
INTRODUCTION
Parkinson’s disease (PD) is a chronic, degenerative, neurological 
disorder that impacts coordination and movement first described 
over 200 years ago by James Parkinson in 1817. PD symptoms may 
include tremor, slowness of movement, stiffness or rigidity of 
muscles, among other physical and psychological symptoms. 
Broadly speaking, PD is caused by a lack in dopamine, a 
neurotransmitter necessary for movement, resulting from cell death 
in the substantia nigra. While the cause of this decrease in 
dopamine has received significant attention from researchers, it is 
still relatively unknown. There is no cure for PD, but several 
treatments are available to slow the degenerative process including 
medications and surgical procedures such as deep brain stimulation 
(DBS).

This literature review explored the impact of Parkinson’s disease 
(PD) on older adults, their partners, and their families. Research on 
this topic has been predominantly conducted through 
phenomenological, qualitative interviews with small samples. This 
literature review aimed to synthesize the existing research on the 
disease’s impact on the individual and their caregivers, impacts on 
biological, psychological, and social functioning, available treatment 
approaches, and impacts on identity. Understanding the experience 
of living with PD and the experience of caring for that individual 
provides valuable insight for clinicians and professionals of all 
doctrines. Examining the experience and implications of PD will 
provide clinicians with background and knowledge to more 
successfully treat individuals and their caregivers at the biological, 
psychological, social, and spiritual levels. 

METHODS
This literature review presents theoretical models, research 
findings, and clinical implications from qualitative and quantitative 
publications related to the impact of PD on individuals, couples, and 
families. Articles selected for review were gathered from the EBSCO 
host and PubMed databases, with publication dates ranging from 
1957 to 2020. Quantitative studies were prioritized, but there exists 
a dearth of quantitative research on PD. Thus, qualitative, 
phenomenological, and meta-analyses publications predominate. 
The resulting literature review addressed theoretical orientations 
through which to understand disability identity, aging, and illness 
acquisition, as well as relevant research that examined PD’s impact 
on the individual, the family, the couple, and caregivers. 

Given the scope of this poster, specific treatment options 
incorporating these models, including individual, couples, family, 
and group psychotherapy, biological, and psychosocial treatment 
approaches, will be presented at a later time.  
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RESULTS
The author identified and reviewed various models of identity 
integration specific to disease or disability integration, PD-specific 
identity integration processes, integration of the disease into
couples and family units, and models of co-aging between couples. 
Four of these models are presented here. 

Interpretations of these models were adapted and re-envisioned 
from original visual and written formats. The core information in 
the models was not altered, but graphics were re-interpreted for 
clarity. I humbly offer my understanding of the models for the 
clinical application of bettering the lives of PD patients and their 
caregivers. To be clear, improvement/alterations to the model are 
not being offered, simply a visual re-imagination for interpretation 
purposes. All credit to original authors is provided for each model. 

CLINICAL IMPLICATIONS
• The models presented can be of great importance for any 

provider seeing PD patients. They may also position providers to 
better care for individuals with chronic illness, physical 
disabilities, and older adults in general.  

• An understanding of disability identity integration and the PD 
experience will help providers conceptualize and guide their 
clients through the difficult times following a diagnosis of a life-
threatening chronic disease such as PD.  

• Understanding the experience of living with PD enhances 
provider understanding of the disease, thus, increasing the 
quality of psychological and physiological care.  

• Knowledge about PD’s impact on couples will undoubtedly 
enhance clinical services provided.  Addressing issues of 
caregiver burden may enhance the couple’s relationship, which 
research shows has clinical implications for PD symptomology. 

• Lastly, clinician self-awareness of attitudes toward disability, 
aging, and death will impact how they work with PD patients. 
This will also increase awareness of countertransference. 

LIMITATIIONS IN THE 
LITERATURE
• Research on the psychological implications of PD are numerous, 

but a majority of recently generated research focuses on the 
biological underpinnings and etiology of the disease.

• Research on the impacts of PD on the family system is nearly 
nonexistent. Family support is essential for general wellbeing, 
but it plays an increasingly important role in those who require 
assistance. 

• There are numerous meta-syntheses on this topic, but most of 
them review the same short list of publications. Continually 
producing meta-syntheses on the same aging articles does not 
further the field’s understanding of PD’s impact on couples. 
There is a clear and present need for new research. 

• Couple’s therapy has been suggested as an effective treatment 
option with PD patients and their spouses, but no empirical 
literature was identified to validate this suggestion. 

• Finally, what little research there is on this topic only includes 
homogeneous samples; there is virtually no research on couples 
of color, same sex couples, varied social classes, and other 
aspects of diversity. Poor data archives on under-represented 
groups perpetuates the lack of knowledge about the impacts of 
these aspects of identity and places pronounced limitations on 
the current literature’s external validity and generalizability.

FUTURE RESEARCH
• Future research needs to include people of color, same sex 

couples, varied social class backgrounds, among other aspects 
of diversity

• The experience of PD in terms of a patient’s context is yet to be 
adequately explored. Future research should build on the 
phenomenological experience of couples and families but use 
quantitative methods based on the information and models 
provided by the existing qualitative or phenomenological 
research.  

• Future research should explore couple’s and family therapy with 
PD patients. Identifying evidence to support the use of couple’s 
and family therapy with PD was nearly impossible. 

• While the benefits of DBS have been examined, additional 
research must be conducted to transition this life-altering 
procedure from experimental to common-practice.
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•A terminal diagnosis is a 
diagnosis of identity as well –
beyond changes in the body 
– the first moments of 
recognizing that one has a 
terminal condition renders a 
diagnosis of the self and 
identity simultaneously.

The First Moment 
of Change After 

Diagnosis 

•The illness becomes 
an intertwined, dual 
identity

Managing 
Identity Together: 
A Part of ongoing 

Daily

•Communicating to 
others what they had 
learned about PD 
was a very 
meaningful activity 
in the process of 
managing identity 
changes 

Assisting Others 
as Part of 
Managing 

Identity Together
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Illness Stimuli
•Lay information about 

illness upon diagnosis 
•Information given by 

external sources and 
professionals

Illness Representation
•Cause 
•Consequences
•Control/Cure
•Identity
•Timeline/Prognosis

Coping Strategies and 
Styles
•Confrontation
•Acceptance resignation
•Cognitive reappraisal
•Expressing emotions
•Problem-focused coping

Appraisal of Coping
•Evaluation of impact of 

coping styles/strategies 
employed

Illness Outcomes
•Disease state
•Physical
•Psychological
•Role
•Social
•Vitality

Illness Representation
Cause
Consequences 
Control/Cure
Identity
Timeline/Prognosis

Coping Strategies and 
Styles

Avoidance/Denial
Expressing emotions

Personal control
Seeking social support

Emotional Outcomes
•Emotional distress
•Disease-dominated 

Appraisal of Coping
•Evaluation of coping 

strategies/styles 
adopted to cope with 
emotional reaction

C O
G N I T I V E

E M O T I O N A L

A strong illness identity (i.e. attributing many symptoms 
to PD), the perception of a cyclical timeline, the 

perception of serious consequences, the perception of 
low personal control, and strong emotional 

representations (regarding the impact of PD on one’s 
emotions) are associated with elevated levels of 

psychological distress.
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Partner 1 – Beliefs 
about Aging
•Functional Limitations
•Disease Burden
•Physical Activity 

Levels

Partner 2 – Beliefs 
about Aging
•Functional Limitations
•Disease Burden
•Physical Activity 

Levels

Couple’s Shared 
Beliefs about 

Aging

Future 
Functioning

Couple’s Positive 
Views about 
Aging 
•Decreased functional 

limitations
•Decreased disease 

burden

Couple’s Negative 
Views about 
Aging
•Increased functional 

limitations
•Increased disease 

burden

Negative Beliefs 

About Aging

Positive Beliefs 

About Aging


