Roles & Responsibilities
of the Board

Yes No

9 0

Part B

Process for Evaluating
Board Performance

Yes

No Yes/No

6

2 1

Identified Roles & Responsibilities of the Board

No
0%

Yes
100%

OYes @No

Identified Process for Evaluating Board Performance

Yes/No
11%

No

22%
Yes

67%

OYes @No 0OYes/No

Summary (2)
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Roles & Responsibilities
of the Individual Directors

Yes No

7 2

Part B

Process for Evaluating
Individual Performance
Yes No
3 6

Identified Roles & Responsibilities of Individual Directors

OYes @No

Identified Process for Evaluating Individual Performance

OYes @No

Summary (2)
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Part B

Medical Staff Included Medical Staff By-laws
By-Laws Included
Yes No
1 8 Yes

11%

OYes @No

Summary (2) Page 24



Part B

Summary (2) Page 24



Part B

Summary (2) Page 24



Part B

Summary (2) Page 24



Part B

Summary (2) Page 24



Type of Corporation

Closed Open
17 5

7% 23%

Acute Care

Community Teaching Hospital

Closed Open
5 4
55% 45%

Medical Staff
By-Laws Included

Other Hospitals (non-acute) Large Downtown Yes No
LTC, Rehab., CCC etc. Teaching Hospitals 7 15
Closed Open Closed Open 32% 68%
8 1 4 0
89% 11% 100%
Board Composition
Hospital ED Ex-Officio Roles & Responsibilities
Hospital A 16 10 of the Board
Hospital B 23 7 Yes No Yes/No
Hospital C 12 10 16 3 3
Hospital D 16 5 2% 14% 14%
Hospital E 15 6
Hospital F 22 8 Process for Evaluating
Hospital G 13 12 Board Performance
Hospital H 12 8 Yes No Yes/No
Hospital | 22 4 9 12 1
Hospital J 12 6 40% 55% 5%
Hospital K 13 7
Hospital L 13 6 Roles & Responsibilities
Hospital M 12 6 of the Individual Directors
Hospital N 23 2 Yes No Yes/No
Hospital O 17 4 10 11 1
Hospital P 18 5 45% 50% 5%
Hospital Q 15 2
Hospital R 12 4 Process for Evaluating
Hospital S 17 7 Individual Directors
Hospital T 18 0 Yes No
Hospital U 16 9 4 18
Hospital V 12 5 18% 82%

Combined Summary
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Analysis

Type of Corporation & Membership

There is a consistency amongst all the downtown teaching hospitals, as they all have closed
corporations. There is great consistency amongst the non-acute hospitals as well,
approximately 90% of these hospitals have closed corporations. However there is
inconsistency amongst the community teaching hospitals as 55% of then have closed
corporations and 45% has open corporations. However the data indicates that overall the
majority of hospitals, that is, 77% has closed corporations.

There is wide variation in terms of type of members of the corporations. Approximately 50% of
corporations have Honorary Members, these members are allowed to attend Board meetings
but for the most part are not allowed to vote. The variability in membership speaks to the
diversity of hospitals reviewed. All hospitals surveyed in the Toronto Central LHIN have closed
corporations, 66% in the Central LHIN have open corporations and 50% have open corporations
in the Mississauga Halton LHIN.

Board Composition

There was a fair amount of variability in terms of board composition. The number of elected
Directors ranged from twelve to twenty three, with a mean of 16, a median of 15.5, and a mode
of 12. Based on this data the most common number of elected Directors was 12. The numbers
when extrapolated for community hospital were consistent with overall findings. There was
greater variability in the numbers for the downtown teaching hospitals and the other non-acute
hospitals, for example their median was higher at 17.5 and 17 respectively. Based on the data
community hospitals appears to be fairly consistent in the number of elected Directors on their
Board, that is, 12.

In terms of ex-officio Directors, the numbers ranged from zero to twelve, with a mean of 6, a
median of 6, and a mode of 6. Based on the data the most common number of ex-officio
Directors was 6. On average the acute care hospitals had a greater number of ex-officio
Members on their Board as compared to the non-acute hospitals (7 vs. 5).

There was more consistency in the data for community hospitals and greater

variation in the downtown teaching hospitals and the other non-acute facilities. The downtown
teaching hospitals and the non-acute hospitals had representatives affiliated with the university
and other groups and that for the most part accounted for the greater number of ex-officio
Directors. Based on the data community hospitals were the most consistent in the numbers of
ex-officio Directors on their Board, that is, 6. A couple of hospitals also have a Board of
Governors as part of their governance structure. Approximately 78% of community hospitals
had a representative from the Foundation as an ex-officio Member. About 14% of hospitals
had Municipal representation, as ex-officio Members, of that number community teaching
hospitals in the Central LHIN accounted for 9%. Only one hospital had a representative from
their Community Advisory Committee as an ex-officio Board Member.

Analysis
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Analysis

Selection of Directors

For the most part the selection of Directors is the responsibility of the Nominating Committee
and/or the Governance Committee. About 50% of the by-laws speaks to the process of
nominating an individual, however only one hospital indicate the types of candidates they
required, in terms of skills and experience. Two hospitals indicated that a profile of

potential candidates will be needed to present to the other Members of the Board. Except
for the one hospital that discussed skills and expertise there was not indication in the by-laws
as to the type of Boards each hospital possessed, that, is skills vs. non-skills Board.

Term

There is great consistency in regard to the term served, primarily Directors serve 3 years terms
with a maximum term of 9 consecutive years. Of note a couple of community hospitals had
shorter terms, that is, two years and one downtown teaching hospital had 1 year tearm.

Quorum

Predominantly a quorum for any meeting of the Board ranged from 40 to 50% provided the
majority of Members present were elected Directors. Overall there was little variation in terms
of what constituted a quorum.

Medical Staff By-laws

The majority of hospitals did not include their Medical Staff by-laws as part of their administrative
by-laws. Community hospitals were the most consistence in terms of including their Medical
Staff by-laws, as 66% included it in their administrative by-laws. The numbers were much lower
for the downtown teaching hospitals only 25% included it, the numbers got even lower when

you include the non-acute hospitals, only 11% included it in their administrative by-laws.

Analysis
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Analysis

Roles & Responsibilities of the Board

Just under 90% of the by-laws included the roles and responsibilities of the Board, and 72%
provided a detailed list. A small number of hospitals, 14% indicated that the Board had specific
responsibilities but did not indicate what they were. Overall the majority of community hospitals
included the roles and responsibilities of the Board, about 50% of downtown teaching hospitals
included it and all but one of the non-acute hospitals listed the roles and responsibilities of the
Board.

Process for Evaluating Board Performance

Overall 40% of hospitals identified the process used for evaluating Board performance, 5%
stated they evaluated their Board performance but did not indicate how. Overall the majority of
hospitals did not include their evaluation process in their by-laws. The non-acute hospitals

were the most consistent in including their evaluation process, approximately 77% included their
evaluation process in their by-laws. In terms of acute care hospitals 23% included their process
for evaluating Board performance, and these were all community teaching hospitals.

Roles and Responsibilities of Individual Directors

Overall, about 50% of the by-laws included the roles and responsibilities of individual Directors.
However most of the non-acute hospitals accounted for that 50%, if they were excluded then the
number decreases to only 13% of hospitals. Approximately 30% of community hospital
identified and listed the roles and responsibilities of individual Directors. These community
hospitals were located in the Central LHIN and the Central East LHIN.

Process for Evaluating Individual Performance

It was consistent across the board that most hospitals did not include their process for evaluating
individual Members. This result is not surprising as most hospitals did not include the roles and
responsibilities of individual Members, so it is evident that they would not include an evaluation
process. Approximately 8% of acute care hospitals included their evaluation process

process and this was a community hospital that stated that their Directors participated in self
evaluation. The non-acute hospitals were the most consistent in including their evaluation
process in their by-laws, 33% included their evaluation process as opposed to 8% of acute

care hospitals.

Analysis
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Conclusion

The survey provided some insight into the governance structure of various acute and non-acute
hospitals in the GTA. As the findings indicated there is variability in some areas and
consistency in other. This document provides information that may be useful to organizations
that are planning to develop a comprehensive governance renewal process. It could be used,
for example, to aid in creating a hospital governance audit questionnaire, that may be used to
review the status of governance practices at an organization. In essence it can be used to
highlight potential areas for change or to help in identifying governance practices that may need
to be included in the administrative by-law for an organization.

Analysis
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Rob Devitt, Supervisor
The Scarborough Hospital
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Dear Rob:

Here is the report you requested on mechanisms for community input in hospitals. We used
several electronic databases and the Internet to search the literature. The e-mail report is
attached.

Please do not hesitate to call if you have questions or we can be of further assistance. The
invoice is attached as a separate file. We have enjoyed completing this project and hope you will
consider using InfoFinders for your future research requirements.
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Literature Review

Introduction

A moderate amount of literature was located on the topic of community involvement in
hospitals. The following electronic databases were searched: PubMed, CINAHL, ABI/Inform,
Ovid Medline, Ovid HealthStar and PsycINFO. Additionally, a search of the Internet was
conducted to locate current and grey literature not indexed in the electronic databases. The
original plan to seek literature from the last 3-5 years was modified when it was discovered that
the Australian Government perceived as leaders in the field had published considerable useful
and relevant information from 2000 forward. Australia followed by New Zealand and the
National Health Service in the United Kingdom proved to be the leaders. Some literature was
also retrieved from Canada and the United States. An older but still very useful Canadian
document located is the Health Canada Policy Toolkit for Public Involvement in Decision
Making.

Australia appears to have experienced the most success in moving forward to engage
communities and demonstrate the widest range of input mechanisms. The Australian
Government has the longest history in trying to obtain consumer input. The Health Canada
Policy Toolkit appears to have been the foundation for almost all of the Australian work.
Australia is regarded as the country with the most integrated and comprehensive approach to
evidence-based consumer participation and support for a consumer voice at the national level
(Coney, 2004).

A useful literature review completed by Coney (2004) in New Zealand summarized the evidence
for effective consumer voice and participation. As part of this review, international progress in
Australia, the United Kingdom, Canada, the Netherlands and the United States is described.
Most countries are struggling to implement widespread community involvement.

Australia has conducted considerable research into community involvement, development of
evidence-based principles, checklists and useful fact sheets to move the community engagement
process forward. The NHS as part of the Health System reform seems to have invested most
energy into how to involve citizens into clinical research participation and is not as far into the
process of involving service users beyond satisfaction surveys to date, failing to ensure that
service users are empowered to influence decisions (Smith & Ross, 2007). Strangely, the
Americans have not published about community involvement with paid lobbying as the preferred
method for consumer voice in government and several other health agencies with varying
success rates.

The selected literature is an overview and representative of the most useful tools and evidence re
mechanisms to engage community in hospitals. Several examples are included to show how
others have successfully engaged community to provide significant input on important hospital
issues. A framework of consumer engagement, guiding principles for participation and several
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resources providing organizational tools are highlighted. Finally, four figures are included to
further reader understanding.

Making sense of the language

One of the difficulties in researching this topic is the variety of language used. The wide variety
of terms made the research literature challenging to search, potentially leading to confusion
about the topic. The original keywords listed in the proposal were broadened to include
consumer participation/engagement/involvement. For the purposes of this report:

Involvement and engagement will be used interchangeably.

Level of consumer engagement is the same as level of participation.

Consumer includes an individual consumer, a caregiver, or the representative of a
community or group.

Community involvement/engagement describes any form of participation in the making
of decisions, at whatever stage or level, by individuals or representatives of community
or voluntary organizations to assist hospitals as partners, advisers and informants.

Highlights from the literature

A framework of 8 relevant elements for consumer engagement, while developed for the
Australian health policy environment, may be useful to Canadians to plan community
engagement. Evaluation is included but considered a separate and important factor
(Gregory, 2007). The framework is depicted in Figure 1.

A table describing levels and purpose of participation, and situational examples for use
can be found in Figure 2. Levels of participation can be described as a ladder or
continuum, ranging through low levels of consumer engagement and influence i.e.
consumers receive information but have little decision making power through to joint
planning and ultimately to consumer or community control at high levels of involvement.
Techniques are the concrete tools used to engage consumers. The techniques chosen can
influence the outcomes achieved through engagement. There is evidence that using a
variety of techniques, sometimes in parallel, can mean that different consumers can be
engaged in different ways, to suit their levels of interest. Figure 3 includes an overview of
a small number of engagement techniques, structured under the five engagement types
developed by Health Canada (Gregory, 2007)

Additionally, 43 strategies and techniques useful for consumer participation are provided
in Section 3, Improving health services through consumer participation: a resource guide
for organizations (Click here:
http://www.participateinhealth.org.au/ClearingHouse/Docs/improvingsection3%282%29.
pdf) The higher the strategy number, the higher the level of participation or consumer
engagement. For each strategy, there is information on its usefulness, its limitations and a
description of the process and how to use it. Links may be outdated and Australian but
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information is very relevant and presented in a user friendly way

e Practical issues need to be considered before initiating a community involvement
program e.g. resource availability time, funding, training, support, infrastructure, quality
and timing of issues made available to consumers. Consumer-related issues include
relevant knowledge, skills and confidence to participate, expectations of the process, and
personal circumstances (Gregory, 2007).

e |t is important for a hospital/health system to know how its consumers and community
groups prefer to be involved. It is imperative to document capacity of the organization,
staff and consumers. Basic linkages and mechanisms for participation and the training
and support programs for staff and consumers need to be in place before developing an
organizational model of participation (Johnson & Bament, 2002). Please refer to
Resources section for examples of tools to assist this process.

e Guiding principles for consumer participation may include (Center for Cultural Ethnicity
and Health, 2004):

o Organizational commitment

o Cultural and linguistic appropriateness (language, culture, targeting strategies,
variety of strategies)

0 Support and mentoring for consumers, staff (types of support, communication and
professional consumers)

0 Representative consumers (community links, diverse views, over-
representation/marginalization/fatigue)

o Ethics, power, equality and reciprocity (community hierarchies, equal partners,
different contributors

o Levels and degrees of participation (levels of engagement, meaningful strategies)

0 Click here to view a full description of principles:
http://www.ceh.org.au/docs/Resources/Consumer%20Participation/Consumer%2
OParticipation%20and%20CALD%20Communities.pdf

e Other guiding principles of effective consumer participation might include:

o Consumer driven

Staff-consumer collaborative

Focused on quality improvement

Source: Kroschel, 2005

Communication is open and transparent

Inclusive membership

Source: National Resource Centre for Consumer Participation for Health

Information Series Methods and models of consumer participation, 2004)

e Vancouver Coastal Health (VCH) has built upon the Community Advisory Committee
described in the 2004 InfoFinders original report. A Community Engagement
Framework, including Guiding Principles for Community Engagement Practice at VCH
can be found at http://www.vch.ca/ce/docs/ce_framework.pdf

o Everyone is a stakeholder
o Diverse voices contribute to better decisions
o Communication is a two-way street.

O 0000 Oo
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o

(0}

o
(0}

(0}

While seeking input on particular program areas, we target engagement directly to
affected clients and their families/loved ones.

We help VCH consider the patient’s journey in its entirety.

We bring diverse and marginalized voices into the planning process and

allow for consideration of perspectives that would not otherwise be

understood.

Engagement stimulates the growth of healthy communities.

We help dissenting voices within communities work through their differences
towards collective solutions.

We are open and transparent in how we share information about VCH decision-
making with community stakeholders.

Our ultimate goal is to engage community leaders as partners.

We engage the community with integrity, in a way that builds trust and
credibility.

We complete the circle of engagement.

VCH provides a model of participation adapted from the World Health Organization and
from the International Association of Public Participation. The spectrum of participation:
inform, consult, involve, collaborate and empower (refer to pages 8-9 at URL above)
The VCH website (http://www.vch.ca/ce) describes how community engagement will
take place:

(0}
o
(0}
o

Community health advisory committees
Community partnerships

Community development and capacity building
Contact information is provided

Current Examples of Different Kinds of Engagement

Bradford & Airedale Care Trust: This is a website. Provides success criteria
demonstrating consumer and community participation. Click here
(http://www.bradfordairedale-pct.nhs.uk/NR/rdonlyres/E2B1EC48-2326-495B-976A-

41A0D3F3653D/48798/ SUMMARY .pdf

Focus group examples from the UK tied to specific issues:

1.

2.

Palliative care, involve users in service development to ensure equal voice
(Manorlands Hospice, 2005)

Older patients, to improve communication and improve patient-centred care in
hospital. Demonstrates staff education by development of an e-learning module
(Hayes & Dearnley, 2007)

Examined service reconfiguration for follow-up services breast cancer patients
(Kelly, Caldwell & Henshaw, 2006)

Areas of improvement identified resulting in opening 29 new hospice beds and
education of family physicians re end of life care (Vancouver Coastal Health,
2006)

Australian study involving both service users and providers to improve safety and
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quality (Long et al., 2008)
= Community Advisory Committees from Australia

e Retrospective look at committee accomplishments, key performance indicators
e.g. advice re patient education materials, lack of signage in Emergency
Department, discusses key issues (Representing the community a strengthening
process, 2002)

e Victoria, Australia, introduction of a consumer voice into Metropolitan Health
Services (Kelly, 2002)

e Women’s & Children’s Health, Australia: past and present consumer oriented
activities plus findings of a survey to explore staff views about consumer
participation (O’Neill & Mullins, 2002)

= Partnership examples:

e Co-design of services with staff representatives, means to actively empower
consumers (Bate & Robert, 2006)

e UK collaboration re cancer re patient information and communication projects,
obtain consumer opinions on services (Sitzia, Cotterell & Richardson, 2006)

= Information sharing:

e Low level of engagement, USA, community suppers to inform consumers re
issues and services (Faust et al., 2005)

e Japanese example showing how a hospital website uses a bulletin board system to
monitor communication with maternity patients (Suto et al, 2007)

Resources

The following list of recommended resources provide useful tools that can be easily adapted for
use in Canadian hospitals. They have been developed in Australia by

the National Resource Centre for Consumer Participation in Health that evolved from the
Consumer Focus Collaboration. Australia has a lengthy history over the last twenty years for
community involvement and has successfully implemented a considerable variety of methods for
community participation.

One of the earliest and most useful documents available is Improving Health Services through
consumer participation: A resource guide for organizations (2000). Also, the Fact Sheets look
relevant and helpful, particularly Fact sheet no. 2 and 3. While some of the material may be a bit
dated, the process remains sound and useful for Ontario hospitals.

Various resources are available to organizations to guide the process:

1. National Resource Centre for Consumer Participation for Health Information
Series Methods and models of consumer participation, 2004) Click here
(http://www.participateinhealth.org.au/ClearingHouse/Docs/infoseriesmethods.pd

f).
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2.

e Asix-step process is described that ensures that the selected activities
are consistent with an organization’s principles and with its purpose in
involving consumers in the first place

1. Define the principles on which consumer activity is to based.
Guiding principles help to address the issues identified.

2. Define what you are trying to achieve, e.g. make services more
patient centred, identify priorities, engage culturally diverse
consumers?

3. Identify the range of methods available (also National
Resource Centre for Consumer Participation Fact Sheet No. 2
Methods of Consumer Participation, 2002).

4. Match methods with purpose.

5. Negotiate the level of participation: high, medium, low.

6. Use the Ladder of Participation to ensure methods are suited to
the agreed level of participation

National Resource Centre for Consumer Participation for Health, Fact Sheet 2
Methods of Consumer participation Click here
(http://www.participateinhealth.org.au/ClearingHouse/Docs/nrcfactsheetmethods
may02.pdf).
= Yet another table provides details of Methods of consumer participation,
benefits of method use, drawbacks/difficulties experienced and
recommendations to improve the process (Figure 4)
National Resource Centre for Consumer Participation for Health, Fact Sheet 3
Committees that involve Consumers, Issues for Service Providers to Consider.
Click here
(http://www.participateinhealth.org.au/ClearingHouse/Docs/nrcfactsheetcommitte
esmay2002.doc).
= The aim of this Fact Sheet is to provide information to service providers
who have existing structures that involve consumers or who are planning

to involve consumers on committees. A useful checklist for setting up a

committee that involves consumers is included on page 5. One author

recommends to avoid tokenism that 25-50% of committee representatives

be consumers (Coney, 2004)

National Resource Centre for Consumer Participation for Health, Organisational
Self-Assessment and Planning Tool for Consumer and Community Participation
(OSAP). Click here
http://www.participateinhealth.org.au/Clearinghouse/Docs/nrcosaptool.pdf

= The OSAP Tool is designed to be a highly practical way to assist your
organisation to improve consumer and community participation
policies and practice. Effective consumer and community participation
involves more than recruiting representatives to committees. The
OSAP Tool can assist your organization to identify a broad range of
opportunities for participation; it can be used to assess and develop
your organisation’s commitment and capacity to involve and support
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consumers and communities in a range of planning, implementation,
and evaluation activities.

The OSAP Tool enables you to examine the consumer and community
participation activities undertaken within your organisation across a
range of different activities. The OSAP Tool focuses on three main
areas of organisational functioning: (1) governance, strategic
planning, policies; (2) operations; and (3) education/ training, and
evaluation.

Includes a user-friendly worksheet to guide the organizaton through
the process
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The purpose of the Health Canada Policy Toolkit for Public Involvement in
Decision Making is to support Health Canada’s mission to maintain and improve
the health of Canadians by providing direction for Health Canada employees on
public involvement. The document affirms the department’s commitment to
public involvement. It provides principles, guidelines and information for the
effective involvement of citizens in government decision making on health issues.
This document builds on the department’s existing culture and capacity for public
involvement in determining health priorities, policies and programs. It is intended
to help Health Canada respond to an unprecedented call for public involvement
relating to the department’s mandate by clarifying the types and best uses of the
array of public involvement techniques available. The document outlines
departmental expectations, roles and responsibilities in fostering a citizen-
focussed culture for the federal government’s role in health. There are many
benefits to public involvement, including stronger policy, programs and health
outcomes. Over time, it is hoped that Health Canada will be well known and
highly regarded as a leader for its citizen focus and track record for involving
Canadians, together with other levels of government and health professionals, in
developing ways to maintain and improve their health and build their confidence
in the health system.

The components of this document are:

e Overview of the context, government and departmental commitments

e A vision statement and departmental policy framework highlighting key
principles

e Practical guidelines for planning, designing, implementing and evaluating

e A -range of public involvement techniques

e Aninformation toolkit that describes an array of public involvement
techniques, provides relevant case studies and names resource persons for
further information

e A list of reference materials for further enquiry.

Department of Public Health, Flinders University and the South Australian (SA) Community
Health Research Unit. (2000). Improving health services through consumer
participation: A resource guide for organizations. Melbourne, AU: Consumer Focus
Collaboration. Retrieved March 17, 2008, from
http://www.participateinhealth.org.au/clearinghouse/#1 Click on “Improving health
services through consumer participation: A resource guide”

This guide is the complete resource and includes Sections 1 to 7 plus Appendices
and is in zip file format. Each of the sections are also available separately in pdf
format (see separate entries in the Publications section of this website). The guide
is for people working in health care organisations who want to increase consumer
participation in the planning, management and evaluation of those organisations.
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Section 1 An introduction to consumer participation; Section 2 Assessment and
planning; Section 3 The tools catalogue; Section 4 Managing the challenges;
Section 5 Evaluation; Section 6 Frequently asked questions; Section 7 Resources;
plus a separate section for Appendices.

Gregory, J. (2007). A framework of consumer engagement in Australian health policy. Health
Issues, 91, 22-27. Retrieved March 18, 2008, from
http://www.healthissuescentre.org.au/docs/jagreqory91.pdf

This article describes a framework for thinking about consumer engagement in
Australian health policy. It presents eight interacting issues that influence the
practice of consumer engagement: purpose, type, initiator, who is engaged,
timing, techniques, practical issues, and contextual issues. Evaluation is
recognised as a separate but important factor. These issues can be used to review
consumer engagement practice, plan consumer engagement programs, and
identify the trade-offs that must be made when conducting consumer engagement.

Johnson, A., & Bament, D. (2002). Results of a research project funded by the Commonwealth
Department of Health and Aged Care, Australian Council for Safety and Quality in
Health Care, Safety Innovation In Practice Program. Flinders Medical Centre, AU:
Consumers’ Health Forum of Australia. Retrieved March 13, 2008, from
http://www.participateinhealth.org.au/clearinghouse/Docs/fmcreport.pdf

Flinders Medical Centre has a commitment to further develop the methods it uses
to access and involve consumers in identifying, improving and monitoring aspects
of safety and quality. However, one of the key concerns is that whilst there are
many known methods by which hospitals can involve consumers, Flinders
Medical Centre does not know how its consumers, and consumer and community
groups who have members who access its services, would prefer to be involved.
The aim of this project was to:

e investigate if, and how, consumers (users and their families), representatives
of consumer and community groups and members of the broader community
would prefer to be involved in improving the quality of services in Flinders
Medical Centre (or hospitals in general for members of the broader
community).

e explore some of the issues for consumers and representatives of consumer and
community groups which may inhibit or enhance their participation

e develop a consumer participation model for Flinders Medical Centre that is
based on the findings of the study.

It is anticipated that the results of this study will enable Flinders Medical Centre

to become more consumer focused in its efforts to access and engage a range of

consumers around issues relating to safety and quality, rather than expecting
consumers to fit into the hospital’s perceptions of how they *should’ participate.
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Kroschel, J. (2005). Consumer participation in health: Where are we after 10 years? Health
Issues, 85, 9-11. Retrieved March 18, 2008, from
http://www.healthissuescentre.org.au/docs/jakroschel85.pdf

Many of us have worked in the field of consumer participation in health for more
than 10 years and a review of the landscape of this field will show progress in
many aspects, but maybe not as much as was initially anticipated. Have the
barriers changed or have services selected incorrect models? Who selects these
models and why? What are some of the benefits/deficits of the most commonly
used models? This article explores some of these questions. It is only one of many
views, but still worth considering.

National Resource Centre for Consumer Participation in Health. (2002). Fact Sheet No. 2.
Methods of consumer participation. Melbourne, AU: Latrobe University. Retrieved
March 12, 2008, from
http://www.participateinhealth.org.au/ClearingHouse/Docs/nrcfactsheetmethodsmay02.p
df

This fact sheet includes definitions, levels of consumer participation (degrees of
control within different domains), and a table reproduced from a case study which
provides an overview of methods of consumer, carer and representative
participation, the benefits of each of the methods, the drawbacks and difficulties
experienced and recommendations to improve the process.

National Resource Centre for Consumer Participation in Health. (2003). Organisational self-
assessment planning tool for consumer and community participation Version 1.0 .
Melbourne, AU: Latrobe University. Retrieved March 19, 2008, from
http://www.participateinhealth.org.au/Clearinghouse/Docs/nrcosaptool.pdf

National Resource Centre for Consumer Participation in Health. (2004). Information series:
Methods and models of consumer participation. Melbourne, AU: Latrobe University.
Retrieved March 19, 2008, from
http://www.participateinhealth.org.au/ClearingHouse/Docs/infoseriesmethods.pdf

National Resource Centre for Consumer Participation in Health. (2006). Culturally competency
in health: A guide for policy, partnerships and participation. Canberra, AU:
Commonwealth of Australia. Retrieved March 23, 2008, from
http://www.nhmrc.gov.au/publications/synopses/_files/hp19.pdf

National Resource Centre for Consumer Participation in Health. (2008). Fact Sheet No 3.
Committees that involve consumers: Issues for service providers to consider. Melbourne,
AU: Latrobe University. Retrieved March 19, 2008,
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http://www.participateinhealth.org.au/ClearingHouse/Docs/nrcfactsheetcommitteesmay?2
002.doc

Smith, E., & Ross, F. M. (2007). Service user involvement and integrated care pathways.
International Journal of Health Care Quality Assurance, 20(3), 195-214.

PURPOSE: Understanding patients' experiences of their interactions with health
services is an important step in building quality from within. The purpose of this
article is to look at the possibilities for involving service users in the development
of the National Health Service in England through the structure of integrated care
pathways (ICPs). DESIGN/METHODOLOGY/APPROACH: A systematic
literature review was undertaken to identify how patient experiences have been
attained and used in three clinical areas: cataract care, hip replacement and knee
arthroscopy. The information was weighted according to methodological criteria
and synthesized according to the typical stages of each pathway. Key issues were
summarised thematically across each pathway. FINDINGS: The findings relate to
the use of patient views and experiences within organisational structures, service
development, methodological research, education and training. The article
identifies important issues of practical significance for involving service users in
the planning and development of patient focused ICPs: such as the diversity of
patients, perspectives of continuity, information and patient support and the need
for methodological research.

RESEARCH LIMITATIONS/IMPLICATIONS: The review is limited in that the
literature across all three pathways tends to report findings of small studies
undertaken in one clinical service or setting and most studies are not randomised
or controlled.

ORIGINALITY/VALUE: The literature identified by the review contains
important messages for both NHS policy and future research to involve service
users in the planned expansion and plurality of NHS care.

Vancouver Coastal Health. (2006). Community engagement. Retrieved March 19, 2008, from
http://www.vch.ca/ce/

Community Engagement encompasses a wide variety of activities from
consultations with the public to community development and community capacity
building. The goal of Community Engagement is to develop and enhance public
participation in health service planning and decision-making, and raise awareness
within the health system about community issues and concerns that may not
otherwise be apparent. When we engage the community, we create a process for
mutual communication between the public and the health system, ensuring
community values and needs are reflected in healthcare provision.

Examples
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Involving service users: The experiences of Manorlands Hospice. (2005). C G Conference.
Retrieved March 14, 2008, from
http://www.palliativecare.bradford.nhs.uk/DesktopModules/ViewDocument.aspx?Docum
entID=1768

Commitment to involving service users is of paramount importance if we are to
empower patients collectively, individually and comply with legislation (DH,
2000). Manorlands has had an active service user programme since 1999. This
includes patient/carer involvement in health professional education, departmental
carer satisfaction surveys, departmental patient satisfaction surveys, service user
focus groups and health professional service user satisfaction surveys. This poster
will focus on the process and outcomes of the service user focus groups.

Representing the community: It's all a strengthening process. (2002). Health Issues, 71, 8-10.
Retrieved March 17, 2008, from
http://www.healthissuescentre.org.au/docs/japarker71.pdf

This is an interview with Ron Parker, Community Advisory Committee member
at the Austin and Repatriation Medical Centre (ARMC) in Melbourne conducted
in March 2002. It looks at the formation and achievements of the new Community
Advisory Committee (CAC) in its first twelve months. The interview was
conducted by Claire Kelly and Helena Maher from Health Issues Centre. Also
present was Anne Oakley, the Community Advisory Committee Resource Officer
at the ARMC.

Bate, P., & Robert, G. (2006). Experience-based design: From redesigning the system around the
patient to co-designing services with the patient. Quality and Safety in Health Care,
15(5), 307-310.

Involving patients in service improvement and listening and responding to what
they say has played a key part in the redesign of healthcare processes over the
past five years and more. Patients and users have attended stakeholder events,
participated in discovery interviews, completed surveys, mapped healthcare
processes and even designed new hospitals with healthcare staff. However, to date
efforts have not necessarily focused on the patient's experience, beyond asking
what was good and what was not. Questions were not asked to find out details of
what the experience was or should be like ("experience” being different from
"attitudes™) and the information then systematically used to co-design services
with patients. Knowledge of the experience, held only by the patient, is unique
and precious. In this paper, attention is drawn to the burgeoning discipline of the
design sciences and experience-based design, in which the traditional view of the
user as a passive recipient of a product or service has begun to give way to the
new view of users as integral to the improvement and innovation process.
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Bradford and Airedale Primary Care Trust: Principles of the proposed patient and public

involvement strategy. (2006). Retrieved March 17, 2008, from
http://www.bradfordairedale-pct.nhs.uk/NR/rdonlyres/E2B1EC48-2326-495B-976A-
41A0D3F3653D/48798/ SUMMARY .pdf

The new Primary Care Trust (PCT) is committed to being accountable to local
people and responsive to their needs and views, so that services are designed
around local stakeholders. As a new PCT we are in the process of setting up our
involvement structures. You can read our draft Patient and Public Involvement
(PPI) strategy.

Aims and Objectives: To provide accessible, accountable and equitable
opportunities to local people to influence service planning and development.

Faust, L. A., Blanchard, L. W., Breyfogle, D. A., Baroni, J. K., Reed, R. E., & Young, M. J.

Hayes,

(2005). Discussion suppers as a means for community engagement. Journal of Rural
Health, 21(1), 92-95.

PURPOSE: This paper describes how Lehigh Valley Hospital and Health
Network (LVHHN), a large tertiary care urban hospital, used discussion suppers
as a means for community engagement designed to lead to community health
improvement. An overview of the implementation of the project is described.
PROJECT: In 1996, with an awareness of the need to address population-based
health improvement, the Dorothy Rider Pool Health Care Trust and LVHHN
undertook a multiyear, multidimensional effort to improve health and quality of
life in the Lehigh Valley of Pennsylvania. Data were obtained via a series of
community and health assessments. Action-Oriented Community Diagnosis and
the Behavioral Risk Factor Surveillance System survey, a national instrument, are
2 assessments discussed. The community was engaged through a series of
discussion suppers in which community data were shared in a friendly, interactive
fashion. The process included community definition of priorities from the data
and the subsequent determination of corresponding actions (programs).
CONCLUSIONS: The success of these activities demonstrates the discussion
suppers were an effective approach and that data can be shared with rural areas in
ways that build partnerships and provide a basis for joint actions. This is
increasingly important as communities expect our health care systems to provide
care both within the hospital as well as outside its walls.

N., & Dearnley, B. (2007). Involving older people in improving general hospital care.
Nursing Older People, 19(4), 27-31.

User involvement is high on the NHS agenda. At King's College Hospital,
London, older people helped to develop the Improving Hospital Care for Older
People project by producing teaching and learning materials for staff using e-
learning. The project was set up by holding focus groups with older people. Staff
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surveys were also conducted to explore views and identify issues to be addressed.
Older people's representatives were selected and directly involved in developing
learning materials. This article describes the process of working together and
includes the personal reflections of some of the key players. It discusses barriers
to effective user involvement work between staff and older people, and identifies
some benefits and opportunities presented by this approach.

Kelly, C. (2002). Community advisory committees in Victoria's Metropolitan Health Services.
Health Issues, 70, 26-29. Retrieved March 18, 2008, from
http://www.healthissuescentre.org.au/docs/jakelly70.pdf

Increasingly, governments at both the state and federal level are encouraging
health services to incorporate consumer participation into their structure for
planning, decision making and evaluation. This article describes how in Victoria,
Consumer Advisory Committees have been used to bring a consumer voice into
the Metropolitan Health Services.

Kelly, L., Caldwell, K., & Henshaw, L. (2006). Involving users in service planning: A focus
group approach. European Journal of Oncology Nursing, 10(4), 283-293.

This paper outlines the way in which a focus group approach was used to involve
service users in the possible reconfiguration of follow-up services for breast
cancer patients at a North London hospital. The focus group was used to identify
the priority issues for users and the development of an objective questionnaire, to
survey all current service users. Within the National Health Service (NHS) the
concept of user involvement has been embodied in contemporary health policy,
and has become an important constituent of current policy direction. This study
was the first stage of a larger stakeholder project that aimed to involve service
users and clinicians in developing a new model of breast cancer follow-up
service. From the focus group emerged five key themes around breast cancer
follow up. They were: The need for reassurance after the diagnosis of cancer.
Continuity of care. Privacy and dignity and other elements of the examination
technique. Information and the detection of new symptoms. The opportunity to
discuss feelings and worries. In this paper, the nature of breast cancer follow-up
services is outlined, and the difficulties associated with such services are
discussed. The background to user involvement within the United Kingdom is
explored, and the strategies that have previously been used are considered. The
practical issues involved in using the focus group approach are examined, and the
experience of using such an approach is outlined in this study. The involvement of
service users as a key stakeholder in the process of planning change, through a
participatory research strategy, ensured that their voices were heard alongside
those of both hospital and primary care staff.
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Long, L., Pearson, A., Page, T., & Jordan, Z. (2008). Engaging consumers in safety and quality
at Royal Adelaide Hospital. International Journal of Evidence-Based Healthcare 6(1),
119-134. doi:10.1111/j.1744-1609.2007.00099.x. Retrieved March 8, 2008, from
http://www.blackwellsynergy.com/action/showPdf?submitPDF=Full+Text+PDF+%2862
2+KB%29&d0i=10.1111%2F].1744-1609.2007.00099.x

OBJECTIVE: The objective of this study was to elicit barriers and enablers of
safe, high-quality care as identified by consumers, and to position consumers as
‘possessors’ of valuable knowledge related to systems and practices (as they had
experienced these directly) rather than the receivers of knowledge and
information. The central aim was to develop recommendations for consumer input
into quality improvement, generated from the analysis of narrative accounts of
their experiences.

METHODS: The four-phase methodology adopted for this project involved the
development of quality improvement strategies as identified (phase one) and
validated (phase two) by consumers through the conduct of discovery interviews
with 30 consumers over the age of 18 years who had experienced an adverse
event. Clinicians and quality managers were then provided with an opportunity to
validate the strategies identified through participation in a focus group (phase
three). All data collected through discovery interviews and focus groups were
transcribed and entered into the Joanna Briggs Institute Qualitative Assessment
and Review Manager for analysis. The final phase of the study involved
integrating this process of consumer involvement and of identified improvement
strategies into the quality improvement program of Royal Adelaide Hospital.
RESULTS: A total of 28 findings were entered into the Joanna Briggs Institute
Qualitative Assessment and Review Manager for analysis. The process of meta-
synthesis embodied in these programs involves the aggregation or synthesis of
findings or conclusions. Six categories and four syntheses were derived through
this process with key themes relating to assessment and prevention strategies, a
necessity for improved education and communication, the hospital environment
and the potential life impact that the experience of an adverse event may have.
CONCLUSION: Consumers identified a number of strategies that could
contribute to improved safety and clinical outcomes in hospital and a reduction in
adverse events. This current study provides a solid foundation upon which future
research may be conducted.

O’Neill, C., & Mullins, J. (2002). Consumer participation at Women's and Children's Health.
Health Issues, 71, 26-29. Retrieved March 18, 2008, from
http://www.healthissuescentre.org.au/docs/jaoneill 71.pdf

Consumer participation at Women’s and Children’s Health (the Royal Women’s
Hospital and the Royal Children’s Hospital) has been undertaken at a variety of
formal and informal levels for a number of years. Participation strategies have
included community consultation for service planning, community advisory
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committees, consumer liaison/advocate positions, development of charters of
consumers’ rights and responsibilities, patient satisfaction surveys and focus
groups. This article gives a snapshot of past and present consumer oriented
activities at Women’s and Children’s Health, together with the findings of a
survey conducted to explore staff views about consumer participation.

Sitzia, J., Cotterell, P., & Richardson, A. (2006). Interprofessional collaboration with service
users in the development of cancer services: The Cancer Partnership Project. Journal of
Interprofessional Care. 20(1), 60-74.

Patient and Public Involvement (PPI) is a cornerstone of UK National Health
Service (NHS) policy. The Cancer Partnership Project (CPP) is the leading
national PPI initiative in cancer care. The CPP espouses a "partnership” model,
with a "Partnership Group" - collaborative service improvement groups formed of
NHS staff and service users - in each of 34 cancer networks in England. These
groups aim to enable service users to influence local cancer service development
and thereby improve the effectiveness of services. We interviewed 59 cancer
service users and NHS staff in a reflective evaluation of CPP. Groups were active
and visible in 30 networks, their main activities being: providing an accessible
source of consumer opinion; prolific networking and representation; patient
information and communication projects; and lobbying for service improvements.
The groups exhibited some significant tensions. The motivations of professional
staff varied markedly, and "obligatory" involvement as part of a person's job was
counter-productive when not coupled with a "personal belief in the value of PPI.
Other controversial areas were the disclosure by patients’ of personal health and
treatment experiences, and emotional attachment to the group. It was concluded
that partnership groups represent a useful PPl model, but more attention generally
should be paid to the complexities of PPI and timescales required for meaningful
cultural change.

Suto, S., Ashida, N., Higashi, T., Takemura, H., Kurimoto, K., & Yorifuji, S. (2007).
Communication network analysis in maternity hospital bulletin board system. Journal of
Medical Systems, 31(2), 141-148.

Recent changes in Japanese social environments consequently dropped total
fertility rate, and poor interpersonal relationships in local communities have
aggravated the environments for childbirth and child-rearing. Under such
circumstances, we introduced a bulletin board system (BBS) to an official web-
site of a maternity hospital to set up a community for its patients for
communication regarding childbirth and the like. Based on the logs from BBS, we
graphed types of communication among its users with to describe topologies.
Additionally, we calculated degrees of centralization of entire networks and found
the hospital role as the administrator becomes smaller as inter-user
communication becomes more brisk. The analysis of contents of respective

InfoFinders 20
321 Hamstead Court, Waterloo, ON N2K 2B8
Phone/fax: (519) 896-3167
Email: infofinder2@rogers.com



Rob Devitt, Supervisor, Scarborough Hospital
Community Engagement in Hospitals
March 26, 2008

threads also revealed that main topics shifted from gestational matters to postnatal
and child-rearing as communication became more brisk, which indicates those
postnatal users are also strongly conscious with gestational and progestational
contents and contribute to supporting the entire BBS.

Vancouver Coastal Health. (2006). Community engagement: Community Advisory Committees.

Retrieved March 19, 2008, from http://www.vch.ca/ce/committees/palliative.htm

The VCH Palliative Care Community Reference Committee has recently been
established to support Vancouver Coastal Health in development and
implementation of its new hospice/palliative/end-of-life care strategy. Twelve
members of the public, from a range of diverse communities, have joined this
committee. Click below to see biographies of committee members, and please
check back in the future for updates on this committee's work.
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Figure 1. A framework for discussing consumer engagement in Australian health policy
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Source: Gregory, J. 2007. A framework of consumer engagement in Australian health policy.
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Figure 2. Levels of participation

Level Purpose When useful

1. Low level of public Inform or educate --When factual information is needed to describe a
involvement and policy/program/process.

influence --When a decision has already been made.

--When there’s no opportunity to influence the outcome.
--If the issue is simple.
--In a crisis

2. Gather information --When the purpose is to listen.
--When policy is being shaped.
--When there is no firm commitment to do anything.

3. Mid-level of public Discuss --When a two-way information exchange is needed.
involvement and --When people have an interest in an issue and are likely
influence to be affected by the outcome.

--When there’s an opportunity to influence the outcome.
--When input may shape the policy.

4. Engage --When the Department needs citizens to talk to each
other about complex issues.

--When there’s a capacity to shape policies.

--When there’s an opportunity for shared agenda-setting
and open timeframes.

--When options generated together will be respected.

5. High level of public Partner --When the Department wants to empower citizens and
involvement and groups to manage the process.
influence --When groups and citizens have accepted the challenge

of developing solutions themselves.

--When the Department is ready to be an enabler.
--When there is agreement to implement the generated
solutions.

Source: Adapted from Health Canada 2000, Health Canada Policy Toolkit for Public Involvement in Decision Making.
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Figure 3. Examples of engagement techniques

Engagement Type

Example techniques

Inform or educate

Fact sheets, backgrounders, and publicity material identify key issues and promote discussion, but provide little
opportunity for consumer input.

Telephone hotlines are easy to set up but provide little opportunity for consumer input.

Events and open days focus consumer attention, provide detailed information, and environment can be showcased, but can
be overtaken by a vocal minority.

Gather information

Calls for briefs/requests for proposals are useful for considered input, but only a few responses are usually received.
Focus groups provide a snapshot of opinion and identify issues from participants’ perspectives, but can be limited by group
issues.

Polling and surveys identify and track public opinion, but are restricted to narrow questions; participants may lack the
information needed to give a considered response.

Meetings with stakeholders allow stakeholders to ensure their issues are heard and understood; a credible process requires
careful identification of relevant stakeholders.

Community or public meetings are useful for sharing information and hearing community concerns and can encourage
useful debate, but the dynamics are unpredictable and the event may be dominated by a vocal minority.

Discuss Advisory committees, boards, or councils can provide detailed input from stakeholders’ perspectives, but can be dominated
by a particular perspective and may be ignored by decision makers.
Conferences and workshops allow participants to build their expertise in the issue and provide detailed input, but are
usually limited to small numbers.
Nominal group processes are structured decision making techniques that allow for detailed input from a small number of
people.
Online discussion groups allow for a rapid response from consumers but can be time-consuming to manage and limit input
to those with the required technology.

Engage Consumer representatives allows for detailed consumer input to an existing decision-making process; usually limited to
small numbers of knowledgeable consumers.
Charettes are useful for resolving difficult issues, but usually involve only a small number of knowledgeable participants.
Round tables allow all participants to talk on an equal footing and can be useful for discussing complex issues, but it may be
difficult to reach conclusions.
Open hours allow individual consumers to engage directly with decision makers.

Partner Citizens’ juries and consensus conferences allow small groups of lay consumers to consider complex issues and

recommend solutions.

Deliberative polling allows for medium-to-large-scale polling with participants having an opportunity to deliberate about the
issue between polls; useful for complex issues, but require careful facilitation.

Study circles allow for ongoing discussion about an issue in a small group context.

Source: Adapted from Health Canada 2000, Health Canada Policy Toolkit for Public Involvement in Decision Making. Evaluation
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Figure 4: Methods of consumer participation

Methods of consumer
participation

Benefits of using the method

Drawbacks/difficulties experienced

Recommendations to improve
the process

Consumer satisfaction
surveys

e Direct feedback

e |If worded correctly,
outcomes can be measured

e Highlights problem areas

e Responses only from those strongly
positive or negative

e Random response

e May not cover full scope of
patient/consumer concerns, gaps

e  Survey hard to design well

e Literacy difficulties

e People may not say what they really
think in case they offend

e Surveys should be done at
the time of service delivery

e Good survey design is
essential

e Survey needs to be in various
languages

Complaints mechanism

e Essential

e Special incidents and can be
easily identified and
addressed

e Formal procedure available
to all

e Ensures organization
accountability

e People reluctant to give negative
feedback in case it makes the
situation worse or results in a
reduction of services

e People may be put off by the
formality

e Difficult for consumers to find out
how to complain through the system

e Minor complaints may go unnoticed

e Thank people for
complaining and follow up
promptly and effectively to
the person’s satisfaction

e Institute formal Quality
Assurance mechanisms

Public meetings

e Opportunity for anyone to
attend and have their say

e Good media coverage for the
issue/organization

o Benefits for major issues

e Poor attendance

e Issues re confidentiality in rural
areas

e Risk of dominant individuals bias

e Difficult to obtain a cross section of
people on specific issues

e Provide free
food/creche/transport

e Consider venue and time of
meeting
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Methods of consumer
participation

Benefits of using the method

Drawbacks/difficulties experienced

Recommendations to improve
the process

Focus groups

e Direct feedback results in
rich information on people’s
ideas and feelings - difficult
to get any other way

e Poor attendance

e Issues re confidentiality in rural
areas

e Lots of data to sort through

e Use independent facilitator

Community
representatives on
boards, management
committees etc.

e There can be a good cross
section of views leading to
healthy debate

e Gives an outside perspective

e Reality check for
organizations

Time factor

e A person may want to be involved
for the *wrong’ reasons

o Difficult to keep representatives
informed on complex issues

¢ Representatives have a long learning

e Structured, regular training
and orientation for
representatives

e The service must have
realistic expectations of the
representatives and their

e Encourages accountability curve abilities
o Keeps the community in e Drop off rate high, most too busy to
touch attend
Phone-in e Anonymous e Very limited response for time and e  Only worth doing for “hot’
e Accessible effort put in issues

Toll free information
and referral

e Provides service to isolated
communities

o Free

e Anonymous

e Costly to advertise

Direct consumer
feedback at time of
service

e Can act immediately

e Consumers may not be honest with
concerns if they relate to the worker
they speak to

e Follow up immediately or
pass on to the manager if
appropriate

Approach community
groups

e Wide cross section reached,

staff are personally involved.

e Captures richer verbal
feedback

e Time intensive
¢ Not representative
e Difficult to give feedback to groups

¢ Riverland Community
Register could assist with
identifying relevant groups
and targeting feedback

Source: Table reproduced (with slight modification) from A guide to community participation, One
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Community - One purpose project, Riverland, 1997.
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GOVERNANCE CONSULTATION REPORT

APPENDIX 5 — POLLARA — THE SCARBOROUGH HOSPITAL
CATCHMENT SURVEY
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