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EXECUTIVE SUMMARY 

The Ontario Citizens’ Council is an advisory body of 25 Ontarians, from all walks of life, that 
meet to discuss topics of immediate importance to the Ministry of Health and Long Term Care 
(MOHLTC). The Council’s advice helps the government to understand what the ordinary citizens 
of Ontario value and consider important in relation to various topics, and their reports provide 
insight into the needs, culture and attitudes of Ontario citizens. 

The Council has traditionally been asked to reflect on issues impacting the Ontario Public Drug 
Programs. However, at this their seventh meeting, which took place in Toronto from November 
28 to 30th, 2014, they were asked to deliberate on a subject that relates to the broader health 
system in Ontario. The Transformation Secretariat was created in 2012 by the MOHLTC to 
oversee the strategic development and implementation of health system reform. Specifically, 
the focus of this meeting was their Health Links program, which was designed to improve the 
coordination of care, encourage collaboration between a patient's different health care 
providers, and better manage spending for populations with complex health care needs. The 
questions posed for consideration by the Council at this meeting were:  

As patients and citizens, what are the key aspects within a coordinated care 
model that are important to you? What is your opinion about care coordination 
and to what extent would you want to be involved as patients or caregivers?  

Most of the Council members were not previously familiar with the Health Links program, but 
gained important insight through background materials supplied by the Ministry, and through 
expert presentations made to the group. A summary of this aspect of their work is presented in 
Section 2, along with a sampling of the early questions posed to the Secretariat staff and 
presenters.  

It was an enlightening exercise for Council members, most of whom had only anecdotal 
knowledge of the experiences of complex care patients who are heavy users of the health care 
system. The task of formulating opinions about coordinated care from the perspectives of 
ordinary citizens, patients and caregivers was especially challenging, and rewarding. Section 3 
provides a description of the Council’s deliberative processes and a summary of the outcomes 
of their deliberations is provided in Section 4.  

In one of their formative meetings, the Council developed a Values Framework to provide a 
permanent record of the values that the Council felt were most important to the citizens of 
Ontario. This Framework is reviewed and confirmed or updated at every meeting to ensure that 
it continues to be accurate in light of new issues, information and perspectives that come to 
light.  It provides an anchor for each new deliberation, ensuring that all issues are examined 
under the same lens.  Most of the Council’s previous assignments have been related to the 
ministry and its policies, but this particular topic was more related to the users of programs and 
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services, and consequently the value of Simplicity was recognized as being an extremely 
important one. It was therefore added to the Framework, the latest version of which is 
provided in Appendix 4. 

By the end of the meeting on the third day, a list of recommendations had been developed, and 
a full discussion of these is presented in Section 5. They reflect the Council’s views on how the 
issues may be dealt with more effectively; how the most important principles or values 
underlying these issues might be better reflected in the program; how a better outcome might 
be produced for patients and their caregivers, and how ultimately the system might deliver 
better value for the investments made. Briefly, the Ontario Citizens’ Council recommends: 

1. Embrace patient-centred care and coordinated care throughout the health care system, as a 
way to provide better service to medically complex patients, but also to harness potential 
savings to be used in other parts of the system.  

2. Implement an evaluation and measurement system that looks at health outcomes, system 
savings and trickle-down health care benefits to the 95% of Ontarians who are not heavy 
users of the system. 

3. Strategically educate and build public awareness. 

4. Partner with health care providers and their professional associations to ensure coordinated 
care is available system-wide. 

5. Provide supports to caregivers as part of the care coordination team. 

6. Put measures in place to ensure the sustainability of the transformation. 

Council members wish to acknowledge the invaluable support and assistance provided by all 
who contributed to this very interesting and informative meeting. We sincerely hope that our 
report provides a positive contribution to the process of addressing the important decisions 
that lie ahead in making Health Links a permanent program for the complex care citizens of 
Ontario.   
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1.0 INTRODUCTION AND THE QUESTION  

At the 7th meeting of the Ontario Citizens’ Council (the Council), two new members Gurjit 
Sidhu and Mona Forrest were welcomed and the resignation of Nigel Berrisford was received. 
The council sincerely thanks him for his contributions as a Council member.  

The Council reports to the Executive Officer and Assistant Deputy Minister of the Ontario Public 
Drug Programs (OPDP) and to the Minister of Health and Long Term Care (MOHLTC). As with all 
such meetings, the ultimate goal was for the ministry to glean perspectives of ordinary Ontario 
citizens on current issues.  

While the MOHLTC gathers available health and scientific information related to its work, it 
wants to ensure that the values of Ontario residents are considered in its decisions. For that 
reason, Council members representing a diverse mix of individuals from across Ontario1 are 
asked to be forthright with their viewpoints on community needs, culture, and attitudes. 
Throughout meeting discussions, Council members are reminded that their advice must 
consider the good of the people of Ontario as a whole.  

1 Appendix 1 provides a list of the Council members at the time of the November, 2014 session. 

This was the first session in which the Council’s work did not specifically focus on the Ontario 
Public Drug Programs, but instead considered an issue of the broader health system in Ontario, 
that of health system transformation, specifically from the perspective of the Health Links 
initiative that is currently rolling out across Ontario. 

Suzanne McGurn, the newly appointed Executive Officer of the Ontario Public Drug Programs 
and Assistant Deputy Minister posed this question: 

As patients and citizens, what are the key aspects within a coordinated care 
model that are important to you? What is your opinion about care coordination 
and to what extent would you want to be involved as patients or caregivers?  

Members were asked to consider the question from the perspectives of ordinary citizens, 
potential patients and caregivers, and to explore the similarities and contrasts between those 
varying perspectives.  

2.0 PREPARING FOR DELIBERATION  

2.1 Advance Reading Materials 

To prepare for the meeting Council members were provided with a range of background 
information, including: 
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• Backgrounder on “Health System Transformation”:  This document outlined the reasons 
for the need to transition from the present system to a newer model that is more client 
centred and involves more patient care coordination. A key program, Health Links, 
described as a care coordination system, is being implemented in pilot projects across 
the province. Its objectives are to reduce duplication, provide better care, and reduce 
costs in relation to complex care patients. The document also provided additional 
questions for reflection and three case studies that were used in the Council’s 
deliberations. 

• Glossary of Terms 
• Pertinent articles and news stories that examined the evidence that care coordination, 

especially for complex patients, reduces costs associated with the inefficiencies of 
duplicated care, gaps in care, overuse or inappropriate use of emergency room services, 
hospital admissions, conflicting and overlapping prescriptions etc. , while still 
maintaining or improving health outcomes. 

2.2 Presentations:  Information Regarding Coordinated Health Care 

Beginning Friday evening and continuing Saturday morning, the Council heard from several 
presenters listed in Table 1 below.2. This helped to enable informed deliberation and allowed 
Council members to become aware of different perspectives and experiences on the questions 
of health transformation and coordinated care. Council members were introduced to the 
Health Links model, heard from representatives of two practicing Health Links programs, raised 
questions, and discussed many related issues such as patient privacy. 

2 See Appendix 2 for the session agenda 

TABLE 1:  LIST OF PRESENTATIONS3

3 On Sunday afternoon Suzanne McGurn provided an update on the OPDP and responses to previous reports of the Council. 

TITLE PRESENTER PRESENTER TITLE 
A. Implementing the Transformation 

Agenda  
Helen Angus Associate Deputy Minister, 

Policy and Transformation 
Division, MOHLTC 

B. North East Toronto Health Link 
(NETHL) 

Lisa Priest Project Director, North East 
Toronto Health Link 

C. KidsLink: Transforming Complex 
and Coordinated Care for Ontario’s 
Children 

Michael Robertson Manager, Projects, Policy and 
Transformation Division, 
MOHLTC 

D. The MVP Clinic Michael Faraday Executive Director, Barrie 
Community Family Health Team 
and Health Link 

E. Ontario College of Family 
Physicians 

Dr. Jonathan Kerr President, Ontario College of 
Family Physicians 
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A. Implementing the Transformation Agenda 

The Province of Ontario is a geographically large, ethnically diverse area with an unequally 
distributed population in both rural and urban settings. The cost of health care, if allowed to 
grow unchallenged, will be approximately 80% of the provincial budget within 12 years. Is there 
a better way to get health care spending in check than cutting services?   

The Ontario Government has begun a process of transformation to realize an unprecedented 
paradigm shift in the delivery of health care, particularly around quality of services delivered, 
integration of services across the continuum of care, cost of services, and the long-term 
sustainability of the health care system as a whole. The goals are that: 

• Patients will feel more satisfied with their experience, receive better access to care through 
their primary care provider, and receive care closer to home or even better, at home. 

• Providers will work together more effectively at the ground level to better meet the needs of 
patients. 

• System partners will be working within their communities to strengthen the capacity of the 
health care system to meet the needs of patients, and  

• The system will deliver better value for the investments made. 

Several projects related to new models of care coordination have already been introduced— 
Local Health Integration Networks (LHINs), flu shots in pharmacies, more health promotion 
such as Smoke-free Ontario and menu labelling, funding tied to quality and safety targets, 
modernization of home/community care, etc.   

In looking for cost-saving opportunities, data revealed that just 1% of the population accounts 
for 33% of health costs, and 5% accounts for 66% of health costs. Not surprisingly, seniors make 
up a significant portion of this group of heavy users of the health care system. Logically, a small 
decrease in this very expensive complex care group would lead to huge savings.  

At present a patient with complex care needs is usually seen by several different medical 
practitioners, including specialists, working independently of each other. This often results in 
overlaps and duplication, time inefficiencies and increased costs. Health care officials are 
rethinking the process, and there is a move toward patient-centred care where, in particular, 
complex care patients are at the centre of a system of care that revolves around the patients’ 
needs and goals. Transitioning to this type of coordinated care system could reduce the number 
of emergency room visits, hospital stays, and visits to doctors, and ultimately would be more 
effective for the patient and help reduce the strain on the provincial health budget.  

Health Links is one program designed to improve the coordination of care, encourage 
collaboration between a patient's different health care providers, and better manage spending 
for populations with complex health care needs. The program was launched in December 2012, 
and to date 68% of the projected 98 Health Links have been approved. Health Links is based on 
voluntary participation, and is modelled in part on accountable care organizations in the United 
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States, and similar groupings in the United Kingdom, Australia and New Zealand. The size and 
number of the Health Links is based on research by the Institute for Clinical Evaluative Sciences 
(ICES) that identified natural referral patterns between doctors and hospitals in local areas. The 
Health Link is supposed to provide a governance model, and a political push, for the ICES-
identified groups to work together. It is based on a “low rules, local tailoring” approach. 

While each Health Link has to provide baseline data and develop measures that will allow for 
evaluation of the initiatives, the emphasis is on better information sharing and on innovations 
that allow providers to respond to local needs. Approximately 50,000 citizens are expected to 
be covered by each Health Link—though the population totals vary—and each Health Link 
reports to its LHIN. So far more than 8,000 patients have been involved, more than 3,000 care 
plans have been produced, and over 1,000 health and social service providers have 
collaborated (hospitals, home care, community support services, primary care providers, allied 
health professionals specialists and long-term care homes).   

Health Links programs share a common mandate, and all are required to have physician 
involvement, but they differ from one another in many ways in order to address the particular 
target population. For example, some have a Family Health Team as their lead organization 
while others may be led by a hospital or a Community Care Access Centre. Each Link is given 
$600,000 in start-up funding from their LHIN. There is still some debate on if and how the Links 
will access continued funding, but decisions will be made as pilot projects progress, lessons are 
learned and best practices are shared. 

B. North East Toronto Health Link 

The North East Toronto Health Link (NETHL) is located at, and led by, Sunnybrook Health 
Sciences Centre, within the jurisdiction of the Toronto Central LHIN. Their process begins with 
identifying patients who repeatedly come into the emergency department because they have 
complex needs and can’t find the care they need elsewhere in the community. These patients 
complete a questionnaire which provides their “health story” so that they don’t have to repeat 
it to each medical provider they see. Those without a primary care provider are linked to one in 
order to cut down on Emergency Room visits, which are extremely costly to the system.  

A crucial step is to engage patients as partners in their own care (patients co-design their care 
plans), and to gain an understanding of what outcomes the patient desires. This process is less 
prescriptive for the user and helps to inform, involve and empower the patient. When the 
patient is part of the design of their own personal coordinated care program, there is more “buy 
in”, treatment becomes more efficient, and ultimately costs should be reduced. They have 
formed a Patients’ Advisory Council, designed Patient Better Care Cards and a Patient Workbook, 
as well as a go forward strategy based on their experience to date. 

http://www.cfp.ca/content/56/3/216.full


Web version, Citizens Council Report, March 6, 2015 8 

C. KidsLink: Transforming Complex and Coordinated Care for Ontario’s Children 

The Transformation Secretariat received a proposal from the Champlain LHIN and the Children’s 
Hospital of Eastern Ontario for a Health Link targeting children and youth with complex 
conditions. It was submitted on behalf of the Provincial Council for Maternal and Child Health 
(PCMCH). Since the scope of the coordination was population-based, rather than geography-
based, it did not fit the geographic definition established for Health Links, and there has been 
considerable discussion over whether and how KidsLink could be aligned with Health Links. 

In brief, KidsLink is a proposed integrated service model of care for children and youth with 
medical complexity. It seeks to improve health outcomes by integrating regional care providers 
from all sectors. Children and youth with complex care issues are a relatively small percentage 
of the population, but represent a broad and diverse set of rare and complex chronic conditions. 
Clinical expertise is highly concentrated at or around the five paediatric children’s hospitals in 
Ontario. There is often a significant gap in care when the patient reaches an age that is no 
longer served by children/youth services and instead moves into the adult system. 

The complex care child requires a disproportionate amount of provincial health care dollars. 
Province-wide integrated complex care and coordination could reduce acute care costs by up to 
25% for children with medical complexity. The Transformation Secretariat is considering funding 
KidsLink as a pilot project in two key hospitals and they were keen to have the Council’s 
perspectives on whether the Ministry should consider other population-based Health Links 
models since a proposal has also been received specific to cardiac patients.  

D. The MVP Clinic- Barrie Community Health Link 

This Health Links program, led by a Family Health Team, is one of five operating within the 
North Simcoe Muskoka LHIN. The MVP Clinic (promoting the idea that the patient is the Most 
Valuable Player in their health care) uses a collaborative approach to provide: holistic 
assessment (physical, mental and psychosocial); treatment and care coordination for multiple 
complex conditions; linkages to new community supports; development of a coordinated plan 
of care; assistance with patient goal setting for overall wellness; support to meet patient goals; 
and linkage to a primary care provider in the community. They think of themselves as a 
quarterback, advocating for and guiding the patient toward improved care and better outcomes. 

The collaborative approach in this Health Link includes nurses, therapists, pharmacists, nurse 
practitioners, physicians and dieticians as needed. The goal is to discharge stabilized patients 
with ongoing coordinated care in the community. Some problems encountered have been a lack 
of integrated health records; a continuing “silo” mentality for care delivery held by some 
medical professionals; patients’ lack of trust in the health care system; timely access to 
community services due to volume of patients in need; and, poor communication between 
service providers. However, their successes have included a reduction in emergency room visits, 
emergency services, and hospital admissions, and they have achieved an improvement in 
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community partnerships and a shift from acute care to primary and community care. Ultimately 
this should lead to increased savings, although this has not been quantified yet. 

E. A Perspective from the Ontario College of Family Physicians (OCFP) 

The OCFP represents over 12,000 family doctors. Their vision is that every Ontarian receive high 
quality, coordinated, comprehensive and continuing care from a primary health-care team led 
by family physicians and supported by an integrated and sustainable health care system.  

They believe that there should be a coordinated care plan (CCP) developed between the patient 
and his/her circle of care and all parties should sign it. This is a collaboration tool to help the 
patient obtain their personalized health goals. Communication between the patient, the family, 
the system, and community support groups is essential.  A care coordinator is critical and this is 
seen to be a front-end, labour intensive role.  

The focus on individual patient needs was reinforced by several stories shared by Dr. Kerr. For 
example, one was of a patient living in poverty who, despite complex medical needs, could not 
really focus on them until she had her basic needs met, i.e. secure, stable housing, adequate 
food etc. That patient required help getting those basic needs met so she could participate in 
her coordinated care plan. 

Dr. Kerr provided an overview of their values and goals, the fourteen elements of good 
coordinated care, and the guiding principles and core competencies required. He also talked 
about the challenges which include resistance to change; time and scheduling constraints; 
expectation of new resources for care coordination; co-ordinating various electronic medical 
records in use across jurisdictions; and the lack of a standardized electronic CCP tool.  

2.3 Questions and Answers 

Council members had many questions for presenters and this section highlights only a few 
questions that were particularly important in the Council’s deliberations. 

Question:  How is a patient’s privacy safeguarded? What controls are in place in terms of who 
has access to their health information and care plan? 

Answer: There’s anxiety about privacy. Currently in health care, information about a patient can 
be shared within that patient’s “circle of care”.  This is guided by privacy requirements and 
currently only a legislated health care professional can automatically be in a patient’s circle of 
care. Otherwise, the patient must give express consent, e.g. to groups or individuals that 
provide follow-up services. 

Question: How do you coordinate all these medical professionals and get them to “bust down 
their silos” and still keep the bottom line in mind? 
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Answer: This is a complex environment. We need a “champion” to lead the way. Hopefully 
getting folks to understand this is about patient centred care will do it. Part of the problem is 
that some areas of the health care system will lose some funding. But a more global view of the 
system is necessary. What is really best for the whole system should take precedence. 
Incentivising the system, through activity-based funding, based on patient outcomes and 
patient satisfaction could help. 

Question: Can we make this coordinated care system proactive and less reactive? Instead of 
just focusing on the 5% of users who account for 66% of health costs, what about focusing on 
those patients just below that level and thereby preventing them from becoming a five 
percenter? 

Answer:  We are looking at models to identify those below the 5%. We have to have a more 
predictive model.   This is also a societal problem. Poverty is also a predictor. By identifying 
those with complex needs and those who live in poverty, we can get them into coordinated 
care more quickly. 

Question: Will there be new or increased levels of bureaucracy with Health Links? 

Answer: Not a lot of people have been hired to run the Health Links. I think we are seeing good 
value for the money spent. 

Question: Even though some of us here at the table are active volunteers in health care in our 
own communities, we have not heard of Health Links, and even coordinated care is a new 
concept for many. How will this become a system-wide transformation? How will you get 
greater buy-in to this system by more health care professionals? 

Answer: Health Links is still a new program not yet operational in all parts of the province. The 
government does have a website with all the pertinent information.  In terms of getting greater 
buy-in, we anticipate that patients will largely drive the change by asking for care coordination 
from their providers.  

Question: What do you think are the priorities in coordinated care?  

Answer: All panelists agreed that the focus should be patient centred - focusing on patient and 
family goals. It should be equitable and accessible. There should be better coordination of 
social and health systems and a focus on prevention. 

3.0 HOW THE COUNCIL DID ITS WORK   

The presentations helped Council members understand how the various care coordination 
programs operate in different communities. After hearing these expert presentations, the 
deliberative part of the Council’s work was done through the afternoon of day two and the 
morning of day three.  
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Council members broke into two facilitated groups where they were challenged to reflect on 
any correlation between previous discussions and presentations, as well as their own 
experiences and those of caregivers within their circles of influence. In terms of the issues 
under discussion, they were asked such questions as, ‘What stands out?’ and ‘What’s puzzling?’ 
As well, members were asked to consider which values from their Values Framework seemed 
especially relevant to the issues.  

To help identify key concepts required for good managed care through the various Health Links 
and other coordinated programs, the Council was asked to explore three case studies of 
hypothetical patients requiring complex care.  (These are provided in Appendix 3). 

A process called the “carousel” was used for this part of the dialogue. Remembering that the 
Citizens’ Council is intended to be the voice of a diverse population across Ontario, it’s worth 
noting that the carousel process helps to bring out the widest array of opinions on a subject. It 
worked in the following way:   

Members were divided into three groups, one for each flipchart station. A different case study 
was assigned to each station and the three groups moved through each of the stations where 
they each spent about 15 minutes recording their ideas (or augmenting the notes from the 
previous group) in response to the following questions: 

1. What issues in the coordination of care does this case study highlight? 
2. How might the services have been improved to deal with these patients’ conditions 

more effectively? 
3. What principles/values underlie these possible improvements, e.g. single point of 

contact, timeliness of communication?   
4. Can you recommend ways in which the provider or patient role could have shifted to 

produce a better outcome? 

By the end of the third movement of the groups through the carousel, the ideas noted on the 
flipcharts with the most check marks (denoting agreement with an idea recorded by a previous 
group) were  the ones that most resonated with the majority of members.  

Following the carousel process, Council members were divided into two breakout groups, and 
building on the work around the case studies, the task of each group was to consider the 
following questions: 

1. What are the key aspects within a coordinated care model that are important? Why? 
Any cons? 

2. How would you prioritize these and why? 
3. What cautions might you have? 

One group explored the questions from the perspective of citizens; the other group from the 
perspective of the patient/caregiver. This was where the knowledge earlier shared by the 
expert presenters was additionally put to good use. Council members passionately applied their 
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shared values as well as what they had learned about health transformation to the tough trade-
offs and tensions involved in considering the questions above.  

At the end of the day on Saturday, the facilitators pulled together the points of common ground 
and areas of possible divergence as a starting point for Sunday’s conversation. This included 
presenting the conclusions from the two different perspectives. Through an intensive dialogue 
process the common ground was refined by the Council into recommendations. A number of 
specific questions the Council was asked to address were also responded to, based on the 
common ground.  

The Council shared its discussions with the Executive Officer, and she responded to any 
outstanding comments and questions, after which the advice was refined into 
recommendations.  

The Executive Officer, Suzanne McGurn, then gave an update on the Ontario Public Drug Programs. One 
of the topics she highlighted was different ways the Drug Programs are working to find approaches to 
lower the cost of drugs for re-investment in the system such as: collective purchasing among all 
provinces; and a national framework for generic drug pricing. The national framework would, essentially 
provide greater certainty to generic, lower- cost drugs, which then frees up dollars to be used 
elsewhere. 

Suzanne also expressed her interest in promoting the topics of health literacy and 
communication, including literacy for patients and family members and promoting the fact that 
generic drugs, which cost less, are not inferior to brand names. 

Finally, the Council reviewed its Values Framework to determine if any adjustments were 
needed based on the session’s dialogue. 

4.0 RESULTS OF DELIBERATION  

The Council’s conclusions on specific questions it was asked to address are as follows: 

Question:  As patients and citizens, what are the key aspects within a coordinated care model 
that are important to you?  

From the patient perspective, the Council determined the following to be key elements of a 
coordinated care model: 

• Communication – patient centered, simple and multi-directional   
• Building trust – show efficiency, simplify process, key point of contact, demonstrate I am 

being looked after, accurate, easily shared, and up-to-date medical records  
• Coordinated care program must include family member(s) and/or caregiver 
• Assumption that coordinated care also needs to help and empower the caregiver – the 

care plan cannot increase the burden on the care provider 
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From the perspective of a citizen, the Council determined the following to be key elements of a 
coordinated care model: 

• Reasonable waiting time for services (e.g. specialists, community capacity  to provide 
support such as CCAC, housing, social programs) 

• Evaluation measurement tool that assesses impact and savings and how those are 
redistributed in the system  

• As part of this, a reaffirmation of the idea of low rules and local tailoring in 
combination with a good evaluation system 

• Buy-in and work towards common goals of patients, providers, government, and society 
• Preventative care i.e. Preventing negative consequences to both patient and society if 

care is not provided when needed (e.g. getting access to the full slate of mental health 
services before a condition leads to incarceration) 

Question: What is your opinion about care coordination and to what extent would you want to 
be involved as patients and caregivers?  

Council members felt that the expectations of patient/caregiver involvement in care coordination, 
as outlined in the Health Links presentations, were reasonable with a few caveats. The first was that 
patients have to be in a position to be able to think clearly about their care plan. This recognized 
that sometimes patients can be highly emotional, especially if dealing with a recent health change, 
and need support to think things through. Patients also have to be able to prioritize the various 
needs in their life.  For example, if they don’t have a safe place to live, following the care plan may 
not be their top priority.  Finally, members were cautious about adding to the burden of caregivers, 
and suggested that more supports need to be in place to assist people in these roles. 

Question: How comfortable would you be using new electronic platforms to enable your care 
coordination? (i.e. using secure websites to communicate with physicians, or accessing your 
health information online) 

Privacy was a major concern for the Council when looking at how records are shared, how 
information is shared, with whom and under what circumstances. Council members had several 
questions for the ministry regarding e-records, existing privacy laws, and what is currently being 
done. Members also recognized that some information sharing needs to happen for a person to 
be able to benefit from coordinated care, while noting that for some patients, information 
sharing may increase anxiety and affect health.  

With respect to patient privacy, there is a need to minimally define and consistently implement 
levels of access to e-records and ensure patient permission to access. Then some patients may 
allow more access and others may not. The minimum needs to be sufficient for the patient to 
benefit from coordinated care, so that the system can also benefit from the changes. This helps 
to balance the tension between individual choice and public good, and ensures that the patient 
has some responsibility to their care team.  

Question:  What considerations should there be for Health Links-type proposals that are 
population-based, rather than geographic-based, e.g. KidsLinks, Cardiac Links?  
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Members embraced the concept of patient centered care as a critical component of 
coordinated care. This meant including the patient as an equal partner in the care plan but also 
seeing the person as a whole person, not a set of health problems. Given this, members felt 
that Health Links-type initiatives need to treat people in their entirety.  KidsLink, from what was 
presented, appears to do this, whereas Cardiac Links sounds like it is primarily looking at one 
medical condition, rather than looking at the person as a whole with a variety of complex 
problems.  

5.0 COUNCIL VIEWS ON RELEVANT VALUES AND RELATED RECOMMENDATIONS  

In considering existing coordinated care models such as the North East Toronto Health Link, 
discussion focused around how those existing models are currently working, as well as how the 
Values Framework could be heavily relied upon to address concerns with the model.  The 
Council agreed that a model of coordinated care must have a set of values and principles at its 
foundation. 

Underlying principles and values that the Council considered most relevant were: 
• Quality of Life 
• Evidence-based decisions  
• Efficiency 
• Fiscal Responsibility  
• Individual Choice  
• Public good ( i.e. Savings) 
• Prevention 
• Compassion 
• Shared responsibility  /  Resource sharing across jurisdictions and silos  
• Transparency (i.e. at system level) 
• Simplicity for the patient and caregivers 

Transparency received considerable attention from the Council in its deliberations. The Council 
agreed that transparency, when considering coordinated care, applies to the process not the 
individual. Each patient has the right to privacy and must give their permission before their 
medical information can be shared with or beyond the circle of care. The process itself must be 
transparent so that everyone can understand what is available and how they are to access it.  

Since a number of care providers can be involved with a single patient it must be determined 
which providers have access to information. The Council agreed that to benefit from 
coordinated care there must be a controlled sharing of information that never violates the 
rights of the patient. However, as noted above, privacy issues are a huge concern particularly in 
this age of online medical records or e-records. Records must be kept safe not only from 
“hackers” who might infiltrate the system for their own purposes, but also from legitimate 
users of the records who should only be allowed access to certain levels of information.  
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Simplicity was a new value that the Council deliberated on. The system must be simple so that 
users can understand what is available, how the services apply to them and how they can 
access the services that best suit their requirements. Patients and care providers have to deal 
with medical issues. They should not be further burdened with a lack of information or 
complicated information. If the process creates more problems than it solves, it is fair to 
conclude that for the most part, it will be ignored and be of little benefit to those it was created 
to help. 

Simplicity also applies to the manner in which medical personnel deal with patients and 
caregivers. For example medical terms used may be familiar to the medical profession but be 
meaningless to the patients. Plain language, and asking questions to ensure that what is 
communicated is understood, is essential. Clear, concise verbal and written communication 
between patient and medical provider must occur if the system is to work. Any forms that the 
patient must complete should be as uncomplicated and direct as possible, and whenever 
possible, be developed with patient input. 

Recommendations  

1. Patient-centred care and coordinated care should be embraced by the health care 
system, as a way to provide better service to medically complex patients, but also to 
harness potential savings to be used in other parts of the system.  

Members reaffirmed the critical importance of patient-centred care and embraced the notion 
of coordinated care. The Council emphasized several key elements, both from a 
patient/caregiver and a citizen perspective:  

• Ensuring patient/caregiver involvement in the process, including the development of 
the care plan 

• Having care coordinators and coordinated care plans, including needs assessment, 
review and management of medications, identification of an advocate if needed, and 
follow-up care plan for those patients who successfully move out of the 5% “heavy user” 
bracket. 

• Establishing standard, accessible communication of patient data and coordinated shared 
medical records, taking into consideration the concerns about privacy raised earlier.  

• Promote cross-ministry / community sharing and coordination. This should include 
referral links to other services such as housing, social/community services, alternative 
medicine etc.   

• Ensure inclusivity and equitable access by overcoming / being sensitive to geographic, 
social, cultural, linguistic and gender barriers.  
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While supportive of a coordinated care system, Council discussed a concern that was raised by 
one of the pre-readings4 which provided evidence that coordinated care did not lessen use of 
the health care system by people with mental illness. This resonated with the experience of 
several Council members and led to advice urging the Health Transformation Secretariat to 
explore more fully strategies to assist those with mental illness, recognizing that complex care 
patients can have a combination of both physical and mental health issues. 

4 Care coordination can decrease health-care use by frequent users; Science Daily – Source: Canadian Medical 
Association Journal; September 15, 2014 http://www.sciencedaily.com/releases/2014/09/140915132934.htm

2. Implement an evaluation and measurement system that looks at health outcomes, 
system savings and trickle-down health care benefits to the 95% of Ontarians who are not 
heavy users of the system. 

Members were supportive of the “low rules, local tailoring” approach of Health Links. This was 
seen as a way to reduce barriers to communities getting involved, while allowing communities 
to design a system that works for their local realities.  However, members felt this approach 
needed to be complemented by a rigorous evaluation system - for accountability reasons and 
to confirm the approach works based on solid evidence. They urge the government to 
implement such an evaluation system soon, to involve patient/caregivers in its development, to 
implement it transparently and to communicate the results to the public.  

Linked to this system is the need to monitor the actual savings in the system and how these are 
redistributed for the betterment of all. Since part of the rationale for coordinated care is that it 
should save money, while improving health outcomes, this needs to be demonstrated 
empirically. 

3. Strategically educate and build public awareness. 

While there is currently no widespread messaging to inform the public about Health Links and 
the coordinated care model, and while an informed public is a good thing, widespread 
messaging might generate expectations and inquiries that would tax the system. There was 
concern that widespread communication may lead to some public backlash against the highest 
users of the system.  Given this, Council suggested that initially communications target the 
heavy users of the system to get as many of them involved as possible. Wider communications 
should focus more on demonstrating improved outcomes for the highest users as well as 
savings to the health care system as a whole. 

4. Partner with health care providers and their professional associations to ensure 
coordinated care is available system-wide. 

Council members were concerned by an assumption expressed by presenters that patients 
would drive the demand for coordinated care and thereby “make” health providers that are 
dragging their feet, embrace coordinated care. There were several reasons for skepticism, 

http://www.sciencedaily.com/releases/2014/09/140915132934.htm
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including that in reality, few of the Council members had even heard of Health Links or 
coordinated care before this session, so it is not a widespread idea (and perhaps should not be 
until there are demonstrable results as noted above.) Members also noted that many patients 
still see doctors as “all-knowing” and not to be challenged, although this is gradually changing. 
For these and other reasons, the Council suggests that Health Links reconsider the assumption 
that change will be driven by patients. Instead they urge government to work with providers to 
ensure coordinated care is adopted by health care professionals. 

5. Provide supports to caregivers as part of the care coordination team. 

There was much empathy for informal caregivers and indeed some Council members have been 
in that role. There was caution that patient-centered care and coordinated care not place 
additional responsibilities and burden on caregivers, many of whom are already taxed, in some 
cases jeopardizing their own health. Council members suggested that the government consider 
appropriate supports for caregivers that allow them to be part of the care team without undue 
distress or unreasonable extra demands on their time and energy. 

6. Put measures in place to ensure the sustainability of the transformation. 

Members were concerned that transformations put in motion through Health Links may not be 
sustained once the initial funding was used up. In particular, they urge government to work 
with the health and community care systems to address the issue of redistributing funding 
across the system so that coordinated care can be maintained. One example was the ongoing 
engagement of care providers who may not be compensated for their time in working in a 
coordinated care scenario. Examples were massage therapists, nutritionists and naturopaths. 
Members further suggest that any redistribution of funding be tied to accountability for service 
and dollars. 

6.0 VALUES FRAMEWORK 

At the beginning of this session a revised Values Framework was presented, based on the 
Council’s considerations in the previous sessions. The document was approved and is provided 
in Appendix 4.  

Council members agreed that the Values Framework seems to be standing the test of time and 
continues to reflect the values the Council feels most benefit the citizens of Ontario, while 
making best possible use of available resources, both human and monetary. It was agreed that, 
as a “work in progress”, it will be revisited at each session of the Council in order to ensure that 
the values reflected continue to be accurate in light of new issues and information presented.  

From this session, members agreed to add the value of Simplicity to the Values Framework. On 
this issue, the value of simplicity envisions a system that must be simple for users to 
understand what is available, how the services apply to them and how they can access the 
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services that best suit their requirements. This value is further elaborated in terms of its 
pertinence to the issue of health transformation in the above section. It has been added to the 
Values Framework in Appendix 4. 

7.0 CONCLUSION 

The question posed by the Executive Officer appears to be a major component in health care 
transformation. The Ontario Citizens’ Council was pleased to deliberate and provide their 
perspectives on the values important in the rollout of this initiative. Patients with complex care 
needs can benefit tremendously from a well-executed program as evidenced by the examples 
shared by the expert presenters. There are still many aspects to be debated and considered to 
ensure that some of the potentially negative considerations such as privacy issues and costs are 
addressed. The Ontario Citizens’ Council was pleased to comment on this emerging approach 
for complex care.  
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APPENDIX 2 
AGENDA 

MOHLTC Citizens’ Council 

HEALTH SYSTEM TRANSFORMATION 

November 28-30  

Royal York Hotel, Toronto 

AGENDA 

Key Question:  As patients and citizens, what are the key aspects within a coordinated care model 
that are important to you? What is your opinion about care coordination and to what extent would 
you want to be involved as patients or caregivers? 

Time Activity 

FRIDAY NOVEMBER 28, 2013 

5:30 – 9:00pm 
5:30 Check in and light supper 

6:30 Welcome 

7:00 Renewing our values framework 

8:00 Transformation agenda 
• Presenter: Helen Angus, Associate Deputy Minister, Policy and 

Transformation Division 

9:00 Adjourn 

SATURDAY, NOVEMBER 29, 2014 

8:30 – 4:30 pm 

7:30  Breakfast and registration 

8:30 Morning check-in 

8:50 Presentations 

10:10 Break 
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10:30 Presentations 

11:50 Open discussion with presenters 

12:20 Lunch 

1:00 Introduction to the afternoon’s process 

1:15  Values and ethics exploration 

• Break-out groups 

1:45 Case studies 

• Carousel process 

2:30 Break 

2:50 Setting priorities – As citizens; As users 

• Break-out groups 

4:20 Wrap up 

4:30 Adjourn 
SUNDAY, NOVEMBER 30, 2014 

8:30 am – 3:00 pm 
8:00 Breakfast 

8:30 Morning check-in and review of agenda 

8:45 Comparing the two discussions 

• Reviewing the ideas generated in the previous afternoon’s small groups 
9:30 Developing and refining common ground 

• (with a break at 10:30) 

11:00 Finalizing council advice 

12:00 Lunch 

1:00 Updates on the drug program 
• Presenter: Suzanne McGurn, Assistant Deputy Minister and Executive 

Officer, Ontario 

2:00 Revisit the values framework 

2:30 Review format and process for council report 

2:45  Wrap-up and evaluation 

3:00 Adjourn 
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APPENDIX 3 

CASE STUDIES 

CASE STUDY #1: Sam Smith 

Sam Smith is 63 has type 2 diabetes. He is also struggling to control his cholesterol and blood 
pressure and currently takes over 9 different medications daily. He has been admitted to the 
hospital more times than he can count over recent years. Sam has a mixture of physical and 
psychological health conditions including bipolar disorder, chronic obstructive pulmonary 
disease and asthma. 

While health professionals at his local hospital know Sam, they have been able to do little to 
help him. Sam’s family physician is a solo practitioner who only works 9-5 on weekdays and 
communicates exclusively via fax or telephone. Sam’s underlying conditions continue to flare 
up and cause him to rush to the emergency room for medical care and communication 
between his providers is limited. 

CASE STUDY #2: Cindy Ng 

Cindy Ng’s quality of life is rapidly in decline. She struggles for every breath and becomes tired 
very easily – unable to enjoy simple actions like speaking with relatives or climbing the stairs. 
Cindy lives with her husband who is also medically complex. She sees over 16 medical 
professionals for a number of different conditions including congestive heart failure, frailty, and 
dementia.  

Transporting Cindy to and from her medical appointments is almost a full time job. She and her 
husband do not have internet and are unaware of many of the resources that may be available 
to provide them with support. Because of Cindy’s many medical conditions and the number of 
providers she sees, she sometimes receives conflicting medical advice and is confused about 
her course of action and status of her care.  

CASE STUDY #3: Suneel Joshi 

Suneel is a 34 year old isolated complex patient. He is consistently under-housed and has 
moderate mental health issues and addictions complications. Suneel is extremely isolated, and 
depends on one-off interviews with social workers for some level of support and supportive 
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housing. Suneel suffers from chronic obstructive pulmonary disease, high blood pressure, and 
alcoholism. 

Suneel’s main source of medical support is through his local emergency room. He routinely 
visits for conditions ranging from acute cardiac episodes and the seasonal flu to simply getting a 
warn meal. Medical professionals know him well, but have difficulty tracking his history in other 
hospitals. Suneel has difficulty recalling his multiple episodes as well and has trouble updating 
the doctor/specialist on his current status and has no medical documentation to support his 
journey. 
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APPENDIX 4: ONTARIO CITIZENS COUNCIL VALUES FRAMEWORK 

REVISED NOVEMBER 30, 2014 

1.0 EXECUTIVE SUMMARY 

The Ontario Citizen’s Council is composed of twenty-five Ontarians from all walks of life 
appointed by the Minister of Health and Long-Term Care. The mandate of the Council is to 
provide values-based perspectives on questions put to it by the Executive Officer of the Ontario 
Public Drugs Program (OPDP). 

To assist in this mandate, the Council has begun to develop a values framework to bring 
increased clarity to its values-based deliberations. It is hoped that the framework will also be 
useful for the OPDP to use in considering citizens’ values in their decision-making and be 
applicable to the whole OPDP including stewardship of the drug formulary. 

The framework is a work-in-progress. It will evolve as the Council considers further issues and 
values and will be updated as needed. We hope over time that it will provide a way to assess/ 
measure which values have been the most important in the Council’s advice. 

2.0 PREAMBLE 

Each society upholds a set of values that define it and help guide decisions on how to share 
limited goods and services. Values help us decide what should do. They often set standards or 
norms of behaviour, e.g. compassion, freedom of choice, equity. They represent what we most 
care about. 

Values are often divided into three groups: personal (“my” values), social (“our” values) and 
ethical (universal values). As the Council represents the public voice on behalf of Ontarians, our 
focus is on the social and ethical values that should help guide OPDP and our own deliberations. 

Working with values poses a number of challenges. The first is creating a shared understanding 
of what a value means and how it is being interpreted/used. As a Council we have started this 
process and have captured our thinking to date in this document. It gives us language to explain 
our advice and recommendations and provides a shared vocabulary for communicating what 
we care about as Ontarians to the OPDP. It helps make our values more explicit. 

The second challenge is that values can overlap and conflict. They don’t always take us in the 
same direction as we think about an issue and what is important to consider in resolving it. For 
example, should we maximize health benefits for the largest number of people or should we 
help the most vulnerable? We have found that while we often share a common set of values, 
there can be real differences in how we apply those values in a particular context on a 
particular issue. The weighing of values is very context-specific and so while the framework 
contains important values and some sense of priority; it is conditional based on context. The 
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framework will help us be more explicit about our deliberations on competing values and how 
we have weighed them in determining our recommendations on a particular issue. It will also 
help us compare our deliberations and ultimately draw out some principles that can be applied 
more broadly. This preliminary framework offers a couple of starting points for this. 

Relationship to the Ontario Drug Formulary 

As we developed the preliminary framework, we wrestled with whether we needed to consider 
the values that are embedded in the Ministry’s mandate regarding the Ontario Drug Benefit 
Formulary. At this stage, we determined that our own value deliberations could take as a given 
that the Ministry must manage the drug program in a manner that is fiscally responsible and 
accountable to taxpayers and contributes to the fostering of a sustainable health system for the 
health benefit of Ontarians. Thus the economic values of fiscal responsibility, accountability and 
sustainability are already mandated and will figure less into our own deliberations.  

We also recognize that good stewardship of the drug formulary requires: 

 The need for feasibility/ practical application 

 The need for a balance of values 

 The need for responsiveness – the ability to act quickly based on new information 

 The importance of context – each value must be applied in its context and applied with 
reason and clarity 

 The need for regular review (in terms of how we operationalize or justify advice) 

3.0 KEY VALUES 

In the Council’s deliberation to date, several values have risen to the fore. The Council reaffirms 
the importance of all these values and recognizes that any of them may be deemed a top 
priority depending on the context and issue at hand. We also recognize that these values are 
not mutually exclusive, nor do they operate in a vacuum. They must be applied in a manner 
that respects the real-life experience of both patients and the public good. Striking a balance 
between competing values will be an ongoing challenge. 

In trying to organize our own thinking about values, we categorized the key values as follows (in 
no particular order). It is important to note however that the values may move from one 
quadrant to another depending on the context and how they are being used. 

Society-Oriented 
 Public good 
 Informed public 
 Transparency 
 Public safety 

People-Oriented 
 Compassion 
 Equity  
 Fairness 
 Quality of life  
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 Prevention  Individual choice 
 Simplicity 

Economic-Oriented 
 Fiscal responsibility 
 Accountability to taxpayers 
 Sustainability 
 Efficiency 

Science-Oriented 
 Evidence-based decision-making 
 Advancing medical knowledge 
 Shared responsibility 

4.0 PRIORITIZING AND CLARIFYING VALUES 

Given the importance of context, it is extremely difficult to determine absolute priorities in 
terms of values. However, given the caveat that a number of the economic-oriented values are 
covered off in OPDP’s own mandate (as well as public safety), nine values seemed both high 
priorities and demanding of greater clarity.  While the work to understand and clearly define all 
the values particularly in relationship to OPDP is ongoing, the following descriptions for nine of 
the values are offered as a starting point: 

Evidence-based Decision-Making 

This should include: 

 Systematic expert review of the relevant published literature as well as grey literature 
(informal or unpublished evidence, including evidence gleaned from real life drug use). 

 Full range of both positive and negative aspects including ongoing reporting of adverse 
events 

And recognize that the: 

 Standard of acceptability for a particular drug may vary depending on particular situations, 
but still needs to be defensible and based on good and comprehensive data, derived from 
both clinical sources as well as real world experience. . 

Equity 

 The provision of equitable access to drugs and treatments for all citizens while protecting 
the vulnerable and being non-discriminatory.  

 Equity does not necessarily mean identical – how equity is achieved may be different in 
different places or situations.  
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 In application, drug formulary decisions should not further existing inequities in drug 
accessibility, and should mitigate health inequities when possible – e.g. those due to 
income, geography, or other factors. 

Fairness 

 There are different dimensions to the value of fairness. For example, procedural fairness – 
that the process is fair (e.g. objective, consistent) even though the outcome may not be 
agreeable to all.

 Fairness is also related to the public good and can relate to the fairness of the system in 
consideration of both the common good and the needs of individuals.  

 Fairness and equity are often closely related but can be in tension depending on the issue. 
For example, procedural fairness could lead to inequity if the reality of some people’s living 
situations or subpopulations’ disease prevalence do not fit well into the regular decision-
making process/criteria.  

Compassion 

 While compassion is an emotion of sympathy towards the plight of others, as a value it 
reflects concern for a society’s vulnerable members.  

 However given its strong emotional pull, the value of compassion needs to be weighed in 
with all factors and a judgment made based on thought and consideration that does not just 
look at any one factor.  

 Over time a procedure could be put in place to integrate compassion in decisions made. 
This would increase the consistency and predictability of decisions and hence their 
defensibility. 

Public Good 

 Public includes all Ontarians 
 Good includes the health of the population 
 Requires prudent use of all the resources available, that include but are not limited to 

evidence based resources, for the health benefit of most people in Ontario 

Quality of life  

 One’s quality of life and how that is valued is very subjective. Therefore patients’ 
perspective needs to be considered and balanced along with medical expertise. This needs 
to be taken into account in the decision making process. 
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 It is very hard to put a dollar value on quality of life and determine what weight to put on it 
when making drug funding decisions. The Council recognizes one way to do this in a more 
objective way is through Quality Adjusted Life Years (QALY) - the number of years of living 
to expect on a particular treatment and how well the patients are living during that period. 

Efficiency 

 This includes the notion of maximizing the results achieved with a minimum of wasted 
effort or time. It encompasses how well the system works in a cost effective manner, 
ensuring that taxpayers’ money is used well.  

 It is important to consider efficiency as a means to an end – a valued way to achieve valued 
results. Making sure that these results align with our values must also be considered. 
Decisions should not be based solely on evidence of their relative costs and benefits. 

 Having an efficient system usually requires the buy-in and involvement of all stakeholders 
(e.g. citizens province wide, patients, administrators of the program), which means being 
user-friendly and transparent. 

Prevention 

 This includes both the role of drugs and individual responsibility for health.  

 Prevention is important both to prevent suffering (e.g. delay or prevent disease onset) and 
to achieve a public drug program that can be financially responsible and sustainable into the 
future. 

Simplicity 

 Simplicity espouses a system where users understand what is available, how the services 
apply to them and how they can access the services that best suit their requirements.  

5.0 PRINCIPLES 

As we have noted earlier, we consider the application of values to be context-dependent.  
However, even given this, we have found that it is possible to begin to develop some principles 
of application. Key to this is the notion of balance – perhaps another value in its own right. 

Two principles have emerged for us to-date: 

Balance the common good with the needs of particular individuals: The government has a 
mandate to serve all citizens, including those with special needs, but it must provide prudent 
management of available resources for the benefit of all.  
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Balance evidence-based decisions and compassion: When making effective drugs accessible 
for compassionate reasons and when normal evidence standards cannot be met, programs 
should encourage the collection of real-life data to advance the overall evidence base and 
medical knowledge.  

6.0 CONCLUSION 

The values framework will be an important contribution to the Council’s future work. We 
expect to use this framework in future sessions as a guidepost for our recommendations and 
advice. We want to use the framework as a standing item at each meeting to consider whether 
new values have emerged during that meeting’s “deliberations”, and as a way to identify any 
particular values relevant to the topic at hand. Since the framework will be “evergreen,” (that is 
an iterative document, reviewed and revised over time), there will be ongoing opportunities to 
refine it and to develop principles which exemplify citizens’ values.  

The framework is important from several perspectives: 

 It assists the Citizens’ Council in providing common language for the Council’s deliberations 
and lending consistency to its recommendations.   

 For MOHLTC, if can provide defensible decisions based on identifiable and consistent 
evidence and values-based reasons.   

 For the public, it can provide a rationale for funding decisions that considers both evidence 
and values important to citizens. 

Council members respect the scope, importance and challenge of building a values framework 
and are committed to continuing this rich dialogue as we deliberate on issues concerning the 
Ontario Drugs Program.  
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