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Ministry of Health  
and Long-Term Care 

Ontario Public Drug Programs 

Office of the Executive Officer and 
Assistant Deputy Minister 

Hepburn Block, 9th Floor 
80 Grosvenor Street  
Queen’s Park  
Toronto ON  M7A 1R3 
Tel.:  416-327-0902 
Fax.: 416-325-6647 

Gerri Gershon  
Chair, Ontario Citizens’ Council 
26 Apollo Drive 
Toronto, Ontario 
M3B 2G6 

Dear Ms. Gershon: 

In follow-up to my previous correspondence on October 19, 2011, please find attached the 
comprehensive Executive Officer response to the Ontario Citizens’ Council’s report “Toward a 
Values Framework.” 

Since the report is focussed more on the values outlined by the Council, my response initially 
reflects on the values as a whole and then addressing how we see the Values Framework working 
to inform the operations of the Ontario Public Drug Programs and as a guide for the Council 
itself. The intended course of action relating to the principles emerging from the Values 
Framework is also outlined in this response. 

The Council’s Values Framework provides great insight into the key values and ideas of 
Ontario’s citizens as they relate to the public drug programs. By reflecting on their values and 
developing a framework, the Citizens’ Council has provided a set of guidelines that can help 
government to gauge how its decisions or actions align with what the average citizen of Ontario 
would think ought to be done. The recommendations of the Council will be circulated internally, 
and also communicated to stakeholders in Ontario’s public drug system and other levels of 
government as indicated within this response.  

The Council has developed a living document in their Values Framework. Ongoing 
consideration of citizen values is important to the ministry, and the Values Framework should be 
re-examined and updated at future meetings as the Council continues to deliberate. Follow-up on 
this report, either at future meetings or by means of an addendum, would be warranted. 
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On behalf of the ministry, I would once again like to take this opportunity to thank the Citizens’ 
Council for their ongoing efforts and continued dedication to their role in informing Ontario’s 
public drug programs. The contributions of our members to the Ontario Citizens’ Council are 
invaluable, and we all at the Ministry appreciate their hard work and commitment.  

Sincerely, 

Diane McArthur 
Assistant Deputy Minister and Executive Officer 
Ontario Public Drug Programs 
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The Ontario Citizens’ Council Report: Towards a Values Framework 

The key question that the Citizen Council was asked to discuss at their June 2011 meeting was as 
follows: “What values or principles should the Ontario Public Drug Programs consider most 
important to the stewardship of Ontario’s drug Formulary?” 

The intent of this meeting was for the Council members to develop a set of shared values that 
could be used as evaluative criteria for future Council meetings and, also, by the Ministry as a 
guide to citizens’ values across the province.  

To establish values as evaluative criteria, members engaged in discussion activities to examine 
how they think about values that matter most to them when considering the management of 
Ontario’s drug Formulary. Members were presented with a number of sample statements relating 
to the management of Ontario’s drug Formulary, which were ranked and ordered based on 
preferences, judgment, and feelings. This process was effective at revealing and addressing the 
subjective viewpoints that members held relating to the statements and particular values. By 
engaging in this process, we feel that the members were able to give an honest assessment of 
their values as citizens as they relate to government generally and the public drug programs 
specifically.  

Once the values were established, members considered the various positive and negative aspects 
of focussing on the particular values and then decided what smaller subset of values mattered 
most in the management of the drug Formulary. The values that the members arrived upon drew 
from both personal experience and the discussions at previous Council meetings.  

Through this process, the members eventually arrived at the set of the six top values that will be 
considered in this response. The values emerging out of the Council’s discussions, and the 
context in which Council members understood these values, are as follows: 

The Core Values Identified by the Council 

Evidence-Based Decisions 
 Systematic expert view of the relevant published literature as well as unpublished literature (when appropriate). 
 Full range of both positive and negative aspects, including ongoing reporting of adverse events. 
 Standard of acceptability that may vary depending on particular situations based on scientifically rigorous data 

and defendable. 

Equity 
 The provision of equal access to drugs and treatments for all citizens while protecting the vulnerable and being 

non-discriminatory should include all the other values, but equity should be central. 

Compassion 
 An emotion; how we feel; the application of compassion should not be subject to emotion. However, some 

Council members felt that compassion was itself an emotion. 
 A society is judged by how it treats its most vulnerable members; need to have flexibility even when it may not 

appear to be in the overall interests of the public. 
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 Weigh all factors and then make a judgment based on thought and consideration. Do not   only look at financial 
factors. 

 Procedure to be put in place to integrate compassion into decision-making. 
 One Council member noted that both compassion and evidence-based decisions must be balanced. The EBF is a 

good example of this in that collecting real-world data is a compassionate approach to drug review. 

Public Good 
 Public includes all Ontarians. 
 Good includes the health of the population. 
 Prudent use of all the resources available, that include but are not limited to the evidence-based resources. 

Quality of Life 
 Important value for all Council members. 
 Not able to put a dollar value on quality of life. 
 Subjective. 
 Patients’ perspective needs to be balanced with medical expertise in the decision-making process. 
 Quality Adjusted Life Years (QALY): the number of years of life likely remaining and what that life would be 

like for patients undergoing a particular treatment. 

Efficiency 
 Encompasses how well the system works in a cost effective manner. 
 Is user-friendly for all stakeholders: patients, advocacy groups, administrators, manufacturers and government. 

Everybody has to be involved if the system is to work well. 
 Operates in a transparent way. 

The Creation of the Ontario Citizens’ Council is Intrinsically Linked to 
Values 

The Ontario Citizens’ Council was formed in accordance with s. 1.5 of the Ontario Drug Benefit 
Act, as established through the Transparent Drug System for Patients Act (TDSPA) drug system 
reforms. This section of the act states that “The Minister shall establish a Citizens’ Council 
whose duty shall be to ensure the involvement of patients in the development of pharmaceutical 
and health policy.” 

One of the key commitments from the TDSPA was to take steps to strengthen values of 
transparency and accountability in government. This entails both clear communication to the 
public and stakeholders regarding recommendations of the drug program and rationale behind 
decisions, as well as increasing engagement activity to involve the public and patients in the 
activities of the public drug programs. The Citizens’ Council is part of the Ontario government’s 
effort to improve the decision-making processes by ensuring public involvement in the 
development of drug and health policy. The Ontario Citizens’ Council allows the ministry to 
meaningfully engage the public on an on-going basis in health care policy making and provides a 
mechanism for citizens to provide input into drug policies and priorities. This reflects a 
commitment on the part of the drug programs to the values of transparency and accountability to 
the public. 
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Why Citizen Values are Important to Government 

Ethical questions confront us as individuals on a regular basis in our personal, professional, and 
public lives. Values are the theoretical considerations that we look to in decision-making that 
guides us towards what we think ought to be done.  

Decisions made by the public sector have often been understood with being concerned primarily 
with practical or concrete considerations, such as identifying effective and efficient means to 
realize policy goals. It is generally a principle that funding decisions for drugs are to be made on 
the best clinical and economic evidence available. However, with new drugs constantly coming 
to market and limited public funds available, drug funding and program decisions have become 
increasingly difficult and rife with ethical quandaries. As such, a need has been recognized for 
the consideration of additional societal values in the decision-making process of our public drug 
programs.  

The values provided by the Council go beyond the traditional values that inform government 
decision making. Reflections on citizen values, as presented by the Council, can provide some 
insight into what we as an individual, group, or society may consider to be the right thing to do. 
The ministry is relying on the Citizens’ Council to help identify the additional values and 
considerations that decision makers should keep in mind so that the Ministry’s actions are more 
in line with the values of Ontarians.  

The Citizens' Council is the first public engagement exercise of its' kind in Canada and one of the 
few worldwide, and provides the government of Ontario with a unique opportunity to engage 
citizens on the various ethical issues facing the public drug programs. Through this engagement 
process, the people of Ontario are given a forum to discuss and provide their opinions on values 
that reflect the needs, culture and attitudes of them as Ontarians through direct interaction with 
decision-makers. The Council’s Values Framework can provide a base of citizen values to 
inform senior public servants such as the Executive Officer of the Ontario Public Drug Programs 
and the Minister of Health and Long-Term Care. 

The Value of a Values Framework  

In the first two meetings of the Citizens’ Council, a number of different values were identified 
that pertained to the particular topics of discussion. The Council had discussed a diverse set of 
values and values statements in the first two meetings in the abstract, but had not provided an 
overall assessment of their own values as it relates to the provincial drug programs. Some 
common themes relating to values had presented themselves at each of the meetings, 
demonstrating that there may be a broader set of values that can be identified for the Council as a 
whole. Given that the discussion of values-based issues from a citizen perspective is a key 
function of the Council, a statement of Council values was identified as a potentially useful tool 
for the ministry and the Council. The Values Framework was to be created to tap into these 
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common values to provide perspective on the ideas and ethical predispositions of Council 
members on the whole. 

One of the advantages of developing a Values Framework is to provide Council members with a 
“lens” of common values through which future issues can be examined, thereby providing some 
grounding and consistency to the discussions and recommendations of the Council on an 
ongoing basis. It is anticipated that future Council reports will reflect upon these key values 
either as a front portion to the document, or in the discussion of the issues and recommendations 
that are made. It is important that future recommendations relate back to the core values 
identified here as well, with some reflection as to how that recommendation is grounded in the 
central value positions of the Council.   

It is intended that the framework be an iterative document that is reviewed and revised over time, 
thereby capturing an ongoing timeline of the values of the Council as their ideas develop and 
change through further education and experience, changing membership, and additional 
consideration of the ethical issues facing Ontario’s public drug programs and healthcare. The 
discussion around the Council’s values should be ongoing, and time will be made at future 
meetings for reflection upon the Values Framework. 

The Values Framework is also of significant utility to the ministry and Ontario’s public drug 
programs. Utilizing the values identified by the Ontario Citizens’ Council when facing ethical 
decisions at the public drug programs can help to make decisions publicly defensible. 
Understanding the values of the citizens of Ontario, as explained by the Ontario Citizens’ 
Council, allows the public drug programs to operate with a decision-making process that is based 
on both consistent, expert evidence, as well as the values of those with a stake in the system such 
as patients or citizens. 

The values identified by the Council validate efforts through drug reforms and current drug 
program initiatives around improving access to services, ensuring better value for money, 
strengthening transparency and accountability, and other commitments made on the part of 
government. The values identified within this report by the Citizens’ Council clearly support a 
number of directions that the ministry has taken, and it is heartening to know that several recent 
key initiatives are in line with the preferences of citizens of Ontario. 
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The Council’s Principles 

In addition to the values identified in the Council report, two principles came out of the 
Council’s discussions that warrant discussion. These principles indicate ways in which the 
government may wish to apply the values identified in the Values Framework.  It is our 
impression that these principles represent only a fraction of those that can be drawn from the 
Council’s values, and we look forward to the development of additional principles stemming 
from Council values in future reports. 

Principle 1: 

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 for the benefit of all, it 
must provide prudent management of available resources. 

This principle arose from the Council’s first meeting, and was a predominant theme within the 
Council’s first report relating to Drugs for Rare Diseases.  

Ontario’s public drug programs in many ways exemplify this principle, by providing broad 
access to drugs while ensuring value for taxpayer dollars.  One sees this principle at the core of 
initiatives to reform the provincial drug system, both in the TDSPA and the 2010 drug reforms. 
Through reform initiatives, the ministry has worked towards improving patient access to drugs 
while ensuring better value for money through changes such as those that accommodate 
managing drug listings supported through agreements, and the creation of the Exceptional 
Access Program (EAP) to streamline the previous case-by-case review process. Also, ensuring 
access to pharmacy services in rural and under-serviced areas with new dedicated funding, 
eliminating professional allowances, and other aspects of the 2010 drug reforms demonstrate 
ways in which the drug programs continually strive to maintain or improve access to service for 
recipients while making the drug system more accountable, transparent, and efficient. 

It may be beneficial at future meetings for Council members to discuss their thoughts on this 
particular principle in additional depth. It is of particular interest to us what the Council members 
think of the current levels of access provided to drug plan recipients in Ontario, and how well 
this is balanced against a need to prudently manage the drug programs. Input on how the current 
structure of the provincial public drug programs either reflect or do not reflect this principle 
would be welcomed. 
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Principle 2: 

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. 

There are programs and initiatives underway at this time that are consistent with this principle. 
Examples of the ministry’s efforts to include compassion in the drug approvals process is the 
Evidence Building Program (EBP). This program allows for the develop and collect real-world 
data for cancer drugs that are being funded after a Committee to Evaluate Drugs (CED) review 
but where there is evolving evidence demonstrating clinical benefit beyond the current criteria.  
Conditional coverage of specific drugs allows data to be gathered so that the CED can make a 
recommendation to the Executive Officer on permanent funding. This also allows for some 
patients to receive the treatment on compassionate grounds as evidence evolves. 

The EBP has had a strong emphasis on stakeholder engagement from the onset, as the program 
sought input from clinicians, researchers, pharmacists, the pharmaceutical industry, cancer 
disease site groups, patient advocacy groups, members of the public, academics, and the 
Citizens’ Council itself in the course of its’ development. 

The Case-by-Case Review Program extension of the Compassionate Review Policy to IV cancer 
drug therapies further exemplifies ministry commitment to this principle and the incorporation of 
the value of compassion in drug decisions. This program funds cancer drugs (both oral therapies 
and injectable drugs) on case-by-case basis for individual patients in rare clinical circumstances 
that are immediately life threatening (i.e. death is likely within a matter of months) and requires 
treatment with an unfunded drug.  

The balancing of patients’ perspectives and needs with medical expertise in the decision-making 
process can help to make decisions more transparent. By engaging stakeholders, patients, 
advocacy groups, and manufacturers, the decision-making process can become increasingly 
transparent and responsive to their needs.  

Further to this end, the Values Framework report has been shared with the Ministry’s expert 
advisory committee, the CED. It is hoped that this will mark the beginning of a process of 
identifying ways to incorporate Council values and principles into the CED process. One way 
that could be considered is to work the values that exemplify citizen preferences, choice, and 
tolerance of risk as presented in the Values Framework into the patient submission process for 
the CED. The interpretation of advocacy group or anecdotal evidence can be informed by citizen 
values and help to provide some moral grounding for decisions that include challenging ethical 
issues. Work in this area is just beginning, but we feel that the values provided by the Council 
can be key to this process, and we may look to engage the Council further in this regard. 

While some steps have been taken on the part of the ministry to uphold this principle in practice, 
we acknowledge that a continuing commitment to this principle and values of compassion will 
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entail further work and ongoing consultation with patients and stakeholders. It is the intention of 
the ministry to remain committed to the clear communication of information regarding public 
drug funding to patients, prescribers, and stakeholders while continuing to give patients and 
citizens a role in the decision-making process.   
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