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Editorial

Patients with Parkinson’s disease need spiritual care
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In his bestselling book “Being Mortal: Medicine and What 
Matters in the End” the American surgeon Atul Gawande 
wrote: “The battle of being mortal is the battle to maintain 
the integrity of one’s life—to avoid becoming so diminished or 
dissipated or subjugated that who you are becomes disconnected 
from who you were or who you want to be.” (1). In palliative 
care, improving the spiritual dimension of whole person 
care has been merely an attempt to diminish the feeling 
of disconnectedness in self(-perception) of the most 
vulnerable. Attention to spirituality in patients’ with chronic 
neurological diseases has been remarkably low. Today 
when palliative care capacity building among all healthcare 
practitioners caring for patients with chronic illnesses is 
increasing, and the demand towards maintaining the health-
related quality of life has to be met, the interest towards 
why and how to tap into patients’ and their caregivers’ 
spiritual needs and resources is growing.

Benchmarks in health-related spirituality

In the 1960s, the UK hospice movement enriched medicine 
with the notion of spirituality as an important aspect of 
the total pain concept. Nurse, social worker and physician 
Dame Cecil Saunders fought for cancer patients’ integrity 
uniting the best care practices from nursing and medicine 
and developing an ars moriendi model maintaining pain relief 
through ample dosing of morphine (2). Decades later, in 
1991, the World Health Organization (WHO) provided the 
definition below for spiritual dimension. 

“The spiritual dimension is understood to imply a phenomenon 
that is not material in nature, but belongs to the realm of ideas, 

beliefs, values and ethics that have arisen in the minds and 
conscience of human beings, particularly ennobling ideas. [...] 
The spiritual dimension plays a great role in motivating people’s 
achievement in all aspects of life” (3). 

The WHO’s definition indicates that the spiritual 
dimension is an integral meaning-giving aspect of 
human existence, and thus, spiritual needs are universally 
experienced by healthcare professionals, patients and 
caregivers, particularly during critical and transformative 
life events. Since 1991, international efforts have been made 
to improve spiritual care not only in palliative care, but 
also in healthcare in general (4). In 1996, spiritual suffering 
and distress were listed at the NANDA nursing diagnosis 
guidelines (5). In 2006, WHO endorsed spirituality as a 
health-related quality of life indicator (6). In 2012, the 
International Council of Nurses (ICN) stated that “in 
providing care, the nurse promotes an environment in which 
the human rights, values, customs and spiritual beliefs of the 
individual, family and community are respected.” (7). Despite 
all the efforts, healthcare professionals still report difficulty 
in grasping what is meant by spirituality and spiritual 
care, and hence, often fail to meet the spiritual needs of 
patients and caregivers (8,9). In a review of European 
literature, Gijsberts et al. [2019] found that spiritual care 
in palliative care was seen as “attention for spirituality, 
presence, empowerment, and bringing peace” (10). The overall 
problem is that spirituality is rarely promoted as an integral 
component of health and well-being in public health and/
or patient education context, which means that patients 
and caregivers are equally confused when healthcare 
professionals (often unexpectedly) address their liberty 
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to express spiritual topics in the secularized context of 
technical medicine (11,12). 

Conceptualization attempts

In most cases, patients and caregivers do not speak about 
their concerns and needs using the term spirituality. When 
asked about spirituality the oldest of old (85+) from Sweden 
called it “something wonderful and incomprehensible” (13). 
Spirituality is a theoretical concept and the complexity of 
grasping what is meant by spirituality lays in acknowledging 
and accepting its broadness and uniqueness. The consensus-
based definition from the United States defines spirituality 
as “the aspect of humanity that refers to the way individuals seek 
and express meaning and purpose and the way they experience 
their connectedness to the moment, to self, to others, to nature, 
and to the significant or sacred.” (14). European palliative care 
operates according to the following working definition: 
“Spirituality is the dynamic dimension of human life that relates 
to the way people (individual and community) experience, express 
and/or seek meaning, purpose and transcendence, and the way 
they connect to the moment, to self, to others, to nature, to the 
significant and/or the sacred. Spirituality is multidimensional, 
consisting of 

(I) Existential challenges (e.g., questions concerning 
identity, meaning, suffering and death, guilt and 
shame, reconciliation and forgiveness, freedom and 
responsibility, hope and despair, love and joy). 

(II) Value based considerations and attitudes (what is most 
important for each person, such as relations to oneself, 
family, friends, work, things nature, art and culture, 
ethics and morals, and life itself). 

(III) Religious considerations and foundations (faith, 
beliefs and practices, the relationship with God or the 
ultimate). However, it is critical to comprehend that 
in care situations it is the patient who tells us the form 
their own spirituality takes.” (15).

In clinical practice spiritual care is entirely built 
on connectedness. Swinton and Pattison [2010] have 
pronounced that “the activity of ‘spiritual care’ or responding to 
‘spiritual need’ becomes a matter of recognizing what people fail 
to receive in healthcare contexts and trying to ensure that they 
are, as far as possible, assisted on their multiple quests to make 
that which may be absent present.” (16).

Connectedness is not an intervention

In human existence, the whole is more than the sum of 

its parts, which means that human perception cannot be 
divided into physical, social, psychological or spiritual 
realms. Understanding the integrated nature of spirituality 
in all aspects of healthcare provision is crucial when 
speaking about disease induced failure in perception of 
self, others and the world. Even if overall perception and 
sense-making become challenged, seeking for meaning, 
negotiating the life-events, and constructing social-lives 
will be ongoing (17). Atul Gawande [2014] criticizes the 
one-dimensionality in medicine as follows: “Measurements 
of people’s minute-by-minute levels of pleasure and pain miss 
this fundamental aspect of human existence. A seemingly happy 
life may be empty. A seemingly difficult life may be devoted to 
a great cause. We have purposes larger than ourselves. Unlike 
your experiencing self—which is absorbed in the moment—
your remembering self is attempting to recognize not only the 
peaks of joy and valleys of misery but also how the story works 
out as a whole.” (1). Therefore, building and maintaining 
relationships to address and assist on receiving what people 
feel lacking is of utmost importance.

Spiritual care is defined as a generic health care function 
equivalent to emotional care or physical care and thus is 
not discipline specific (18). This means that all healthcare 
professionals carry the responsibility for spiritual care 
provision and maintaining the connectedness. Healthcare 
providers acknowledge the importance of spiritual care, yet, 
what is involved in providing the care remains unclear (19). 
Help is sought from developing assessment-tools (20) and 
the instrumentalisation of spiritual care. Patients, however, 
do not emphasize a need for specific spiritual interventions, 
most of them express their gratitude for feeling listened to 
as a ‘whole being’ instead (21). 

Healthcare chaplaincy

Historically, but often also today, the terms “spiritual care”, 
“pastoral care”, and “chaplaincy care” have been used 
interchangeably, causing confusion and lack of precision (18).  
Compared to generic, not discipline specific spiritual care, 
healthcare chaplains, spiritual counselors and spiritual 
champions are seen as spiritual care specialists. Their 
role and competencies depend on many external factors, 
including organisational culture, different countries’ 
political and religious histories, and/or available resources. 
In their books, Gordon J. Hilsman (22) and Steve  
Nolan (23) provide an educative and inspiring insight into 
the role of chaplains. Educational interventions involving 
chaplains increase the utilization of chaplain services (12,24). 
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As a healthcare innovator, the Mayo Clinic has launched 
a chaplain-led spiritual legacy pilot study “Hear My Voice” 
for patients with advanced diseases, including participants 
with progressive neurologic conditions (25). Although the 
results are yet to be published, the uniqueness of patient’s 
spiritual legacies is nevertheless thought-provoking (and 
heart-breaking).

The spirituality of patients with Parkinson’s 
disease (PD)

The study of Prizer et al. [2019] in the current issue of 
Annals of Palliative Medicine concludes that PD patients with 
a caregiver had significantly higher spiritual well-being 
(106.90, SD =316.00) than participants without caregivers 
(78.49, SD =316.00). In these patients higher FACIT-Sp 
scores were associated with less impairment in quality of 
life, fewer non-motor symptoms, and reduced palliative care 
symptoms. Accordingly, the authors are demonstrating that 
“spirituality might be more important at an earlier stage of PD”. 
Patients’ spiritual well-being was associated with less anxiety 
and depression, which led to a conclusion “that spiritual 
counseling might be an important target in the management of 
PD and should be considered when a patient and the caregiver 
are visiting our department” (26). In fact, this is one of the 
first comprehensive studies on this important dimension on 
human being in PD.

Results of the study by Prizer et al. [2019] highlight the 
influences of spirituality in PD management. Particularly 
the relationship between meaning, peace, faith, mood, 
palliative symptoms, and quality of life give reason to 
integrate spirituality in the clinical history obtained by 
the physician. Boersma et al. [2016] have demonstrated 
that at the time of diagnosis PD patients do not think that 
palliative care might be adequate for them. They believe 
that palliative care is associated with hospice, advanced 
cancer, and end of life. At the same time, many PD patients 
believe that religion and spirituality are important for them 
helping with the acceptance of PD diagnosis and for moving 
forwards in their new life with the disease (27).

Palliative care concepts for PD patients often include 
spirituality (28). In our own study, we found PD patients 
at the end of life in a state of tranquility, which addressed 
the caregiver’s and our own sense of spirituality (29). 
Accordingly, all clinicians treating individuals with PD 
should consider spirituality in their practice and provide 
access to specialist spiritual care. This data further supports 
the effects of holistic, interdisciplinary care provided to PD 

patients by healthcare teams.

Thinking of future benchmarks

Liefbroer et al. [2019] have argued that integrating spiritual 
care into healthcare, which is spiritually diverse context, 
is challenging. Currently there are different perspectives 
regarding integrating the spiritual domain into healthcare 
and medicine. Here, two questions play a central role: (I) 
who should provide spiritual care? and (II) what is the role 
of caregivers’ spirituality when providing spiritual care? (30). 
Gijsberts et al. [2019] found that in terms of conducting 
studies there seems to be a disagreement between North-
American scholars who call for a hypothesis-driven 
outcome research based on the use of validated instruments 
and assessment of potential confounding variables (31). 
At the same time European researchers feel that health-
related quality of life may not fully capture the effects 
of creative, narrative, or ritual work, which are forms of 
spiritual care provided. Accordingly, the suggested direction 
is the development of (instruments to measure) narrative 
outcomes (10). Everything considered, addressing and 
attending spirituality in patients’ with chronic neurological 
diseases remain a challenge for clinicians and researchers. 
Patients with PD and their caregivers need spiritual care to 
make sense, seek for meaning, feel connected. Appropriate 
models of spiritual care, however, are yet to be developed.
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