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ARTICLE INFO SUMMARY

Keywords: A confluence of variables in Parkinson’s disease results in Parkinson’s informal caregivers
caregiver facing tremendous challenges. Factors include: motor and non-motor symptoms, staging, rate of
skills progression and increased life expectancy of people with Parkinson’s (PwP) due to effective drug
Parkinson’s Disease therapy and surgery. Informal caregivers may have to cope with dispersed family members, and a
lack of centralized disease specific healthcare support alongside shrinking healthcare budgets and
resources.
These variables demonstrate the need to strategically address the unmet needs of the informal
caregiver. Expectations placed on caregivers by themselves, the PwP, family members (often absent)
and the healthcare system can threaten their physical and mental health, giving rise to the question:
Who cares for the caregiver?
In answering this question, this article discusses the needs of caregivers, presents various models

of caregiving, and considers the nature of caregiver interventions.

© 2009 Elsevier Ltd. All rights reserved.

1. The caregiving context

Parkinson’s disease (PD) is a progressive, chronic illness, often of
long duration; informal caregivers face the challenge of having
to make continuous adjustments to their lives as they care for
someone with this complex illness. Many, if not most, caregivers
struggle to cope with the various expressions of PD with its variety
of motor and non-motor symptoms. At diagnosis, caregivers are
faced with an uncertain future with regard to progression, making
it extremely difficult to learn how to cope with a condition that has
such a variable prognosis.

As PD progresses, caregivers adapt to a role for which there are
no rules and which challenges them on a daily basis; caregivers
provide help to someone whose mobility may fluctuate so that at
times little help may be required, while at other times, the PwP may
be almost completely dependent on others for care. The caregiving
situation can become even more complex when end of life issues
have to be faced, where caregivers encounter the ever increasing
needs of a PwP in the face of limited services. Given the nature
of the PD spectrum, the caregiving role usually unfolds slowly but
over a long period of time.

In some senses, this is an unprecedented time for both PD
informal caregivers and healthcare providers. The treatment of PD
was revolutionized in the late 1960s, and as effective treatment was
discovered, its impact was remarkable with regard to both duration
and quality of life for PwP and their caregivers [1-3]. Concurrently,
advances in both medical care and public health, including
enhanced access to immunization, drug therapy sanitation, and
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nutrition have resulted in larger numbers of people living longer,
and thus, at risk for more health problems [4]. Additionally, the
lengthened lifespan of PwP has increased the need for, and use of,
services.

When caregivers cannot cope with the demands of caring for a
PwP, the burden may shift to the healthcare system. This question,
“Who cares for the caregiver?” becomes even more urgent given
the incoming “demographic imperative”, where numbers of adults
over age 65 in the U.S. (and other countries) are expected to double
in the next twenty years [5]. Yet caregivers seeking help encounter
barriers as they attempt to access overextended healthcare systems
whose foundations are cracking [6], resulting in the reduction of
services. Medical and social gains, including the demise of the
nuclear family, more women in the work force, delays in retirement,
and increased life expectation, result in increasing numbers of older
adults needing care with fewer family members at home to provide
it [7]. The case is clear - caring for the caregiver is crucial, not only
for what they provide and the resultant effects on PwP and society
at large, but simply due to the fact that they are human beings in
need of assistance.

2. Needs and challenges faced by caregivers

Clearly, PD is a complex disorder, and the difficulties faced by
caregivers often depend on the nature of the progression. Its motor
features, including impact on general mobility, gait, falls, and motor
fluctuations can certainly play a role in the need for caregivers to
provide assistance. Caregivers may experience burden related to
the PwP’s activities of daily living, motor difficulties and levels of
disability [8-12]. That said, non-motor symptoms, including sleep
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issues, incontinence, depression and other mood disturbances, and
cognitive changes, may be even more distressing for the caregiver
and their quality of life [8,10,11,13-17].

Caregivers do not only face the present challenges of PD
but may also experience extreme worry as they consider the
future, wondering how they will cope with advancing PD and its
accompanying prospect of profound deterioration [18]. Caregivers
often feel overwhelmed, and may be grieving multiple losses as
they reflect on the changes PD has introduced in their past, present
and future.

3. Models of caregiving career and roles

The picture painted so far is quite grim. However, as healthcare
professionals will know, some people can be remarkably resilient in
the face of great difficulty, while others find it difficult to cope at all;
this may have something to do with pre-morbid personality [19].
Healthcare professionals are privileged to have an influential role
as they interact with people in need; however, this experience can
be negative, neutral or positive, depending upon many factors.

One such factor influencing the interaction with caregivers is the
health professional’s understanding of caregiving. When counseling
caregivers, using a conceptual framework of caregiving tasks may be
useful, understanding that the experience of each stage will differ
for each individual. The concept of a caregiving career has found
support in the literature [20-22] This career is comprised of three
general stages: first, the preparation for and acquirement of the
caregiving role; second, the actual provision of caregiving and third,
the disengagement from the role [20].

Caregivers and professionals may find it useful to understand
further distinctions in this caregiving career. Montgomery and
Koslowski propose seven markers to the caregiving career that
further detail the actual tasks [21]. Naturally, they vary by situation
and context, yet these markers can help to orient caregivers even
when the nature of the disease process is uncertain. In order of
succession, they are as follows:

Marker 1: Performing caregiving tasks

Marker 2: Self-definition as a caregiver

Marker 3: Performing personal care

Marker 4: Seeking assistance and formal service use
Marker 5: Consideration of nursing home placement
Marker 6: Institutionalization

Marker 7: Termination of the caregiving role

Each of these markers requires skill in order to learn the role
and to manage the challenges that accompany them. Schumacher
et al. make reference to “family caregiving skills” which share three
characteristics [23]. First, caregiving requires combining previously
learned skills with new ones specific to the care of the illness.
Second, it blends knowledge of the person with information on
the particular aspects of care required. Third, caregiving aptitude
develops over time. Within this caregiving skill, there are nine
core processes: monitoring, interpreting, making decisions, taking
action, making adjustments, providing hands-on care, accessing
resources, working together with the ill person, and negotiating
the health care system [23].

While providing caregivers with characteristics and models about
the staging of both PD and the caregiving career may help orient
caregivers to the nature of their role, these models are not enough.
Caregivers often feel powerless in the face of PD. It is important to
acknowledge this and to recognize that there are no easy answers
to the obstacles they may face.

In addition to this acknowledgement, it may also be appropriate
to provide models for action. In the author’s experience it is useful
to talk with full time informal caregivers about the fact that they
too “have” PD, that while they do not have the physical symptoms,
they need to become accustomed to the fact that they are now

living with the ramifications of PD on a daily basis. To do so, a

framework of action could be shared with caregivers to help them

understand the various tasks they faced. Known as the Chronic

Disease Self-Management Program (CDSMP), books and education

sessions teach patients and caregivers about the following tasks of

managing a chronic condition [24].

1. Skills needed to take care of the chronic condition (such as
taking medicines, exercising, doctor’s appointments, accurately
communicating symptoms, adjusting diet, etc.).

2. Skills needed to carry out normal activities (household
management, employment, social life, etc.).

3. Skills needed to deal with emotional changes (those brought
about by illness, such as anger, depression, uncertainty about
the future, new expectations and goals, and adjustments in
relationships).

The proportion of time spent on each task can vary according
to disease stage and the personal, social and systemic resources of
each caregiver, but these three areas are important to address at
all times. Conditions like PD often require caregivers to learn new
skills, or to adapt a previously existing skill set in order to better
manage PD. The CDSMP also includes teaching on goal setting and
action plans, a useful ability for caregivers as they become self-
managers of their situation.

4. Assessment

When considering the topic of caregiving, there is always a danger
that one will begin to think of caregivers as one homogenous group
and assume that all caregivers respond similarly to the challenges
of PD. This is clearly untrue! It takes only a few interactions
with caregivers to realize that while there are many similarities in
experience, each person’s situation is unique. Thus, it is extremely
important that healthcare professionals take the time to understand
the situation of the caregiver(s) who sit before them.

While the healthcare professional has much expertise to share,
it is wise to first assess the needs, level of known information and
expertise of the caregiver. The following recommended domains
and constructs of caregiver assessment were created by the Family
Caregiver Alliance and are provided by the National Guideline
Clearinghouse [25].

o Context (i.e. nature of the caregiving relationship, financial status,
physical environment)

e Caregiver’s perception of health and functional status of care
recipient (i.e. consider biopsychosocial variables)

o Caregiver values and preferences (i.e. willingness to provide care,
cultural norms)

e Well-being of the caregiver

e Consequences of caregiving (i.e. perceived challenges and
benefits)

o Skills/abilities/knowledge to provide care recipient with needed
care

o Potential resources that caregiver could choose to use

When it comes to assessment and planning, another important
element to consider is the role of advance care planning for both the
person with PD and the caregiver. It is easy to slip into a mindset
where professionals assume that the health of a person with PD
will decline more quickly than the caregiver. As this is not always
the case, it is best to begin such discussions relatively early on (and
over time as the disease progresses), as opposed to waiting until
there is marked deterioration or crisis [26].

All the components of this assessment will assist the healthcare
professional to understand the situation of the PwP and the
caregiver better, ultimately resulting in improved healthcare and
life planning.
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5. Interventions and opportunities

In this author’s experience, caregivers’ needs center around two
areas: information and support. Much research has examined the
nature of caregiver interventions, yet many researchers commonly
conclude that there is a dearth of solidly designed caregiver
research studies [27,28]. In fact, one review evaluated several
decades of research and concluded that “no available summary of
effective interventions for carers and [their] unique support needs
exists,” and even more surprisingly, that little evidence supports
both the general effectiveness and cost effectiveness of caregiver
interventions [28].

With regard to caregiving research design problems, four have
been noted by Zarit and Femia, including the mismatch of
research design and treatment goals, the divergence between
treatment and the actual needs of caregivers, the clarification
of caregivers’ goals (distinguished from those of the researcher),
and the fact that few studies take into account the differences
of caregivers’ social roles and characteristics (gender, familial
relationships, obligations, commitments, socioeconomic status,
etc.) [29]. Alongside these findings, Zarit and Femia also
discovered four overlapping qualities of effective interventions: a
psychoeducational or psychotherapeutic approach (as opposed to
pure education); multidimensionality (considering multiple factors
relating to caregiving stress); flexibility, and sufficiency in the
quantity and dosage of treatment.

However, even after considering the various models and research
findings, when all is said and done, the question, “Who cares for
the caregiver?” is still present. The answer is that each professional
carries a certain responsibility. Without question, the nature and
extent of this responsibility depends on one’s role. However, in
order for a PwP to live well, the caregiver also needs to be
considered as part of the treatment unit, not simply as a resource to
be plumbed in the answering of symptom assessment questions.

In some cases, caring for the caregiver may simply involve
asking the question, “How are you coping with all of this?” and
then listening, and depending on the answer, possibly making the
appropriate referrals to other members of the healthcare team
or wider healthcare systems. Such encounters can be challenging,
especially when caregivers seek answers for questions that have no
clear answer.

Even when detailed answers are not possible, healthcare
professionals still have an opportunity to provide care and
reassurance. Nurses and social workers often have increased
chances to assist the caregiver in managing uncertainty. In the case
of discussions around the rate of deterioration, there can be clear
messaging to caregivers and PwP, with messages such as, “We don’t
know how your PD situation will progress, but we will assist you
in every way possible as it unfolds.” Such statements also carry
responsibility with them. One must speak truth to caregivers, and
so it behooves each centre and PD specialist to examine their own
system of support for PWP and their caregiver so that they do not
create expectations for care that cannot be met.

In this author’s experience of speaking with informal caregivers
across Canada, many were frustrated that there were not the
same extensive resources for PD as there are for acute conditions.
Conversations with PD specific healthcare and support professionals
across Canada and the US expressed similar themes: that the needs
brought forward by PD far exceed available resources.

Therefore, considering the question, “Who cares for the
caregiver?” brings both challenge and opportunity. The question
may become, “How can we help to care for the caregiver?” PD care
centers may engage in a dialogue around these queries, considering:
“What kind of support do we offer to caregivers? What difficulties
do we face in the provision of this support? When we have
been able to provide helpful assistance to caregivers, what did

this look like? What factors (i.e. information, personnel, structured
processes) made this possible?” Sometimes simple interventions
can make a profound difference. Teams may ask themselves: “What
questions are caregivers always asking us and how do we answer
them?” and then compile a standard set of resources for caregivers.

Questions that consider the long term must also be considered,
like “Is this type of outreach sustainable, and if not, what kind of
systemic changes must be made? When does outreach to caregivers
need to be PD specific, and when might existing generic caregiver
resources be utilized?” Given the few resources that exist, it is
important that they are used strategically. It must be clearly stated
that PD professionals cannot meet all the needs that are presented
to them, and so caregiver interventions must always consider how
to make use of community resources. It is important to help
caregivers begin building their circles of support from the time of
diagnosis, given that the journey can be very long and difficult.

While there are mixed findings in the research on various
psychosocial interventions, it cannot be disputed that most people
benefit from speaking with someone who has a sense of their
experiences. In fact, one of the most important things a professional
may do is link one caregiver with another, where stories can be
shared and challenges can be discussed. Time and time again,
caregivers speak to the value of knowing that they are not alone,
that others have similar experiences and that they have found ways
to cope.

6. Conclusion

It is important for professionals to remember that they assist PwP
and their families on a journey they have never taken before.
While healthcare professionals may have accompanied thousands
of people along the way, helping them to interpret the various
paths and travel options, and it is easy to forget that not everyone
knows what to do in the face of the many challenges associated
with Parkinson’s.

Caregiving for a person with Parkinson’s can be difficult.
Healthcare professionals have many opportunities to assist
caregivers as they seek to understand their role. Who cares for the
caregiver? We all must.
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