired much knowledge and expertise about the
person with PD, they did not mention sharing this
with healthcare professionals.

Family caregivers described their care giving as “a
duty”. Some of them were almost overwhelmed by
the promise they had made to take care of their loved
one.

I think I am obliged to. You married her, she gave
you children, you can’t just abandon her, that’s
how I feel. (caregiver)

In general, though, scores on the ZBI indicate that
family caregivers experienced mild to moderate bur-
den during the entire time span of participation. A few
family caregivers talked about their feelings of being
overburdened the period before the loved one had
been placed in a nursing home. Their current care-
givers’ burden was rated lower than that of family
caregivers who were living with the patient at home,
probably because they no longer played a role in daily
care. Scores on the MM-CGI-SF show that pre-death
grief is average among family caregivers of patients
with PD. Furthermore, results from the PES indicate
a high level of positive aspects of family caregiving
(Table 3).

The three bereaved family caregivers felt that cur-
rent life was a balancing act between ‘mourning’ and
‘continuing’, which was sometimes a lonely journey.
Two of them mentioned that death was a relief for the
patient – and similarly also for them.

She did not want to become like other people in
the nursing home. For the rest, she may have been
saved from a lot of suffering.... I am glad that she
did not suffer. (caregiver)

The funeral was described as a “beautiful, satis-
fying and warm memory” of paying the last respect
to the person. Important contributors to that feeling
were raising memories of the person with closest
family and friends, in concordance with the person’s
lifestyle and wishes, and at a place that was familiar
for the person, i.e., the nursing home. Shortly after the
death of the loved one, participants received infor-
mal support from their family and friends, but this
slowly petered out. Bereaved family caregivers had

not received oral or written information about grief
or bereavement support.

Theme 4: Thinking about the future

Some participants had given little thought to
advance directives or end-of-life decisions. Other
responded to the question on thinking about the future
as “we cannot predict” and with a ”living by the day”
attitude.

But has it been discussed what is going to
happen in the future? Oh, they don’t know
that either... Everything can happen to you that
doesn’t happen to others. Then you are an excep-
tion to the rule maybe. How do you look at it? Yes,
we will see. You cannot predict this. You should
not worry about it. It passes in your mind, but it
doesn’t bother me. (patient)

No one can tell me how PD unfolds; that is still
uncertain . . . (patient)

Some mentioned a readiness to make these deci-
sions but had not yet acted upon it. A few participants
had shared specific needs and wishes with their family
or general practitioner. Patients and family care-
givers wished for timely discussions about prognosis,
future symptoms, medical treatment, and reimburse-
ment. We discerned that healthcare professionals,
most often neurologists, rather casually informed the
patients about medical options for advanced PD. Fur-
thermore, options of palliative and supportive care
were rarely discussed. Patients appeared more likely
to discuss end-of-life care in times when illness wors-
ening restricted their way of life. If these discussions
took place, this not automatically meant that a living
will or advance directive had been prepared. Con-
versations about future care happened in most cases
‘with death in mind’. A few participants did speak
about end-of-life issues in case they should have
reached the terminal phase, but not about the period
between now and the terminal phase.

Participants made clear that when medical treat-
ment had become futile, they did not want to be
distressed by life-prolonging interventions such as
resuscitation, tube feeding and hospitalization. Some
said they would wish to hasten death by means of
euthanasia when they became more ill.
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I asked her when euthanasia? Yes, we talked
about that and her wish to get euthanasia if things
more worsened. Well, that gives me a peace of
mind, because she is going to a direction were
several symptoms will occur. (caregiver)

Often, participants’ ideas about end-of-life issues
were based on experiences of others, without having
information on or having discussed this topic with
health care professionals.

The woman who has always been neat and tidy,
she can’t live alone in [place name] anymore. She
has been placed in the home as the only woman
without dementia on a ward. No lock on the door,
well I, she said I would rather have died than be
here. (patient)

Substantively, this focused on treatment or state of
life that was wished to be avoided.

DISCUSSION

This study highlights the experiences of patients
with PD in the palliative phase and their family
caregivers over a 12-month period. The qualitative
and quantitative findings were mixed and interpreted
together. We found that a variety of symptoms had an
impact on patients’ and family caregivers’ daily func-
tioning in all life domains—physical, psychological,
existential, and social.

Patients were dependent on others to maintain daily
activities and had faced severe losses in the preced-
ing years. Often, they and their family caregivers
had learned to accept this, or at least had resigned
themselves to it. Patients enjoyed ‘little things’ in
life, such as listening to music or being together with
family. The qualitative part of the study showed sev-
eral burdensome symptoms, yet the quantitative data
showed that the symptom burden was not assessed as
extremely high. We assume that patients might under-
score their symptom burden when they have resigned
themselves to the condition or lack self-awareness,
like reported in other studies of patients with PD
[37–39]. Cognitive deficits, apathy or mood disorders
might negatively affect self-awareness, too. We have
not sufficient data, however, to confirm this suppo-
sition. The findings of this study are consistent with
those of previous studies in PD, in that multiple symp-
toms affect the daily life of a person with advanced
PD [40–42]. However, these studies often found a
high symptom burden and low quality of life, which
we did not find in our group of participants. A pos-

sible explanation might be a response shift and the
fact that physical symptoms are not the only factors
influencing patients’ quality of life [40, 43, 44]. Spir-
itual and psychological care are equally important for
them and their caregivers [40, 45].

Findings of our study emphasize the need for
improving palliative care for people with PD. In
particular, participants noted that specialists reserve
little time for consultations, while they have complex
needs. Furthermore, long waiting lists for consulta-
tions were seen as a barrier, especially when one’s
health status deteriorated. Besides, travel distance
and difficulty with public transportation were men-
tioned as reasons for cancelling appointments. We
suggest that telemedicine or telehealth can improve
specialist care for patients with PD. Telemedicine
has already been shown to increase access to pal-
liative care services [46, 47]. PD nurse specialists
and social workers, too, play an important role in
improving quality of care, by providing information,
fulfilling a surveillance role, and facilitating family
participation and easy accessibility to healthcare ser-
vices [48–50]. However, there comes a moment when
palliative care from a general practitioner is more
appropriate [51]. This particular moment seemed to
have gone unnoticed by the healthcare professionals
in our cases, whereas patients and family caregivers
felt that this moment had already passed. Improved
collaboration between general practitioners and neu-
rologists might be helpful, as both types of clinicians
play a pivotal role in caring for a person with PD, until
death [51]. Additionally, other models might be con-
sidered, including consultative palliative care teams,
integrated palliative care programs and complemen-
tary models (including primary palliative care, an
acute palliative care unit, and an outpatient support-
ive care clinic) [4, 5, 52, 53]. A promising recent
randomized clinical trial on the integration of out-
patient palliative care showed positive outcomes on
quality of life and better symptom burden for people
with PD [54]. Quality of life was improved for those
in the intervention group compared to those in the
control group, as well as non-motor symptom bur-
den, motor symptom severity, completion of advance
directives, caregiver anxiety, and caregiver burden at
12 months. Lastly, health care professionals should
be offered more training in palliative care needs and
the identification thereof, which has also been sug-
gested in other studies in the field of palliative care
for PD [4, 7, 11, 13–15, 40, 55, 56].

Family caregivers seem to regard the increasing
burden as a consequence of the natural process of
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PD. Many caregivers provided extensive care for their
relatives. Often, they overcame great challenges with-
out receiving much formal or informal support. The
family caregivers in our study did not have time and
space to reflect upon the impact of caregiving and the
needs they might have themselves. Besides, the care-
giver burden was found to be moderate, while we had
expected this to be high, considering their daily tasks.
One possible explanation is that some of the partic-
ipants had experienced a high burden in the period
before the relative was placed in a nursing home.
Another explanation is that the family caregivers’
perception of their burden had changed. Comparing
one’s own health situation to that of the patient might
lead to underestimating one’s situation. Furthermore,
as caregivers valued the rewarding aspect of caregiv-
ing high on the PES, it might be interesting to find
out whether this his rewarding aspect has a protec-
tive effect on overall burden. Our findings are in line
with those of other studies that show negative con-
sequences, such as caregivers’ isolation, burden, and
health problems [7, 12–15]. The finding that caregiv-
ing is not only a burden but can also be rewarding
was mainly a quantitative finding. Other studies on
caring for a person with chronic disease found such
benefits as well [57–59].

The family caregivers had acquired much expertise
on how to take care for their relative with advanced
PD. None of the participants, however, reported that
they had shared this expertise with healthcare pro-
fessionals, nor that they had been asked to share it.
We therefore suggest that a lack of time and atten-
tion from healthcare professionals as well as little
relational continuity might be reasons for not sharing
important experiences. Many studies have shown the
importance of supporting and involving the informal
caregiver in professional healthcare for a person with
a chronic disease, which support improves patients’
and family caregivers’ satisfaction [60–62].

Bereavement support consisted of an expression of
sympathy from the health care professional involved,
who, however, did not provide information about
grief, bereavement, or other support services. This
finding is in line with our previous qualitative inter-
view study on the experiences of bereaved family
caregivers, to the effect that bereavement programs
were not routinely offered [20]. Furthermore, society
cultural norms ‘to continue’ and ‘to go on’ might not
be helpful in the long term.

The patients and family caregivers in the present
study identified the need for timely support and infor-
mation on planning for the future. However, only a

minority of the patients had actually discussed their
end-of-life care preferences with their relatives or
GP. Furthermore, while patients and family care-
givers did talk about end-of-life issues and death,
they did not discuss the period between ‘now’ and
‘death’. It is probably easier to speak about end-of-
life and death than about the period when a patient has
become dependent on others. Alternatively, cognitive
impairment might have hindered patients in foresee-
ing developments or in abstract thinking about the
future. Advance care planning has received increased
attention, and is defined as a process that enables
individuals to define goals and preferences for future
medical treatment and care, to discuss these goals and
preferences with family and health-care providers,
and to record and review these preferences if appro-
priate [63]. Research undertaken in other populations
suggested that ACP can improve quality of care at
the end of life and improve communication between
patients, their families and health care professionals
[64, 65]. This is particularly true for patients with
cognitive impairment, who may have difficulty in
communication their person’s goals or preferences
[66]. Furthermore, ACP can be helpful in developing
a more patient-centered care plan based on the per-
sonal goals of a patient and family caregiver [67]. By
now, ACP has been recognized as helpful for peo-
ple with PD to declare their wishes on future care
with regard to potentially occurring situations [56,
67–71], although its effectiveness has not been shown
in randomized clinical trials.

Strengths and limitations

A particular strength of this study is that the
interviews and questionnaires were administered at
three points in time. The severity of the illness often
precludes obtaining all desired information from a
patient. Generally, the patients suffered from severe
fatigue, communication problems, and a lack of con-
centration. The fact that we interviewed them three
times helped to gain a better in-depth view of liv-
ing with advanced PD. Furthermore, content validity
improved by this approach as we could confirm ear-
lier findings from interviews.

A limitation of this study is that we included a small
sample of patients with PD who were cognitively
capable of filling in questionnaires and answering
questions from the interviewer. The generalizability
of findings is also limited by the convenience nature
of the sample. Furthermore, the study findings derive
from patients of two different settings. We acknowl-
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edge that the context of care can make a difference,
in particular with regard to the theme of professional
healthcare. Also, the use of the FACT-G should be
considered, as this instrument has been widely vali-
dated in cancer patients, but not in patients with PD.

Besides, the interviewers might have unintention-
ally focused on burden of care, which could explain
the discrepancies between the qualitative and the
quantitative results. Literature often describes this
tendency of focusing on the negative side of caregiv-
ing [72]. Lastly, our work on bereavement was limited
to only three single after-death interviews. These
interviews with bereaved caregivers were held rel-
atively soon after the relative had died, which means
that we have no insights on the long-term experiences.

CONCLUSION

This mixed-methods case study explored the expe-
riences of patients with PD in a palliative phase
and their family caregivers, over a 12-month period.
Patients described many difficulties in daily living but
rated their quality of life as moderate to positive. Fur-
thermore, family caregivers were not well equipped
to provide care at an advanced stage of the dis-
ease, and often learned person-centered approaches
from doing in practice. They did not, however, share
the gained expertise with healthcare professionals.
Lastly, patients and family caregivers felt that they
were in a phase in which medical options were lim-
ited. They barely addressed this with the healthcare
professionals, while this could be an important trigger
to open up discussions about palliative care needs.

Future directions

This study indicates that patients’ and families’
needs are not fully addressed. Patients often needed
more time for consultation, better information about
and support in maintaining their daily activities.
Advance care planning could benefit patients with
PD, but has not been implemented in the Nether-
lands [17]. Ideally, ACP is started early in the disease
process and at least before a patient loses decision
making capacity [16]. Further research is needed on
the integration of diverse models of palliative care for
patients with PD and their family caregivers [54].

ACKNOWLEDGMENTS

We are grateful to all participating patients with PD
and their family caregivers who contributed to the

study. We also thank Dorian van Amelsvoort from
the Dutch Parkinson’s Disease Association for her
contribution to the ParkinsonSupport Study.

This study was funded by The Netherlands Orga-
nization for Health Research and Development
(ZonMw) (Grant reference number 80-84400-98-
086). Prof. Bastiaan R. Bloem was supported by a
research grant of the Parkinson’s Foundation. The
funding party had no role in the design of the study,
or in data collection, analysis or in writing the
manuscript.

CONFLICT OF INTEREST

The authors declare that they have no competing
interests.

SUPPLEMENTARY MATERIAL

The supplementary material is available in the
electronic version of this article: https://dx.doi.org/
10.3233/JPD-212742.

REFERENCES

[1] Bach JP, Ziegler U, Deuschl G, Dodel R, Doblhammer-
Reiter G (2011) Projected numbers of people with
movement disorders in the years 2030 and 2050. Mov Disord
26, 2286-2290.

[2] de Lau LM, Giesbergen PC, de Rijk MC, Hofman A, Koud-
staal PJ, Breteler MM (2004) Incidence of parkinsonism and
Parkinson disease in a general population: The Rotterdam
Study. Neurology 63, 1240-1244.

[3] Dorsey ER, Bloem BR (2018) The Parkinson pandemic—a
call to action. JAMA Neurol 75, 9-10.

[4] Kluger BM, Fox S, Timmons S, Katz M, Galifianakis
NB, Subramanian I, Carter JH, Johnson MJ, Richfield EW,
Bekelman D, Kutner JS, Miyasaki J (2017) Palliative care
and Parkinson’s disease: Meeting summary and recommen-
dations for clinical research. Parkinsonism Relat Disord 37,
19-26.

[5] Richfield EW, Jones EJ, Alty JE (2013) Palliative care for
Parkinson’s disease: A summary of the evidence and future
directions. Palliat Med 27, 805-810.

[6] Walker RW, Churm D, Dewhurst F, Samuel M, Ramsell A,
Lawrie C, Hill J, Threapleton CJ, Wood B, Gray WK (2014)
Palliative care in people with idiopathic Parkinson’s disease
who die in hospital. BMJ Support Palliat Care 4, 64-67.

[7] Goy ER, Carter JH, Ganzini L (2007) Parkinson disease
at the end of life: Caregiver perspectives. Neurology 69,
611-612.

[8] Miyasaki JM, Long J, Mancini D, Moro E, Fox SH, Lang
AE, Marras C, Chen R, Strafella A, Arshinoff R, Ghoche R,
Hui J (2012) Palliative care for advanced Parkinson disease:
An interdisciplinary clinic and new scale, the ESAS-PD.
Parkinsonism Relat Disord 18, S6-9.

https://dx.doi.org/10.3233/JPD-212742
https://dx.doi.org/10.3233/JPD-212742


218 H. Lennaerts-Kats et al. / Palliative Care in Parkinson’s Disease

[9] McKinley RK, Stokes T, Exley C, Field D (2004) Care of
people dying with malignant and cardiorespiratory disease
in general practice. Br J Gen Pract 54, 909-913.

[10] Edmonds P, Karlsen S, Khan S, Addington-Hall J (2001)
A comparison of the palliative care needs of patients dying
from chronic respiratory diseases and lung cancer. Palliat
Med 15, 287-295.

[11] Giles S, Miyasaki J (2009) Palliative stage Parkinson’s dis-
ease: Patient and family experiences of health-care services.
Palliat Med 23, 120-125.

[12] Miyasaki JM, Kluger B (2015) Palliative care for Parkin-
son’s disease: Has the time come? Curr Neurol Neurosci
Rep 15, 26.

[13] Fox S, Cashell A, Kernohan WG, Lynch M, McGlade C,
O’Brien T, O’Sullivan SS, Foley MJ, Timmons S (2017)
Palliative care for Parkinson’s disease: Patient and carer’s
perspectives explored through qualitative interview. Palliat
Med 31, 634-641.

[14] Goy ER, Carter JH, Ganzini L (2008) Needs and experiences
of caregivers for family members dying with Parkinson dis-
ease. J Palliat Care 24, 69-75.

[15] Hasson F, Kernohan WG, McLaughlin M, Waldron M,
McLaughlin D, Chambers H (2010) An exploration into the
palliative and end-of-life experiences of carers of people
with Parkinson’s disease. Palliat Med 24, 731-736.

[16] Lennaerts-Kats H, van der Steen JT, Vijftigschild Z, Steppe
M, Meinders MJ, Munneke M, Bloem BR, Vissers KCP,
Groot MM (2020) RADPAC-PD: A tool to support health-
care professionals in timely identifying palliative care needs
of people with Parkinson’s disease. PLoS One 15, e0230611.

[17] Lennaerts H, Steppe M, Munneke M, Meinders MJ, van der
Steen JT, Van den Brand M, van Amelsvoort D, Vissers
K, Bloem BR, Groot M (2019) Palliative care for per-
sons with Parkinson’s disease: A qualitative study on the
experiences of health care professionals. BMC Palliat Care
18, 53.

[18] Aarsland D, Kurz MW (2010) The epidemiology of demen-
tia associated with Parkinson’s disease. Brain Pathol 20,
633-639.

[19] Aarsland D, Zaccai J, Brayne C (2005) A systematic review
of prevalence studies of dementia in Parkinson’s disease.
Mov Disord 20, 1255-1263.

[20] Lennaerts-Kats HH, Ebenau AF, Steppe MA, Steen JTvd,
Meinders MJ, Vissers KCP, Munneke M, Groot M, Bloem
BR (2020) “How long can i carry on?” The need for pal-
liative care in Parkinson’s disease: A qualitative study from
the perspective of bereaved family caregivers. J Parkinsons
Dis 10, 1631-1642.

[21] Brumley RD, Enguidanos S, Cherin DA (2003) Effective-
ness of a home-based palliative care program for end-of-life.
J Palliat Med 6, 715-724.

[22] Abarshi E, Onwuteaka-Philipsen B, Donker G, Echteld M,
Van den Block L, Deliens L (2009) General practitioner
awareness of preferred place of death and correlates of dying
in a preferred place: A nationwide mortality follow-back
study in the Netherlands. J Pain Symptom Manage 38, 568-
577.

[23] Bakker L (2018) Case studies getypeerd: De kracht van het
specifieke. KWALON 21, 61-64.

[24] Yin RK (2017) Case Study Research and Applications:
Design and Methods, Sage Publications, Inc Thousand
Oaks, CA.

[25] Baxter P, Jack S (2008) Qualitative case study methodology:
Study design and implementation for novice researchers.
Qual Rep 13, 544-559.

[26] Walshe CE, Caress AL, Chew-Graham C, Todd CJ (2004)
Case studies: A research strategy appropriate for palliative
care? Palliat Med 18, 677-684.

[27] Thomas K, Armstrong Wilson J, GSF Team - National Gold
Standards Framework Centre in End of Life Care (2016) The
Gold Standards Framework Proactive Identification Guid-
ance (PIG). United Kingdom.

[28] Lennaerts H, Groot M, Steppe M, van der Steen JT, Van
den Brand M, van Amelsvoort D, Vissers K, Munneke M,
Bloem BR (2017) Palliative care for patients with Parkin-
son’s disease: Study protocol for a mixed methods study.
BMC Palliat Care 16, 61.

[29] Hoehn MM, Yahr MD (1967) Parkinsonism: Onset, pro-
gression, and mortality. Neurology 50, 318.

[30] Schwab RS, England JAC (1969) Projection technique for
evaluating surgery in Parkinson’s disease. In Third sym-
posium on Parkinson’s disease, Gilingham FJ, Donaldson
IML, eds. E & S Livingstone, Edinburgh, pp. 152-157.

[31] Movement Disorder Society Task Force on Rating Scales for
Parkinson’s Disease (2003) The unified Parkinson’s disease
rating scale (UPDRS): Status and recommendations. Mov
Disord 18, 738-750.

[32] Katsarou Z, Bostantjopoulou S, Peto V, Kafantari A, Apos-
tolidou E, Peitsidou E (2004) Assessing quality of life in
Parkinson’s disease: Can a short-form questionnaire be use-
ful? Mov Disord 19, 308-312.

[33] Cella DF, Tulsky DS, Gray G, Sarafian B, Linn E, Bonomi
A, Silberman M, Yellen SB, Winicour P, Brannon J (1993)
The Functional Assessment of Cancer Therapy scale: Devel-
opment and validation of the general measure. J Clin Oncol
11, 570-579.

[34] Marwit SJ, Chibnall JT, Dougherty R, Jenkins C, Shawgo J
(2008) Assessing pre-death grief in cancer caregivers using
the Marwit-Meuser Caregiver Grief Inventory (MM-CGI).
Psychooncology 17, 300-303.

[35] Zarit S, Zarit J (1987) Instructions for the burden interview.
Pennsylvania State University, University Park.

[36] Fetters MD, Curry LA, Creswell JW (2013) Achieving
integration in mixed methods designs—principles and prac-
tices. Health Serv Resh 48, 2134-2156.

[37] Jenkinson PM, Edelstyn NMJ, Stephens R, Ellis SJ (2009)
Why are some Parkinson disease patients unaware of their
dyskinesias? Cog Behav Neurol 22, 117-121.

[38] Castro PCF, Aquino CC, Felício AC, Doná F, Medeiros
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