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Abstract 

Cerebrovascular accidents (strokes) have a widespread and profound impact on 

survivors and caregivers, their quality of life and their ability to engage in occupations. 

Shortened hospital stays, limited access to post-acute rehabilitation, and often drastic changes 

in an individual’s functioning, can leave caregivers untrained and unprepared at discharge. The 

focus of acute care is limited to medical stabilization and discharge of the patient, resulting in a 

missed, and sometimes sole, opportunity to support and prepare caregivers through education 

and training. 

The current healthcare climate and review of the literature support the need for an early, 

standardized education program for caregivers that is clear, systematic, and readily accessible 

to clinicians and caregivers. The establishment of a formalized program in the acute care setting 

provides an opportunity for improved outcomes in functioning and quality of life and health for 

caregivers and survivors of stroke. Benefiting stakeholders, this program serves as a template 

for other settings. In addition, this program contributes to the scholarship of occupational 

therapy (OT), positioning the profession as a visible leader in hospital discharge planning and 

preparation. 
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Introduction 

In the United States (U.S.), strokes occur approximately once every forty seconds, and 

are a leading cause of death and serious, long-term disability (American Heart Association, 

2020; Blanton et al., 2018; Cameron, 2013; CDC, 2020; Lawson et al., 2015). As a result of 

improving emergency treatment and survivorship of stroke, an estimated 78% of patients with 

stroke will return home upon completion of an inpatient hospitalization or rehabilitation stay 

(Cameron, 2013). Up to 40% of survivors of stroke experience a moderate disability, and up to 

30% suffer a severe disability. These disabilities can present significant physical, mental, and 

social challenges, many of which are not fully realized until the survivor is home (Duncan et al., 

2017). These challenges result in approximately 70% of stroke survivors requiring assistance 

with activities of daily living well into the first-year post stroke or beyond (Duncan et al., 2017; S. 

Smith et al., 2008).  Most often, this assistance is provided by family members or friends who 

rarely receive adequate preparation to support their new life role (Knecht-Sabers et al., 2017). 

Family members, who assume the responsibility of caregiver, play a key role in the 

facilitation of recovery (Tosun & Temel, 2017), with the reliance of stroke survivors on their 

caregivers being critical in the ability to continue engaging in life to their full capacity (Hong et 

al., 2017; Lawson, 2015). Despite this, family members are often unaware and overwhelmed by 

the level of care required, experiencing the transition home to be as traumatic as the stroke 

onset itself. The role requirements of these caregivers are complex and fluid throughout the 

recovery process. Caregivers are tasked with the management of medications, appointments, 

and health care coordination; the provision of physical assistance for self-care and mobility; and 

communication assistance for speech and language problems. Providing cognitive assistance 

for safety, emotional support, and the addition of increased household responsibilities are often 

the norm. Even patients with mild post-stroke disabilities can have undetected physical and 
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cognitive deficits. Upon returning home, these deficits become evident by interfering with 

function and management of risk factors, (Duncan et al., 2017) further compounding the 

caregiver burden. 

In trying to meet the needs of their loved ones with stroke, caregivers report a great 

degree of physical strain, fatigue, depression, and feelings of incompetence. Many caregivers 

report prominent levels of anxiety, social isolation, and stress (Tosun & Temel, 2017). The 

challenges faced by caregivers often result in an inability to meet their own physical and 

emotional needs (Lawson et al., 2015), can decrease their ability to continue the caregiving role, 

and increase their own mortality (Blanton et al., 2018; Hong et al., 2017; Lawson et al., 2015). 

To lessen these negative outcomes, and increase the chance of success, it is imperative that 

caregivers be educated, informed, and supported in meeting their own needs (Tosun & Temel, 

2017). Individualized training and education can play a pivotal role in mitigation of these 

negative outcomes. 

Background 

The setting of this program is a 176 bed acute care hospital entering its third year as a 

Det Norske Veritas-Germanischer Lloyd (DNV-GL) Primary Stroke Center. This designation 

results in an average of twelve patients with stroke per month being admitted and treated. This 

designation also sets standards for excellence in treatment of these patients. The inpatient 

therapy department, however, has yet to create a systematic way to educate patients and their 

loved ones. New caregivers of patients with stroke currently receive only the opportunistic 

education that is determined to be necessary by, or is available to, their treating therapists. This 

education can vary, depending on the experience and consistency of the therapist, the 

availability of the family members, the number of missed visits due to testing or medical 

instability of the patient, and the patients’ length of stay. While this usual training may be 
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sufficient in some cases, it is anticipated that a more formalized and comprehensive approach 

would serve to improve outcomes for both patients and their caregivers. 

Growing economic pressure and reform within the healthcare climate mandates shorter 

hospital stays, and decreased access to post-acute rehabilitation, with nearly one half of 

patients with stroke discharging directly home (Caswell, 2017). In trying to meet the needs of 

their loved ones, caregivers report physical strain, fatigue, depression, feelings of 

incompetence, high anxiety, social isolation, and stress (Tosun & Temel, 2017) that can be 

further compounded by lack of training. In addition, the literature clearly indicates that lack of 

caregiver training in stroke can increase health care costs including emergency department use 

and readmissions (Cameron, 2013; Hankey, 2004; Hong et al., 2017; Koenig et al., 2011, Mudzi 

et al., 2015). Inpatient therapists provide a first, and sometimes only, opportunity to provide 

such training. As a profession committed to improving quality of life, occupational therapists are 

called to empower and best prepare caregivers for success by providing consistent, clear 

education and support at every opportunity. The existing reliance on varying and opportunistic 

caregiver education creates a gap in this setting that must be filled. 

Research Question 

Considering the limitations presented in our current healthcare climate, and the impact 

that caregiver training is shown to have on outcomes with patients with stroke and their 

caregivers, how can clinicians better prepare our caregivers of stroke for their new life role, 

thereby improving physical and emotional outcomes for both patient and families?  

Literature Review 

 

In preparation for this project, a review of the literature to inform the occurrence, benefit, 

barriers, and best methods of stroke caregiver education delivery was conducted. The literature 

clearly indicates that adequate training in stroke can decrease health care costs, as well as 
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improve the mental and physical health of the caregiver. Proper education can decrease 

negative outcomes, emergency department use and hospitalization for the recipient (Cameron, 

2013; Hankey, 2004; Hong et al., 2017; Koenig et al, 2011; Mudzi et al., 2015). In spite of this 

support, Andrew et al., (2018) found that only a fraction of patients and caregivers received all 

measured aspects of discharge care planning, and that most often caregiver needs were not 

met (Andrew et al., 2018; Eames et al., 2010; Hafsteinsdottier et al., 2010; O’Connell et al., 

2003; Smith et al., 2008). 

With growing economic pressure to reduce and shorten admissions, the average acute 

care hospital stay for stroke survivors is between four (ischemic) to seven (hemorrhagic) days 

(Caswell, 2017). Furthermore, nearly half of patients with stroke will discharge directly home, 

never experiencing inpatient rehabilitation. This new reality contributes to the increased 

demands, acuity, and complexity of tasks that families are expected to perform (Reinhard et al., 

2019). The abrupt nature of stroke and limited access to medical and community resources 

post-discharge add further complexity to the burden (Reeves, 2017).  In recognition of 

caregivers’ need for support, The Caregiver Advise, Record, Enable (CARE) Act became law in 

40 states within just four years (Reinhard et al., 2019).  Signed in Texas in 2017, the CARE Act 

requires hospitals to allow patients to formally designate a caregiver and requires hospital 

workers to provide patient-designated caregivers with instruction or training on how to perform 

tasks for the patient at home. This legislation gives legal weight to the importance of 

acknowledging and preparing caregivers before leaving the hospital setting. 

While it is found that therapists across the United States provide some degree of training 

to caregivers of stroke survivors, few do this in a systematic way (Lawson et al., 2015). Even 

fewer report having a formalized protocol to provide training. Acute care therapists in this 

country specifically report lack of resources (education binders or videos, support in scheduling 

groups of caregivers for training) as barriers for providing training. Formal identification and 
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availability of the caregiver is also noted to be a limiting factor, indicating a need for a more 

flexible and conducive training schedule (Cameron et al., 2013). Transitional care for stroke 

patients in the United States is highly fragmented, poorly organized and is rarely patient 

centered (Reeves, 2017). International resources such as the Canadian Stroke Best Practice 

Recommendations may serve as a valuable reference for U.S. therapists, recognizing the lived 

experience in providing evidence-based guidelines and resources on all aspects of stroke 

(Heart and Stroke Foundation of Canada, 2018). The London Stroke Carers Training Course 

(LSCTC) provides a 14-item structured competency-based training program designed to help 

develop knowledge and skills essential for the management of stroke survivors and may also 

prove a useful resource (Clarke et al., 2014) for therapists in this country and for this project. 

Despite the fast paced and urgent atmosphere, lack of resources, and absence of an 

established program, therapists in the acute care setting provide a first opportunity to engage 

and educate caregivers of stroke, serving as mode of application in my capstone project. 

 

Methods 

Project Purpose 

This project aimed to offer consistent, formal, and early education to caregivers in the 

acute care setting. The need for such a program in this setting was first recognized by the 

changing healthcare climate, and then established through extensive literature review and 

feedback from clinicians and caregivers. Barriers and facilitators of caregiver education in stroke 

was a focus, as was its impact on outcomes.  

Key Elements 

In addition to the clinical experience and research performed by the program author (an 

OT), consultation with an outpatient physical therapist, inpatient physical therapist, inpatient 

speech language pathologist and hospital stroke program coordinator within the setting was 

utilized to determine need and topics that would be included. Additional guidance was obtained 
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through printed questionnaires completed by 11 current caregivers of loved ones with stroke 

and resources such as American Heart Association, Stroke Engine and Stroke.org.  

All feedback and information were compiled to create a printed, interdisciplinary booklet. 

The purpose of this booklet was to empower caregivers with immediate, digestible information 

on stroke impact and management in a time of profound and sudden change in their life role. 

Specifically, the booklet contained introductory information regarding the cause and effect of 

strokes, mobility, activities of daily living, emotional changes, swallowing, cognition, 

communication, safety, durable medical equipment, levels of therapeutic intervention, stroke 

prevention and support resources. In addition, information was provided regarding caregiver 

stress management and self-care. 

Careful attention was given to ensure the content was clear, concise, and usable to the 

intended reader (informal caregiver/ family). Also included was a pre and post Likert scale 

questionnaire to be completed by the caregiver receiving this education. The booklet design 

was aligned with existing hospital system booklets and the supply of booklets was maintained 

through the hospital’s marketing department. Electronic copies of these booklets were made 

available when needed. 

In addition to the information booklet, a second element was the establishment of a 

therapy stroke resource center. The intent of this resource center was to provide immediate 

access to additional, more specific, stroke topics and resources that were not included in the 

booklet. The resource center provided information on topics such as visual deficits, emotional 

changes, and area support groups. This was done by providing and maintaining a supply of 

printed materials held within a clearly labeled, wall mounted brochure holder on the hospital’s 

stroke unit. Replenishment of materials was ensured by the inpatient therapy department’s staff.  

Implementation 



9 
 

Upon initial completion of the project booklet, its contents were introduced and reviewed 

with the treating inpatient therapy team to ensure carryover and understanding. The evaluating 

OT for any patient with a confirmed stroke was instructed to provide a copy of the booklet to the 

designated caregiver/family member. Each treating discipline (occupational therapy, physical 

therapy, and speech language pathology) was then asked to review their specific topics with the 

caregiver at their earliest convenience, preferably within the first or second treatment session. 

Opportunity for hands on practice and questions was noted to be an important part of training 

and was encouraged. Pre-arranging a training course with caregivers was suggested. In the 

absence of a caregiver at the bedside, contact was to be made by phone. Documentation of 

booklet provision and review of information was to be entered into the patient’s medical record.  

Therapists and nurses were asked to direct family members to the therapy stroke 

resource center, where printed materials are immediately accessible. Educational videos may 

be added to the resource center going forward.  

Results 

A short pre- and post-training Likert scale questionnaire was included in the booklet. 

This questionnaire indicated caregiver knowledge/preparedness before and after training. Refer 

to Figure 1 to view pre/post training questionnaire. Questionnaire results were used to 

determine success of the program’s initial, partial trial. In this trial, portions of the project were 

presented to two caregivers of patients with stroke. It should be noted that the content included 

in the trial was limited to emotional changes post-stroke, caregiver self-care tips, identification of 

caregiver burden and provision of resources. In both instances, post-training scores increased, 

indicating an improved sense of caregiver preparedness. See Figure 2 for graph of results. 

Limitations 
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Some limitations exist. The number of patients with stroke, family/ caregiver availability 

and response rate (two patients discharged before surveys were returned) contributed to the 

small sample size. Staff productivity expectations and time constraints limited opportunity for 

inpatient therapists to contribute feedback toward content. The setting required facility approval 

for program implementation, necessitating that the program trial only include portions of the 

program. This also contributed to the small sample size.  

Pending project approval, further success will be indicated by the number of caregiver 

booklets distributed to caregivers and the documentation of booklet review with caregivers in the 

medical record. The number of therapy stroke resource center materials needed to maintain 

supply will indicate frequency of use, or retrieval, by family members. Data collection sheets for 

this information are maintained by therapy staff. Additional anticipated means of evaluation 

include any decreases in preventable readmissions of patients with stroke, decreased caregiver 

burden (as indicated on follow up surveys) and the adoption of this program by not only the 

initial setting, but by the hospital system, following a presentation to system decision makers. 

This data will be available following implementation of the program in its entirety.  

Discussion 

A review of the literature revealed that the amount of education received by caregivers in 

stroke is rarely adequate, leaving them untrained and ill prepared (Blanton et al., 2018; Hong et 

al., 2017; Lawson et al., 2015). Inadequate caregiver training contributes to increased health 

care costs and decreased mental and physical health of the caregiver. Conversely, proper 

education is found to decrease negative outcomes, emergency department use and 

hospitalization for the recipient (Cameron, 2013; Hankey, 2004; Hong et al., 2017; Koenig et al, 

2011; Mudzi et al., 2015).  
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Caregivers need targeted, timely, client-centered, and understandable training that is 

specific to their needs and situation. This training should begin at the time of admission and 

continue throughout the stay (Cameron, 2013; Koenig et al., 2011; Hafsteinsdottir et al., 2010; 

Walder & Molineaux, 2009, Winstein et al., 2016). Caregivers report a need for improved 

availability of training information; a conducive environment for obtaining information; clarity and 

coordination regarding who to ask for information, and clear, comprehensive, and succinct 

information (Cameron, 2013; Cameron et al., 2013; Eames et al., 2010; Hoffman & Cochrane, 

2009; D. Smith & Hudson, 2012). Caregivers prefer multimedia methods of delivery; printed and 

verbal training, facility-specific information; and the opportunity for repetitive, active practice 

(Danzl et al., 2016; Hafsteindottir et al., 2010; Hoffman & Cochrane, 2009). Including two key 

elements (a stroke unit-based resource center and a multidisciplinary caregiver booklet) this 

project addresses identified needs and barriers, and a lack of resources reported by acute care 

therapists across the United States. 

Surveys completed by 11 current caregivers of patients with stroke confirmed a gap in 

training at the acute care stage. Caregivers identified 19 topics (see Table 1) which they wish 

had been addressed prior to discharge. This information was used to build content of the 

program. Limitations of this data that should be considered is that the severity of the loved one’s 

stroke, nor the length of time one served in the caregiver role, were reported. Future research 

might include caregiver surveys that may inquire about these factors to further inform 

appropriate topics to be covered.  
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Table 1 

Training Needs by Topic as Indicated by Caregiver Responses 

Education Topics 
Total 

Responses 

Emotional Changes/ Concerns 5 

How to Avoid Another Stroke 5 

Exercises 4 

Cognition/ Thinking 3 

Support Programs for Patient 3 

How to Manage Your Own Stress/ Caregiver Self-Care 3 

How to Avoid/ Assist Loved Ones if They Fall 3 

Activities of Daily Living 2 

Transfers 2 

Fatigue Following Stroke 2 

Going Out into the Community 2 

Positioning 2 

Swallowing/ Feeding 1 

Speech/ Communication 1 

Visual Changes 1 

Equipment (walkers/wheelchairs/ Bathing Equipment etc.) 1 

Differences in Rehab/Skilled Nursing/Home Health 1 

How to Recognize Another Stroke 1 

Support Programs for Caregivers 1 

 

Note. Eleven current stroke caregivers were asked to indicate in which areas (from those listed 

above) they wish they had received training prior to hospital discharge. No limit on number of 

topics was given.  

 Considering the setting is a DNV Primary Stroke Center, the adoption of this project in its 

entirety is anticipated to be positive. Interest, need, and support was demonstrated by our 

facility when first proposed two years ago. Upon approval by the initial setting, a future goal 

would be adoption by the entire hospital system, reaching seven inpatient entities. With system 

wide and marketing backing, sustainability is reasonable. Utilization of this project can easily be 

documented in the electronic health record and monitored the hospital’s stroke and readmission 

committees. 
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The uniquely holistic lens of OT lends itself to the development and implementation of an 

interdisciplinary educational program that aims to improve the quality of life, engagement, and 

well-being of those impacted by stroke. In addition to contributing to my setting and hospital 

system, its clients, and caregivers, this project will contribute to the profession of OT by 

upholding a commitment to client-centered care. It will serve to mitigate negative outcomes 

(Reinhard et al., 2019) that are reflective of shortened hospital stays and increased caregiver 

burden in our current healthcare environment. Consistent with the Occupational Therapy 

Practice Framework: Domain and Process (AOTA, 2020) and Code of Ethics (AOTA, 2015), this 

project will promote the profession of OT, highlighting its commitment to advocacy, education, 

occupational justice, empowerment, and advocacy. In a setting where patient education and 

recommendations often hinge on mobility alone, OTs are primed to promote education in all 

facets of functioning (elevating our contribution, visibility, and value to the team) and further 

recognizing our client-centered focus. This project brings OT to the forefront of acute care 

stroke caregiver education and serves as a catalyst for improved interdisciplinary intervention 

and well-being for those who are served. 

Conclusion 

 

This capstone project aimed to address a void in resources currently available to 

therapists, patients, and caregivers within the acute hospital setting. By providing a formalized 

stroke caregiver education program (to be implemented immediately upon evaluation in the 

acute setting) training opportunities are maximized, rather than delayed to the next level of care, 

or omitted all together. Current literature, clinicians and caregivers indicate a need for early, 

consistent, and coordinated education following stroke (Cameron, 2013; Koenig et al., 2011; 

Hafsteinsdottir et al., 2010; Walder & Molineaux, 2009, Winstein et al., 2016), and our current 

healthcare environment mandates it. While this project is designed to fill a gap in a specific 
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hospital setting, it may provide a template for additional acute care settings within the system, 

extending its contribution to improved outcomes for all stakeholders.  
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Appendix 

Figure 1 

Caregiver Pre/Post Training Questionnaire 

 

Pre/Post Training Questionnaire 

 

Please answer the questions below so that we may determine the benefit, and how we can 

improve upon, the enclosed information. 

Please circle 1 through 5, with 1 being the least and 5 being the most. These questions should 

be answered BEFORE, and then again AFTER, you review this booklet. 

 

How much information have you received regarding stroke and the therapy process? 

  1    2    3    4    5 

 

How confident are you that you know where to find support, resources, and information 

regarding any questions that you have? 

  1    2    3    4    5 

 

How prepared do you feel as a caregiver? 

  1    2    3    4    5 

 

Note. Identified caregivers of hospitalized patients with new strokes responded to this 

questionnaire before and after provision of printed educational materials. 
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Figure 2 

Comparing Caregiver Preparedness Pre and Post Training 

 

Note. A score of 3 indicates the caregiver is “least prepared” while a score of 15 indicates the 

caregiver is “most prepared.” This graph demonstrates that the degree of preparedness 

perceived by each participant increased after participating in program trial. 


