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1. Executive Summary

Fraser Health Authority's Integrated Health Network Community Wellness Initiative provided the Stroke Recovery Association of BC (SRABC) with a grant to establish a system for connecting with stroke survivors within Fraser Health Authority while in hospital, in order to help link them to stroke recovery resources in their community post-discharge. 

We began with a theory that offering “reachback”
 activities, including a modified hospital stroke recovery program and a peer visitation program could strengthen community linkages for stroke survivors between hospital and home. After reviewing relevant documents and literature on community reintegration as well as findings from this project (Section 6), it became very clear that a more systemic approach is required to bridge the gap from hospital to home.
Although this project was very exploratory in nature, a key theme emerging from the findings was the acknowledgement that community reintegration and comprehensive discharge planning are equally important as acute and rehabilitation stroke care.   

British Columbia is home to talented and skilled medical and rehabilitation experts who save people who have had a stroke every day.  However, what point is there in saving lives if when upon returning home stroke survivors and their families have a poor quality of life or limited independence because they weren’t supported physically, mentally and emotionally in their recovery?

Using qualitative information from 14 in-depth interviews with key informants in the FHA health and community sectors, the project explored the current Stroke Care Pathway at Surrey Memorial Hospital. It also examined the determinants of an effective community linkage and discharge planning process during a stroke survivor and caregiver’s transition from hospital to home.

Findings from the project support that a care pathway for stroke survivors and their families from hospital to home is very complex and highly individualized.  Although many respondents felt the current care pathway was working well, several barriers were highlighted including:

· Challenges in completing assessments in a timely manner.

· Limited Human Resources.

· Information through transfers can get lost.

· Disconnect between hospital discharge and community-based services.

· Difficulty in accessing the right type of help at the right time.

· Need for formalized patient and family stroke education.

· An expressed desire from health providers to connect stroke survivors to the community while still in hospital.

Health and service providers need to recognize that there is no “discharge” from stroke recovery.  A proposed Community Reintegration Care Pathway is provided as a very tentative approach to define the process from hospital to home (see Appendix B. Community Reintegration Pathway Model). Key aspects to a successful transition include a community-based approach to hospital discharge involving follow up with stroke survivors once back home, on-going support to assist with system navigation and access to support and services in the community.

Future recommendations include:

· Increasing the capacity and resources of SRABC's Stroke Recovery Branches. 
· Improving liaison between community organizations serving stroke survivors.
· Creating a focus on the Community Integration aspect of the BC Stroke Action Plan. 
· Closing the gap between discharging patients and ensuring that their needs are met in the community.

· Adequate provision of translation and interpretation services and cultural sensitivity resources.

· Implementing the second phase of this study - a Community Stroke Linkage Program, using the Care Pathway.
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9.3
   C. Stroke Information Card (Separately Attached)
2. Overview & Background

Heart disease and stroke remain the leading cause of death and disability in Canada.  Stroke is the number one cause of long-term adult disability.

In British Columbia, more than 4,500 people were diagnosed in 2008/09 with a first-ever stroke severe enough to be hospitalized; in that fiscal year, approximately 32,000 were living with the after-effects of their severe stroke (ACVS Registry). Over 6,000 individuals in 2008/09 were diagnosed with a TIA or a stroke that was not severe enough to require hospitalization but that placed them in a category of elevated risk for a severe stroke. Sixty-five percent of all stroke survivors are left with some form of disability, from minor to severe impairment.  

With an aging population living longer, the increased incidence of chronic disease can result in increased physical challenges, dependence and high medical costs.  A reduction in risk factors for stroke, along with recognition of early warning signs, have the potential to benefit stroke survivors by helping them to learn more about their disease and how to “thrive” not merely “survive” and improve quality life.

The transition process for stroke survivors and caregivers back into BC’s communities is informal with no established and proven pathways.  Despite high-level regional efforts in rehabilitation in BC, and excellent delivery of care in limited regions, findings from the BC Stroke Strategy
 emphasize that stroke survivors and caregivers in BC do not benefit from an organized, well-designed, high-quality stroke linkage system that could maximize recovery and overall quality of living. 

Many services for stroke survivors already exist in the Fraser Health area, including stroke recovery branches, specialized exercise programs, community based rehabilitation, case management and home and community services.  A range of government and non-government organizations provides these services; however, many stroke survivors and their families report that access to services and resources is problematic.  

A recent Resource Inventory Survey conducted in 2008 under the auspice of the BC Stroke Strategy found the following service gaps for stroke survivors as they transitioned from hospital to community:

· Stroke survivors are discharged home and not sure what to expect. 

· Stroke survivors and caregivers may need help but are not aware of available community based services or how to access them.
· In smaller populated areas, community support resources may be severely limited.
· Human Resources are limited in both the Health Authorities and non-profit sector. 

· Health professionals and providers may be unaware of resources available in the community.
· Better linkages are needed with, to and from acute/rehabilitation sectors.
Consequently, stroke survivors are encumbered in their long-term stroke recovery and often additional roadblocks are created in obtaining the support required for optimal daily living and participation in social and community relationships. As a result, stroke survivors and their families struggle to manage with their lives post-stroke and experience challenges in finding consistent information about stroke and the range and type of services available to them.  

The Stroke Recovery Association of BC (SRABC) is a non-profit, incorporated, province-wide organization for stroke survivors and their caregivers.  It is SRABC’s vision that each stroke survivor in British Columbia has respect, inclusion, and support in their home community. 

Through branch programming, the Association is committed to assisting stroke survivors and their caregivers to improve overall quality of life.  

The objectives of SRABC’s Branch programs are to:

1. Maintain and improve mobility. 

2. Maintain and improve communication and memory. 
3. Provide an accepting environment for social interaction and recreation. 

4. Create opportunities for peer support.
5. Support caregivers.
6. Increase awareness of stroke risk and impairment post stroke.
7. Provide system navigation services to stroke survivors and caregivers.
Fraser Health Authority's Integrated Health Network Community Wellness Initiative provided the Stroke Recovery Association of BC (SRABC) with a grant to establish a system for connecting with stroke survivors within Fraser Health Authority while they are in hospital, in order to help link them to stroke recovery resources in their community post-discharge. This project represents an important step in building such connections. It is designed to be the first phase of this process. The second phase would be to implement a Community Stroke Linkage Program, using the Care Pathway, on a pilot basis and to publicize our findings.

3. 1Project Goals & Objectives

Stroke Recovery Association of BC (SRABC) aims to establish a system for connecting with stroke survivors within Fraser Health Authority while they are in hospital, in order to help link them to stroke recovery resources in their community post-discharge. 

The goal of the Bridging the Gap Project was to create a preliminary Care Pathway between the hospital and the community for stroke survivors. The complete Care Pathway will be a step-by-step description or algorithm, in which the different tasks (interventions) by the professionals and community workers involved in community reintegration of stroke survivors are defined, optimized and sequenced.

Objectives of the project included:

· Create opportunities to partner with professionals working in the health care system and agencies to understand the current Care Pathway at Surrey Memorial Hospital and within the Surrey catchment area.

· Through one-to-one interviews with key stakeholders, determine what an effective Care Pathway includes and determining what interventions are needed at various points during the transition from hospital to home.

· Explore opportunities to create community connections with stroke survivors and their families while they are still in hospital.

4. Methodology

4.1 Project Development

The Bridging the Gap Project team met in September 2010 to review goals and objectives of the project.  The project team designed the project including identifying key informants, developing interview questions and detailing a work and evaluation plan.  Approval of the project was received from Fraser Health Authority's Integrated Health Network Community Wellness Initiative team in October 2010.

4.2 Literature Review

Consultation with the Canadian Stroke Strategy, BC Stroke Strategy and other province’s framework, specifically Ontario, Alberta and Nova Scotia, provided relevant information and existing research as well as strengths and weakness on stroke care pathways and patient navigation programs.  

A preliminary literature review assisted in providing a clearer picture of existing literature and documentation on stroke care pathways and patient navigation programs.  
Relevant literature identified was reviewed including:
· Ministry of Health, Stroke and Transient Ischemic Attack - Management and Prevention.  Guidelines and Protocols [April 29, 2009] On-line: http://www.bcguidelines.ca/guideline_stroke.html

· BC Stroke Strategy, Regional Stroke Action Plan. Appendix B –FRASER HEALTH AUTHORITY [December 2, 2010]

· BC Stroke Strategy, Provincial Stroke Action Plan [November 23, 2010]

· BC Stroke Strategy, Providing Optimal Stroke Rehabilitation and Community Reintegration in British Columbia: A Clinical Leadership Consensus Statement [May 2010]

· BC Stroke Strategy, Innovations in Stroke Care: A Powerful Business Case for Priority Interventions in British Columbia, [February 2007]

4.3 Interview Format & Procedure

The Bridging the Gap project included in-depth semi-structured interviews with Surrey Memorial hospital staff, FHA health professionals, community providers and a stroke survivor and caregiver. 

A semi-structured interview method was chosen, as it allowed for a wide scope of respondents representative of the various steps in the stroke care pathway process.  This method also allows a greater scope for discussion and learning about the challenges, opinions and views of the respondents. We used specific questions (closed questions) in the interview schedule; however, several questions were less structured to allow for the interviewer to probe or prompt the respondent, as required.  Additionally, interview questions varied slightly depending on who was being interviewed, i.e., a Stroke Recovery Branch Coordinator versus a Patient Care Coordinator.
Interview questions aimed to gather information on:

· Stroke care pathway, strengths of current system and barriers in delivering effective stroke care;
· Patient and Caregiver Education; 
· Opinions regarding offering “reachback” activities, i.e., modified hospital-based stroke recovery program, hospital peer visitation program that would act in an opposite direction to outreach from hospital, i.e. reaching back into the hospital from the community;
· Current community linkage activities from hospital to the community and identified gaps; and
· Provider knowledge of community resources.
A total of fourteen individuals were interviewed during the project. Interviewees included: Nurse Clinician, Home Health Care Case Manager, Speech Language Pathologists, Occupational Therapists, Physiotherapists, Geriatric Outreach Provider, Social Worker, Patient Care Coordinator, Stroke Recovery Branch Coordinator and a stroke survivor and caregiver.

These interviews were performed in person and lasted between 60 minutes and 75 minutes. 

All interviewee opinions and comments presented in this report were recorded and transcribed. Protection of confidentiality was achieved through maintaining interviewee anonymity in all interview recordings and transcriptions.
Additionally, given the exploratory nature of this project feedback and the variation in comments from respondent to respondent, not all comments and findings were directly applicable to this report.  To ensure no data is lost, a separate internal report to SRABC will summarize other findings.

A sample list of interview questions can be found in Appendix A. 
4.3.1 Limitations

The following list is a summary of the limitations to this project:

· Project timelines were compressed and impacted the amount of time to schedule and interview key informants. 

· Given the exploratory nature of this project feedback and the variation in comments from respondent to respondent, not all comments and findings were directly applicable to this report.  To ensure no data is lost, a separate internal report to SRABC will summarize other findings.

· Qualitative research methods such as semi-structured interviewing are less reliable than strictly quantitative methods. The breadth of information collected often makes it difficult to analyze, and decide what is and is not relevant.
· Qualitative research provides insight into the range of opinions held within a population, rather than the weight of the opinions held, as would be measured with a quantitative approach.  The results of the semi-structured interviews should be therefore viewed as descriptive and analytical rather than definitive and projectable.  
5. BC Stroke Strategy - Rehabilitation & Community Reintegration Pillar
In order to develop a well-designed and efficient Care Pathway to provide stroke survivors and caregivers with the right intensity of support at the right time in their transition back into the community, understanding the underpinnings of the BC Stroke Strategy in BC and Fraser Health is critical.

The following information describes a very small component of the current stoke care strategy in BC, specifically the area of Rehabilitation and Community Reintegration.

The BC Stroke Strategy (BCSS) is a comprehensive approach to preventing, diagnosing, treating and recovering from stroke. Since 2007, the Strategy has supported health practitioners across the continuum and within the province to apply best practices to stroke treatment.

Figure 1 outlines the continuum services to better depict how community reintegration fits within the spectrum of stroke care.

Figure 1: Continuum of Stroke Care and Foundational Elements for the Provincial Stroke Action Plan
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Rehabilitation and Community Reintegration (R&R) after a stroke is one of the pillars of the Strategy. In May 2010, the BCSS released a Clinical Leadership Consensus Statement, outlining a regional organizational system of stroke services and relevant recommendations including a patient flow process to support an integrated approach to stroke survivor support in BC.  Standards of care included defining levels of care and services and corresponding stages, level and criteria for care and rehabilitation as well as best practices as stroke survivors transition from hospital to the community.

The service delivery model in Figure 2 was an amalgamation of best practices to reflect a preferred process for accessing and referring stroke survivors for rehabilitation service and on-going long term stroke recovery support post-hospital.

Figure 2: BC Stroke Strategy: Rehabilitation and Reintegration Flow Map
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Critical to the success of the service delivery model is an understanding of community reintegration as a distinct delivery system.  However, successful community reintegration hinges on several key principles
:

· Effective and client-centered pre-discharge needs assessment with planned follow-up.

· Multi-level points of contact to enter the stroke continuum and access stroke specific, community-led services including timely and uniform access to connect with stroke survivors at a) hospital discharge, b) post-hospital discharge and c) with other stroke survivors using community resources and programs (see Figure 3).

· Interdisciplinary community linkage coordination fully integrated with other care plans including discharge planning, community rehabilitation goals and self-management and secondary stroke prevention strategies.

· Referral to stroke recovery programs, if available, and to other services related to the stroke survivor’s needs and preferences.

· Collaboration and two-way communication between community-led programs and inpatient/outpatient rehabilitation programs.

· Maintenance of an up-to-date and accessible network of resources for stroke survivors and their caregivers in BC.

Figure 3: Multiple Points of Entry for Community Reintegration
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Improving the coordination of family, community and health care support and building strong bridges from hospital to the community will ensure that more people will receive the appropriate services at the right time.

6. Project Findings

Findings from the Bridging the Gap Project are presented in three sections. The first section presents the current stroke care pathway at Surrey Memorial (based on interview findings and guidelines and protocols set by Ministry of Health) with a focus on what happens to stroke survivors when they are admitted to hospital through to discharge. The second section addresses strengths and challenges with patient and caregiver education programs.  The third section examines community linkage activities and awareness of resources, including the concept of “reachback” activities, to provide support to stroke survivors in hospital prior to discharge.

6.1 Stroke Care Pathway at Surrey Memorial

Although the scope of this project is primarily concerned with community linkage between hospital and home, there is merit to understanding the current stroke care pathway a stroke survivor follows after an incidence of stroke.  Given discharge planning starts once a patient is admitted to hospital, it’s vital to understand where opportunities exist to improve the coordination and facilitation of services and communication between stroke survivors and providers. The following section provides a brief overview of the current system starting at Surrey Memorial Hospital with discharge back into the community.

6.1.1 Snapshot of Stroke Services – Fraser Health

Surrey Memorial Hospital is considered a Primary Stroke Centre, which provides CT, tPA and organized emergency care as well as links to regional and comprehensive stroke centres.  The hospital has 10 cohorted stroke beds in its acute wing with an additional 20 High Intensity Rehabilitation Unit (not stroke specific).

6.1.2 Current “As Is” - Stroke Care Pathway

Findings from the one-to-one interviews focused primarily on the care pathway of stroke survivors admitted to hospital. The following presents a very general overview of the stroke care pathway when a person is admitted into Surrey Memorial Hospital.

· Any individual who suffers a stroke and presents himself or herself to emergency is put on a dedicated CVA pathway.

· Stroke survivors who are not admitted to hospital are referred to outpatient services which include assessment for functional impairment, cognition, screening for depression and assessment for potential rehabilitation treatment.  A referral to outpatient services and/or to Home Health Care is made for those stroke survivors who meet the criteria.

· Stroke survivors admitted to Surrey Memorial Hospital with an acute stroke are assessed by rehabilitation professionals as soon as possible, usually within 48-72 hours. 

· A speech language pathologist, occupational therapist, physiotherapist and social worker conduct various assessments.

· Stroke survivors are referred to a rehabilitation unit when the admission criteria are met - medically stable; requires 24/7 nursing care; requires at least two rehabilitation services (physiotherapy (PT), occupational therapy (OT), speech-language pathology (SLP) or neuropsychology) and; can tolerate over 3 hours of activity.  Rehabilitation typically takes place at the Specialized Rehabilitation Unit at Laurel Place for a maximum of 6 weeks
.

· Stroke survivors who don’t meet the criteria for rehabilitation typically remain in the sub acute unit for approximately two to four weeks.

· Hospital discharge includes a discharge summary sent to the primary family physician.  In some cases a copy of the discharge summary is given to the patient and/or caregiver. 

· Additionally if a stroke survivor is eligible for home support or short term care, a long term care liaison links patients to Home Health Care through a referral at the time of discharge.

6.1.3 Strengths & Barriers of Stroke Care Pathway

a. Strengths

There was consensus among the professionals interviewed that in general stroke survivors and their caregivers received a high standard of care after a stroke incident. There was commitment to teamwork and concern for the welfare of the stroke survivor post-hospital. Responses included: 
· “I-care rooms and the multi-disciplines working together and all being on the same page all focusing on the same problems, identifying them and working through them.”

· “We have a great team, from manager down to therapists and nursing.  Everyone cares for the patients…what happens to these patients and where they go."
· “The system is very efficient.”

· “Good internal referral system within Health Home Care.”

To a certain extent this was endorsed by the stroke survivor and caregiver in their interview but they did also express a number of grave concerns regarding their experiences and the standard of care received.

An identified strength specific to the Specialized Rehabilitation Unit at Laurel Place was that it offers a reunion every six months where patients are invited to come back and visit in order to provide an opportunity for individuals to stay connected.

b. Barriers

Several challenges in delivering stroke services emerged from the interviews and are categorized into two distinct phases: a) stroke survivors admitted to hospital or inpatient rehabilitation through to hospital discharge and b) existing stroke survivors in the community.

Stroke Survivors Admitted to Hospital

Key themes emerged from interviews regarding barriers in following an effective stroke care pathway for stroke survivors in acute and rehab settings:

· Completing assessments in a timely manner:  Comments from respondents included:
· “Getting tests done in a timely manner within the hospital can be difficult.”

· “Wait times for CT scans and assessments by the multi-disciplinary team in that they are very poorly staffed on weekends.”

· “A bit that’s missing is regular physician attendance...at times the physician’s goals for the patient are in conflict with what the team’s goals for the patient have been…which can delay discharge.”

· Human Resources are stretched: Respondents indicated that a heavy workload and a decrease in staffing on weekends results in less time to spend with patients and the focus becomes on the medical issues rather than the spectrum of recovery concerns including preparation for discharge, linkage to other community resources, identifying other issues such as depression or isolation, etc. If physical recovery gets used as the major criteria for discharge then other crucial factors to successful community reintegration such as communication and emotional state can he overlooked. Many providers expressed a decrease in provider satisfaction and several providers felt that patient and family satisfaction with services were as a result decreased.
· Transfer of information through transitions: Based on the interview findings, it was unclear whether a standardized system of patient information was in place at Surrey Memorial.  Several respondents indicated information from one ward to another wasn’t always communicated in a standard way and this could lead to an unintentional loss of information.
· Disconnect between hospital discharge and community-led services:  When stroke survivors leave hospital, the discharge planning process attempts to address their needs in the community.  Existing tools are geared for the general population and aren’t stroke-specific.  Discharge planning may include discharge instructions, medication sheet, when to call the doctor for follow up appointments and educational material, etc.  

However, providers and patients felt the process didn’t help them with what to 
expect once they arrived back home.  One respondent said, “…my experience 
with some of the clients and certainly the feedback I get is that suddenly the 
person is discharged and there’s not a lot of planning in place.  So it’s 
suddenly like they are sent home and there are no resources or a plan for 
further treatment or recovery and the family are kind of left there wondering 
what to do...and I certainly think, you know, for something as complex and 
devastating as a stroke, that needs to be looked at. It certainly you know 
impacts the recovery.”


The stroke survivor and caregiver best expressed their challenges, “...the 
health care system didn’t fully understand what recovery meant for us once we 
got home… most health providers don’t understand that ‘recovery’ really 
begins once you leave the hospital”.

· Stroke specific education program for health providers:  currently, there is no stroke educator at Surrey Memorial Hospital.  However, at the time of the interviews, a stroke nurse educator was being hired.  Several respondents felt that having a stroke-specific education program for all health and social service providers would be extremely beneficial and improve stroke care delivery. 
As one respondent said, “So many of them don’t understand what the difference is between a right side stroke or left side stroke.  For them it’s giving the booklet and saying you’ve had a stroke and we’re gonna control your blood pressure, instead of saying you’ve had a left MCA stroke and that typically affects speech which is why your family member is aphasic and these are some things that you can do for them...stroke care could be so much better if we had specialized nurses. That would...revolutionize stroke care”.

Existing Stroke Survivors

Finding Help: Health providers, and the stroke survivor and their caregiver indicated that one of the biggest challenges in living in the community post-stroke is the difficulty in finding the many existing service providers and programs.

As one provider said, “some of the challenges are accessing the services or other resources, particularly with Home Health Care”.  Another provider alluded to the complexity of navigating the system, “it’s actually very difficult to find the health units.  Unless the GP is having those conversations regularly or initiates the referral, it’s hard to find us”.

Accessing the right type of help at the right time: Stroke survivors and families are often provided with referrals, phone numbers for programs, booklets and flyers about local resources.  It’s often overwhelming for stroke survivors and families to wade through the resources and to figure out where to start.  As one respondent said, “People are so bombarded when we go to see them…sometimes it’s just overload for them and they don’t read half of it”.

Having a follow up phone call or visit post-discharge would help stroke survivors and their families identify what they need and how to access it.  

Human resources are stretched: Caseload within Home Health Care is a barrier for stroke survivors receiving home support services, home care or outpatient services.  Under case management guidelines, Home Health Care strives to review every client annually.  As one respondent indicated, “We try to but it doesn’t happen unless somebody’s called me…or if I’m getting an alert from a family member…if a chart is quiet and we haven’t heard, we just don’t have time to follow up on those ones.”  Wait times for outpatient services can be lengthy due to staffing levels and it’s difficult for therapists to provide repeated rehabilitation visits.

6.2 Patient & Family Education 

6.2.1 Current Status
Currently, patient and family education programs are very informal and unstructured. A teaching pamphlet and stroke recovery booklet is ideally given to stroke survivors at admission.  Often it’s done at discharge. 

There isn’t a designated individual or department responsible for patient and family education.  Currently the nurse clinician is encouraging primary nurses to document when they’ve given educational information and/or had a discussion around stroke. As one respondent said, “Everybody is responsible but primarily Nursing, OT, PT and SLP work with families and give them information about cognition”.

A strength within the current system is that providers are able to provide an education group specific to stroke for patients and families.  However, opportunities are very limited and very dependent on the stage of recovery patients are at.  As one respondent indicated, “A lot of families and stroke survivors aren’t ready to hear what a stroke is… they’re just happy they survived so they’re not even thinking about what is happening with recovery”.

6.2.2 Gaps in Patient and Family Education

Stroke education for patients and families currently isn’t being done with any consistency.  As one participant indicated, “What we are lacking right now is a consistent way of educating families and patients….we’re sort of doing it on the fly”.
Given there isn’t a designated educator in hospital, or a standardized education package, or resources for patient and families; education becomes less of a priority.   As one therapist indicated, “I don’t have enough time in my day to be able to sit down with every family and go ... this is what I need you to do. It’s better if I just do it on the fly”.

Timing of providing information on stroke is also critical.  Only a partial amount of information relayed in the acute care environment is absorbed.  One respondent felt that timing and consistency of education was critical: “...from day one that [they] come into Emerg all the way through discharge and being at home … [we should be] laying out the education in different formats so they can understand in their own time or at the appropriate phases of time... I think that is number one. If I was ... working in Emerg I wouldn’t come in and tell a patient the most recovery you see is in three months ... they don’t even know what’s happening.”
6.3 Community Linkage Activities & Awareness of Resources 

There was a variance in knowledge and awareness of community resources for stroke survivors.  Generally, health providers in acute care environment seemed less aware of community resources than providers in rehabilitation or community providers such as Home Health Care.

At the end of the interview process, many of the interviewees’ awareness of stroke recovery branches increased and several of the providers requested additional information on Branch operations and feedback.

6.4 Reachback Activities

“Reachback” activities link stroke survivors with a pre-discharge program such as a visit from a peer or other representative from SRABC, attendance at a hospital-based Stroke Recovery Group, delivery of SRABC literature to stroke survivors and caregivers while in the acute ward or rehabilitation.

Two possible “reachback” activities include:

Hospital Based Modified Stroke Recovery Program: a flexible program of activities adapted from those provided at an SRABC Branch such as simple mobility exercises and games, communication and memory games, social interaction and stress reduction activities.

Hospital Visitation Program:  a visit from a fellow stroke survivor – a role model living in the community or other representative of an SRABC Branch in order to demonstrate there is “life after stroke”.  A visit would also help motivate the patient to attend a stroke recovery group after they leave hospital.

There was general agreement that offering some form of socialization and peer support group for stroke survivors in hospital and/or visitation program would be extremely beneficial.  Discrepancies in opinions arose regarding the logistics of planning a program, its components, location, timing, who would coordinate the programs and when it would be most appropriate for stroke survivors to participate.

6.4.1 Modified Stroke Recovery Program

a. Benefits

Comments included:

· “Even having one session with a small group would be beneficial to provide an idea of what’s in the community after discharge.”

· “This is another activity to promote recovery and certainly would help them maybe feel more comfortable…knowing what services are….more of a link between inpatient and outpatient.”

· “If it’s kind of connected with a rec. therapy program where patients were already gathered in a social setting…socialization and to connect is important to keep the spirit going - especially when we know depression has such a high incidence in stroke.”

· “It would be a really good sort of balance between ... what’s happening for them now - which is horrifying - and potentially what can be offered in the future which is encouraging.”

b. Barriers

Identified barriers to a hospital-based modified stroke recovery program included:

· Difficulty in setting up a program on a set day due to the variance in patient’s abilities and medical or therapeutic needs and staffing issues on weekends

· A physical space large enough to operate the group.
· Identifying which unit should the program take place on.
·  Identifying who would deliver the program and what the funding sources are. 
· Support from interdisciplinary team would be minimal.
· Finding appropriate patients that are ready for the level of programming.
· Literacy and language issues – approximately 50% of patients are Punjabi.
· Patient confidentiality agreements.
6.4.2 Hospital Visitation Program

a. Benefits

The two major benefits stated of offering a Hospital Visitation Program were the value of peer support and provision of assistance with feelings of isolation or depression.   Comments made included:

· “Great to see other people that have been through it and they’re at various stages….if you see somebody that couldn’t walk before, couldn’t talk before or had cognitive issues before, you know, and they’re fully functioning…gives you that hope to know that it might happen, that it could happen”

· “…it would go a long way in the patient feeling that they’re not alone and maybe being able to express their feelings to another stroke survivor rather than to family or their physician.”

· “…it would be beneficial in terms of just looking at depression and being able to vocalize their frustrations and what’s going on with them.”

b. Barriers

Identified barriers to a hospital visitation program included:

· Language barriers.
· Functional and cognitive status of the survivor or the ability for the stroke survivor to receive a peer support visit.
· Difficulty in developing a designated volunteer program for a specific stroke hospital visitation program at Surrey Memorial Hospital.
· Knowing when the stroke survivor would be ready for one to one peer support.
· Patient confidentiality agreements.
7. Proposed Community Reintegration Care Pathway

The proposed community reintegration care pathway (see Appendix B) is based on both findings from the in-depth interviews and the literature review.  The overall principle of the pathway is based on the view a stroke survivor’s journey is directly related to an ongoing need to communicate with various services and resources during recovery - and to meet the needs of the survivor and their family at the right time.

The objectives of the proposed community reintegration pathway are:

1) Stroke survivor and caregivers receive information about stroke, long-term recovery and resources and services in the community.

2) Provide a “safety net” for stroke survivors discharged from hospital and also follow up once settled into home environment.

3) Changing needs are identified and responded to in a timely manner.
4) Improve the current stroke care pathway and programs for stroke survivors.
7.1 The Community Reintegration Pathway

1. Stroke Survivor/Caregiver Registration Process: two critical components in the pathway are continuity of support once discharged from hospital and ensuring equity of access to services for all stroke survivors and caregivers.  

A registration process would allow existing survivors/caregivers in the community to self-refer or be referred by family, family physician, Home Health Care and other programs within FHA or other service providers.  
Newer stroke survivors and caregivers would be directly referred through hospital or rehabilitation discharge.  

The process would facilitate multi-level entry points for stroke survivors to access stroke specific and community-based services.

2. Entry in Database: stroke survivors and caregivers would be given a status depending on their current needs such as 'active', 'inactive' or 'opted out'.
3. Standardized Intake: a standardized intake process provides initial contact with registered stroke survivors and caregivers. The intake process identifies current needs and assessment for appropriate community programs and services.  
4. Follow Up & Action Plan:  development of a plan of action through an in-home visit or telephone consultation, for addressing identified needs.  The standardized plan of action addresses the what, where, when and how of providing information about appropriate services.
7.2 Key Components of Community Reintegration Care Pathway
To effectively deliver a community reintegration care pathway, a number of key components are required to provide a seamless process, including:

7.2.1 Discharge Planning

Discharge planning is at the fulcrum of community linkage and critical in long-term recovery from stroke. Findings from the literature review suggest that stroke survivors and their families often have difficulty transitioning back into the community. The majority of stroke survivors and caregivers felt the hospital discharge process was inadequate and sent them home unprepared.  Based on the opinions expressed in the interviews, both stroke survivors and clinicians in BC have indicated a major gap exists between discharging patients and ensuring that their needs are met in the community.
Key components of discharge planning would include:

· Developing templates that could be adapted for facilitated discharge planning and referrals to the stroke and caregiver registration process.
· Patient and caregiver education programs such as:

·  adapting the Heart and Stroke Foundation Patient Education program for stroke using a pre/post hospital format, i.e., 8 week program 

· volunteer driven weekly drop-in caregiver support group in hospital

· Hospital visitation program and peer support.
· Stroke Survivor Information Package at discharge including a Community Reintegration Fact Sheet (see Appendix C) and a Caregiver Package.

7.2.2 Stroke Survivor and Caregiver Registration Process

Although many references were made to concerns around patient confidentiality, a comprehensive and consistent registration process would result in better access for stroke survivors and improved outcomes for long-term stroke recovery.  The registration process is such that stroke survivors and caregivers could opt out if they no longer required assistance.

Factors that are critical to the success of a registration process include:

· Working with Health Authorities to receive approval to participate in discharge planning and to meet stroke survivors and caregivers while still in hospital.

· Working with key stakeholders in Health Authorities to develop a process for consent to refer stroke survivors and caregivers to the registration process.

· Developing a standard intake process that identifies and prioritizes key issues and what follow up is required

· Producing communication and marketing strategies to promote the registration process to hospitals, rehabilitation centres, physicians and other community organizations.

7.2.3 Stroke Resource Coordinator

BC Stroke Strategy has identified the need for coordination and facilitation of service delivery, referrals and sharing of information between survivors and their families and service providers. This is supported by comments made by interview respondents. There is currently no consistent approach to this in place in this setting.  This results in individual stroke survivors and caregivers struggling to find services to meet their changing needs.
A package of information on stroke and community resources is a great start; however, it’s a very passive approach and doesn’t involve patients/caregivers in self-management and examining possible solutions. Stroke survivors and families still need information about stroke at times that can vary from as little as a few hours, to 5 years and more, after stroke.
A preliminary study on a stroke community navigation service demonstrated appreciable gains in community integration.
  

A Stroke Resource Coordinator could initially be linked to Regional Stroke Units and Rehabilitation Centres.

The role of a Stroke Resource Coordinator would be to:

· Work with health providers to facilitate coordination within a region by using the stroke survivor and caregiver registration process.
· Manage or assist with hospital based peer support programs such as a modified stroke recovery program, visitation program, drop in caregiver support or education program, etc.
· Provide in home visits or telephone consults post discharge to assist stroke survivors and their families with knowledge about services and program as needed.
· Follow up and monitor stroke survivors who are at risk.
· Work closely with local Stroke Recovery Branches and provide referrals or be able to assist Branches with resources and information.
7.2.4 Hospital-Based Peer Support Programs

Peer support is often linked with positive long-term health and wellness. Findings from a 2009 Peer Mentoring Pilot Project Evaluation
 supports that participation in peer support is correlated with improved overall health, decreased depression, decreased sense of isolation and overall quality of life.  Additionally, peer support programs demonstrate stroke survivors being able to better accept their situation as well as higher ratings for empowerment, self-management and decision-making.   

Findings from the interviews suggest a need for some form of hospital-based peer support programs or “reachback” activities including a modified stroke recovery program, visitation program, drop in caregiver support or education program, etc.  

Linking hospital-based peer support programs with a Stroke Resource Coordinator would address a gap in the stroke care pathway and establish connections with stroke survivors to assist with the transition from hospital through to obtaining support once in their own home. 

7.2.5 Education and information on Stroke and Stroke Recovery

Common requests from stroke survivors and caregivers reflect a need and desire for more information on stroke.  Findings from the literature review and opinions expressed in the interviews indicated a need for a formalized Patient/Family Stroke Education Program. Linking with the existing Patient and Family Resource Centre at Surrey Memorial Hospital and reviewing established patient/caregiver stroke education programs within BC and Canada would be a strong starting point to develop a standardized and formalized education program.

An education program that began in hospital continuing to post-discharge would ensure that the appropriate type of information was being delivered at the right time for stroke survivors and caregivers. The use of web based resources such as brainstreams.com and YouTube would increase the reach of these activities and resources. Education must be made available in the languages commonly spoken by stroke survivors and their caregivers and families.
7.2.6 Stroke Recovery Branches & Coordinators

Stroke Recovery Branches offer a range of programs designed to support stroke survivors in the community after they leave hospital. Branches range in size from approximately 10 to 170 members. Programs offered vary depending on the capacity of the branch. All branches are in need of increased resources, including sustainable funding, to meet ideal standards, to promote expansion and development, and in some cases to simply maintain current services. One priority is ensuring adequate remuneration for coordinators and service providers as well as developing infrastructure for delivery of support, education and training.
A 2008 inventory of community-based programs
 in Canada identified that SRABC Stroke Recovery Branch Programs in BC are the most widely offered of their type in Canada.  These programs are designed to support stroke survivors to live independently at home and provide access to appropriate exercise programming, communication aids, and other recreational programs and volunteer opportunities.  Stroke Recovery Branch Coordinators team are often first-line defense in assisting stroke survivors and caregivers with system navigation and establishing key community linkages.  It is critical for Stroke Recovery Branches to have staff with in-depth knowledge regarding community resources and how best to build a support system for community re-integration.  

Locally, Branches or specifically Branch Coordinators can support and assist Stroke Resource Coordinators by: 

· Informing stroke survivors/caregivers about community programs.
· Connecting stroke survivors and navigating health care system.
· Ensuring use of existing and available resources.
· Accompanying stroke survivors to appointments/programs when support was needed.
7.2.7 Buy In From Family Physicians
The distribution of up to date and accurate information at the family physician’s office would help enormously in disseminating knowledge of stroke recovery resources in the community. This is also an important area for future study since so many stroke survivors have contact with their family physicians. Perhaps a routine depression screening for all stroke survivors by a family physician after they return home could prevent a number of future problems.

7.2.8 Provider Education about Stroke
The impact of consistent and formalized education for health care providers on stroke prevention and management warrants further exploration.  Based on feedback from respondents, access to stroke education may be a barrier to increased provider knowledge and skills in topic areas related to their area of practice.  Additionally, there is an opportunity to increase provider confidence and capacity to deliver optimal stroke care through stroke education programs.
7.3 Limitations to the proposed model

The proposed model is exploratory and a very tentative approach to define a pathway to build the bridge from hospital to home for stroke survivors and their caregivers. The following list of limitations or challenges demonstrate the complexity of community reintegration:
· Needs are difficult to predict at the time of discharge and are often not clear until some time has been spent at home.

· Once people are discharged it is often difficult to reconnect with them.

· Needs vary over time and independence may improve or deteriorate.

· Social supports and caregiver status vary over time.

· Each person is unique and his or her needs and wants differ.

7.4 
Future considerations
· Stroke Recovery Branches are all in need of increased resources, including sustainable funding, to promote expansion and development, and in some cases to simply maintain current services. 
· Based on the opinions expressed in the interviews, both stroke survivors and clinicians in BC have indicated a major gap exists between discharging patients and ensuring that their needs are met in the community.

· Community Integration is the least well developed aspect of the BC Stroke Action Plan. The BC Stroke Strategy has provided leadership in promoting careful studies of the more acute aspects of stroke care, such as the impact of TIA clinics. We must now do the same with community reintegration. It is, after all, an area which offers many opportunities for long-term cost avoidance, but only if it is properly researched, implemented and resourced.

· We must address literacy and language issues. Since approximately 50% of patients are Punjabi there is the need for translation and interpretation services and cultural sensitivity resources.

· This project represents an important step in building community linkages and connections. We have proposed it be seen as to be the first phase of this process. The second phase would be to implement a Community Stroke Linkage Program, using the Care Pathway, on a pilot basis and to publicize our findings.
· The BC Stroke Strategy Community Reintegration Prototype project funding has been allocated to three projects which will be valuable additions to the body of knowledge on community linkages and reintegration. These projects can use the findings from this study as part of their reference materials.

· We have to make the best of what already exists in the way of community resources. There is a need for community organizations such as SRABC and Fraser Valley Brain Injury Association to liaise more closely - to coordinate the services they offer and discuss how such organizations can collaborate effectively.
· As stakeholders in stroke recovery we all need to listen carefully to what our customers tell us. The stroke survivor and caregiver interviewees best expressed their challenges, “the health care system didn’t fully understand what recovery meant for us once we got home… [what] most health providers don’t understand is that ‘recovery’ really begins once you leave the hospital”.
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Appendices


Appendix A: Sample Interview Questions: Stroke Survivors and Caregivers


INTRODUCTION


We are inviting you to share your experience since you had your stroke, in hospital and post-hospital.  


You will be giving your knowledge and experience, to improve the quality of stroke care for people.


The information from this study is anonymous. Data will be stored securely and will be made available only to people conducting the study.  Your name will not appear in any materials produced from this project.


GENERAL INFORMATION





How many years has it been since your stroke?





How old were you when you had your stroke?





Who were you living with when you had your stroke? 


Alone   


Spouse


Family


Other





Are you living in the same place now? 





With the same person? 





HOSPITAL STAY





When you had your stroke, did you remain at the same hospital during the first weeks of your stroke?





Tell me about your hospital stay?


IF NOT ABLE, tell you me about your journey?





Thinking back again to while you were in the hospital, did you receive services from:


Physiotherapist


Occupational Therapist


Social Worker





While you were in the hospital, do you recall receiving information about the stroke and what happened to you?  





Were you satisfied with the information you received?





If NO, what other information would have helped you?





[If stroke survivor cannot recall all of the details of your hospital stay].  Describe what you remember about how you were feeling during your hospital stay? [PROMPT:  anxious, angry, uninformed, foggy, lost, well cared for]





Thinking back to when you were in hospital, can you tell me if there is something that would have been very helpful and encouraging to hear at that time?





How would this have made a difference to how you were feeling at that time?  





What would you tell someone who is in the hospital right now recovering from a stroke, to encourage and given them hope?


 


REACHBACK ACTIVITIES


“Reachback Activities” are activities linking stroke survivors with a stroke recover group while they are still in hospital, e.g. hospital visit from a stroke survivor or attending at a hospital-based Stroke Recovery group





We’d like to ask your opinion about two possible Reachback Activities:


INTERVIEWER: Prior to asking questions, please describe a modified stroke recovery program as follows:





A flexible program of activities adapted from those provided at Stroke Recovery Association of BC's branches, such as:


Simple mobility exercises and games


Communication and memory games


Social interaction and recreational activities 


Relaxation and stress reduction activities


Modified Stroke Recovery Program





How would a modified stroke recovery program help stroke survivors on the ward? 


At which point during recovery should a stroke survivor attend a hospital based stroke recovery program?


Can you think of any drawbacks in offering a hospital based stroke recovery program?


INTERVIEWER: Prior to asking questions, please describe a Hospital Visitation Program as follows:


A visit from a fellow stroke survivor - a 'role model' now living in the community-  OR other representative of an SRABC stroke recovery branch, in order to demonstrate there is ''life after stroke' This will also help motivate the patient to attend a stroke recovery group after they leave hospital.


One to One visit from a stroke survivor 


How would a one-to-one hospital visit from peer stroke survivor help stroke survivors on the ward? 


At which point during recovery should a stroke survivor receive a one-to-one visit?


Can you think of any drawbacks to offering a hospital visitation program?


POST-HOSPITAL


Once you returned home from the hospital did you have visits from:


Physiotherapist


Occupational Therapist


Speech Therapist


Home Support





Did you go to outpatient therapy at the hospital?  





Did you have any challenges in obtaining home support services?





Once you were home, what was the best information you received





Once you were home, what was the best type of support you received?


STROKE RECOVERY BRANCH





How did you find out about the stroke recovery groups? [PROMPT:  did someone at the hospital give you information or did you have to do some research?


  


From the time you learned about the stroke recovery group, how long passed before you decided to come to the group?





Did you attend regularly after your first visit?


IF NO, was it because of:  


Fatigue?


Transportation challenges?


Depressed, fearful, lacked confidence?


Speech and Language difficulties?


Not knowing about it?


Other?





How does attending a Stroke Recovery Branch helped in your recovery from your stroke?


Any further comments or suggestions?


Thank you!
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Appendix C


STROKE INFORMATION CARD 


CALGARY AND AREA 


Attached separately.
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