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Abstract: Although previous research has attempted to iden-
tify the needs of caregivers for individuals with Parkinson’s
disease (PD), most has focused on the demands associated
with the physical needs of the patient, and not on ‘‘mental bur-
den.’’ This study used the repertory grid method to capture the
full range of caregivers’ subjective experience, quantify their
perceptions, and to acquire information that might be useful in
directing remediation attempts. Within this sample, caregivers
reported far greater burden from ‘‘mental stress’’ (e.g., worry-
ing about individual’s safety) than from ‘‘physical stress’’
(e.g., lifting individual into bed). Specifically, caregivers were

primarily concerned about spousal safety, as this requires con-
tinuous vigilance and constant worry. Caregivers also reported
experiencing ‘‘little deaths’’ as the disease progresses, related
to a loss of independence for the couple, and the steady dimin-
ishment of social networks. Increasing attention on the mental
burden experienced by spousal caregivers promises to increase
quality of care, and quality of life for individuals with
PD, by improving quality of life for the caregiver. ! 2010
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Caregivers are often overlooked, but integral mem-
bers of a patient’s health care team, and are associated
with decreased morbidity and mortality, and increased
quality of life.1 However, these patient benefits come
at a cost to the caregiver, and the burden associated
with the caregiving experience often results in stress,
diminished immune system, and impaired psychosocial
functioning.1,2 Despite the importance placed on
healthcare ‘‘teams,’’ only 1% of published papers con-
cerning Parkinson’s disease (PD) refer to problems
related to caregiving.3 Providing care to a spouse with
a progressive, chronic, and debilitating disease affects
all aspects of a caregiver’s life, from social isolation to
worsening of their psychological health.4,5 The burden

experienced by a caregiver is often related to symptom
management, level of care required for activities of
daily living, the perception of his/her ability to control
the disease, perceived support (social, professional,
healthcare, literary, and technological resources), finan-
ces, and caregiver knowledge of the disease.6

This study focuses on the burden experienced by
family caregivers—specifically, on the burden borne
by caregivers of individuals with PD. The unpredict-
ability of PD means a greater lack of control for care-
givers, and families are often ill equipped (mentally
and physically) to provide care.7 Burden can be split
into three categories: physical, mental, and social.
Physical burden depends upon disease severity and the
amount and intensity of care required; mental burden
depends on the level of personal connection and how
emotionally close the caregiver is to the individual
with the disease; and finally, social burden reflects
intrapersonal conflicts, level of appreciation, and the
availability of social contacts and support.8 Neuro-
psychiatric symptoms are significantly more problem-
atic for caregivers than physical symptoms.9
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Although the measurement of burden is not new,
previous efforts at conceptualizing caregiver burden
have not attempted to integrate the assessment of bur-
den with an evaluation of coping mechanisms. The
purpose of this manuscript is to present a novel method
for exploring caregiver burden and to identify methods
by which clinicians and family members might work
to ameliorate associated problems. To this end, this
study will use repertory grid techniques within a sam-
ple of spousal caregivers of individuals with PD, to
determine: (1) the aspects of care that are most salient
to caregiver burden within this population and (2) con-
structs that accurately describe this unique burden.

METHODS

Participants

Participants were 5 spousal caregivers providing
care for a family member with PD. Participants were
recruited through Parkinson Society Canada, South-
western Ontario Region.

Procedure

Data collection and evaluation was done using a
repertory grid methodology.10,11 To this end, we used
a series of probative questions (Table 1) to elicit infor-
mation about aspects of burden. Caregivers were asked
questions within three general domains of function:
knowledge of PD, support systems for caregiving
within the home, and general coping strategies.
Responses to these questions formed the ‘‘elements’’
within the grids (e.g., ‘‘personal grooming,’’ ‘‘support
group,’’ and ‘‘internet resources’’). Participants were
then asked to generate descriptive adjectives (‘‘con-
structs’’) for these elements (e.g., ‘‘difficult,’’
‘‘helpful,’’ and ‘‘unreliable’’). A sample repertory grid
is presented in Figure 1. These grids were used in
much the same way that a standard questionnaire
might be used to evaluate attitudes toward aspects of
burden (i.e., participants placed a number in each cell
of the matrix, indicating the extent to which a particu-
lar ‘‘construct’’ described a particular ‘‘element’’). By
using this method, instead of more traditional question-
naire-based methods, we gain two important advan-

TABLE 1. Probative questions used in the construction of the repertory grid
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tages: (1) participants direct the focus of the burden
questionnaire, and (2) information can be evaluated
both quantitatively and qualitatively within the same
group of participants.10–13

The study protocol and all consent documentation
were approved by the Health Sciences Research Ethics
Board at the University of Western Ontario.

Analysis

Data analysis was done using sci:vesco.web, a web-
based repertory grid administration and analysis pro-
gram, which uses principal component analysis (PCA),
and hierarchical cluster analysis to estimate distances
among constructs (i.e., the specific responses to ques-
tions), and elements (i.e., participant-rated similarities
among responses to questions) to identify themes
within the data. Separate grid analysis was done quan-
titatively for: (1) a general overview of the PCA of
each participant’s grid; (2) the cluster distances
between all elements for each participant; (3) the
pooled set of constructs from each participant; and
finally, qualitatively for (4) a focused analysis of each
participant’s repertory grid and highlighting common
themes. This allows for a focused analysis of the

individual grids by locating the elicited elements in
multidimensional space.

RESULTS

Quantitative and qualitative results demonstrated
convergence within all major themes, and traditional
methods of assuring the trustworthiness of qualitative
data (e.g., member-checking) demonstrated stability for
the conclusions drawn within this article. Participants
were all women with ages ranging from 49 to 71 years.
The length of time since their spouse’s diagnosis with
PD was between 2 and 14 years.

The overriding theme within the analysis concerned
the mental burden associated with caregiving. This could
be subdivided further into the more specific concerns of
social isolation experienced by the spousal dyad and
safety concerns of the caregiver. Additionally, partici-
pants identified education as being ameliorative to the
mentally burdensome aspects of caregiving.

The Burden of Social Isolation

The loss of independence for spousal caregivers is
reflected in statements, such as: ‘‘your life is based on
your spouse’s mood.’’ Unpredictability of PD symp-

FIG. 1. Sample grid: Measuring knowledge needed to complete caregiving tasks. Elements were generated from the probative questions (see
Fig. 1). Constructs were generated by participants as descriptors of the elements. Participants were asked to rate each element on a scale of 1 to
10, for each of the constructs.

191BURDEN EXPERIENCED BY SPOUSAL CAREGIVERS

Movement Disorders, Vol. 25, No. 2, 2010



toms, and the rigors of medication schedules, limits the
ability of caregivers to plan activities outside the
home. Quantitative analysis suggested that ‘‘desire for
independence’’ was clustered with ‘‘available,’’ and
‘‘not going out’’ was clustered with the descriptors
‘‘not helpful’’ and ‘‘ineffective.’’ When participants
noted family members as resources, these individuals
tended to be clustered with the descriptors ‘‘support-
ive,’’ ‘‘effective,’’ ‘‘verbal,’’ ‘‘recurring,’’ and
‘‘available.’’

The Burden of Safety Concerns

Many caregivers reported that they are always ‘‘on
guard,’’ ‘‘watching and worrying’’ about their spouse.
The lack of insight by the person with PD forces the
caregiver to constantly be reminding and cueing his/
her spouse as to how to safely perform tasks. The
resources of ‘‘patience’’ and ‘‘behavior cueing’’ were
clustered with the descriptors ‘‘difficult’’ and ‘‘mentally
taxing.’’ In almost all cases, the constructs ‘‘difficult,’’
‘‘mentally taxing,’’ ‘‘slow,’’ and ‘‘inefficient’’ were
clustered together and were rated as being very similar
(i.e., they demonstrated very small distance measure-
ments). Being ‘‘organized’’ and ‘‘following a daily rou-
tine’’ were seen as ‘‘difficult’’ and ‘‘mentally taxing,’’
whereas physical tasks (e.g., ‘‘shoveling snow’’) were
seen as ‘‘physical’’ and ‘‘efficient.’’ Supporting this,
one caregiver noted: ‘‘I would shovel a 100 driveways
if I had to. It is a physical burden, but I’m more
stressed about making big decisions on my own that
we used to do together, like whether or not to sell the
house. That is what is hard!’’

The Importance of Appropriate Education and
Support

Support groups provide an outlet for spousal care-
givers; caregivers appreciate the opportunity to meet
and share with others in similar situations. PCA dem-
onstrated support groups as being clustered with
‘‘effective,’’ ‘‘supportive,’’ ‘‘available,’’ ‘‘inexpensive,’’
and ‘‘helpful.’’ Many spouses have additional social
outlets (e.g., gym memberships, walking groups, lunch
clubs, and card clubs), and these social outlets were
more closely associated with ‘‘relaxing’’ and ‘‘helpful’’
than ‘‘effective’’ and ‘‘supportive.’’ This may suggest
that the impact of support groups is to lessen mental
burden through the process of sharing with others in a
similar situation, whereas other social interactions
derive their benefit from their ability to provide relief
from anxiety and other nonspecific sources of mental
burden.

DISCUSSION

Overall, these results are supportive of the idea that
the primary source of caregiver burden within this pop-
ulation derives from mental aspects of caregiving.
Recurring themes within the data are ‘‘social isolation’’
and ‘‘safety concerns.’’ Participants also report signifi-
cant relief of burden by way of educational opportuni-
ties and through the use of support groups and (where
possible) social outlets.

One major issue that is not often addressed within
the literature is the effect of decreased social networks.
One caregiver described that as the disease progresses,
the couple experiences a series of ‘‘little deaths’’ with
each loss of social contact; first with work-related con-
tacts, then friend, and finally family contacts. This
decrease in work-related, friend, and family social inter-
actions is primarily due to the unpredictability of symp-
toms, strict medication regimens, and general discomfort
of the individual with PD. This decline in availability of
social outlets affects the ability of the caregiver and the
person with PD to engage socially as a couple—which
is critical insofar as it represents the main source of sup-
port for both. As the disease progresses, family becomes
an important social network, often the only outlet for
caregivers and persons with PD. Grandchildren were
especially important as they serve as a great stress relief,
distraction, and entertainment for both spouses.

The main concern addressed by all spousal caregiv-
ers was spousal safety. Safety is the most frightening
and stressful aspect of care for caregivers. Understand-
ably, both the caregiver and the person with PD want
to hold on to independence for as long as possible, and
this constant focus on safety draws attention to the fad-
ing independence of the person with PD.

This ongoing caregiver vigilance is a constant re-
minder to the spouse of his/her increasing loss of inde-
pendence and exhausts the caregiver. The constant
‘‘watching and worrying’’ consumes so much energy
that it can exhaust the caregiver. Spousal caregivers
are very cognizant that their actions and reminders
cause the person with PD to become increasingly
aware of his/her decreasing independence. Adding to
this concern is the fact that the individual with PD is
often unaware that he/she is not performing an activity
safely and needs to be reminded frequently as to how
these tasks can be completed safely. This safety issue
was aptly highlighted by one participant: ‘‘when walk-
ing up the stairs, sometimes he only puts the tips of
his toes on the step, and thinks that since his toes are
on the step, he is safe. It is the scariest thing, and I
worry about his safety because he needs reminding
about common things like that.’’
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Caregivers are inundated with education about com-
pleting activities of daily living, feeding schedules and
medication provision. Interestingly, however, although
activities of daily living are often the focus of research
and serve as the mainstay of information geared to-
ward caregivers, the major concerns of caregivers are
related to the safety of the individual under care, and
the social isolation experienced by the couple. The
results of this study suggest, therefore, that more edu-
cation needs to be directed toward methods of coping
with these mental stressors.

Future Considerations

The primary objectives of this study were to develop
an increased appreciation for the unique caregiver bur-
den that is experienced by caregivers of individuals with
PD. At present, most caregiver burden scales do not take
into account the subjective nature of the burden experi-
enced by caregivers for individuals with PD—and this
subjectivity is exacerbated by the inter- and intra-indi-
vidual variability of PD. The repertory grid technique is
a useful way of assessing unique burden profiles and
may inform methods for ameliorating a caregiver’s sit-
uation as the care receiver’s disease progresses.

Similarly, this study also suggests that the coping
mechanisms used by caregivers may be ineffective. All of
the caregivers interviewed for this study reported a vari-
ety of social outlets, but also noted that these activities
served more as a ‘‘distraction’’ than a ‘‘support.’’ This
highlights the fact that the opportunity to share concerns
in a safe and nonjudgmental setting was among the most
effective methods of reducing burden. More emphasis on
the development of spousal caregiver support groups, as a
means of sharing knowledge, resources, and support,
should lead to a reduction in caregiver burden.

Healthcare professionals must be provided with
information concerning the dimensions of caregiver
distress, including appropriate resources, coping mech-
anisms, skills, and support group recommendations.
The simple act of asking how a caregiver is coping
would increase his/her sense of value within the
healthcare team. Spousal caregivers of individuals with
PD become so attuned to discuss the condition and the
needs of their spouse that they are not accustomed to
discuss their own needs and concerns. Ensuring that
the quality of life of the caregiver does not decrease is
of utmost importance, as they are the main provider of
care for the patient, and essentially dictate quality of
life for the individual with PD. Communication resour-
ces informed by medical and psychological theory
would improve the support available to caregivers and

would help in meeting their needs to manage care-
related burden.
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