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Abstract

Background: We desired relevant information from patients with Parkinson’s disease (PD) and
their caregivers for help in planning a long-term support program. Methods: We compared 3 ap-
proaches: 1) a standard needs assessment questionnaire, the Camberwell assessment of need in
the elderly, 2) an open-ended listing of needs, and 3) participation in a narrative medicine pro-
gram in which health care professionals were involved. Results: On the questionnaire, patients
reported physical needs as the most important while their caregivers were more concerned about
psychological needs. The open-ended listings revealed additional needs, particularly access to re-
liable information about PD and to opportunities to participate in clinical research. The narrative
medicine process yielded a number of new insights and proposed solutions, particularly related to
the heterogeneity of needs across individuals, the importance of providing hope, and the fact that
caregivers expressed that their needs had been largely neglected. Participation in the narrative
medicine sessions led to an increase in measured empathy by health care professionals, an im-
provement in measured depression among PD patients, but a worsening of measured depression
among the caregivers. Conclusions: We have identified important needs and potential solutions to
be considered in providing long-term support to patients with PD and their caregivers.
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1. Introduction

While existing treatments can substantially lessen the symptoms of Parkinson’s disease (PD), patients with this
neurodegenerative disease ultimately experience progressive disability. Over time, as the severity of illness
changes, a wide spectrum of medical, psychological and social support resources become critical to patients and
their families in order to lessen the burdens of illness [1] [2]. The provision of support resources and services
usually occurs in an unorganized fashion with patients being referred to several different health care profession-
als and agencies with poor communications between them and an absence of integrated goals or processes. In
order to overcome this problem, increase patient and caregiver satisfaction, improve quality of care, improve
health outcomes and create care efficiencies, we set out to establish a formal, organized and integrated support
program from diagnosis to death for patients with PD under care at our institution. Initial discussions and plan-
ning for the program occurred in a steering committee consisting of multidisciplinary health professionals. In
order to ensure a “patient-centered” design for our program, the present study was carried out to obtain informa-
tion about which support resources were considered to be of greatest need by PD patients themselves and their
caregivers. In addition, we sought to determine which mechanism of information collection provided the best
insights. For this, we compared a standard needs assessment questionnaire, an open-ended listing of anticipated
needs, and participation in a narrative medicine program. The discipline of narrative medicine has developed as
a model of medical practice that incorporates close reading of narratives (e.g., poems, short stories, essay, video
clips), interpersonal discussions and reflective writings in order to generate empathy, reflection and trust be-
tween care providers and patients and their families [3]. Narrative medicine approaches have been applied to a
variety of purposes, such as improving a therapeutic milieu, obtaining patient and family feedback on care ser-
vices, and professional training [3]-[5].

2. Methods

Following appropriate institutionally approved informed consent, we enrolled 6 patients with PD, their 4 care-
givers (1 patient was widowed and another’s spouse was ill and could not participate) and 6 health care profes-
sionals. Each patient and caregiver completed an open-ended description of support resources anticipated to be
needed over the course of the illness. Each separately participated in an interview by a social worker (MH) in
order to complete the Camberwell Assessment of Need in the Elderly (CANE) [6]. This instrument includes 26
questions about areas of need for patients (e.g., housing, meals, falls) and 2 questions on areas of need for care-
givers (information, psychological). Each patient and caregiver completed the self-report Geriatric Depression
Scale (GDS) [7] and each health professional completed the self-report Jefferson Scale of Physician Empathy
(JSPE) [8] just prior to and just after participating in the narrative medicine sessions. All 16 subjects jointly par-
ticipated in 7 monthly narrative medicine sessions, each lasting about 90 minutes and led by a narrative medi-
cine professional (NG) and a movement disorders neurologist (RK). Subjects were instructed to review assigned
and provided readings before each session. Readings were selected for their relevance to potential challenges in
dealing with a chronic, progressive illness like PD. The sessions consisted of interactive discussions about the
meanings and implications of the material followed by self-reflective writing in response to a question relevant
to the readings and potential needs of patients or caregivers. At the beginning of each subsequent session,
themes extrapolated from the previously written narratives were brought forward and commented on. At the fi-
nal session, each subject was again asked to write in an open-ended fashion about what support resources they
anticipated in the course of PD.

Subject-produced writings from each narrative medicine session were reviewed for insights regarding antic-
ipated support needs. They were also subjected to computerized lexical analysis using the Linguistic Inquiry and
Word Count (LIWC) program developed by Pennebaker and colleagues [9]. We compared the self-generated
description of anticipated needs provided by patients and caregivers before and after the narrative medicine pro-
gram. We also compared patient and caregiver GDS scores and clinician JES scores before and after participat-
ing in the narrative medicine program. When relevant, we compared results for the 3 participant groups: patients,
caregivers and clinicians.

3. Results

Six PD patients (2 men, 4 women, average age = 73 years [range: 67 to 86], average duration of PD = 9 years
[range: 2 to 16 years], Hoehn and Yahr stages Il [n = 3], Il [n = 2], IV [n = 1]), their 4 available caregivers (2
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men, 2 women, average age = 71 years [range: 67 to 78 years]) and 6 health professionals (neurologist, rehabili-
tation physician, 2 nurses, speech therapist, 2 internal medicine residents; age range 28 to 60) participated in the
study.

On the CANE, PD patients reported physical mobility, psychological distress, physical health, eyesight/hear-
ing issues and safety of self and others as the areas of greatest need. In contrast, caregivers rated psychological
distress and potential for patient self-harm as greater needs than the physical problems the patients focused on.

In the initial open-ended descriptions of anticipated needs, obtained prior to the narrative medicine sessions,
PD patient and caregiver groups listed needs that were similar to each other. There were several needs not con-
veyed in the CANE, particularly a need for easy access to accurate information regarding the diagnosis of PD,
the symptoms of the illness, medication therapy, recent research findings, clinical research opportunities, and
opportunities to be involved with the PD community. Subjects also reported the need for support programs for
exercise, speech and psychological coping. Both the listings of anticipated needs and the CANE indicated needs
for support services related to transportation, financial planning, future life planning, and activities of daily liv-
ing, especially food preparation and housekeeping.

After the narrative medicine sessions, patient and caregiver groups again listed needs that were similar to each
other. Compared to the initial listings, the post-sessions listings included more specific information about needs
and included some specific solutions. For example, they requested a centralized website that could serve as an
information aggregator, informational classes and support groups for patients recently diagnosed with PD and
their caregivers, the availability of case managers to help them better understand available resources, mentoring
of newly diagnosed patients by those with longer standing illness, creating patient “buying clubs” to reduce drug
costs, and forming support groups around shared activities (e.g., knitting, music, photography, dance, volunteer-
ism) and shared intellectual interests (e.g., books, politics, lobbying for PD research).

On the GDS, patients experienced a decline in depression scores, from a mean of 3.80 at baseline to 3.50 after
the narrative sessions. Interestingly, caregivers showed an increase in measured depressive symptoms (mean
score 1.33 at baseline and 9.00 after the sessions). On the JSPE, the health professionals demonstrated an in-
crease in measured empathy (mean score of 120.67 before the sessions, 126.00 afterward). The number of sub-
jects was too small to apply statistical tests of significance.

Surprisingly, lexical analyses of the written narratives revealed that caregivers expressed the most anger, an-
xiety, and negativity and they expressed many needs of their own, including help in dealing with their own fears
and with obtaining assistance in caregiving. Caregivers felt neglected, seeing that most of the attention and dis-
cussions about care and support were directed at the person with PD. Additionally, the narratives identified the
existence of substantial interpersonal strains between patients and their caregivers and other family members.

4. Discussion

The use of the CANE provided standard and expected information about anticipated needs. This is probably be-
cause the instrument has fixed domains of need that are assessed. There is no opportunity for subjects to report
other needs. Interestingly, though, we found a difference between patients and caregivers regarding their need
priorities. The fact that patients focused on physical needs while caregivers emphasized psychological needs is
probably not surprising given information indicating that spousal caregivers of patients with PD reported greater
burdens from mental than physical stresses [10] and that measured caregiver burden is closely associated with
psychiatric features of the illness [11]. In addition, it has been reported that caregiver emotional distress is
strongly dependent on the degree of depression in the PD patient [12].

The open-ended listing of anticipated needs yielded new information beyond that obtained by the CANE. In
particular was an expressed need by patients and caregivers for information and education about PD. There was
also again a focus on the need for support with psychological coping. It was clear that the open-ended listings of
needs provided after the narrative medicine sessions were quite different, with both patients and caregivers ex-
pressing very specific and concrete suggestions for support resources. Many of these were excellent suggestions
for incorporation into our support program. Undoubtedly, the narrative medicine program provided literary con-
text for thought and opportunities for discussion that encouraged a deeper, richer and more concrete formulation
of needs and support options.

The observed improvement in depression scores for our PD patients after the narrative program was antic-
ipated and is consistent with the reported long-term improvement in emotional and physical health after expres-
sive writing observed in a variety of illnesses [3] [5]. On the other hand, the worsening of depression among the
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caregivers was unexpected and may have been related to being encouraged to recognize and express feelings
that may have been previously suppressed or seeing the decline of more advanced patients in the group which
may have forced them out of denial or have threatened their feelings of optimism or hope.

Narrative medicine has been used successfully in training medical residents and mentoring physicians and
other health care providers to better communicate and empathize with patients in order to improve the quality of
patient care [3] [13]. Therefore, the measured increase in empathy among the health care professionals was con-
sistent with prior observations. This appears to be an accompanying benefit of the narrative approach.

The narrative medicine process clearly yielded a large number of insights regarding the development of a
support program that were not evident by the other methods utilized. Some of the key insights are summarized
as follows. First, the group concluded that a population of PD patients cannot be viewed as a homogeneous ent-
ity since the illness’s manifestations and the patient’s responses are as unique as each individual who is faced
with its challenges. Each patient and care partner (the term “care partner” was offered by patient and caregiver
participants as a preferred alternative to “caregiver” or “caretaker”) brings their own set of strengths and weak-
nesses in coping with PD. Pre-illness personality traits and relationship qualities appear to carry through after
the diagnosis and must be considered in assessing support needs. Thus, because of this heterogeneity of people,
there will be no support approach or set of resources that satisfies everyone’s needs. What works for one person
may not work for another, and a series of support options is needed from which patients and their care partners
can choose. Second, patients differ in terms of when they are ready for information and action. The need to un-
derstand their illness is a clear responsibility of a patient once diagnosed, but some may need time to become
ready. Being able to put the information into perspective is an important quality that may take time to develop.
For some, denial is an impediment, for others it is a positive way to bide time until they are ready to learn more.
Therefore, the best timing of support interventions may be very different from person to person. Health care
professionals should be ready to provide the information the patient wants and is ready for—no more, no less.
Third, the group concluded that the provision of optimum support begins with the diagnosing physician. It was
apparent that when discussing the diagnosis and its implications, the physician should aim for the middle ground
where truth and hope can reside together. There was general agreement that a critical, and unfortunately often
missing, aspect at the time of diagnosis of PD is the need for the physician to instill hope. This is also needed
throughout the course of PD. Patients explained that true hope arrives for a patient only when they recognize
that there are real options and they have genuine choices. The best support program will provide such options.
Hope can flourish only when the patient believes that what they do can make a difference, that their actions can
bring a different future. To have hope is to have belief in one’s ability to have some control over their circums-
tances; that one is no longer strictly at the mercy of the illness. Feelings of loss of control, that the disease con-
trols you, contribute to loss of hope. It was also agreed that a good and supporting physician acts as a guide,
providing choices, understanding and knowledge which give control. Recent scientific evidence that suggests
engaging in regular physical exercise might improve the symptoms of PD and possibly favorably influence its
course [14] was given as a good example of actions that might allow patients to regain some control over their
illness. Participation in research is another potential mechanism that was discussed.

5. Conclusion

Overall, we found that the narrative medicine approach allowed healthcare professionals to engage in imperative
discussions about healthcare with patients and their care partners, to deepen understanding of their needs in a
patient-centered fashion and to better align support services with those needs. Although time consuming, narra-
tive medicine methods allowed participants to contemplate their needs and to articulate their thoughts about
those needs. In addition to providing a context for engagement and for support in an emotionally and intellec-
tually challenging way, the narrative medicine approach yielded important insights that were not identified by
other, briefer and more commonly used approaches such as questionnaires and assessment instruments. In par-
ticular, we learned about the important need for additional support services directed not only to patients with PD
but also to their care partners and focused on their interpersonal relationships and stresses and their need for on-
going hope in dealing with the illness.
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