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People with Parkinson's disease have a significantly increased incidence and risk of aspiration pneumonia when compared to those without. Aspiration pneumonia associated with dysphagia (swallowing issues), which is the leading cause of death among people with Parkinson's disease, accounting for 25% of Parkinson's deaths. There is relatively limited evidence of the most effective strategies to balance the competing needs of each Parkinson's patient as providers aim to prevent, diagnose, and manage dysphagia. Exacerbated, and in part caused, by the intricacies of dysphagia and Parkinson's disease, there is still limited understanding among hospital providers and the Parkinson's community regarding the most appropriate measures to prevent and manage dysphagia in Parkinson's disease. The Parkinson's Foundation Hospital Care Recommendations identified the prevention and management of dysphagia as a care standard necessary to eliminate harm and attain higher reliability in care. This article discusses key components of dysphagia management in the hospital, provides a case example to demonstrate the challenges that people with PD and their care partners experience in the hospital related to dysphagia, and offers recommendations on how to better manage dysphagia and involve care partners in PD hospital care.
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Introduction

Of the nearly one million people living with Parkinson's disease (PD) in the U.S., an estimated one in six will experience avoidable complications in the hospital often related to medication management, mobility, and dysphagia (Aminoff et al., 2011; Hassan et al., 2013; Zeldenrust et al., 2020). Dysphagia, or impaired swallowing, is a common PD symptom that can lead to serious problems for people with PD in the hospital, including aspiration pneumonia, increased mortality, and longer hospitals stays (Di Luca et al., 2021; Gong et al., 2022). PD medication adjustments that may seem insignificant can lead directly to dysphagia and indirectly to aspiration pneumonia (Lenka et al., 2020). The use of antipsychotic medications is also associated with an increased risk of aspiration pneumonia in older PD patients (Huang et al., 2021). The Parkinson's Foundation Hospital Care Recommendations, which outline optimal hospital care for people with PD, identify dysphagia management as one of the five key standards of quality hospital care (Parkinson's Foundation, 2023).

Bringing a care partner to the hospital who can advocate for one's needs is critical for people with PD because staff may not fully understand PD or know how to properly manage a patient's PD symptoms, including those related to swallowing. This article discusses key components of dysphagia management in the hospital, provides a case example to demonstrate the challenges that people with PD and their care partners experience in the hospital related to dysphagia, and offers recommendations on how to better manage dysphagia and involve care partners in PD hospital care.



Dysphagia management in the hospital


Screening and assessment

Diagnosing dysphagia typically involves three steps—a screening test, a clinical assessment, and an instrumental assessment (Riera et al., 2021). However, the diagnostic approach and the staff involved often vary in the inpatient setting because there is no nationally recognized standard protocol.

Dysphagia is symptomatically multidimensional, and therefore, a multidisciplinary approach to assessment is recommended (Cordier et al., 2023). While speech language pathologists (SLPs) are qualified to lead the assessment, diagnosis, and management of dysphagia (American Speech-Language-Hearing Association, 2016), limitations of SLP staffing and availability make this difficult. As an alternative, initial dysphagia screening tests may be conducted by nurses, with a referral to SLP for further assessment if necessary (Fedder, 2017).

Screening tools that provide optimal diagnostic performance in patients with PD are essential regardless of whether they are being completed by SLPs or nurses. Despite this, two of the most common dysphagia screening tools in use today across settings and patient populations, namely, volume-dependent water swallow tests and subjective patient reports, are both inadequate for patients with PD (Speyer et al., 2021; Dumican et al., 2023). Although there is not yet evidence to support a strong screening tool (Frank et al., 2020), several validated assessment tools do exist (Tomita et al., 2018; Christmas and Rogus-Pulia, 2019).



Care partner advocacy

Parkinson's care partners play an important role during hospital stays. They can assist by providing staff with educational materials, accurately explaining the patient's medication schedule, and conveying the patient's wishes. Having a care partner present can be helpful to all patients as the impact of one's disease can make it more difficult to express one's needs and understand information shared by one's healthcare team (Fenton et al., 2022). Studies have found that the presence of family members during hospitalization increases patient comfort and can even help identify errors that may otherwise be missed (Correia et al., 2020).

The advocate role is also important to many care partners. One study highlighted that nearly 50% of care partners wanted to influence the care provided to their loved ones in the hospital (Lindhardt et al., 2008) as they hold essential information about their loved one's condition, routine, and overall needs. Defining optimal care for each patient often requires direct dialogue with care partners (Bragstad et al., 2014). When healthcare staff work together with patients and families, “the quality of healthcare increases, costs decrease, and patient satisfaction improves (Smith et al., 2022).”

However, care partners are frequently not kept informed while their loved one is hospitalized (Fields et al., 2023) as some providers view family involvement as risky or time consuming (Smith et al., 2022). Families often recognize this hesitance to trust care partner input, which decreases their confidence in staff and satisfaction of care (Whittamore et al., 2014). Among many care partners, there is a sense that hospital policies may contribute to insufficient communication because there are limited established protocols to ensure care partners' access to information (Giguere et al., 2018). When care partners are not kept informed about their loved one's care, they struggle to influence the decisions being made or help improve the care being delivered (Smith et al., 2022).




Case example

This case example is provided to illustrate the dysphagia-related challenges people with Parkinson's disease and their care partners face while in the hospital as well as the challenges care partners face when attempting to advocate for their loved ones. The interviewee, a Parkinson's Foundation volunteer and care partner to her husband with PD, agreed to participate in a virtual semi-structured interview with the author. The goal of the interview was to describe her husband's experience as a person with Parkinson's disease in the hospital and the interviewee's experience as his care partner.


Case summary

A 74-year-old man with PD diagnosed at 60 years and now with known dementia and dysphagia was admitted to a rural critical access hospital after a fall. The patient was admitted and hospitalized for 5 days for assessment before being discharged to a large continuing care retirement community to receive skilled care and intensive therapy. Four days later, after developing a fever and becoming unresponsive, he was readmitted to the hospital and was subsequently diagnosed with aspiration pneumonia. The following day he was transitioned to home hospice where he died 2 days later (Figure 1).
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FIGURE 1
 Timeline.




Care partner perspective

On 19 March 2021, the patient was taken to the hospital via ambulance after falling, unable to get up, seeming disoriented and in significant pain. The care partner (CP) accompanied him to the hospital where he was admitted. Due to COVID-19 protocols, she was only permitted to be with him for 6 h per day. This was especially worrisome for the CP because her husband's dementia had progressed to the point that he could not communicate his needs.

CP attempted to advocate for her husband's Parkinson's-specific needs throughout his stay speaking to numerous hospitalists, nurses, and nurse aids. Upon arrival, she explained to the hospitalist that her husband had trouble swallowing and that she typically gave him his medication with either applesauce or yogurt, but medications were withheld rather than given with thickened liquid. As an education and advocacy tool, CP brought and used her hospital safety kit, provided by the Parkinson's Foundation. Included in the kit are tips to share if swallowing is an issue, including “sit up while eating, tuck in your chin each time you swallow,” (Parkinson's Foundation, 2022) but she did not see any aspiration prevention measures implemented and received no information about the offsite SLP being contacted.

CP identified nurse aids as particularly crucial team members, given the amount of time they spent with her husband, but felt they were the least receptive to input about her husband's care needs and lacked a sufficient understanding of his risk of aspiration. She viewed her husband's care in the hospital as problematic, acknowledging the impact the pandemic had on her ability to advocate and on the healthcare facilities' capacity to provide quality care. She also felt the lack of staff knowledge about risk factors of dysphagia and aspiration pneumonia was the primary factor leading to his steep decline. She highlighted the key role of the CP in PD management, sharing her frustration that she was unable to be more present as an advocate and that hospital staff were unreceptive to her input, particularly related to his swallowing.



Case example limitations

A key limitation of the case example is the presentation of a single perspective without access to the medical chart or input from medical care providers. Additionally, the impact of the visitation limitations implemented during the height of the COVID-19 pandemic must be considered.

Establishing meaningful channels of communication became especially challenging in the throes of COVID-19 when the physical presence of care partners was discouraged and often significantly limited (Bragstad et al., 2014). An integrative review of 17 articles published in 2021 focused on the impact of COVID-19 visitation limitations identified numerous unintentional consequences of the absence of care partners, including significant decline in health and wellbeing of family members, adverse health effects, and decreased quality of life (Hugelius et al., 2021).




Discussion

As we consider the next steps in improving dysphagia management and aspiration pneumonia prevention among people with Parkinson's disease in the hospital, evidence-based practices for clinicians must be established, ideally as part of nationally recognized standards of care. We also must ensure that the Parkinson's communities—care partners and people with PD—are informed collaborators throughout hospital care. In the next section, we will discuss both.


Recommendations for dysphagia best practices in the hospital

Hospitals need clear best practices for assessing and treating dysphagia in patients with PD. Dysphagia prevention and management is one of the five care standards outlined in the Parkinson's Foundation Hospital Care Recommendations. The standard states that “All people with Parkinson's should undergo screening for dysphagia within 24 h, with measures taken to minimize the risk of aspiration pneumonia, as needed (Parkinson's Foundation, 2023).”

These recommendations represent a step forward in establishing best practices but do not define the standard protocol for institutions to utilize. With consistent protocols, sufficient implementation will be uneven across institutions, and patients with PD will remain at risk. More rigorous research on how to best assess, prevent, and treat dysphagia is needed.


Requirement 1: standard screening of swallowing abilities

To reach consensus on a standard screening protocol, additional research must validate effective screening tool(s) for identifying dysphagia in PD patients, ensuring the feasibility of use across hospital settings. Without appropriate screening tools, hospitals will need support in prioritizing the timely use of validated assessment tools.



Requirement 2: standard protocol for minimizing aspiration pneumonia risk

Generally, it is considered appropriate but is a rarely established policy for people with Parkinson's disease in the hospital to eat only while maintaining an upright posture. Establishing this as a policy would still require the navigation of administrative processes in individual hospitals.

Standardizing hands-on practices, such as supervising meals, may be more challenging. More research is needed to demonstrate when this level of care is necessary.



Requirement 3: standard protocol for medication management when dysphagia is identified

Since PD medications contribute to the maintenance of the ability to swallow, a customized approach to medication management in PD patients with mild-to-moderate dysphagia may prevent the continued deterioration of swallowing function. Clinical tools that can clarify the severity of dysphagia could make this possible. Identification or development of these tools is necessary before we can recommend appropriate medication protocols based on the severity.

Broadscale adoption of standards will require a national dissemination and education plan, buy-in from health systems and quality improvement organizations, and additional research into the areas of limited evidence.




The role of patients and care partners

In addition to the need for reliable tools and evidence-based best practices in PD care, there is also a need to educate the Parkinson's community, and in particular, care partners of people with Parkinson's disease, about what they can do to help prevent aspiration pneumonia in the hospital.

Care partners are essential as advocates during hospitalization and should be acknowledged as an important member of the care team. Without staff respect for care partner input, however, the success of advocacy is limited. For example, in the case example, even though the care partner came equipped with tools in the Hospital Safety Kit, she struggled to impact care. It is important for hospitals to adopt standard protocols that honor the care partner role and create opportunities for their input on the care being provided.

Future research can strengthen care partner advocacy efforts by offering evidence-based answers to complex questions about how care partners can best monitor and advocate for their loved ones needs related to medication management, swallowing, dysphagia, and aspiration pneumonia.




Conclusion

The Parkinson's Foundation, in collaboration with key clinical and community stakeholders, is committed to understanding the challenges associated with dysphagia in the hospital and identifying strategies and best practices for improving care and outcomes. We prioritize the inclusion of care partners and people with PD in our process and invite all healthcare systems and leadership to join us as we work together to eliminate preventable harm in the hospital for people with Parkinson's disease.
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