Workshop Report

Creating a 
Community of Knowledge Exchange 
in Psychosocial Care in Canada: 
Canadian Psychosocial 
Oncology Partners (CPOP)
May 26, 2010
Quebec City, QC
Lynne Robinson, PhD, RPsych
Rob Rutledge, MD, FRCPC
[image: image1.jpg]CP<..P

Canadian Psychosocial
Oncology Partners



  
[image: image2.wmf]
TABLE OF CONTENTS
3EXECUTIVE SUMMARY

BACKGROUND
4
THE 2010 WORKSHOP
5
EVALUATION of the WORKSHOP......................................................................................9
CONCLUSION......................................................................................................................10
LIST OF ACRONYMS
12


EXECUTIVE SUMMARY
This workshop was attended by 26 stakeholders with backgrounds in psychosocial cancer care including health care professionals, health researchers, and representatives from Canadian cancer community-based organizations (CBOs). The major goal of the workshop was to develop the strategic directions for the community for the next one to two years. 

The first question posed to the group was How do we integrate CBOs into the health care system as part of seamless cancer care? Central themes that emerged from discussions: encouraging networking to address this challenge; defining CPOP’s role; and using CPOPOnline specifically to leverage solutions.
The second question was What are the top three research questions that, if answered, would ensure better quality of life for survivors of cancer (and their supporters)? Three key topics emerged: the role of CBOs in providing services; knowledge translation and exchange (KTE) activities; and survivorship.

The third question was Should there be a basic set of standards for CBOs? The answer was a unanimous YES, with participants identifying basic characteristics of the standards (e.g. acceptable to all) and a process that included an initial scan of existing relevant standards, development of standards, validation of those standards by affected stakeholders, and a process to ensure application of the standards. 
Finally, attendees evaluated the workshop itself. On a scale of 1-7, with 7 being the highest, participants rated the workshop at 6 or above, on all measures. 

BACKGROUND

Why Canadian Psychosocial Oncology Partners (CPOP)?

Meeting the medical needs of cancer patients is essential. However, the psychosocial needs of both patients and their supporters are often not addressed by the conventional medical system, and conversely are increasingly recognized and frequently met by CBOs. There is limited means to share information amongst key stakeholders of psychosocial care: CAPO/psychosocial health professionals, researchers, CBOs, and the conventional medical system. Increasingly, all stakeholders are recognizing the need to work together to provide seamless, integrated psychosocial cancer care. 

Vision: CPOP will link researchers, health care practitioners and community-based organizations working in the field of psychosocial oncology, empowering them to collaboratively create, access, share and use evidence-based information to promote and provide integrated person-centred cancer care across the continuum of the cancer journey. 
Governance: The organization CPOP is governed by the Partnership Committee of CAPO, which includes responsibility for CPOP amongst other partnership-related activities. Terms of reference for this committee are available.

Service: CPOP uses a community of practice model and information technology to meet the goal of increasing information sharing (knowledge transfer and exchange or KTE) amongst key stakeholders in psychosocial oncology. Information sharing encompasses new information created through a process of organized enquiry (often in the form of peer-reviewed research), and information based on the experiences of oneself or trusted others (expertise). A community of practice is a group of individuals with a common goal who work together to create and share information resources. 
Currently, CPOP uses three activities to build the community: the CPOPOnline website, CPOP newsletter and the annual CPOP workshop. Since 2006, members of CPOP have been meeting annually as an adjunct to the CAPO conference to develop objectives for the coming year and a devise plans to achieve those objectives, as well as to discuss the achievements of the previous year. Reports from all five years to date, as well as other CPOP materials, can be found archived on the CPOPOnline website at cpoponline.weebly.com.
THE 2010 WORKSHOP

Breaking Down Barriers in the 
Psychosocial Cancer Care Community

GOAL
To develop the strategic directions for the community for the next one to two years

Objectives
· develop a framework to provide guidance to stakeholders on how to include CBOs as part of a seamless, integrated cancer journey:
· develop strategies to engage all stakeholders, including health care administrators, in this process

· outline elements of standards for practice of CBOs

· develop priorities for research questions to support a seamless, integrated cancer journey

· explain the new CAPO/CPOP management structure and engage participants in the process 
PARTICIPANTS
The event was attended by 26 representatives of our three stakeholder groups. 

ACTIVITIES
The 2010 workshop began with breakfast and an outline for the day, with an overview of CPOP’s progress by Lynne and Rob. A panel presentation followed entitled “Success stories - Integrating CBOs into the health care system.” The panel also encouraged involvement of the workshop participants. Panel members were: Jill Taylor Brown (MSW, RSW, Director, Patient and Family Support Services, Cancer Care Manitoba), Suzanne O’Brien (Executive Director, Hope & Cope, Jewish General Hospital) and Dr. Joanne Buzaglo (Senior Director, Research & Training Institute, Cancer Support Community, US).

The majority of the afternoon was then used for small group discussions of three main topics. The topics and outcomes from the discussions are presented below.
DISCUSSION TOPIC ONE

How do we integrate CBOs into the health care system as part of seamless cancer care? 

Three central themes emerged: encouraging networking to address this challenge; defining CPOP’s role; and using CPOPOnline specifically to leverage solutions. It was not clear to what degree participants wanted CPOP leadership to take on given activities and to what extent participants expected to take leadership in such activities themselves. 

Encouraging networking: Participants suggested encouraging networking to create national linkages and facilitate national work. They also emphasized the importance of encouraging practice-relevant research through collaborations between academic researchers, community-based organizations and clinicians; and research grounded in the community, in order to foster credibility. They wanted CPOP to continue to work with the Canadian Cancer Society in a variety of ways. Participants suggested we need to work on finding ways to disseminate CPOP across all stakeholders (and have it seen as a relevant and important resource/network). Further, we need to explore ways to bring all relevant stakeholders together, as well as continue to develop our governance structure, improve communication, and increase partnerships. An additional issue, raised for the first time in this workshop, was the need to develop ways to disseminate regional as well as national information and support smaller communities. Participants also encouraged the development of a registry of innovative psychosocial programs across Canada and the US or elsewhere. 
Defining CPOP’s role: Participants identified the need to further clarify CPOP’s role. They wanted more definition of CPOP’s purpose, its expected end users and clarity on what roles it might play. Such roles could include that of: clearinghouse/directory for psychosocial work in Canada, a venue for networking and encouraging partnerships, a way to increase cross-Canada communications and, potentially, a research/collaboration database. Some participants suggested more clarity on who comes to the CPOP workshops, perhaps selecting delegates on a provincial basis, while it was also observed that CPOP has multiple stakeholders in a given province. Participants encouraged consensus building and ensuring credibility and accountability for the organization. In addition, participants wanted us to be alert to new opportunities as they arise. 
Participants suggested CPOP could take a leadership role in developing guidelines to help the “formal cancer system” develop trust in CBO resources. Such guidelines might include ones on volunteer management, including training and evaluation to ensure best practices are being carried out. CPOP could develop a certification system for CBOs. It may also be helpful to develop a simple referral strategy (either through the National Cancer Institute's Cancer Information Service or CPOP).
Using CPOPOnline: Participants believed it was important to have different levels of access to CPOPonline, with a public open site and a site for members only. Participants were concerned about co-optation of the site if too much was public. They suggested the need to consider who would be the gatekeeper for access to the members-only site, the criteria for membership, and the need for standards and parameters of what is included, with ways to screen for criteria. It was clear that it is essential to have credible information on the site and that organizations linked to the site be trustworthy. There was also some suggestion of differentiating between our stakeholder groups (for example, do we need a separate section for researchers/clinicians and CBOs?). Finally, participants suggested we need to provide more information on accessing CPOPOnline.
Participants observed a lack of knowledge amongst what resources are available in the community and identified a number of useful areas for CPOP online content: 

· Research resources

· Success stories on strategies for information dissemination, etc.

· Provide access to knowledge from people who have relevant experience

· Resource lists such as:

· Lists of community organizations by region

· Best practices guidelines 

· Evaluation guides

· Standards

· A standardized list of services such as links to CBOs

·  A location where users can post questions

· Tools to facilitate new partnerships

· Question and Answer

· FAQs
Additional comments: Participants identified other considerations, including a shifting focus to more electronically based services to cancer patients and their supporters. They believe we need to develop more ways to reach out electronically, disseminating the right knowledge resources to those who can use them and to encourage those involved with the psychosocial community to link websites to each other. 

As always, participants identified the need to keep some face-to-face contact (and this fits with what we know about successful CoPs), as well as to ensure sustainable funding and appropriate site administration. 

DISCUSSION TOPIC TWO
What are the top three research questions that, if answered, would ensure better quality of life for survivors of cancer (and their supporters)? Consider these four areas of research: health services, basic understanding of psychosocial issues, treatment and intervention, knowledge sharing.
Responses to this topic resulted in three key suggestions. 

The role of CBOs in providing services: The questions here included:

· the economic benefit of CBO services
· the competencies and skills delivered by CBOs
· their role in encouraging/promoting adherence to treatment 
· models for successful integration of CBOs and health care providers, and evaluation of those models in new settings
· information on barriers to such health care providers
· information on barriers to such integration (e.g. CBO credibility, funding for such services, awareness of the roles of CBOs)
Knowledge translation and exchange (KTE) activities: Such activities included what CIHR calls ‘synthesis’ activities, summaries of what is already known about a topic. Suggested topics: 

· cost-offsets of psychosocial care

· ethics in psychosocial cancer care
· effectiveness of various interventions

Participants also identified a need for research on successful social marketing/KTE of programs and interventions to patients, their supporters and health care professionals, and, more generally, KTE of the value of psychosocial care. Such research would also answer questions about appropriate, patient-centred language for communications with survivors and effective patient engagement. We also need to study how best to incorporate successful KTE strategies within all research and how to cross-fertilize information from different paradigms. Finally, participants noted the value of having research driven by needs identified by survivors as well as by researchers. 

Survivorship: We need more research on basic psychosocial interventions, on survivorship generally, and on specific populations. We need to determine what survivors’ psychosocial needs are (such as access to services and information, support for health, messaging “drop-off,” and co-morbidities) and how those needs change over time. We need to determine how best to meet those needs, including research on screening tools and on effective and cost-effective interventions including behavioural programs to support lifestyle changes (e.g. prevention, exercise, diet, etc.). We need to identify effective outcome measures, especially for quality of life. We need basic data through registries. Young adults with cancer were noted to be disconnected from many adult-oriented services and to have relatively little research available for their population. More research needs to be carried out on those of low socioeconomic status and their access to services, as well as on how to provide culturally appropriate services in a variety of languages. We need to understand how best to provide continuity of care for those who are not in major centres. 

Finally, participants raised the topic of funding research and the difficulties of that. Some suggested reaching out beyond the psychosocial community to broader communities, including “learning from outside the box.” Others suggested reaching out to unions as a non-traditional source of research funding. 

DISCUSSION TOPIC THREE
Should there be a basic set of standards for CBOs? What might such standards be? 
There was general agreement that CBOs should have a set of standards (some already do have formal standards) and that this was necessary to ensure quality and ethical operations and protect Canadians. Everyone also agreed that the standards should be minimal and inclusive, ones that all CBOs can choose to “buy into” and that are applicable across boundaries. Furthermore, it was agreed that the standards should be clear statements and include transparency about financial management (including funders and non-profit status), principles of confidentiality, relevant competencies (evidence-based), mission and governance (including advisory boards) of the CBO. The standards should include some attention to “credentialing,” i.e. ensuring that those who deliver services have the skills and training to do so. 

The group generally agreed on a process, which would be through a CPOP ad hoc committee. The committee would proceed through an initial scan of existing standards and/or a scoping review, from which relevant standards could be “cherry picked.” The group should also compare standards with those of CAPO. Once that was done, the group would develop recommendations and a report that would be validated by one of several processes suggested by participants. The suggested validation processes included a survey of members, interviews with key informants, focus groups of CBOs, a facilitated consensus workshop (for CPAC, CAPO, CBO stakeholders) with recommendations. As always, it was agreed that funding would help this process. 

There was also agreement that, once standards are developed, implementation of the standards should be facilitated by developing a process for dissemination back to groups. Suggestions for dissemination included creating a workbook for newly established CBOs, ensuring volunteer engagement and supervision to ensure standards are met, and training, either at the CBO or using existing training offered by other CBOs. 

It was agreed that a committee would be struck to develop standards and report back to CPOP in 2011. 

EVALUATION OF THE WORKSHOP

All participants were asked to complete a questionnaire evaluating their experience at the workshop. The first two questions had possible responses ranging from 1 (lowest) to 7 (highest). The average response was 6 when participants were asked how satisfied they were with their experience at CPOP 2010 and if we (CPOP) met the objectives for the workshop outlined in the agenda.

When asked to comment on meeting the objectives outlined in the agenda, participants indicated they appreciated: 

· The affirmation regarding others’ common goals 

· that the agenda was well organized, gave clear direction, resulted in good conversation

· that the agenda timelines were met

· that objectives were tangible

· that they learned a lot

Participants indicated:

· more French presence would be advantageous

· there should be a larger integration with CAPO

· their wish to move towards goals and to continue with best practice exchange


When asked what they would like to see changed for the 2011 workshop, participants indicated they would like:

· networking opportunities

· new information about resources and good contacts

· clear directions for the next year, with deliverables

· to learn about CBOs’ work, standards

· insights about civil society involvement

· knowledge, enthusiasm, more commitment

· a better understanding of CPOP

· standards process 

When asked what the single best thing CPOP could do over the next year to build the community would be, participants suggested:
· diversifying to isolated groups and reaching more people in need

· expanding membership

· doing workshops with larger CAPO community to make them aware of CPOP 

· enhancing communication/dissemination

· keeping the conversation going (CPOP updates)

· continuing to engage researchers on the benefit of collaboration with CBOs

· keeping on the same track

· greatly improving the CPOP website/portal

· training sessions/briefing on how to use CPOP website

· forming standards committee - present next year

CONCLUSION

Over the past year other initiatives (and particularly the goal of creating standards) were put on hold in order to attempt to resolve significant challenges with the website delivered through CancerView. Since it was clear that challenges with accessibility and speed, difficulty in modifying CPOP’s space, problematic search function, and lack of a public face for CPOPOnline, were significantly limiting use of the site as a way to share information amongst members, Lynne and Rob decided to accelerate work on two initiatives: first, a quarterly newsletter to expand membership and keep members up to date between workshops; and second, a public face for CPOPOnline, linking to the CancerView site. We believed these two initiatives would help address many of the issues identified in this workshop. 
Website

Since 2008, CPOP has worked with CPAC to support knowledge sharing activities through the website, CPOPOnline, on CPAC’s CancerView site (www.cancerview.ca). Both a public site with no login and a ‘members-only’ site with login were planned for. The members-only site was launched at the 2010 CPOP workshop but CancerView could not easily add a suitable public face. The need for this, as well as difficulties with access and usage of the login site, led to the development of an independent, user-friendly, front-end to the CancerView site in 2010-2011. The new site is currently at cpoponline.weebly.com, where it is being developed and tested (the URL is due to be repointed to www.cpoponline.ca). The new site links to the CancerView space, which provides additional tools for logged-in members. CPOP continues to work with CPAC on further development of the CancerView space. 

Features of the independent website – such as Ask CPOP and the discussion forum - are designed to provide a platform for collaborative partnerships and sharing of expertise. The CPOP newsletter is housed on the website, as are CPOP workshop reports.

Newsletter

In the fall of 2010, CPOP launched an electronic quarterly newsletter, CPOP Talk, which is distributed to more than 400 stakeholders. Content is written and edited by research associate Jan Matthews, who is a magazine journalist and health promoter. The newsletter can be found on cpoponline.weebly.com, under the News tab.

In addition, we responded to the issue of working more closely with CAPO by developing and delivering two workshops based on CPOP as part of the CAPO conference.
The CPOP report on activities for 2010-11 details these initiatives. 
Dr. Lynne Robinson

Dalhousie University

School of Health and Human Performance
6230 South Street
 Halifax, NS B3H 3J5
Tel: 902.494.1154

Email: lynne.robinson@dal.ca
Note: 

This report is a brief summary of the key workshop presentations and workshop feedback. More detailed information on knowledge exchange, communities of practice and capacity building, more comprehensive background information, and a copy of the report on the 2007 CBO survey can be found on CPOPOnline, in the CancerView Document Repository section, under “CPOP reports and talks.” This report may be found there, as well.

LIST OF ACRONYMS

	CAPO
	Canadian Association of Psychosocial Oncology 

	CBO
	community-based organization 

	CoP
	community of practice

	CPAC
	Canadian Partnership Against Cancer

	CPOP
	Canadian Psychosocial Oncology Partners

	KTE
	knowledge transfer and exchange


FUNDERS
Canadian Partnership Against Cancer (CPAC)
Canadian Association for Psychosocial Oncology (CAPO) (in-kind support)
Nova Scotia Health Research Foundation
CAPO ACOP
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