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Abstract
Thesis Objectives
The thesis research was undertaken to improve knowledge about caregivers needs and
develop a means of assessment for the acute care sector. Specific objectives were: 1) identify and
evaluate the applicability of a supportive care framework to guide in the comprehensive
assessment of the needs of informal caregivers of patients with stroke, 2) describe the needs
reported by a cohort of active caregivers, and 3) assess the utility of a tool for application in acute
care stroke practice.
Population and Setting
Family caregivers of patients admitted to hospital with an acute stroke in a major urban
center. Focus group of nurses employed in acute stroke care at a regional stroke centre.
Methods
1) Integrative study of the stroke research was conducted to identify the type and range of
reported needs. 2) Mixed methods exploratory study of family caregivers of patients with acute
stroke was conducted. 3) Focus group of nurses employed in acute stroke care was carried out to
evaluate the applicability and feasibility of the assessment tool.
Results
Integrative Study: Seventeen studies that reported on the needs of family caregivers of
patients with acute stroke were identified. Reported needs were wide ranging, crossed all domains
and are similar to those reported in the stroke population.
Exploratory Study: Ten family caregivers participated in a needs assessment using an
already developed survey modified for the stroke population. All fully completed the 42 item
survey and six of these caregivers initiated an impromptu post-survey discussion. The cohort of
caregivers reported unmet needs in the six domains.
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Nurses employed in acute stroke care reported that the new caregiver assessment would
be useful in identifying family caregiver needs.
Conclusions
The study identified a wide spectrum of needs experienced by this cohort of caregivers.
Both caregivers and nurses found the assessment approach valuable in improving this area of
care. Further refinement and validation of the survey would provide the specificity to identify the
very different needs of individual families and would provide direction to the healthcare
community in planning for a more seamless transition across the continuum.
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Chapter 1
Introduction
Fifty thousand Canadians suffer from stroke annually leaving 37,500 of survivors with varying
degrees of impairments (Heart & Stroke Foundation of Canada, 2008). Family members, most
often spouses are suddenly thrown into the role of caregiver (Grant et al., 2006; Mackenzie et al.,
2007). Successful reintegration and sustainment of these stroke survivors in the community
requires a focused preparation of the caregiver prior to discharge. I first became aware of the
extent of the complexity and range of needs of this population while employed as a Stroke
Specialist Case Manager at a regional stroke centre. A large part of my role entailed coordinating
the care of patients with stroke from the time of admission to hospital until discharge to home,
rehabilitation or other in-patient facilities. The day-to-day challenges reported by the interprofessional team in identifying and addressing the wide spectrum of needs in this population
during the acute phase of stroke were a driving force in conducting this thesis study. This chapter
details a description of the problem, the layout of the thesis, background to the conceptualization
of the study, and how it will contribute to the knowledge of caregiver assessment of needs in the
acute hospitalization phase of stroke.
Description of the Problem
Stroke is the leading cause of neurological disability in Canada and the third leading cause
of death (Heart & Stroke Foundation of Canada, 2008). The number of individuals with stroke is
expected to rise exponentially with projected increases in the elderly population and a rise in the
prevalence of other stroke risk factors such as obesity and diabetes. In the initial period of care
following the diagnosis of stroke, patients are admitted to an acute care setting with or without
specialized stroke services. The median length of stay in acute care following a stroke is 6.5 days
(Ontario Stroke Network, 2009). During this time patients undergo diagnostic testing to determine
1

the etiology of the stroke so that appropriate secondary stroke prevention strategies can be
implemented. As well the patient undergoes comprehensive assessment and treatment by a team
of experts including physiotherapists, occupational therapists, speech language pathologists and
dietitians. The goal of treatment is to optimize function of the patient with stroke for discharge.
Upon discharge from the acute care hospital or rehabilitation center the balance of care
abruptly switches from professional caregivers to the family, most commonly the spouse (Grant et
al., 2006; Mackenzie et al., 2007). Many of these caregivers are themselves elderly and living with
chronic medical conditions. Evidence suggests that a lack of caregiver preparation can adversely
affect the health of the family caregivers exacerbating known conditions and increasing the risk of
new medical problems (Grant, Bartolucci, Elliott, & Giger, 2000; Ski & O’Connell, 2007).
Preparation of the caregiver requires a comprehensive assessment of their needs that ideally
begins in the acute hospitalization phase of stroke. Reports in the current stroke literature reveals
that caregivers are not satisfied with the support and preparation received from professional
caregivers during this phase (Garrett & Cowdell, 2005; O’Connell, Baker, & Prosser, 2003).
Identification of specific caregiver needs provides nurses and inter-professional team members
with the information required to develop and integrate the care of the family caregiver into the
plan of care for the patient with stroke.
The multi-faceted needs of this population have been recognized and well documented in
a number of research studies (Brazil, Roberts, Jode, & VanderBent, 2000; Coombs, 2007;
McCullagh, Brigstocke, Donaldson, & Kalra, 2005; O’Connell et al., 2003). Most of these studies
focused specifically on two or three needs such as information, emotional support and/or
psychosocial support rather than the full spectrum of needs. In analyzing this literature a
framework to guide in the identification of the spectrum of caregiver needs is notably missing. A
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supportive care framework would facilitate a more comprehensive approach to assessing the needs
of this population.
Background
My interest in the needs of the caregivers of patients with acute stroke solidified while
employed as the Stroke Specialist Case Manager at our Regional Stroke Centre. In addition to
case management of patients admitted to the hospital with acute stroke, my role included
providing education and support to patients, families and staff. The complexity of the caregivers
needs became apparent during my interactions with patients and their family members. Family
members struggled to accept and understand the sudden onset of impairments brought on by the
stroke and expressed a kaleidoscope of emotions. Expressions of anger, grief and denial were
common in the initial days following the stroke. Nurses and therapists raised concerns with the
increasing amounts of time they spent supporting family caregivers. Lack of an organized
approach to caregiver assessment and support was reported as inefficient and thus taking away
from time scheduled for patient care and therapy.
At our centre, a family information series was developed and administered by the interprofessional stroke team in an attempt to educate and support informal caregivers. Twelve
informal sessions that reviewed different aspects of stroke were delivered once a week. At the end
of the 12 weeks the team evaluated the program. Evaluations completed by caregivers who
attended sessions were positive however attendance at the sessions was poor. It was during this
period I accepted a fellowship with the Queen’s University Joanna Briggs Collaboration. With the
aim of improving our stroke program, I used this opportunity to conduct a systematic review of
the literature focusing on the educational and psychosocial needs of the informal caregivers of
patients with acute stroke (MacIsaac, Godfrey, & Harrison, 2006). The results of the review
resonated with our clinical experience; the needs of the family caregivers were complex and
3

multifaceted. Developing future programs without recognizing and incorporating the full spectrum
of caregiver needs was likely to result in similar failure. In seeking a process for early
identification of needs of this population, the focus of this thesis evolved.
This thesis research is a phase within an Ontario initiative funded by the Research Unit of
the Ministry of Health and Long Term Care and the Ontario Stroke Strategy, “Development of an
Evaluation Framework to Ensure Continuity of Care and Best Practices in Early Stroke Care.”
Five tertiary centres in the Toronto area participated in the parent study focusing on the continuity
needs of patients with stroke in acute care. The thesis research was solely focused on the
caregivers during the same time period. Initial plans to recruit caregivers from the same five
centres were aborted due to a paucity of available caregivers meeting the inclusion criteria during
the data collection period. There were few patients with stroke admitted in three of the community
hospitals as a result of redirect policies of patients with suspected stroke to nearby stroke centres.
Recruitment at the larger stroke centres was difficult due a number of research projects involving
patients with stroke and family caregivers that were already in progress. Two of the centres used
in the parent study were used to recruit for this thesis study and a third centre not included in the
larger study was added.
The Supportive Care Needs Framework
An inconsistent approach to the assessment and care of the family caregivers of patients
with an acute stroke was clearly evident in practice. Best Practice Guidelines promote the delivery
of patient and family education (Lindsay et al., 2008), however information and education alone
does not capture the full spectrum of needs reported by this population. With no standardized
framework, the areas of need identified in the stroke literature varied. In reviewing other complex
populations I found the framework “The Supportive Care Needs Framework” (SCNF) (Fitch,
1994; 2008). This model (Appendix A) captures the multiple needs described in the stroke
4

literature as well as those we observed in practice. There are strong parallels in the spectrum of
needs between these two populations including a high need for family and other lay caregiver
involvement in care, a complex trajectory from diagnosis to treatment and to palliation, as well as
wide-ranging types of need. Thus, one aim with the thesis research was to use this as a guiding
framework and assess its value and fit with stroke care.
Thesis Objectives
The focus of this thesis research was to explore the wide spectrum of supportive care
needs of the informal caregivers of patients with an acute stroke. The research purpose was to
begin development of a theoretically-based and rigorous approach to the assessment of supportive
care needs early in the trajectory e.g. during the hospital stay, in order to improve transition to
other sectors of care. The enquiry was conducted in three phases, each of which informed the next
part of the enquiry.
Phase 1: Integrative study of published stroke research to identify and evaluate the “fit” of the
SCNF with the stroke population and to guide in the comprehensive assessment of the needs of
informal caregivers of patients with stroke. The following objectives were addressed:
1. To identify the spectrum of needs experienced during the acute phase of stroke beginning
with admission to hospital until discharge to home, rehabilitation or long-term care.
2. To evaluate the SCNF as a means of describing and categorizing the specific needs within
the larger domains for application with the stroke population.
Phase 2: Descriptive Exploratory Study of a Cohort of Caregivers to identify a needs assessment
tool congruent with the SCNF and modify it as necessary for application with the stroke
population.
1. Identify the needs of 10 informal caregivers in a large urban centre.
2. Populate a profile of the caregivers accessing the services within the urban setting.
5

3. Extrapolate the type and range of needs reported by the caregivers.
Phase 3: Assessment of the utility of the tool for application in acute care stroke practice to
improve assessment of caregiver needs.
1. Determine the tool’s potential for use by nurses in acute care i.e. perceived burden of
administration and ease of use in order to identify the needs of the caregivers of patients
with stroke.
Format of Thesis
This thesis is presented in manuscript format with two of the chapters formatted according
to the guidelines of the journal selected for submission. Page limitations, presentation of figures
and tables and headings are arranged as per the specifications of the journal.
Chapter 1: Introduction
Chapter 2: Background and Context to Thesis
Chapter 3: A Review of the Supportive Care Needs of Caregivers of Individuals
Following Stroke. (Manuscript accepted for publication in the Canadian Journal of Neuroscience
Nursing, April, 2010). Manuscript one is a systematic review of the stroke literature evaluating
the SCNF as a means of describing and categorizing the specific needs of informal caregivers of
patients with stroke. The reported needs described in the stroke literature are categorized into the
six domains described in the SCNF including informational, emotional, psychosocial, physical,
practical, and spiritual. The goal of the literature review was to determine and describe the full
spectrum of caregiver needs using the SCNF. Quality of the studies was evaluated using
templates developed by the Joanna Briggs Institute (JBI, 2008). Data extraction and synthesis of
all research studies meeting the inclusion criteria was conducted using a structured abstract form
adapted from one previously developed (Harrison, 1998). Seventeen studies were identified that
reported on the needs of informal caregivers of patients with stroke.
6

Chapter 4: Assessment of the Supportive Care Needs of the Informal Caregivers of Stroke
(Manuscript prepared for submission to the American Journal of Neuroscience Nursing. Under
peer review). This chapter describes the methods and results of this mixed methods study
conducted to explore the use of a supportive care framework to identify the wide spectrum of
needs of the family members of patients with acute stroke. Using the SCNF as an overall guiding
framework and integrating a needs assessment survey that “fit” with the framework, the needs of
this population were explored through the use of a survey and discussion with caregivers
completing the questionnaire. The information gathered provided insight into how the needs of the
informal caregivers of patients with stroke can be comprehensively assessed in the acute phase of
stroke. The utility of the tool was then tested through a focus group of acute care stroke nurses
caring for these patients and their family members. Comprehensive assessment of needs for this
population can only be achieved if the nurses find the tool efficient and effective in identifying the
multiple needs.
Chapter 5: Summary and Implication for Practice and Future Research. This chapter
integrates and discusses the results of this research thesis. The utility of using a supportive care
framework to guide in the assessment of informal caregiver of patients with stroke needs are
discussed. Needs for future research, as well as implications for implementation in acute care
practice, are outlined.
Ethics
The thesis proposal received ethical approval from Queen’s University Health Sciences
and Affiliated Teaching Hospitals Research Ethics Board (Appendix B) and from the Toronto
Hospitals from which the participants were recruited (Appendix C). Caregivers were approached
by the student investigator and provided with a written information sheet (Appendix D) to explain
the study procedures and the voluntary nature of the study. The information sheet provided
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potential participants with the length of time required to complete the survey and the risks and
benefits of participation. The sheet was read to the participant and all questions raised by the
caregiver answered. Signed consents are locked in a drawer in the primary investigator’s research
office at the Toronto Rehab Institute.
An addendum to the ethical approval from Queen’s University Health Sciences and
Affiliated Teaching Hospitals Research Ethics Board was received in April 2009 (Appendix E).
The addendum allowed the student investigator to conduct a focus group with nurses actively
caring for patients with stroke and their families. The focus group was arranged by the new Stroke
Specialist Case Manager at the Regional Stroke Centre. Participants were provided with a written
information sheet and consent form (Appendix F) explaining the purpose of the focus group,
length of time involvement, and the risks and benefits of participation. The nurses’ questions were
answered prior to obtaining signed consent. Signed consents are locked in a drawer at Queen’s
University Practice and Research in Nursing offices.
Contributions to Knowledge
This thesis contributes to a poorly understood area of stroke care - the spectrum of
supportive care needs of informal caregivers during the acute phase of stroke recovery. Few
studies explore the multi-faceted broad spectrum of reported needs of this population. Individual
studies however, are equivocal in the importance of early identification of specific needs in order
to plan strategies for successful transition into the role of caregiver. With the expected increase in
the incidence of stroke based on our aging population (Heart and Stroke Foundation of Ontario,
2003) it is critical that a family caregiver needs assessment based on a supportive care framework
becomes a part of routine care of patients with stroke. Use of a framework such as the SCNF
(Fitch, 1994; 2008) to guide in the assessment of needs of this population of caregivers will
improve identification of the full spectrum of needs and aid in the development of a plan of care to
8

address these. It would also inform health service decision-makers in planning programs to
support this group.
Further the thesis has highlighted the utility of the oncology supportive care framework
(Fitch, 1994; 2008) for application with other complex medical populations (Harrison &
MacIsaac, 2008). Stroke, like cancer and other complex medical populations share common
generic needs in managing the care trajectory with the condition. This enquiry demonstrated the
utility and application of a theory driven approach to assessment of needs of informal caregivers
of the stroke population. It proved to be a comprehensive and feasible foundation to enhance the
provision of supportive care with stroke. Additionally use with other complex groups such as
those with stroke will advance the theory and testing of this innovative framework.
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Chapter 2
Background and Context to Thesis
The management of patients with stroke has changed dramatically over the last 20 years (Brown,
2001). Prior to the mid 1990’s the general perception was that stroke was not a treatable disease
and individuals were admitted to hospital for supportive care and rehabilitation. A paradigm shift
occurred in response to the emergence of research suggesting that stroke was treatable. The
National Institute of Neurological Disease and Stroke Trial (NINDS, 1995) demonstrated
statistically significant clinical improvements in individuals treated with thrombolytics within
three hours of ischemic stroke onset. This narrow window for treatment resulted in the recognition
of the urgency of identification, assessment and treatment of acute ischemic stroke. Slogans such
as “time is brain” and “brain attack” were introduced to increase public and healthcare awareness
of this time sensitive treatment for acute stroke.
Ontario is one jurisdiction where an integrated and coordinated approach to the prevention
and treatment of stroke was introduced (Report of the Joint Stroke Strategy Working Group,
2000). At our local regional stroke centre the introduction of thrombolytics occurred in 1998. This
was followed by the creation of a stroke unit in 2003. Stroke units were developed globally in
recognition of the increasing number of survivors with complex inter-professional components of
care and emerging evidence that stroke units decreased in the long term death, dependency and
institutionalization post-stroke (Stroke Unit Trialists Collaboration, 1997).
The early stroke unit was geographically housed on the neuroscience floor where an interprofessional team with expertise in stroke care participated in early assessment and treatment of
patients with acute stroke. There were no designated beds with patients being admitted to any
available bed on the unit. Three years later a 10 bed physical unit made up of a six bed unit and
12

two semi-private rooms located across the hall was designated as the stroke unit. Patients with
acute stroke were admitted to the stroke unit. A stroke resource nurse was assigned four to six of
these patients depending on staffing levels Monday to Friday. The remaining four to six patients
were cared for by a nurse on the general neuroscience unit. The change in geography and staffing
of the unit had a profound effect on the staff working with these patients. Family members of
individual patients with stroke were in close contact with each other and the amount of interaction
between families increased. Different families exchanged information about stroke, their family
members’ condition and the care received. Many of these caregivers seeking information turned to
the internet or friends as a resource and at times returned with “misinformation” that was shared
with others in the stroke unit. The inter-professional team reported spending more and more time
clarifying information and supporting caregivers.
In my role as Stroke Specialist Case Manager I was responsible for coordinating the care
of patients admitted to the unit and providing education and support to patients, families and staff.
Through my direct interactions with family members I developed a heightened awareness and
appreciation for the wide spectrum of needs by this group. The supportive care needs of these
caregivers were complex and the demands for support high. Stroke team members noted a similar
trend and reported that families were consuming increasing amounts of their time. Nurses and
therapists reported difficulty in completing care and therapy due to the amount of time spent
providing support to family members. In the busy acute care environment the complexity and
multiplicity of needs experienced by these families were overwhelming the professional staff.
These challenges were not unique to this particular stroke unit. In a Canadian study by Brazil,
Roberts, Jode and VanderBent (2000) healthcare providers reported that the stroke population
differed from other patient groups due to the multi-faceted nature of needs.
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The inter-professional team members recognized that the needs of the family members
were not being identified and addressed early in the patient stay resulting in families
independently seeking out information and support. The team conducted a brainstorming session
to identify strategies to proactively identify and address caregiver needs. Twelve topics were
extrapolated from the most frequent questions and concerns expressed by the family caregivers.
Team members volunteered to develop information sessions based on their area of expertise. For
example the speech language pathologist organized two presentations one on speech impairments
after a stroke and a second on swallowing difficulties. Other topics included risk factors and
secondary prevention; nutrition; cognitive changes; emotional effects of stroke; and dealing with
the effects of stroke. Evaluations of the sessions were positive however caregiver attendance was
low with some sessions engaging only one or two family members. In reviewing the series a
number of shortfalls were identified. First the timing of the sessions may have been inconvenient
for employed family members and for those who were dependent on others for transportation.
Secondly sessions were scheduled on a twelve week rotation and delivered according to preset
dates which may not have coincided with the needs of the caregiver population in the stroke unit
at that point in time.
During the evaluation period I participated in an internship with the Queen’s University
Joanna Briggs Institute. I focused my systematic review of the stroke research on the effects of
informational and psychosocial interventions on the caregivers of patients with acute stroke
(MacIsaac, Godfrey, & Harrison, 2006). Four randomized control trials were identified (Kalra,
Evans, & Perez, 2004; Mant, Carter, Wade, & Winner, 2000; Rodgers et al., 1999; Smith, Forster,
& Young, 2004) where different methods for the provision of information were employed to
improve family member knowledge, emotional health and quality of life. There was limited
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evidence that addressing information needs alone improved stroke knowledge and quality of life
outcomes (Kalra et al., 2004; Mant et al., 2000; Rodgers et al., 1999; Smith et al., 2004).
Looking at the Evidence of Need with Caregivers of Patients with Stroke
The complex interwoven constellation of needs identified in clinical practice resonated in
the stroke literature and the focus of this study was borne. I returned to the literature and
conducted a second analysis with a broader focus on the wide spectrum of needs reported by this
population. To organize and ensure comprehensive collection of data on the wide spectrum of
needs of the family caregivers of patients with stroke I sought a conceptual model that would
provide a comprehensive approach for assessing supportive care needs. Although no framework
specific to stroke was found, I located the Supportive Care Needs Framework (SCNF) (Fitch,
1994; 2008), developed for individuals and families dealing with cancer (Appendix A). A strong
parallel in the spectrum of needs experienced by these two complex medical populations was the
impetus in selecting this framework. The developer, Margaret Fitch from the Princess Margaret
Hospital in Toronto, confirmed that this model had not been formally studied outside the oncology
population. She was most interested in the stroke study and granted permission for its use in this
research (Appendix G). The framework had previously been used in our centre in a research study
of the needs of parents of children with cancer (Kerr, Harrison, Medves, & Tranmer, 2004). To
ground the thesis research I conducted a systematic review of the needs of the caregivers of
patients with stroke and used the SCNF to guide the analysis of the reported needs (MacIsaac,
Harrison, & Godfrey, 2010).
The Supportive Care Needs Framework
In the SCNF (Fitch, 1994; 2008), needs are seen to be influenced by factors such as age,
gender, education, religion, place of residence, family, social support, and personality. Another
important aspect of the model is the recognition of transitions through phases of care from
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screening/diagnosis to palliation. Informal caregivers of patients with stroke, experience changing
needs as the patient progresses across the continuum. Four spectrums (pre-diagnosis, diagnosis,
referral, and treatment) occur during the acute phase of stroke and were the basis for this study.
Rehabilitation and survivorship follow during the sub-acute period. The final three spectrums
include recurrent disease, palliation and bereavement which may also apply to the stroke
population. Six domains of need are outlined in the SCNF: informational, emotional,
psychosocial, physical, practical, and spiritual supportive care needs. These domains provide a
meaningful way to assess and describe the needs of the family caregivers with acute stroke.
Needs Assessment Survey
To assess the complex spectrum of needs of the family caregivers of patients with acute
stroke I sought an assessment tool congruent with the framework. A tool specific to this
population was not located however a comprehensive needs assessment questionnaire for patients
with advanced cancer (NA-ACP) was identified. The NA-ACP consisted of 132 items that
assessed seven domains of supportive care needs experienced by patients with advanced cancer
(Rainbird, Perkins, & Sanson-Fisher, 2005). These seven domains fit into the six domains of the
SCNF (See Table 1). Permission was obtained from the Research Officer at the Centre for Health
Research & Psycho-oncology (CHeR) at the University of Newcastle in Australia, developers of
the tool, to modify the tool for use with the stroke population (See Appendix H).
A panel of four multidisciplinary professionals with expertise in stroke independently
reviewed and modified the tool. The panel included a registered nurse, speech language
pathologist, physiotherapist and social worker. Members reviewed the tool to determine the
feasibility and appropriateness of the 132 items, eliminating those not relevant to stroke care and
rewording the language for application with the stroke population. Consensus was achieved with
agreement by 3 out of the 4 panelists. The tool underwent three cycles of review until panelists
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Table 1
Fit of the Supportive Care Needs Framework with the Needs Assessment for Advanced Cancer
Patients Survey
______________________________________________________________________________

SCNF – Fitch et al., 1994

NA-ACP – Rainbird et al., 2003

______________________________________________________________________________
1) Practical

1) Daily Living
2) Financial

2) Spiritual

3) Spiritual

3) Psychosocial

4) Social

4) Informational

5) Medical Communication and
Information

5) Emotional

6) Psychological/Emotional

6) Physical

7) Symptoms

______________________________________________________________________________

were satisfied that the 48 question Stroke Caregiver Assessment of Need Survey (SCANS) was
appropriately worded and specific to the stroke population.
Six local active caregivers of patients with stroke participated in a pilot of SCANS. These
individuals were approached by the Regional Stroke Manager and a facilitator of the Kingston
Seniors Association Stroke Caregiver Support Group and provided with the student investigator’s
contact information. Interested caregivers contacted the student investigator by telephone where
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the purpose of the review was explained and contact information obtained. All six participants
completed the survey and an evaluation (I). Caregivers reported some confusion with having five
categories of need. In particular the low need category “satisfied” was felt to be irrelevant if the
purpose was to collect information on the needs during the acute phase. In reviewing the original
NA-ACP survey the term “satisfied” was noted to reflect needs that had been present in the
previous four months but had been subsequently met. The median length of stay following stroke
is 6.5 days (Ontario Stroke Network, 2009) so this option was removed on the final SCANS. Six
questions were also eliminated based on caregiver feedback. The final 42 item SCANS tool (See
Appendix J) was used in conducting the thesis study with ten caregivers in acute stroke settings.
Contribution to Knowledge
Family caregivers are crucial members of the healthcare team who have not studied or
planned to be a caregiver but rather have been thrust into the role suddenly as the result of a
stroke. These caregivers experience a myriad of needs beginning with the onset of the stroke that
are not consistently identified nor addressed in the acute care setting. The thesis highlighted the
utility of an oncology supportive care framework (Fitch, 1994; 2008) in identifying the wide
spectrum of caregiver needs for application with the stroke population (Harrison & MacIsaac,
2008).
This enquiry has laid the groundwork for a conceptually driven structured approach to the
identification of family caregiver needs following a stroke. The role of the caregiver in the
transition of the patient from hospital to home or rehabilitation is monumental. Preparation of the
caregiver requires an assessment of their specific needs and development of a plan of care. The
SCANS was welcomed by the active family caregivers as an efficient method of identifying the
wide spectrum of needs they experienced in the acute care environment. Further refinement and
validation of this tool would ideally provide healthcare teams with an approach to assess
18

caregiver needs and plan an inter-professional plan of care to address them. This preparation
would ideally optimize transition from hospital to home or rehabilitation.
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Chapter Three
Supportive Care Needs of Caregivers of Individuals Following Stroke: A
Synopsis of Research
Abstract
Approximately 75% of stroke survivors are discharged from hospital to the community with
varying degrees of residual neurological deficits (Heart & Stroke Foundation of Ontario, 2008).
As a part of a Masters’ thesis a systematic review was conducted to synthesize the research related
to the identification of family needs during the acute phase of stroke in order to facilitate
successful transition into the role of caregiver. Relevant articles were identified using: CINAHL,
MEDLINE, All EBM Reviews, Psych Info, Embase, and AARP Ageline (1978 to December
2007). A Supportive Care Needs Framework (SCNF) (Fitch, 1994; 2008) was used to collect and
analyze data. The utility of this framework was evaluated in capturing the spectrum of needs of
the family caregivers of patients with stroke. Ten qualitative and seven quantitative studies were
identified and analyzed by the author. The studies were equivocal in their reports of needs not
being identified and addressed during hospitalization. The SCNF provided a comprehensive
means of organizing the broad spectrum of needs of this population reported in the literature. No
new domains were uncovered in the review. An assessment tool based on a supportive care
framework is required to guide staff in identifying caregiver needs to ease successful transition
into this new role.
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Introduction
Stroke is the third leading cause of death in Canada (Heart & Stroke Foundation of Ontario, 2008)
and one of the leading causes of disability. The sudden presentation of stroke thrusts family
members abruptly into the unexpected role of caregiver with limited time to prepare (Exall, 1999).
Typically after hospitalization many individuals return to the community with spouses most
frequently assuming the role of primary caregiver (Grant al., 2006; Mackenzie et al., 2007).
Inadequate preparation of these caregivers, places them not only at risk of physical and mental
health issues, but ultimately the person with stroke (Grant, Bartolucci, Elliott, & Giger, 2000; Ski
& O’Connell, 2007). In order to improve preparation for this caregiving role, healthcare providers
will need to focus on family needs beginning in the acute hospitalization period. In this way, plans
for self-reported needs could be integrated into the plan of care and addressed before transition
from acute care. There is evidence of dissatisfaction amongst family members during this acute
phase with the receipt information, support and preparation for the skills required to successfully
transition into this new role (Garrett & Cowdell, 2005; O’Connell, Baker, & Prosser, 2003). The
literature suggests that the current standard of care in providing caregiver information prior to
discharge, does not address the wide spectrum of supportive care needs. Assessment of the full
constellation of supportive care needs is becoming a pressing and unmet aspect of current
practice.
The prevailing approach has been a didactic style of information provision to family and
other lay care providers to assist in the transition to this role. In a recent systematic literature
review (MacIsaac, Godfrey, & Harrison, 2006) guided by the Joanna Briggs methodology (JBI,
2008), we examined the results of studies evaluating the effectiveness of information and
psychosocial support interventions for informal caregivers of stroke patients. Four randomized
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controlled trials (Kalra, Evans, & Perez, 2004; Mant, Carter, & Winner, 2000; Rodgers, Atkinson,
& Bond, 1999; Smith, Forster, & Young, 2004) studied the effects of information not only on
caregiver knowledge, but also on caregivers’ emotional health and quality of life. The findings
were equivocal in terms of the effect of these interventions in all but the Kalra et al. trial (2004),
with no clear indications for practice. In scrutinizing these studies it became evident that issues
identified by caregivers went beyond information and psychosocial support. We concur with other
authors that there is a need for a conceptual model or framework encompassing the full
constellation of potential supportive care needs supporting an assessment approach for this
population (Brereton, Dip, & Nolan, 2000; Coombs, 2007).
Conceptualization of the Review
Supportive care of informal caregivers of individuals with stroke typically involves a
multitude of individual as well as overlapping needs, e.g. securing transportation in order to attend
informational sessions and having a friend or family member accompany for psychosocial
support. It appears studies to date have largely focused on specific needs, e.g. information and
emotional support, rather than the full spectrum and/or combination of needs. This lack of
comprehensive assessment is compounded by the lack of a supportive care framework to guide
practitioners in this complex dimension of stroke care.
In looking to other complex populations for innovations with assessment for supportive
care needs, a framework designed for the cancer population appears to have potential for those
dealing with stroke. The Supportive Care Needs Framework (SCNF) (Fitch, 1994; 2008) has been
widely used in oncology spanning the continuum of care from screening and diagnosis through to
palliation (Appendix A). Locally it was used in a study identifying the needs of the parent
caregivers of children with cancer (Kerr, Harrison, Medves, & Tranmer, 2004). There are parallels
between stroke and oncology groups as complex medical populations such as the high need for
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family and other lay caregiver involvement in care, the complex trajectory from diagnosis and
treatment to discharge or palliation, as well as wide-ranging combinations and types of need.
In the SCNF (Fitch, 1994; 2008), six domains of needs influenced by factors such as age,
gender, education, religion, place of residence, family, social support, and personality. The
domains of needs include informational, emotional, psychosocial, physical, practical and spiritual
needs that patients and families experience as they move through the cancer continuum. Another
important aspect of the model is the recognition of transitions through phases of care from
screening/diagnosis to palliation. Informal caregivers of patients with stroke, experience changing
needs as the patient progresses across the continuum. Four spectrums (pre-diagnosis, diagnosis,
referral, and treatment) occur during the acute phase of stroke. Rehabilitation and survivorship
follow during the sub-acute period. The final three spectrums include recurrent disease, palliation
and bereavement which may also apply to the stroke population.
Our aim with this systematic review was to assess the evidence on the spectrum of
supportive care needs of informal caregivers of patients following stroke in order to evaluate the
SCNF framework for use with caregivers during the acute phase of stroke care. As a first step it
was important to assess the appropriateness and evaluate the ‘fit’ of the SCNF with the stroke
population as a guiding framework for comprehensive assessment. To evaluate this empirically a
systematic review of stroke research studies where supportive care needs were reported was
undertaken to address the following objectives:
1. Describe the SCNF categories of need that have been reported in the stroke research literature.
2. Determine the spectrum of needs during the acute phase from admission to hospital with the
diagnosis of stroke until discharge to home, rehabilitation or long-term care.
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3. Evaluate the SCNF as a means of describing and categorizing the specific needs in the six
domains and if modification are required for use with the stroke population e.g. additional
domains uncovered in the stroke literature.
Review Methods to Assess the Evidence Related to Supportive Care Needs Search Retrieval and
Appraisal Procedures
In consultation with a Queen’s University Library Scientist, research reports were located
with a focus on the supportive care needs of informal caregivers of patients with acute stroke. A
wide range of studies were sought including randomized controlled trials, non-random controlled,
pre and post trials or qualitative studies. Using a multi-step approach, the search strategy and
retrieval process was designed to locate the relevant papers in an iterative fashion. Initial search
terms included: cerebrovascular accident, caregiver support, caregiver needs, information,
depression, and psychosocial. A second search of the same data bases was conducted adding the
key terms: cerebrovascular accident, caregiver assessment and needs assessment. Three articles
were retrieved and excluded after reading the abstract as none were stroke related. Finally a
manual search of the reference lists of relevant articles was conducted. No new studies were
identified. The databases searched included: CINAHL (January 1996 to December 2007),
MEDLINE (1996 to December Week 4, 2007), All EBM Reviews, Psych Info (1967 to December
Week 4 2007), Embase (1996 to 2007 Week 50), and AARP Ageline (1978 to December 2007).
Limitations were: restriction to articles in English and publications after 1996 when the
philosophy of stroke management changed. By 1996 with the introduction of thrombolytics in
treating ischemic stroke (Brown, 2001) a transformation from symptom management to active and
emergent treatment occurred that would have influenced informational and supportive
interventions offered to family caregivers.
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An initial on-line review of the articles, title and abstract if available, was conducted to
assess eligibility based on two broad inclusion criteria: 1) focus on informal caregivers of patients
with an acute stroke, who would be providing care upon the patients’ discharge from hospital and
2) data available about the identified supportive care needs of the caregivers early in the
caregiving experience. Initially studies involving only the acute hospitalization period were
sought. However, few of the studies retrieved focused on this phase of the care trajectory so
studies conducted in the first two years post stroke that reported caregiver needs experienced in
the acute phase were included. These included studies conducted during the rehabilitation phase
and after discharge home. We also examined studies reporting adverse caregiver outcomes
resulting from specific unmet needs.
The quality of the studies was assessed using checklists for experimental and
observational studies developed by the Joanna Briggs Institute (Appendix K). Studies not clearly
articulating the timing of the data collection post-stroke and those with methodological problems
including performance and attrition bias were eliminated. Data extraction from the articles
meeting the inclusion criteria was completed using a standard structured abstract form (Harrison,
1998). The extraction tables provided information relating to the authors, journal, study
characteristics (study design, setting, sample, study focus and measurements), findings,
methodological considerations, and implications for the current review. Information from the data
extraction tables was then used to develop a table for synthesis of data.
Results
Twenty-one published papers reporting on 17 unique studies met the inclusion criteria and
were included in the final set for the caregiver needs analyses (Appendix L). Main reasons for
exclusion were: the paper was not a primary study; the study focused on the patient rather than the
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caregiver; the study did not address caregiver needs during the acute hospitalization period; or the
study had methodological flaws.
The studies included both qualitative (n=10), phenomenological, grounded theory and
exploratory, and quantitative (n=7) including descriptive or mixed methods designs. Within the
17 studies, sample sizes ranged between 7 to 90 participants in the qualitative grouping, and 30 232 participants in the quantitative trials.
Category of needs
All caregiver needs identified in the 17 studies were catalogued and then categorized
according to the six general domains of the SCNF. There was evidence of a wide range of
reported needs and examples within each domain reported from research with the stroke
populations (Table 1). Informational and psychosocial needs was most frequently reported (n=15
studies), with emotional needs the third most common (n=12 studies). Physical, practical and
spiritual domains were documented but less frequently. Each domain was explored for the types
of need identified. It should be noted that we report the frequency of needs based on the number
of research studies where a particular need within a domain is found. This is not necessarily an
indication of how important the need is to caregivers.
Information
The need for information is frequently reported by new caregivers of patients afflicted
with a stroke (n=15 studies). Caregivers report dissatisfaction with the amount, quality and
delivery of information (Garrett & Cowdell, 2005; Mackenzie et al., 2007; O’Connell et al., 2003;
Smith, Lawrence, Kerr, Langhorne, & Lees, 2004). Written materials, when provided, were
comprehensive (Mackenzie et al., 2007) but did not provide caregivers information specific to
their family member (Bakas, Austin, Okonkwo, Lewis, & Chadwick, 2002; Brazil, Roberts, Jode,

28

& VanderBent, 2000; King & Semik, 2005; Mak, Mackenzie, & Lui, 2007; O’Connell et al.,
2003; Smith et al., 2004; Wiles, Pain, Buckland, & McLellan, 1998).
Unfamiliar with stroke and the resulting deficits, caregivers reported not knowing what
information was required to assist in providing care resulting in an inability or reluctance to ask
questions (O’Connell et al., 2003). Frustration was reported with the lack of availability of
professional staff to provide information that was required to care for the person with stroke
(Mackenzie et al., 2007; Smith et al., 2004). This led caregivers to seek other sources including
books but these sources did not address all their needs (Brereton et al., 2000; O’Connell et al.,
2003). It is well documented that new caregivers seek and require written and verbal
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Table 1
Research Supporting Stroke Caregivers Domains of Needs
_________________________________________________________________________________________________________________
Stroke Caregiver Research
Domains of Supportive Care Needs Framework
Informational Emotional Psychosocial Physical Practical Spiritual
_________________________________________________________________________________________________________________
Bakas, Austin, Okonkwo, Lewis, & Chadwick (2002)

X

Brazil, Roberts, Jode, & VanderBent (2000)

X

Brereton & Nolan (2002); Brereton, Dip, & Nolan
(2000)

X

X

Chow, Wong, & Poon (2007)

X

X

Coombs (2007)

X

X

X

X

Garret & Cowdell (2005)

X

X

X

X

Grant, Elliott, Weaver, Glandon, Raper et al. (2006);
Grant, Weaver, Elliott, Bartolucci, & Giger (2004);
Grant, Bartolucci, Elliott, & Giger (2000)

X

X

X

X

X

X

X

Grant, Elliott, Giger & Bartolucci (2001)

X

X

X

X
X

X

X
X

X

_________________________________________________________________________________________________________________
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Table 1
Research Supporting Stroke Caregivers Domains of Needs
_________________________________________________________________________________________________________________
Stroke Caregiver Research

Domains of Supportive Care Needs Framework
Informational Emotional Psychosocial Physical Practical Spiritual
_________________________________________________________________________________________________________________
King & Semik (2006)
X
X
X
X
King, Carlson, Shade-Zeldow, Bares, Roth et al.
(2001)

X
X

X

Mackenzie, Perry, Lockhart, Cottee, Cloud, &
Mann (2007)

X

X

X

X

Mak, MacKenzie, & Lui (2007)

X

X

X

X

O’Connell, Baker, & Prosser (2003)

X

X

X

Ski & O’Connell (2007)

X

X

X

Smith, Lawrence, Kerr, Langhorne, & Lees
(2004)

X

Wiles, Pain, Buckland, & McLellan (1998)

X

X

X

_________________________________________________________________________________________________________________

31

information from hospital staff in order to transition into the caregiving role (Garrett & Cowdell,
2005; Grant et al., 2006; Grant et al., 2000; Grant, Weaver, Elliott, Bartolucci, & Giger, 2004;
Mackenzie et al., 2007; O’Connell et al., 2003; Wiles et al., 1998). These authors found that
caregivers were unable to retain all verbal information when provided and written resources
provided them with the opportunity to revisit the information at a later time.
Important aspects of what information caregivers were seeking and trying to use was
revealed in numerous studies. In an attempt to understand what was occurring, family members
sought clinical information regarding etiology, diagnosis and prognosis in the immediate post
stroke period (Bakas et al., 2002; Brereton & Nolan, 2002; O’Connell et al., 2003). However,
information alone was reported as inadequate particularly when there was a skill component
attached to it e.g. safely transferring a stroke survivor with a paretic limb. Caregivers identified
the need to apply information they received. Participation in basic care of the patient during
hospitalization was cited as vital in developing and solidifying new information and skills
(Brereton et al., 2000; Kerr & Smith, 2001; Ski & O’Connell, 2007). Later in the hospitalization
period caregivers sought practical information e.g. accessing equipment and the availability of
community resources (Brazil et al., 2000; Kerr & Smith, 2004; King & Semik, 2006; Mackenzie
et al., 2007; O’Connell et al., 2003; Ski & O’Connell, 2007; Wiles et al., 1998). This area was
reported to be poorly addressed.
Psychosocial Needs
Fifteen studies reported on the psychosocial needs of the caregivers of individuals
experiencing stroke. The abrupt presentation and devastating physical, cognitive and emotional
effects of stroke often result in caregiver fear and anxiety (Brereton & Nolan, 2002; Coombs,
2007). Caregivers describe the challenges of coping with an uncertain future (Grant, Elliott, Giger,
& Bartolucci, 2001) including the post-discharge care needs of the patient (Ski & O’Connell,
2007). This sense of uncertainty was prolonged when information was not provided (O’Connell et
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al., 2003). With uncertainty and lack of information it is not surprising that caregivers report low
levels of confidence in their new role and ability to provide care (King & Semik, 2006).
Constructive feedback from healthcare professionals was reported as a means of acknowledging
caregivers and increasing their sense of competence (Brereton & Nolan, 2002). These caregivers
also reported that their knowledge of the patient’s pre-morbid functional status, preferences and
personality traits was dismissed or just not used in planning care. Failure to include family in
planning care also extended to the discharge process where family members report not being
included in discharge planning meetings and team discussions (Brazil et al., 2000; Brereton et al.,
2002).
Caregivers report a feeling of loss after a family member suffers a stroke (Bakas et al.,
2002; Coombs, 2007; Mackenzie et al., 2007). A cumulative effect of perceived losses including
the loss of a marital partner and changes in the relationship resulted in an overwhelming profound
sense of loss by caregivers (Coombs, 2007). Often the spouse with stroke was no longer able to
provide emotional and physical support for the caregiver. Some caregivers reported feeling alone
and challenged in making decisions by themselves (King et al., 2001). There was an expressed
need to share their experience with others (Mak et al., 2007). The availability of social support
was related to greater life satisfaction (Grant et al., 2001). The lack of quality social support was
reported as having a significant correlation in caregiver depression (Grant et al., 2006; Grant et al.,
2004; King et al., 2001; Grant et al., 2000).
Emotional Needs
Emotional needs were the third most frequently reported domain of need (n = 12). The
stroke recovery period is often lengthy and the full degree of recovery may be unknown for quite
some time. Caregivers reported that these ‘unknowns’ caused high levels of stress and anxiety
(Brereton et al., 2000; Chow, Wong, & Poon, 2007; Kerr & Smith, 2001; O’Connell et al., 2003;
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Smith et al., 2004). In one study healthcare professionals who had a family member suffer a stroke
reported their knowledge and experience in the field did not aid in coping with the anxiety caused
by uncertainty (Brereton et al., 2000). It has been identified that caregivers need help to deal with
the emotions brought on by the experience of the stroke (Chow et al., 2007) and in managing
stress (King & Semik, 2006). A prolonged increase in stress can lead to depression (Grant et al.,
2004).
Depression is a frequently reported outcome amongst the informal caregivers with rates
cited between 20% and 40% (Ski & O’Connell, 2007; Grant et al., 2004; Grant et al., 2000). In a
series of enquiries Grant & colleagues, studied this population of caregivers. In an early study
(2000), the predictors of depression at the onset of the caregiving role were examined. Thirtyseven percent of the caregivers in this study were found to be depressed. Significant correlation
was found between caregivers’ physical function and emotional well-being prior to patient
discharge reinforcing the need for early assessment and intervention. In general, caregivers scored
lower on life satisfaction than the general population and reported significantly less social support.
Similarly King et al. (2001) examined the changes in depression, physical health and coping
between hospitalization and the first 6 – 10 weeks at home. The authors reported that the severity
and rate of depression was highest during the hospitalization period (44%).
Caregivers report a kaleidoscope of emotions in the acute diagnosis phase of stroke. Some
describe anger with the situation and even with the patient experiencing the stroke (Bakas et al.,
2002). Frustration attributed to difficulties with communication, the inability to alleviate the
family member’s distress (Bakas et al., 2002) and dealing with the change in the patient’s
cognitive status (Mak et al., 2007) have also been reported. Caregivers reported an overwhelming
sadness over the loss of their previous lifestyle (Mackenzie et al., 2007). Others report fear not
only of the unknown but of the possibility of a subsequent stroke (Kerr & Smith, 2001). No two
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caregivers will experience the same emotions at the same time and these emotions are mediated
by personality, support, education and previous experiences (Fitch, 1994; 2008). Smith et al.
(2004) concluded that it is vital for caregivers to be recognized as individuals themselves and
assessed so that care can be planned based on their specific needs.
Physical Needs
Seven studies identified needs falling into the domain of physical support. Caregivers
reported that the most overwhelming element of the new role was fatigue and exhaustion (Chow
et al., 2007; Coombs, 2007; Mackenzie et al., 2007; Mak et al., 2007). There is evidence that a
lack of restorative rest coupled with increased responsibilities adversely affected caregiver
physical health with exacerbation of previous medical conditions as well as the onset of new
complaints (Chow et al., 2007; Grant et al., 2000). Changes in routine including visits to the
hospital were described as physically tiring (Smith et al., 2004). Caregivers recognized the
importance and also the challenge of maintaining personal health in order to continue caring for
their family member (Grant et al., 2000; Kerr & Smith, 2000; Smith et al., 2004).
Practical Needs
Practical needs of caregivers are not a common focus of studies. In this review, practical
needs were identified in 5 of the 17 studies (Bakas et al., 2002; Brereton & Nolan, 2002; Coombs,
2007; Mackenzie et al., 2007; Mak et al., 2007). The most frequently identified problems reported
by the caregivers in these studies included financial management and transportation. For
caregivers whose spouse managed all the finances, accessing funds and paying bills was an
immediate priority and fraught with challenges. Others reported a lack of funds creating
difficulties particularly with securing transportation and paying for parking. Coombs (2007)
reported that caregivers practical needs were dependent on the role their family member played
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prior to the stroke that now became the responsibility of the caregiver, e.g. yard work, home
maintenance or finances.
Spiritual Needs
Spiritual needs of the caregivers in the stroke literature are not well documented with two
studies identifying this need during the acute phase. For some caregivers of patients with stroke
faith and trust in God provided a source of comfort and support (Coombs, 2007) enabling them to
continue in their new role. Others in this phenomenological study reported that maintaining hope
and optimism helped them cope day-to-day. The need for spiritual support was also reported in a
mixed methods study (n = 93) examining the needs of caregivers in the first two years post-stroke
(King & Semik, 2006). Greater than 60% of the caregivers in the study expressed the significance
of spiritual support resources in helping to maintain self and family.
Discussion
Caregivers of stroke survivors have a constellation of supportive care needs. In reviewing
studies in the stroke literature we discovered that these needs are similar to other complex medical
populations and could be categorized using the SCNF. In 17 studies, reported in 21 separate
publications, we grouped and described six domains of caregiver needs using the SCNF (Fitch,
1994; 2008). Although initially developed for the cancer population, the needs categories are
relevant and descriptive of what is experienced by those caring for the stroke population. The
SCNF provides a useful organizing framework for the assessment of caregiver need. Importantly
it assists in identifying the wide spectrum of needs identified by the caregivers of individuals with
acute stroke. From our review we did not uncover any new categories of need. This first step of
validating the needs categories from the research literature could be taken further through a
validation with caregivers of these groupings. The validation for the current study was completed

36

in a mixed method study of family caregivers of patients with stroke in a major Canadian urban
center.
There is emerging evidence detailing the supportive care needs of caregivers of patients
with stroke. During the acute hospitalization period an emerging issue is the vital importance of
early identification and intervention of needs. Becoming a caregiver for an individual with stroke
is a complex process (Brereton et al., 2000) with an array of multi-faceted needs (Brazil et al.,
2000; Coombs, 2007; McCullagh et al., 2005; O’Connell et al., 2003). Needs change as the
patient transitions across the continuum of care (Garrett & Cowdell, 2005; King & Semik, 2006).
The domains of needs are interconnected, affecting and being affected by each other with needs in
one domain having a ripple effect on the others. For example caregivers report the constant worry
and anxiety with lack of information and receiving progress reports from healthcare members
(Mackenzie et al., 2007). This worry and anxiety in turn affects the caregivers’ physical and
emotional health.
Numerous studies highlight the wide array of needs of these caregivers, yet there is little
research addressing the spectrum of needs. A pressing practical issue is development of a reliable,
valid and standardized means of identifying the spectrum of needs during the diagnosis through
treatment phase of stroke care. Mackenzie et al. (2007) postulate that a structured assessment of
caregivers needs is required to prioritize care and include caregivers in the decision making
process. Coombs (2007) also acknowledges the importance of assessment and proposes the
development of a multi-dimension assessment to ensure caregiver inclusion in the plan of care.
The SCNF may provide guidance in future development of an assessment tool. Given the
evidence about needs and the wide range of needs in each domain, it is vital for those working in
stroke care to identify and address multiple needs. Only in this way will we be able to institute and
tailor supportive interventions.
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Limitations
This systematic literature review was conducted as a requirement of a Master’s thesis.
Studies were reviewed by only one reviewer. The review formed the groundwork and focus for
the study. Ethics approval was not sought for the systematic review but was a requirement of the
study that followed. No funding was received for this review.
Significance to Nursing
During transition from diagnosis to treatment with stroke, and from critical to unit-based
acute care, nurses are an essential link. As the population ages, the number and age of stroke
caregivers is expected to rise exponentially. Spouses, also aging with personal co-morbidities,
most frequently assume the role of primary caregiver (Grant et al., 2006). In the fast paced
environment of acute care the needs of family caregivers are often overlooked. Family caregivers
play an integral role on the healthcare team particularly in discharge planning. Successful
transition of the patient and the family back to the community requires early identification of the
wide spectrum of caregiver needs. The SCNF provides an overall guiding framework to
organizing assessment data of caregiver needs.
The Ontario Local Health Integration Networks (LHINS) are committed to keeping
individuals in their homes as long as possible. This is evident by the number of Aging at Home
Projects funded by these networks. The evidence is clear that unprepared caregivers risk adverse
physical and mental health problems when the patient returns to the home (Berg et al., 2005;
Choi-Kwon, Kim, Kwon, & Kim, 2005; Grant et al., 2000; Ski & O’Connell, 2007). increasing
the potential of the stroke survivor requiring institutional care. An understanding of the full
spectrum of needs would aid in the development of a business case for increased funding.
The needs identified in this review reinforce the critical role of inter-professional
collaboration in the care of the patient with stroke and the family caregiver. The preponderance of
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time spent by the nurse at the bedside places him or her in the unique position of identifying needs
earlier than other team members. Meeting these needs however entails a team approach. The most
frequently identified needs in the literature were those involving information, psychosocial
support and emotional support. Consulting with social workers, therapists and physicians in
developing a plan of care is essential in ensuring these needs are met.
As patients transition from the diagnosis in the emergency department to treatment and
discharge to rehabilitation or the community, the needs of the family members change. Bedside
nurses with a holistic approach to assessment and care can consult with and refer family
caregivers to team members with expertise in the caregivers changing needs. As coordinators of
care nurses identify the needs, mobilize the team and evaluate outcomes of interventions across
the continuum. The six broad domains of the SCNF provide guidance in the continuing
assessment and evaluation of interventions in meeting specific caregiver needs across the
trajectory.
Implications for Future Research
It is recommended that a needs assessment survey be developed using a framework such
as the SCNF (Fitch, 1994; 2008) to capture the needs of this population of caregivers. This survey
would assist nurses to assess and identify the caregiver’s full spectrum of needs and aid in the
development of a plan of care to address these. It would also inform health service decisionmakers in planning programs to meet the identified supportive care needs of this group.
Conclusion
This review provides a synopsis of the broad spectrum of supportive care needs of the
informal caregivers during the acute phase of stroke. Using the SCNF all the needs reported in the
literature was captured with no new domains uncovered. The utility of this framework in early
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identification of supportive care needs of this population will be evaluated in the phase two of this
study.
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Chapter 4
Supportive Care Needs Following an Acute Stroke: A Descriptive
Enquiry of Caregivers’ Perspective
Abstract
This mixed methods study explored the use of the Supportive Care Needs Framework (SCNF)
(Fitch, 1994; 2008) as an overall guide to identify the wide spectrum of needs of the family
caregivers of patients with stroke. Within this framework, a needs assessment survey developed
for a different complex medical population was modified and administered to 10 caregivers of
recently diagnosed stroke patients to identify the specific needs of this population. The
applicability of the tool was further evaluated through a focus group of nurses working in acute
stroke care. The SCNF provided a useful and comprehensive framework for the assessment of
caregiver need. Results suggest that although additional validation is needed, the modified survey
may aid nurses in early identification of caregiver needs.
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Introduction
Stroke is the third leading cause of death in Canada and the leading cause of neurological
disability (Heart and Stroke Foundation, 2008). Fifty percent of patients experiencing a stroke will
be left with moderate to severe residual deficits. Seventy-five percent of individuals are
discharged to their homes after a stroke (HSF, 2008) with family members, most frequently
spouses, undertaking the role of primary caregiver (Grant et al., 2006; Mackenzie et al., 2007).
Successful re-integration of the individual back into the community is contingent upon careful
preparation of the family caregiver. Ideally this preparation should begin upon admission and
continue throughout the stay so that at discharge the family member has the skills, knowledge and
confidence to care for the person with stroke at home. A comprehensive assessment of the full
spectrum of supportive care needs will provide the healthcare team with the information required
to develop a plan of care that includes the patient and family. The focus of this study is to begin
development of a theoretically-based and rigorous approach to the assessment of supportive care
needs early in the care trajectory, e.g. during the hospital stay, in order to improve transition to
other sectors of care and successful reintegration into the community.
Literature Review
A systematic review of the literature revealed that the supportive care needs of the
caregivers of patients with stroke are inconsistently identified and addressed (MacIsaac, Harrison,
& Godfrey, 2010). Seventeen studies investigating the needs of this population reported on
average 2 to 3 categories of need that varied depending on the focus of the study and the
framework used. There is evidence that the needs of these caregivers are complex and multifaceted (Brazil, Roberts, Jode, & VanderBent, 2000; Coombs, 2007; McCullagh, Brigstocke,
Donaldson, & Kalra, 2005; O’Connell, Baker, & Prosser, 2003) yet only one qualitative study
(Coombs, 2007) reported on the full spectrum of needs. Notably missing in the stroke research
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was a supportive care framework to guide in the comprehensive assessment of needs of this
population. In a search of other complex patient populations, the Supportive Care Needs
Framework (SCNF) (Fitch, 1994; 2008), originally developed in Ontario for assessing the needs
of patients with cancer was located (Appendix A).
The SCNF (Fitch, 1994; 2008) provided a useful guide in the organization and
comprehensive assessment of caregiver needs in this systematic review. Evidence of congruence
with the six domains of need in the SCNF - informational, emotional, psychosocial, practical,
physical, and spiritual needs – was established in the analysis of the research literature on the
needs of informal caregivers of patients with stroke. In the framework, these needs are influenced
by factors such as age, gender, education, religion, place of residence, family, social support, and
personality. Four spectrums (pre-diagnosis, diagnosis, referral, and treatment) occur during the
acute phase of stroke and are the focus of this study.
The review found that informational and psychosocial needs were most frequently
reported (n=15 studies each), followed by emotional needs (n=12 studies). Physical, practical and
spiritual domains were documented, but less frequently. The spectrum of needs in the domains
was interconnected, with needs in one domain adversely affecting others. For example caregivers
reported that the failure of the team to include them in the care of the patient (psychosocial) and to
provide timely information caused increased anxiety levels (emotional), and exhaustion
(physical). The lack of information and inclusion in the circle of care had a negative impact on the
individual caregiver’s physical and emotional well-being.
The focus of this study was to build on the current knowledge and begin development of a
theoretically-based and rigorous approach to the assessment of supportive care needs of caregivers
of patients with acute stroke during the hospital stay. The aim ultimately is to support practice to
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improve transition to other sectors of care and ultimately successful reintegration into the
community.
Caregiver Assessment in Other Complex Groups – Conceptualization and Methods
To assess the complex spectrum of needs of the family caregivers of patients with acute
stroke, an assessment tool congruent with the SCNF (Fitch, 1994; 2008) was sought. A tool
specific to this population was not located, however a comprehensive Needs Assessment
Questionnaire for Advanced Cancer Patients was identified (NA-ACP) (Rainbird, Perkins, &
Sanson-Fischer, 2005). The NA-ACP consisted of 132 items that assessed seven domains of
supportive care needs experienced by patients with advanced cancer. These seven domains fit into
the six domains of the SCNF (See Table 1). Permission was obtained from the developers of the
tool to modify it for use with the stroke population (A. Zucca, personal communication, October
30, 2007).
A multi-disciplinary panel with expertise in stroke care reviewed the tool for applicability
to the stroke population. The panel consisted of a registered nurse, speech language pathologist,
physiotherapist and a social worker. Members independently reviewed the tool to determine the
feasibility and appropriateness of the items to the stroke population. Consensus was achieved with
agreement by 3 out of the 4 panelists. The tool underwent three cycles of revisions until panelists
were satisfied that the questions were appropriately worded and specific to the stroke population.
The 48 item tool was then piloted with six active caregivers of patients with stroke
identified by the Regional Stroke Manager and a facilitator at the local Seniors Centre. Caregivers
completed the survey and an evaluation form. Feedback from this group was incorporated and the
next version of the assessment tool Queen’s University Stroke Caregiver Assessment of Needs
Survey (SCANS) was finalized. This version of the 42 item assessment survey was now ready for
a pilot implementation. The study objectives were to i) identify the caregivers’ perception of
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Table 1
Fit of the Supportive Care Needs Framework with the Needs Assessment for Advanced Cancer
Patients Survey
______________________________________________________________________________

SCNF – Fitch et al., 1994

NA-ACP – Rainbird et al., 2003

______________________________________________________________________________
1) Practical

1) Daily Living
2) Financial

2) Spiritual

3) Spiritual

3) Psychosocial

4) Social

4) Informational

5) Medical Communication and
Information

5) Emotional

6) Psychological/Emotional

6) Physical

7) Symptoms

______________________________________________________________________________

needs using a structured needs assessment and ii) explore the applicability of the tool in the acute
care environment through a focus group with professional caregivers.
Method
Design
This study utilized a mixed methods approach to explore the wide spectrum of
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supportive care needs of informal caregivers of patients experiencing an acute stroke, to begin
development of a theoretically-based and rigorous approach to the assessment of supportive care
needs early in the trajectory e.g. during the hospital stay, in order to improve transition to other
sectors of care.
Setting and Participants
The caregiver assessment was in the form of brief survey implemented in two settings in one large
urban centre serving catchment area of 1.3 million people (Toronto West Stroke Network, 2006).
The settings were representative of the type of facilities providing care for people with stroke,
including: 1) a 236 bed hospital designated as a regional stroke centre located in the downtown
area of the city affiliated with a large university serving patients with stroke from the entire region
and 2) a 376 bed community teaching hospital. The decision to conduct the caregiver surveys in a
large urban centre was made to remove any bias that may have occurred as a result of the
investigator’s position at the regional centre working with patients diagnosed with stroke and their
families.
The professional caregiver focus group was conducted at another regional stroke centre
serving a mixed urban-rural population. This site was chosen based on its proximity to the
investigators, where established contacts would aid in recruiting nurses. A convenience sample of
registered nurses currently employed at the regional centre in acute stroke care participated in the
focus group.
Study Procedures
The study received ethical approval from the Queen’s University Health Sciences and
Affiliated Teaching Hospitals Research Ethics Board as well as from the ethics boards at the three
individual site hospitals.
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Family caregivers were asked to participate in the study if they met the following
inclusion criteria: i) Being a family member or primary caregiver of a patient admitted to one of
the three hospitals participating in the study with the diagnosis of acute stroke; ii) assuming the
role of primary caregiver; iii) adult e.g. over the age of 18 years; and iv) ability to read and speak
English.
Recruitment procedures followed ethical guidelines and family caregivers were recruited
in collaboration with local providers at the three study sites. Team leaders at the settings provided
the investigator with the names and location of patients admitted with a stroke who had a family
member meeting the inclusion criteria. Family members were contacted in person by the
investigator to explain the study objectives and procedure in detail. All caregivers approached
were interested in participating and provided written consent.
Professionals participating in the focus group were recruited through the clinical educator
on the neurosciences unit of the regional stroke centre. Prior to beginning the nurses were
provided with detailed information about the study. Signed consent for participation and audio
taping of the focus group was obtained.
Data Management and Analysis
Quantitative data gathered from the caregiver surveys were analyzed using SPSS for
Windows version 16 (SPSS for Windows, 2007). A profile of the population was created through
frequency distributions of all socio-demographic and circumstance of living variables. Frequency
distributions were also generated for each question in the SCAN survey. The responses to the 42
item survey were further divided into two possible responses, with “no need” and “low need”
coded as “no need” and all “moderate need” and “high need” coded as “need.” Frequency
distributions were then generated for these two general categories.
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Qualitative data generated through unsolicited, unstructured post-survey discussions with
the family caregivers was captured through field notes. These notes were analyzed and organized
into themes.
Qualitative data generated through the focus group with nurses were transcribed word for
word and analyzed using the Ottawa Model of Research Use (OMRU) (Graham & Logan, 2004).
This framework was utilized as it provides practical guidance in implementing research into
practice with three domains that coincide with the assessment, planning and implementation of the
new practice. In the first domain the practitioner assesses the facilitators and barriers to the uptake
of the new guideline or practice. The second domain addresses planning strategies to overcome
the barriers and enhance the support of facilitators. Evaluation of the outcomes of the
implementation comprises the third domain. In assessing the feasibility of the SCANS into clinical
practice the focus was on the facilitators and barriers to implementation as well as preliminary
discussion in overcoming identified barriers.
Results
The SCANS was administered individually to 10 family caregivers from three separate
hospitals in a large urban center. All 42 items on the survey were addressed by the caregivers and
showed a range and variation in needs. Six of the caregivers also provided the investigator with
unsolicited, unstructured discussions of their experience and field notes were taken.
Three nurses from the stroke unit at the regional stroke centre participated in the focus
group designed to explore the applicability of the SCAN survey in an acute stroke unit.
Family Caregiver Participant Profile
Family caregiver participants ranged in age from 40 to 72 with a mean of 55.7 years (Table 2).
All resided in a major urban centre. Five respondents were spouses, with this entire group being
female. Two respondents were the sons of the patient with stroke and the remaining three
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caregivers were daughters. The group was well educated with seven of ten having completed
post-secondary education. Three of the spouses were retired. The majority of family caregivers
(n=7) were employed with six being full-time and one having part-time employment. Five of the
patients were admitted to a regional stroke centre with the remaining five admitted to the
community hospital setting.
Family Caregiver Perceptions of Need
Psychosocial Needs. All caregivers identified needs in this domain (Table 3), with the
most frequently reported specific need interfacing with the healthcare team. The majority of need
reported related to the health care team rather than family of friends. Ninety percent
reported a need to be able to speak to the healthcare team when needed and 80% reported
that their input was not considered by the team. They cited the need to be ‘treated as
important and not just a visitor’ (70% of respondents). Alternatively, 90% of the caregivers were
satisfied with the support from family and friends.
Emotional Needs. This was another domain where all respondents identified needs, with
each respondent reporting a minimum of four (range 4-11). The most frequently reported needs
included dealing with stress and anxiety (90%); sadness and grief (80%); and the fear of another
stroke (80%).
Practical Needs. Although less frequent than the previous two domains, all caregivers
reported at least one practical need. The specific items varied amongst respondents with 80%
expressing a need for assistance in dealing with changes to their usual routine and lifestyle.
Seventy percent of the respondents expressed concerns about caring for the family member with
stroke after discharge from the hospital.
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Table 2
Participant Profile
_____________________________________________________________________________
Demographic

Number of Participants

Age
40 – 50

3

51 – 60

5

61 – 70

1

71 – 80

1

Mean Age

55.7 years

Relationship to patient
Wife

5

Daughter

3

Son

2

Education
Less than high school

1

High School Diploma

2

College or Trade

5

University Degree

2

Employment
Retired

3

Full-time

4

Part-time

1

Self-employed

2

Hospital of admission
Regional Stroke Centre

5

Community Hospital

5

______________________________________________________________________________
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Informational, Physical and Spiritual Needs. Fifty percent of the caregivers reported
having informational needs, including a moderate to high need for understanding stroke treatment
and prevention, and in accessing information regarding support for both the patient and the family.
Caregivers responded overwhelming to the items regarding physical needs. Seventy percent
reported experiencing a lack of energy and feeling tired while 80% reported sleeping difficulties.
Two family caregivers (20%) identified a need for support with meeting spiritual needs.
Post Survey Caregiver Discussions
Field notes recorded discussions with six of the ten respondents who initiated post-survey
discussions with the investigator (LM). Data from the notes clearly fell into five of the SCNF
domains (Table 4). No new domain was identified in these discussions. A new sub-theme was
identified in the information domain that was not addressed by the items in SCANS. Three
different family caregivers talked about the need for information about alternative treatments.
Caregivers also identified the need to know what to expect during the hospitalization such as the
timing of diagnostic testing and therapy; timing of team rounds; when therapies were initiated;
and what happens after acute treatment was completed. Caregivers related specific instances of
how their psychosocial needs were not being met by the healthcare team. Caregivers discussed
how they were not considered part of the team with comments such as “you want to help but they
make you feel you are in the way and complicating things.” Several of the respondents described
how various healthcare team members would enter the room and “talk like I wasn’t even there,”
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Table 3
Items Identified as Moderate or High Need by Domain
_______________________________________________________________________________________________________________
Domain

Caregiver needs

%

_______________________________________________________________________________________________________________
Informational Needs

Having someone help you understand stroke, treatment, and prevention
70%
Getting information about support
rt for yourself, family and the stroke survivor
60%
Getting information about factors that could influence recovery
60%
_______________________________________________________________________________________________________________

Physical Needs

Dealing with not sleeping well
90%
Dealing with lack of energy and tiredness
70%
_______________________________________________________________________________________________________________
Spiritual Needs

Assistance with having your spiritual needs met
20%
Getting assistance necessary to meet your spiritual belief
10%
_______________________________________________________________________________________________________________

Practical Needs

Changes to your usual routine and lifestyle
Concerns about caring for the stroke survivor
Concerns about your usual work (includes home duties, school)
Making time for yourself
Changes in responsibilities around the house
Disruption to family routines
Concerns about your financial situation
Paying for costs associated with the stroke (i.e.: parking, transportation)
Making time to prepare meals
Getting assistance with transportation

80%
70%
60%
60%
50%
50%
50%
40%
30%
20%

_______________________________________________________________________________________________________________
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Table 3
Items Identified as Moderate or High Need by Domain
_______________________________________________________________________________________________________________
Domain
Caregiver needs
%
_______________________________________________________________________________________________________________
Emotional Needs
Anxiety or stress
90%
The fear of another stroke
80%
Sadness or grief
80%
Feeling afraid
70%
Uncertainty about what is going to happen to you and your family
70%
Anxiety about your family member having the opportunity to go to rehab
70%
An uncertain future
70%
Trying not to worry and keeping a positive attitude
70%
_____________________________________________________________________________________________________________
Psychosocial Needs

Getting to speak with healthcare team members when needed
Having your views considered by the healthcare team
Being treated by healthcare team members as though you are important & not just a visitor
Not feeling in control of your situation
Feeling powerless to change things
Anger and confusion about why this happened to your family
Getting the healthcare team to acknowledge, and show sensitivity to your feelings & emotional needs
Concerns about your family’s fears and worries
Being involved in decisions about your family member’s care
Feeling alone
Taking part in social activities
Maintaining relationships with friends and family
Wanting to share what you are going through with another person
Getting support from friends and family
Reactions of family and friends to your family member’s stroke
Conflict among family members

90%
80%
70%
60%
60%
40%
50%
50%
50%
40%
30%
30%
30%
10%
10%
10%

_______________________________________________________________________________________________________________
57

and how that experience affected them, “felt like a fly on the wall – ignored.”
Difficulties with a lack of awareness and understanding of process resonated throughout
many of these discussions, “what are the next steps,” and “need to know what to expect, the
nurses should tell you.” This lack of information set up a confrontational approach as more than
one respondent reported having to “fight” for information, “if you don’t fight hard enough, you’ll
fall through the cracks.”
Utility of the tool on a stroke unit
The OMRU framework (Graham & Logan, 2004) provided direction in analyzing various
factors that could influence implementation and uptake of SCANS in the acute care environment.
The general consensus was that SCANS was comprehensive and provided a means to structure
and identify the needs noted in practice (Table 5). Barriers to implementation in day-to-day
practice were identified, including the lack of clarity in process of using the tool, how to identify
which caregiver should complete the tool and identifying who was responsible for addressing
concerns. Suggestions were provided for rewording questions that were considered unclear.
For example the practical issue of expenses associated with the stroke generated questions about
whether the expenses were isolated to the current in-patient period or concerns about future
expenses such as installing ramps or safety equipment. As a practice tool, the nurses were in
agreement that it captured the broad spectrum of needs they encountered on a daily basis on the
stroke unit and it would be worthwhile addressing the barriers.
Supports amongst these potential adopters included the current frustration experienced by staff
working with patients with stroke and their family members. Participants reported that family
members, struggling with the sudden change in the patients’ physical and cognitive abilities,
consumed large amounts of staff time with questions and concerns. They felt that this tool could
aid in earlier identification of caregiver needs and potentially prevent some of these challenges.
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Table 4
Themes Identified in Post Survey Discussions
_______________________________________________________________________________
Theme

Subtheme

_______________________________________________________________________________
Information

No information provided about alternative treatments
Need to know what to expect, nurses should tell you
What are the next steps?
If you don’t fight hard enough for info you fall through the cracks
No-one tells you the process, so you have to keep fighting to find out for
yourself
Have to use the internet to find out information
Alternative treatments need to be part of health education

Emotional

Afraid to answer the phone
Feel detached, like a stranger in your own home
Wake up at night tense and short of breath
Need psychologists for depression, she hardly speaks

Practical

Need to wean back into some type of routine
First few days didn’t even think about meals

Psychosocial

Never asked by the staff how “you” are doing
Mostly ignored by the healthcare team
Always feel like you are in the way
Important to be able to speak to people in charge of his care
Staff is too busy, feel like you are being pushed aside
You want to help but they make you feel like you complicate it
Try to be understanding but when it is your family member …
I don’t know what to say to her, does she blame us
Felt like a fly on the wall – ignored
They would walk in and talk like I wasn’t even there

Physical

Time on traveling to the hospital tiring
Experience is mentally frustrating and tiring

_______________________________________________________________________________
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Table 5
Barriers and Facilitators to Implementing Caregiver Assessment in Acute Stroke
_______________________________________________________________________________
Element

Facilitators

Barriers

_______________________________________________________________________________
Innovation

The process for addressing clinical
experiences

Identified concerns not clearly
articulated

Comprehensive, captures needs
Some of the questions unclear
identified on the stroke unit
_______________________________________________________________________________
Potential
Adopters

Dissatisfaction with amount of time
spent “dealing with families of
patients stroke”

Many junior staff members, lack
confidence in personal with
knowledge, may be intimidated
by questions raised by the survey

Potential to avoid problems related
to unmet needs

Number of various assessments
forms already in place, will be
seen as “another form to
complete”
_______________________________________________________________________________
Practice
Patients geographically located
Staffing ratios, staff shortage
Environment
in stroke unit
Resources available on the unit
(stroke resource nurse, Stroke Specialist
Case Manager) during the week

Many practice changes with staff
education requirements

Competing time demands
_______________________________________________________________________________

Barriers they identified included the high number of staff with less than two years
experience and the large number of current assessment forms in use. Participants felt that many of
the new staff members lacked confidence and knowledge in addressing some of the needs that
would be identified by the tool and thus would want to avoid its use. Concerns were also
expressed with the lack of compliance in completing current paperwork, “they don’t even fill in
the vital signs record, I don’t see them getting this completed.” They suggested a strategy for
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overcoming the barriers was careful marketing of the tool as a means of identifying and
addressing family needs before the cumulative effect of needs created a laundry list of issues.
The participants identified the existence of the acute stroke unit as a practice environment
support. The majority of patients with stroke were admitted to the stroke unit with fairly consistent
nursing staff and the presence of the inter-professional team. Nursing resources available during
the week included a stroke resource nurse, a stroke specialist case manager and a clinical
educator. A major barrier with the potential of neutralizing these supports included a current
change in the model of care throughout the organization. This change included a large number of
educational and practice changes that had the resource staff engaged in educational activities and
staff overwhelmed with “information overload.” Staffing shortages that resulted in lower nurse to
patient ratios further limited the time staff had available.
Discussion
We completed this study to assess caregiver needs using a structured assessment tool and
explore if this approach would be useful in the acute phase of stroke care. Caregivers reported a
wide and varying range of needs with all of the caregivers identifying needs in emotional,
psychosocial and practical domains. An interesting finding that differed from the literature was
that physical needs were reported more frequently (n=9) than informational needs (n=7). Similar
to the stroke research, spiritual needs were reported less often (n=2).
The SCANS was effective in identifying caregiver needs in all domains however we
discovered a deficiency in the specific needs assessed in the informational domain. The survey
items were specific to information about stroke and did not capture all the needs reported by the
caregivers. In the post-survey discussions, caregivers reported a need for more information about
hospital processes and alternative treatments. They expressed frustration in not understanding
ward specific nuances such as the timing of team rounds or how to get a television; hospital
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processes such as waiting for diagnostics and the length of time patients were off the floor for CT
Scans; and in the disease process itself in terms of length of stay, treatment and discharge.
Inclusion of these subthemes would aid in a more comprehensive assessment of the supportive
care needs of this caregiver group.
The professional providers agreed that a tool such as SCANS would be useful in
identifying caregiver needs early in the acute care environment. They expressed reservations
however with getting buy-in from a large proportion of nurses on the stroke unit. The providers
identified a number of potential organizational and staff specific barriers to uptake including
nursing shortages, accountabilities and process issues. Introduction of a formal caregiver
assessment tool will require not only a change in practice but also a change in beliefs. Educators
will need to be supportive and recognize that it is not just the addition of a tool but a change in
philosophy. A case study approach to education of the tool may aid in buy-in, particularly if
previous caregiver scenarios are integrated.
The SCNF (Fitch, 1994; 2008) proved to be a useful framework guiding in the
comprehensive assessment of the caregivers of individuals with an acute stroke. Challenges
surfaced in acquiring a needs assessment tool that was congruent with the framework and specific
to the stroke caregiver population. The NA-ACP (Rainbird et al., 2005) demonstrated congruence
with the SCNF but was not compatible with the stroke population. Initially developed for patients
with cancer, the tool required numerous modifications in language and in the specific areas of
assessment. This study made an initial contribution to development and validation of a tool
specific to the stroke population. Further study, is needed to test this approach and its usefulness
to providers in comprehensively assessing and planning care for this population.
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Limitations of the Study
The small number of caregiver respondents limits generalizations of these results. Five of
the caregivers were spouses, five were adult children, and the majority was female. Most were
well educated with seventy percent holding post-secondary diplomas or degrees. Gender,
relationship to the patient and caregiver education is variables that could potentially affect the type
and degree of need reported.
The nurses who participated in this focus group were employed in a regional stroke
centre. The facilitators and barriers of implementing a caregiver need assessment would likely
vary depending on the location of the hospital, the designation as a stroke centre or community
hospital and the model of care in place. Certainly some of the barriers identified, such as the
shortage of staff and the competing demands for the staff nurses’ time, are recognized country
wide. Staff attitudes to these factors however cannot necessarily be generalized. Facilitators to
implementation including the existence of a stroke unit with available human resources such as a
stroke specialist case manager and a stroke resource nurse could also affect the outcomes.
Implications for Nursing
Intuitively healthcare teams recognize the family caregivers of patients with stroke as key
members of the team. In practice however, active inclusion of these caregivers in planning and
decision making in the busy acute care environment is often missing. Staff nurses must be
provided with the information and tools to aid family caregivers in the transition to this new and
unfamiliar role. Taking a few moments at the time of admission to orient families to processes
such when team rounds occur, how to contact team members and typical pathways eliminates the
“unknown” and contributes to a sense of inclusion. The development of a care map for
distribution to patients and families upon admission would facilitate and standardize this
information.
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The results of this study align with others in the stroke literature in the family’s need to
participate in the care of the patient with stroke. Results reported by other authors (Brereton, Dip,
& Nolan, 2000; Kerr & Smith, 2001; Ski & O’Connell, 2007) identify the need for family
members to practice new skills through the direct provision of care. This basic need to participate
is often foregone in acute care because of the additional time it adds to completing care. The
competition for time and task completion often overrides the benefits of caregiver knowledge,
confidence and sense of inclusion in the delivery of care. This barrier may be overcome by
providing nurses with an awareness of the benefits for the family caregivers and the potential
reduction in time spent dealing with the fallout of unmet needs. Participation of the interprofessional team cannot be overstated. Once the needs have been identified, planning can include
inter-professional team members such as physiotherapists in demonstrating transfer techniques,
occupational therapists in activities of daily living and speech language pathologists in
communication and swallowing strategies. This further reduces the time spent by the nurse in
teaching and coaching family members while ensuring the needs of individual family members
are met.
Caregivers report that the most overwhelming element of the new role is fatigue and
exhaustion (Coombs, 2007; Chow, Wong, & Poon, 2007; Mackenzie et al., 2007; Mak,
Mackenzie, & Lui, 2007). Similar results were found in this study. Nurses can develop a plan to
aid these caregivers by identifying the specific needs contributing to the caregivers’ lack of
energy. For example active inclusion of the caregiver as a member of the healthcare team can
facilitate trust and increase the comfort level of the caregiver in leaving the hospital. Referrals to
social work can aid caregivers in coping with anxiety. The nurse as the “gate-keeper” has the
resources available but must first be aware of the needs in order to mobilize the team.
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Implications for Future Research
Adjusting to the hospitalization of a family member and the subsequent diagnosis of
stroke is difficult for caregivers. Given the evidence of the broad spectrum of needs experienced
by these caregivers and the ripple effect of needs in one domain on others it is vital that an
efficient assessment tool be introduced to assist nurses in identification of needs. The SCANS
provides the inter-professional team with a structured means of identifying the needs experienced
by family caregivers in the acute care setting. Refinement and validation of the tool would provide
the specificity to identify the very different needs of individual families as they transition from
diagnosis to discharge. The results of this assessment would provide direction to the healthcare
community in ensuring a seamless transition from home to inpatient care and back to the
community.
Conclusion
Inadequately prepared caregivers of patients with stroke are at risk of developing physical
and mental health issues (Berg et al., 2005; Choi-Kwon, Kim, Kwon, & Kim, 2005; Grant,
Bartolucci, Elliott, & Giger, 2000; Ski & O’Connell, 2007) that may result in the placement of
stroke survivors in long-term care facilities (Canadian Stroke Network, 2007). Current literature
provides evidence that caregivers are dissatisfied with the information, support and skill
preparation delivered in the acute phase of stroke challenging their ability to successfully
transition into the caregiver role (Garrett & Cowdell, 2005; O’Connell et al., 2003). Identification
of specific individual needs is required to formulate a comprehensive inter-professional plan to
position caregivers for successful transition from in-patient to home.
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Chapter 5
Summary and Implications for Practice and Future Research
In this thesis enquiry I examined the supportive care needs of family caregivers of individuals
with stroke during the acute phase of the continuum, namely diagnosis and treatment. Stroke is
often the end point of a number of chronic illnesses including diabetes, hyperlipidemia and
hypertension (Heart and Stroke Foundation of Ontario, 2003). Many individuals are unaware of
the presence of these underlying conditions, thus the abrupt presentation of stroke with its overt
and debilitating manifestations comes as a shock not only to the patient but also to the family
members. Spouses, siblings and adult children of the patient suddenly find themselves in the role
of caregiver. Not surprising family caregivers experience a kaleidoscope of emotions and a
complex spectrum of needs beginning at the time of diagnosis (Brazil, Roberts, Jode, & Vander
Bent, 2000; Brereton, Dip, & Nolan, 2000; Coombs, 2007; McCullagh, Brigstocke, Donaldson, &
Kalra, 2005; O’Connell, Baker, & Prosser, 2003). In the busy acute care environment the focus is
on stabilizing and treating the patient and often the needs of the caregivers are overlooked. This is
a significant gap that has ramifications later for both the caregiver and the patient.
Eighty percent of patients with stroke will return home with varying degrees of sensory,
motor and cognitive changes (Heart & Stroke Foundation of Ontario, 2008). The last reported data
in Ontario on average length of stay in hospital following a stroke reveals a decrease in the
inpatient stay down to only 6.5 days in 2005 from 7.2 days in 2002 (Ontario Stroke Network,
2009). In less than a week caregivers must come to terms with the fact that their family member
has suffered a devastating medical condition, their collective lives have changed dramatically and
they must learn new skills required to aid the patient upon return to the community. It has been
well-recognized that family caregivers are the integral link to successful transition from hospital
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to home yet the evidence clearly points to a failure in identifying the needs of this population
(Garrett & Cowdell, 2005; O’Connell et al., 2003).
In my role as Stroke Specialist Case Manager at a regional stroke centre I became acutely
aware of the enormity of this gap in care. Staff nurses and therapists reported that family
members were consuming increasingly large amounts of time that were allotted for care and
treatment of the patient. The inter-professional team met to identify the source of the family
concerns and to plan strategies to address the needs of this group. A list of the most frequent
questions and concerns was compiled and used in planning an educational series for both patients
and caregivers. Twelve areas of concern were identified including communication issues,
swallowing, nutrition, emotional effects of a stroke, and preventing a subsequent stroke. These
topics were developed into 20-30 minute presentations that were delivered to patients and their
families by the most appropriate team member. The sessions were open to patients, caregivers,
staff, and students. Time was allotted at the end of each of the sessions for clarification and
discussion.
On average only 1-2 caregivers attended the sessions and occasionally the patient would
also attend, depending on his or her medical condition. Reasons for this poor attendance provided
some insight into the issues, and some direction for improvement. They included the timing and
the relevance of weekly topic to the population on the ward at that particular time. For example an
informational session focusing communication difficulties post-stroke was not of interest to the
caregivers of patients not experiencing speech problems.
To explore how the stroke team at the regional stroke centre might enhance the
educational program for the family caregivers I conducted a systematic review of the stroke
research literature focusing on the effects of informational and psychosocial interventions for the
caregivers of patients with stroke (MacIsaac, Godfrey, & Harrison, 2006). The findings suggested
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that the needs of this population encompassed more than just information and psychosocial
support. Further, failure to identify and address the spectrum of emotional, physical, practical, and
spiritual along with our focus on informational and psychosocial needs adversely affected our
teams’ attempt to improve caregiver knowledge. The complexity and multifaceted spectrum of
caregiver needs reported in the literature resonated with the clinical setting and the focus for this
thesis was established. Care could be improved if staff on the stroke unit had an objective
structured approach to assessing the needs of the caregivers in order to incorporate this in the plan
of care.
In undertaking the thesis enquiry my first task was to identify a framework that would
conceptually ground and guide the assessment of the broad spectrum of needs of this population
of caregivers. Although no framework was found in the stroke literature I found a supportive care
framework developed for the oncology population. Working with the developer it became evident
that it could be useful with the population I was studying. Importantly it encapsulated the diverse
needs reported in the stroke literature that I had noted in clinical practice at our centre. Margaret
Fitch, an Ontario nurse scholar, developed the Supportive Care Needs Framework (SCNF) (Fitch,
1994; 2008) to address some of the same issues of scope and complexity with the oncology
population (Appendix A). This complex medical population shares similarities with the stroke
population not only in terms of the multifaceted spectrum of needs but as well in the high need for
family or other lay caregiver participation in care. In this conceptualization, individuals with
cancer and their families experience needs in six domains: informational, emotional, psychosocial,
physical, practical and spiritual. The needs experienced by the individual and family change as
they progress through the trajectory of the disease beginning with pre-diagnosis, dialogue/referral,
treatment, rehabilitation, survivorship, recurrent disease, palliation and bereavement. In the SCNF
needs are seen to be influenced by factors such as age, gender, education, religion, place of
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residence, family, social support, and personality. Strong parallels in the needs of these two
populations formulated the decision to use the SCNF to guide in this study.
In the first phase of the thesis enquiry, a synthesis of the stroke literature was completed
and focused on the needs of family caregivers (MacIsaac, Harrison, & Godfrey, 2010). Ten
qualitative and seven quantitative studies met the inclusion criteria. All of these studies reported
various combinations of need with two (Coombs, 2007; Mackenzie, Perry, Lockhart, Cottee,
Cloud, & Mann, 2007) capturing the full spectrum. The majority of the studies (n=15) reported
specific needs in two or three of the domains. Most of the studies in the review cited needs that
revolved around two domains: information (n=15) and psychosocial support (n=15).
In the next phase of the enquiry I needed to find or develop a clinically sound assessment
tool congruent with the framework. The Needs Assessment for Advanced Cancer Patients (NAACP) (Rainbird, Perkins, & Sanson-Fisher, 2005) was developed in Australia to identify the needs
of individuals diagnosed with cancer. In working with the developer the assessment survey
appeared to have application with the stroke population. Permission was granted from the
developers to modify the tool for use with the caregivers of patients with stroke. An
interdisciplinary team of stroke experts including a physiotherapist, nurse, social worker and
speech language pathologist reviewed the tool and modified it; following four rounds of revisions,
the team was satisfied that the tool was specific to the stroke caregiver population.
The Stroke Caregiver Assessment of Need Survey (SCANS) was evaluated by six local
caregivers who provided feedback on the comprehensiveness and ease of use of the tool. These
caregivers provided suggestions regarding the wording of items, the order of the items and the
format of the tool. All suggestions were incorporated into the final version of the SCANS. Next
the SCAN survey was piloted with 10 family caregivers identified by healthcare team members in
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three large urban hospitals. In addition to evaluation of the tool, a profile of the caregivers was
drawn and the results of the survey analyzed to provide insight into their needs.
Most of the caregivers were female and spouses, with adult children making up the
remainder of family caregivers. Most reported needs in five of the six domains with all caregivers
reporting needs in the emotional, psychosocial and practical domains. An interesting finding of
this study that differed from previous reports (MacIsaac, Harrison, & Godfrey, 2010) was the
frequency of reported physical and informational needs. Caregivers in this pilot study reported
physical needs more frequently than informational needs. Congruent with the literature, spiritual
needs were not reported as frequently, with 20% identifying needs in this category. It is important
to note that simple frequency does not suggest the importance of a particular need, but rather that
it is something to be screened.
The complexity and multi-faceted nature of the needs of the caregivers of individuals with
stroke reported in the literature (Brazil et al., 2000; Brereton et al., 2000; Coombs, 2007;
McCullagh et al., 2004; O’Connell et al., 2003) was evident in the results of this study. Needs in
one domain had a ripple effect on others. For example unmet psychosocial needs heightened
emotional needs of caregivers and interfered with sleep and physical functioning.
In summary, the results of this pilot support the use of the SCAN survey in identifying
caregiver need in the acute phase of stroke. Caregivers reported that the tool captured the broad
categories of needs they were experiencing following the diagnosis of stroke in a family member.
In the post survey discussions two specific needs not addressed by the survey emerged in the
informational domain. Caregivers identified the need to receive information about alternative
treatments and processes including the hospital policies and the pathways from admission to
discharge. The ten minutes required to complete the survey was deemed acceptable.
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In the final phase of the enquiry the objective was to assess the utility of the SCAN survey
in the acute care environment. Three nurses working in acute stroke care participated in a focus
group evaluating the ease of use and the perceived burden of administration of the tool. The
purpose of the focus group was to solicit frank discussion on the feasibility of introducing the tool
into practice. The nurses reported that the tool was comprehensive and could aid staff in
identifying caregiver needs early in the stroke continuum. Concern was expressed with uptake of
the tool due to the climate of change at their organization, high staff turnover rates, and increasing
patient to nurse ratios. The group consensus was that a clear relationship between early
identification of caregiver needs and a decrease in nurses’ time addressing multiple unmet needs
later in the stay would aid in the uptake.
In conclusion stroke is a devastating disease that affects not only the patient but also the
physical and mental health of the caregivers (Grant, Bartolucci, Elliott, & Giger, 2000; Ski &
O’Connell, 2007). The literature is rife with caregiver complaints about the lack of preparation in
this new role prior to discharge (Garrett & Cowdell, 2005; O’Connell et al., 2003). The results of
this study add to the current state of knowledge – specifically that the spectrum of needs of the
family caregivers are not consistently identified and addressed in the acute phase of stroke placing
them at risk for physical and mental health problems. The thesis enquiry has laid the groundwork
for a conceptually driven approach to identifying and understanding caregiver needs during the
crucial acute care phase. In pilot testing this approach with caregivers and frontline nurses there is
now some evidence of its acceptability and feasibility in the acute care setting. This type of
structured approach will identify caregiver needs during this critical phase of stroke, ensuring that
family caregivers are not overlooked in the busy acute care environment. In practice this
assessment would then be integrated in the inter-professional plan of care to optimize a smooth
transition from the acute care environment to rehabilitation or a return to the community.
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Implications for Practice
Caregivers report a wide spectrum of needs that are frequently not identified and
addressed during the acute phase of stroke. Stabilization and acute treatment of the patient as well
as the lack of an efficient structured approach to assess caregiver needs contribute to this gap.
These barriers can be addressed through the introduction of a tool such as the SCAN survey on a
stroke unit. The tool ensures that the caregivers are not overlooked and provides insight into the
specific needs of informal caregivers so that a comprehensive inter-professional plan of care can
be developed.
Family caregivers report a broad spectrum of needs that are best addressed by a team of
experts. The positive effects of an inter-professional approach to treatment of patients with stroke
are well documented. Caregiver outcomes can be optimized using a similar approach. Nurses by
virtue of their consistent presence with patients and families are in a key position to initiate this
process. Provided with a tool such as SCANS they can assess and identify caregiver needs and
collaborate with the team in developing a tailored plan of care that meets the needs of the
individual caregivers.
Family caregivers have reported the need to be included in the physical care of the patient
with stroke. This could include “hands-on” participation in order to practice new skills associated
with helping the patient and build competence and confidence in their ability to provide care upon
discharge. Bedside nurses play a critical role in including family members in the care. In
collaboration with other team members such as physiotherapists and occupational therapists
nurses can mobilize team participation in implementing an inter-professional plan of care.
Implications for Policy and Research
The SCAN survey was developed and pilot tested with 10 family caregivers of patients
with acute stroke. Further refinement of the tool and evaluation and with a larger cohort of
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caregivers is required. Ongoing investigations should include a culturally diverse sample as well
as larger groups of male caregivers. The caregivers in the pilot study were predominantly well
educated urbanites. It would be prudent to test the SCAN survey in acute care settings outside of
large urban centres.
Current stroke research addresses various caregiver needs typically focusing on two to
three domains e.g. information and psychosocial and emotional needs. However, there is a
paucity of study into the full spectrum of needs faced by family caregivers of patients with stroke.
Following the first wave of Best Practice Guidelines such as the Registered Nurses Association of
Ontario “Stroke Assessment across the Continuum” (RNAO, 2005), guideline panels in updating
and revising current Best Practice Guidelines will need to consider this issue and the emerging
evidence for this aspect of nursing care. The RNAO will be updating their stroke guideline in the
near future and I plan to make personal contact with the chair and volunteer to participate on the
panel.
Conclusion
Annually 50,000 Canadians experience a stroke (Heart and Stroke Foundation of Ontario,
2008) with over 75% of these individuals returning home after hospitalization. Successful
transition to the community is conditional upon adequate preparation of the family caregivers.
Identification of caregiver needs must begin in the acute care environment so that a
comprehensive interdisciplinary plan to address specific needs can be formulated early in the care
trajectory. In this study the SCNF (Fitch, 1994; 2008) provided a clinically useful and guiding
framework to identify broad domains of needs. The SCAN survey was successful in identifying
the wide spectrum of needs of family caregivers in acute stroke care. It was also deemed to have
potential as a clinical tool. Refinement and further validation of this tool would aid healthcare

76

teams, particularly nurses, in assessing these caregivers and collaboratively implementing a plan
to aid in the successful transition from in-patient care to home.
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Appendix A
The Supportive Care Needs Framework

Influencing Factors:

Practical

SES, Age, gender
Cultural
Education

Spiritual

Religion

Psychosocial
Family
Stage

Informational

Urban or rural

Emotional

Social Support
Coping Resources

Physical

Personality

Bereavement
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Palliation

Recurrent Disease

Survivorship

Rehabilitation

Treatment

Dialogue / Referral

Diagnosis

Pre-diagnosis

(Providing Supportive Care for Individuals Living with Cancer, Margaret Fitch, 1994)
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Appendix D
Family Caregiver Information and Consent Form
Supportive Care Needs Following an Acute Stroke: A Descriptive Enquiry of Caregivers’
Perspective

As the family member or caregiver of a patient who has survived a stroke, you are being
invited to participate in a research study directed by Laura MacIsaac, Queen’s University
Master’s of Science student. A member of the research team will read this information sheet and
consent with you, describe the research study in detail, and answer any questions you may have.
Before agreeing to participate in this study, it is important that you read and understand
the following explanation of the proposed study procedures. The following information describes
the purpose, procedures, benefits, risks and precautions associated with this study. It also
describes your right to refuse to participate or withdraw from the study at any time. In order to
decide whether you wish to participate in this research study, you should understand enough about
its risks and benefits to be able to make an informed decision. This is known as the informed
consent process. Please ask the study doctor or study staff to explain any words you don’t
understand before signing this consent form. Make sure all your questions have been answered to
your satisfaction before signing this document.
Purpose
The purpose of this study is to identify the supportive care needs that you as a caregiver
may be experiencing from the time of your family member’s stroke until his or her discharge from
the hospital. The information collected through the survey will help us in better understanding the
needs of caregivers of people with stroke.
Procedure
We would like you to complete a needs assessment survey that will provide us with
information about your specific needs. The survey asks you to rate 48 different areas of concern
you may have as a new caregiver. This survey was tested by 5 caregivers and the time to complete
it ranged from 10-20 minutes.
You may also be asked to attend a 2-hour focus group with members of the research
team. The focus group will occur at the hospital where your family member is and will be audio
recorded. There will be 5 to 10 people interviewed at each hospital site. There will be 5 sites that
are involved in this study. You will take part in a group discussion about your experience and the
stroke care that you and your family member have received.
Risks
Some people may feel uncomfortable being observed or sharing verbally their experiences
with other caregivers and with members of the research team during the focus groups. If you feel
this way, you may withdraw from the study, or decline to answer any question. You may choose
to communicate your feelings, anonymously, in writing.
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Benefits
Participation in this study will assist us in developing programs aimed at meeting the needs
of caregivers of people in hospital as the result of a stroke.
Confidentiality
All information obtained during the study will be held in strict confidence. You will be
identified
with a study number only. No information identifying you will be transferred outside the
investigators in this study. You will be identified by a Caregiver Study ID Code. The code number
will be the same as your family member’s who will be identified with a Patient Study ID Code.
Information regarding your family member such as age, sex and information about the stroke and
may be obtained from his or her chart. Data will be stored in locked files and will be available
only to the study investigators.
Completed consents and surveys will be kept in a locked cabinet to which only the
investigators have access. The focus groups will be audio recorded and transcribed. All
information you give us will be confidential and securely held. The tapes will be kept in a locked
filing cabinet to which only the investigators have access. Your name will be removed from the
transcripts. The information will be used to explain the research findings and may also be used in
future research studies about how health professional uptake knowledge.
If the results of the study are published, your identity will never be revealed nor will be
present any information that may lead to your identification as a research participant.

Participation
Your choice to provide the research team or not with this information is completely
voluntary. You can choose to provide this information and then decide to withdraw your
permission at any time without affecting, in any way, the treatment your family member is
receiving.
Compensation
If you become ill or are physically injured as a result of participation in this study,
medical treatment will be provided. In no way does signing this consent form waive your legal
rights nor does it relieve the investigators, sponsors or involved institutions from their legal and
professional responsibilities.
Questions
The research assistant or members of the research team will be available to answer any
questions or concerns you may have at anytime during the study period. Please do not hesitate to
speak with any member of the team regarding any matter.
If you have any questions or concerns regarding this study you may contact Laura
MacIsaac, at 613-549-6666 extension 2830, or the thesis supervisor, Dr. Margaret Harrison,
Professor, Queen’s University School of Nursing at 613-533-6000 extension 74760, or Mr.
Joseph Brubaker, Manager of Patient Care at St Joseph’s Health Centre at 416-530-6696. If you
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have any questions about your rights as a research subject, please call Dr. Hazel Markwell
(Chair, Research Ethics Board) at (416) 530-6750. This person is not involved with the research
project in any way and calling her will not affect your participation in the study.
Consent
I have read the information sheet and my questions have been answered to my
satisfaction. I consent to completing the Queen’s University Stroke Caregiver Assessment of
Needs Survey and participating in a focus group with the understanding I may withdraw at any
time. I have received a signed copy of this consent form. I voluntarily consent to participate in
this study.
________________________________________
Participants Name

___________________________
Date

________________________________________
Participants Signature

___________________________
Date

Person Obtaining Consent Signature:
I have discussed this project with the participant and/or his/her authorized representative
using a language which is understandable and appropriate. I believe that I have fully informed the
subject and/or representative of the nature of this study and its possible benefits and risks, and I
believe that subject and/or study representative understood this explanation.

________________________________________
Name of Person Obtaining Consent

_________________________
Date

_________________________________________
Signature of Person Obtaining Consent

__________________________
Date
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Ethics Approval for Professional Caregiver Focus Group
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Appendix F
Professional Caregiver Information and Consent Form
Supportive Care Needs Following an Acute Stroke: A Descriptive Enquiry of Caregivers’
Perspective
As a nurse working with patients who have survived a stroke, you are being invited to
participate in a research study directed by Laura MacIsaac, Queen’s University Master’s of
Science student. Laura or another member of the research team will read this information sheet
and consent with you, describe the research study in detail, and answer any questions you may
have. Before agreeing to participate in this study, it is important that you read and understand the
purpose, procedures, benefits, risks and precautions associated with this study. It also describes
your right to refuse to participate or withdraw from the study at any time. In order to decide
whether you wish to participate, you should understand enough about the risks and benefits to be
able to make an informed decision. Make sure all your questions have been answered to your
satisfaction prior to signing this document.
Purpose
The purpose of this study is to identify the supportive care needs family members of
patients surviving a stroke experience from the time of the stroke until discharge from hospital. A
survey, Supportive Care Assessment of Need Survey (SCANS), has been developed to identify
family caregiver needs. This survey would be administered to the family caregiver during the
acute phase of stroke by the nurse caring for the stroke survivor.
Procedure
We would like you to participate in a 1- hour focus group with members of the research
team. The focus group will occur at Kingston General Hospital and will be audio recorded. You
will take part in a group discussion about the feasibility of administering this tool to the family
caregivers of individuals with stroke in the acute care setting.
Risks
Some people may feel uncomfortable being observed or sharing verbally their experiences
with colleagues and with members of the research team during the focus groups. If you feel this
way, you may withdraw or decline to answer any question. You may choose to communicate your
feelings, anonymously in writing.
Benefits
Participation in this focus group will assist us in refining an assessment tool aimed at
identifying the supportive care needs of the family members of individuals suffering a stroke.
Confidentiality
All information obtained during the focus group will be held in strict confidence. You will
be identified with a study number only. No information identifying you will be transferred outside
the investigators in this study. Taped interviews will be transcribed and then tapes will be
destroyed. Consents and transcripts will be stored in a locked file and will be available only to the
study investigators. Your name will be replaced by a number on the transcripts. The information
will be used to explain the utility of the tool in the acute care setting.
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If the results of the study are published, your identity will never be revealed nor will we present
any information that may lead to your identification as a research participant.
Participation
Your choice to provide the research team with information is completely voluntary. You
can choose to provide the information and then decide to withdraw your permission at any time.
Questions
The research assistant or members of the research team will be available to answer any
questions or concerns you may have at anytime during the study period. Please do not hesitate to
speak with any member of the team regarding any matter.
If you have any questions or concerns regarding this study you may contact Laura
MacIsaac, at 613-384-5078, or the thesis supervisor, Dr. Margaret Harrison, Professor, Queen’s
University School of Nursing at 613-533-6000 extension 74760 or Cynthia Baker, Director of the
School of Nursing at 613-533-2669. If you have questions regarding your rights as a research
subject you can contact Dr. Albert Clark, Chair, Queen’s University Health Sciences and
Affiliated Teaching Hospitals Research Ethics Board at 613-533-6081.
Consent
I have read the information sheet and my questions have been answered to my
satisfaction. I consent to participating in the focus group discussing the utility of administering the
SCANS in the acute care setting with the understanding I may withdraw at any time. I have
received a signed copy of this consent form. I voluntarily consent to participate in this focus
group.
_____________________________________________
Participant Name

________________________
Date

______________________________________________
Participant Signature

________________________
Date

Person Obtaining Consent Signature
I believe that I have fully informed the subject of the nature of this study and its possible
benefits and risks, and I believe the subject understood this explanation.
_____________________________________________
Name of Person Obtaining Consent

_____________________________________________
Signature of Person Obtaining Consent
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_________________________
Date

__________________________
Date

Appendix G
Permission to use the Supportive Care Needs Framework

Laura
I am delighted that you think this framework might work in the population with which you are
concerned. I would be happy for you to use it...and would be pleased to hear how things unfold
with it.
Margaret

-----Original Message----From: Laura MacIsaac [mailto:lmacisaac_1@sympatico.ca]
Sent: Thursday, September 13, 2007 11:48 AM
To: Fitch, Marg
Subject: Supportive Care Framework

Good Morning Dr. Fitch,

I am currently working on my thesis proposal for my MSc Nursing at Queen's
University in Kingston, Ontario. My proposed thesis is assessing the needs
of the families of acute stroke patients. My thesis supervisor is Dr.
Margaret Harrison.

The literature is rife with studies reporting the unmet needs of informal
stroke caregivers, the negative consequences of caregiving, and conflicting
evidence regarding interventions to meet these needs. Separate studies have
trialed interventions aimed at various caregiver needs, but few address the
wide array of needs of this population. This may in part be explained by the
lack of a framework. As a Stroke Specialist Case Manager I see daily the
difficulties the stroke patients' family faces and the negative results of
unmet needs.
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Unable to find a supportive care framework in the stroke literature, I
searched other complex medical populations and came across your model -The
Supportive Care Framework. The domains in this model fit perfectly with the
domains of unmet needs reported in the stroke literature. I am interested in
using your framework to develop an assessment tool for the stroke caregiver
population.

Are you agreeable to this framework being trialed with the stroke
population? Are you aware of this framework being used in any other medical
population than oncology?

Thank you in advance for your consideration.

Laura MacIsaac
lmacisaac_1@sympatico.ca
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Appendix H
Permission to modify the NA-ACP

Dear Laura,

Thank-you for your email. Please find attached a copy of the Needs Assessment of Advanced
Cancer Patients (NA-ACP) instrument.

You may also be interested in The Supportive Care Needs Survey for Partners and Caregivers of
Cancer Patients (SCNS Partners and Caregivers L44). This instrument is in the early stages of
development and has not yet undergone rigorous psychometric testing.

The most widely used needs assessment tool developed by the Centre for Health Research &
Psycho-oncology is the Supportive Care Needs Survey long-form (SCNS-LF59) and short-form
(SCNS-SF34). These instruments have established psychometric properties. I have attached a
copy of these instruments and some details about the SCNS Users Manual.

I am not aware of any adaptations of the above surveys to non-cancer populations.

Best of luck with the development of your tool
Regards,
Alison
Alison Zucca
Research Officer
Centre for Health Research & Psycho-oncology (CHeRP)
The Cancer Council NSW/University of Newcastle
Locked Bag 10
WALLSEND NSW 2287 AUSTRALIA
Ph: (02) 4924 6337
Email: alison.zucca@newcastle.edu.au
http://www.newcastle.edu.au/centre/cherp/index.html
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>>> Laura MacIsaac <lmacisaac_1@sympatico.ca> 30/10/2007 2:48 am >>>
Good Afternoon,
I am a MSc student at Queen's University Faculty of Nursing in Kingston, Ontario. My proposed
thesis is assessing the needs of the families of acute stroke patients. In my literature reviews I
have been unable to find a conceptual model or questionnaire that addresses the full range of
needs of
this population. I am very interested in modifying the Needs Assessment Questionnaire for
Advanced Cancer Patients NA-ACP, but have been unsuccessful in reaching the developers. I am
hoping you can direct this to an appropriate person.
The literature is rife with studies reporting the unmet needs of informal stroke caregivers, the
negative consequences of caregiving, and conflicting evidence regarding interventions to meet
these needs. Absent in the literature is a framework for supportive care in this population, and a
needs assessment tool. As a Stroke Specialist Case Manager I see daily the difficulties the stroke
patient's family faces and the negative results of unmet needs.
The conceptual framework I have will be using is in fact an oncology model - Supportive Care
Framework, developed by Dr. Margaret Fitch. This model incorporates the domains of need
reported in the stroke caregiving literature. Your NA-ACP appears to have a good fit with this
framework. I have attached a chart comparing the SCN Framework and the domains covered in
the NA-ACP.
Are you aware of whether the NA-ACP had been modified for use with other complex
populations? The congruence with the Supportive Care Framework and the self reported needs of
caregivers of stroke patients has led me to this assessment tool. I am interested in modifying the
tool, with an expert panel, and administering it to the caregivers of stroke patients. Are you
interested in this tool being modified for use with the caregiver population (stroke)? The goal is to
use the results of the needs assessment to plan an educational/informational intervention for the
caregivers of acute stroke patients at Kingston General Hospital.
I thank you in advance for your time and consideration.
Laura MacIsaac, BScN, CNN(C)
Queen's University
Kingston, Ontario, Canada
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Appendix I
Caregiver Evaluation of SCANS

Caregiver Reviewer Questions
The families and caregivers of individuals who have had a stroke have been identified as having
unmet needs related to the suddenness of the event and the changes in roles. In order for
healthcare professionals to assist, it is important to understand and anticipate the needs new
caregivers may experience. This questionnaire is designed to help us gather that information. We
ask that you complete the questionnaire and answer the following questions. Your experience as a
family member and/or caregiver of a stroke survivor is very valuable and we look forward to your
views.

1.

Did the survey address all the potential areas of need that you experienced following the
stroke? If not, what areas need to be included?

2.

Were there items that you would change or remove from the survey? If yes which ones?

3.

Did you find the survey easy to read & understand?

4.

How long did it take to complete the survey? ________________________

5.

Is this amount of time acceptable?

6.

We would appreciate any suggestions you may have to improve the survey.

Yes ___ No ___

Acceptable ___ Too long ___
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