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1. Background and objectives of this consultation and report

Prior ethical consultation
In 2005, the Minnesota Department of Health Services (DHS) made a request to the Health Resources and Services Administration (HRSA) for guidance on ethical issues that were anticipated to arise in the future due to expected budget shortfalls.

The initial request by the Minnesota Department of Human Services/Minnesota HIV Services Planning Council for ‘technical assistance’ in the form of an ethical consultation was largely inspired by the issue of cost-sharing by people living with HIV/AIDS (PLWHA) for health insurance and drug payments, and the potential situation of having to establish criteria for a waiting list for PLWHA to access (or remain on) the ADAP and HIV Insurance programs.  Both cost-sharing and the waiting list were responses to perceived budgetary constraints: expected future shortfalls in Title I and II funding or inability of current levels of funding to meet rising insurance and drugs costs. The 2005 ethical consultation was conducted by Angela Wasunna, who was at that time Associate for International Programs at the Hastings Center, a well-known independent bioethics think tank. The report issuing from the 2005 ethical consultation is entitled Ethical Considerations in the Allocation of HIV/AIDS treatment using Title I and Title II Base Funds.  The main ethical issues treated in that consultation and report were:
· The need for a conceptual framework for rationing HIV/AIDS treatment

· The strength and limitations of various rationing programs
· The ethical management of waiting lists

· Creating processes for ethical decision-making for ADAP programs 

· Balancing ethics, health outcomes and economics in regard to formulary tiering

The 2005 consultation offered a general philosophical framework for rationing involving a wide spectrum of ethical concepts and principles engaged in rationing decisions (dignity, autonomy, distributive justice, utility, efficiency, the maximum principle, non-maleficience, truth-telling, professional responsibility, priority-setting) and presented a representative sample of influential rationing models (utilitarian, egalitarian, libertarian, maximin). The pros and cons of explicit vs. implicit rationing were explained, and there was some basic discussion of the influential ‘accountability for reasonableness’ model of priority-setting decision making advocated by Norman Daniels. 
The scope of this consultation

The scope of the ethical consultation expressed in the current report is somewhat broader than that of the prior ethical consultation while building on its foundations.  The current consultation consists namely of an ethical analysis of the process used during 2006 by the Minnesota HIV Services Planning Council to set priorities among health care services/activities funded by Title I and II grants for people living with HIV/AIDS in Minnesota. The 2005 ethical consultation was mainly prospective, i.e. identification of ethical principles and considerations in preparation for priority-setting decisions about waiting lists and cost-sharing policies. The current ethical consultation is largely retrospective, i.e. it evaluates, from an ethical point of view, a process of health services prioritization that has already taken place. On the basis of the retrospective analysis, the latter aims to provide recommendations to further operationalize ethical values and help strengthen the ethical dimension of the prioritization processes of the Planning Council in the future. 
Some of the ethical concerns that motivated the prior consultation in 2005 are, in the short-term, less pressing that they may have seemed at the time, while others remain highly volatile. Formulary tiering and the need for waitlist criteria have been put temporarily on hold as of this writing. The Formulary committee has reluctantly suggested a model for a waitlist system if implementation would become necessary in the future (Minutes of Planning Council meeting, 06/13/2006). 
However, the issue of cost-sharing for insurance premiums to cover drug costs remains a vexing ethical issue that regularly crops up in Planning Council meetings, an issue that pits the ethical values of equity (and the mission of the Planning Council to put and keep people in care) against that of efficient use of resources. A system of client closures (stopping coverage of clients because of their failure to co-pay premiums) was initiated by the DHS in 2004. The issue of cost-sharing is ultimately a prioritization issue: if the cost-share question raises serious issues of equity, because it limits access to insurance and drugs to those with the ability to (co-)pay, the prioritization process should take this into account to try find creative ways to ensure that funds can be shifted to cost-share assistance or by enacting re-allocations, such as making using of carryover funds from previous fiscal years. The persistent ethical issue of cost-sharing will be raised again briefly below when discussing the allocation process. 
Background to the Planning Council’s prioritization process
The Health Recourses and Services Administration or HRSA (an agency within the US Department of Health and Human Services) administers the Ryan White Comprehensive AIDS Resource Emergency (CARE) Act, a federally funded program designed to improve the quality and availability of care for people living with HIV /AIDS and their families.  The HIV/AIDS Bureau (HAB) of the HRSA was formed in August 1997 to consolidate all programs funded under the CARE Act. 

The Minnesota HIV Services Planning Council (or ‘Planning Council’) is the planning body whose responsibility it is for setting funding priorities for the use of Ryan White Title I and II funds in Minnesota as well as ensuring access to needed services for PLWHA within a planned and coordinated system of HIV/AIDS care and prevention. The Planning Council makes decisions affecting services for PLWHA statewide as well as the 13 county metropolitan areas that include two neighboring counties in western Wisconsin.
The Planning and Priorities Committee is one of several committees within the Planning Council. The biannual prioritization of health care service areas and activities for PLWHA is one of its primary tasks and responsibilities.  This committee is charged with developing and guiding the priority setting process and recommending funding allocations for Planning Council review and approval. The HRSA provides the Planning Council a list of fundable service categories with brief descriptions. Using these categories, while refining their descriptions, the Planning Council creates a list of fundable service areas and activities. The names of the service areas and activities for 2006 are represented in the document Service Area Activity List for 2006: 
	Service Area
	Service Activity

	HealthCare Services

	Ambulatory/Outpatient Medical Care
	 

	 
	Primary Care

	 
	Culturally Appropriate Primary Care (MAI supported)

	 
	Clinician Consultation

	 
	Short Term Intervention

	Drug Reimbursement Program
	 

	 
	ADAP

	Health Insurance
	 

	 
	Health Insurance Counseling and Assistance

	 
	Cost Share Assistance Program

	Home Health Care
	 

	Oral Health Care
	 

	Mental Health Services
	 

	Substance Abuse Services
	 

	Treatment Adherence Services
	 

	 
	Medication Adherence

	 
	Inreach

	Support Services

	Case Management
	 

	Child Care (currently under EFA)
	 

	Client Advocacy
	 

	 
	Client Advocacy (MAI supported)

	 
	Benefits Counseling

	Psychosocial Support Services
	 

	 
	Culturally Appropriate Emotional Support

	 
	Emotional Support

	Emergency Financial Assistance
	 

	Food Bank/Home Delivered Meals
	 

	 
	On Site Meals

	 
	Home Delivered Meals

	 
	Food Shelf

	 
	Nutritional Supplements

	 
	Food Vouchers (currently under EFA)

	Health Education/Risk Reduction (HERR)
	 

	 
	Culturally Appropriate HERR

	 
	Health Education & Wellness Support

	 
	Health Promotion Events

	Housing Assistance
	 

	 
	Emergency Housing Assistance

	Legal Services
	 

	Outreach Services (MAI supported)
	 

	Referral
	 

	Transportation
	 

	Other Support Services
	 

	 
	Interpretation/Translation

	 
	Complementary Care

	Greater MN Initiatives

	 
	Miscellaneous Prioritized Activities

	Program Support

	Capacity Development
	 

	 
	Culturally Appropriate Capacity Development

	 
	Provider Training & Technical Assistance

	 
	Housing Systems Development

	 
	Substance Use Systems Development

	 
	Women & Children’s Advocacy

	 
	Corrections Systems Development

	Planning Council

	
	

	Italics denotes currently prioritized & funded
	Bold denotes currently prioritized, not funded

	HRSA Core Service
	

	
	

	HRSA Service Categories not on current list
	

	Buddy/Companion Services
	

	Child Welfare Services
	

	Day or Respite Care
	

	Early Intervention Services
	

	Home and community-based care
	

	Hospice Services
	

	Housing Related Services
	

	Local Drug Reimbursement Program
	

	Medications
	

	Nutritional Counseling
	

	Permanency Planning
	

	Rehabilitation Services
	


The Planning Council must make two fundamental decisions which impact significantly on PLWHA in Minnesota:
1. Prioritization
There are not enough funds to support all services/activities on the list that ideally should be offered to PLWHA to maximally extend and improve their quality of life.  The Planning Council must therefore draw up a priority list of services/areas, and draw a demarcation line above which services/areas will receive (or continue to receive) funding, and below which services/areas will not receive (or continue to receive) funding. 

2. Allocation
The Planning Council must decide how to allocate total available funds among the services/areas identified as fundable from the preceding prioritization process. 
For its part, the HAB has produced guidelines on priority setting in regard to Title II funds.  The CARE Act Title II Manual (2003), Chapter VIII, Part 2 (‘Priority setting and resource allocation’) contains a detailed 15 step model for priority-setting:
Steps in Priority Setting and Resource Allocation
1. Agree on the priority-setting and resource-allocation process and its desired outcomes.
2. Agree on responsibilities for carrying out the decision-making process.
3. Review relevant legislative requirements and program guidance.
4. Determine and obtain available information “inputs,” including comprehensive plans and needs assessments.
5. Identify a list of service categories for consideration, including definitions, components, and how best to deliver each service.
6. Agree on principles to be applied in decision making.
7. Determine the criteria to be used in priority setting.
8. Determine the decision-making process to be used.
9. Implement the process: set service priorities, including how best to meet them.
10. Define the scope of the resource-allocation process.
11. Agree on principles, criteria, decision-making process, and methods to be used in allocating funds to service categories.
12. Estimate needs by service category.
13. Allocate resources to service categories.
14. Provide decisions to the grantee for use in procurement.
15. Identify areas of uncertainty and needed improvement
Available at http://hab.hrsa.gov/tools/title2/t2SecVIIIChap2.htm. 
The Manual emphasizes that these 15 steps constitute only one model of a sound prioritization process and that individual planning bodies should, on account of their unique circumstances, adapt the model as appropriate.  Accordingly, the Manual provides examples of, but does not stipulate, specific principles or criteria that could be used to guide the decision-making process or specific procedures by which decisions should be reached. The fundamental assumption in the HRSA guidance is that there is no single ‘correct’ way for planning bodies administering Title I and II programs to set service priorities, but a range of acceptable prioritization processes relative to local circumstances. Community-level decision-making and administrative flexibility have been central to the CARE Act in general (Taylor 2005). However, there is some tension between the traditional pluralism and relativism expressed in the HRSA guidance and a new mandate (part of the Ryan White CARE Act reauthorization process) to define a set of core services and allot a specific amount of grant funds to be spent on each service area. 
This consultation and report is concerned with the particular ways in which the Minnesota HIV Planning Council dealt with the ethical challenges of prioritizing service areas/activities for PLWHA during its deliberations in 2006. 

Objectives and work plan
Main objectives of ethics consultation 

Objective 1: Critically analyze the current priorization process of HIV/AIDS services for Ryan White CARE Act eligible PLWHA in Minnesota from an ethical perspective. 
Objective 2: Provide guidance on how to further operationalize ethical principles in future priorization processes.
Tasks in service of objectives

Task 1: research the nature of current priorization process and make explicit the various ethical strengths, weaknesses, assumptions, choices and tensions implicit within it.
Task 2: compare and contrast current priorization process with relevant scientific literature and ‘best practices’ on ethics of priorization processes in health care.
Deliverables as outcomes of tasks

Deliverable 1: Powerpoint presentation and discussion of research and reflection described in Tasks 1 and 2 during meeting in Minnesota.
Deliverable 2: Report based on background research and feedback from discussions in Minnesota (provisionally) entitled Allocating Title I and II funds for HIV/AIDS services in Minnesota: an ethical analysis of the prioritization process
Proposed timeline of tasks

	Preparation of tasks and deliverables
	June  2006



	Feedback on tasks and deliverables from clients

	Late June/early July 2006


	Extensive research on ethics of prioritization processes and preparation of presentations for discussion by the consultant


	July 15-Sept 15  2006


	Presentation of ethical guidance to clients in Minnesota


	Sept 20 2006

	Submission of a final consultation report, incorporating feedback from Minnesota discussions and including bibliography


	Sept 30 2006


2. Creating an evaluation tool

The need for an evaluation tool
To evaluate a process of priority-setting in health care and service provision ex post facto (‘after the fact’) from an ethical point of view, it is necessary to have a clear idea of the values that the process is meant to embody.  Evaluation, by definition, involves the judgment or appraisal of something in the light of relevant values.  The goal of this section of the report is to make these values more explicit in order to construct an evaluation tool that is (a) specific to and relevant for the prioritization process by the Planning Council while (b) having some degree of validity beyond this particular context of application. The evaluation tool constructed in this section will then be applied to important phases of the 2006 prioritization process in Section 3.  

The elements of this evaluation tool have two sources. The ethical principles that are meant to guide the prioritization process originate from prior meetings and discussions of the Council, including the previous ethical consultation in 2005. The procedural values originate mainly from influential writings of Norman Daniels, and these values (as described below) have been partly validated by the scientific literature on the subject, and were also discussed in the previous ethics consultation.  In short, the evaluation tool to be used in this consultation is an amalgam of ethical principles and procedural values. 
Two faces of evaluation: principles and procedures

Three fundamental and distinct questions to explored when evaluating a process of prioritization of medical/health care services are: 

1. Guidance by values: Has the actual process of prioritization been adequately adhered to relevant and agreed-upon ethical principles?

2. Adherence to procedures: Has the actual process of prioritization adequately embodied relevant and agreed-upon procedural values?
3. Acceptability of outcomes: Are the outcomes of the prioritization process in harmony with ethical principles?

In a nutshell, evaluating the priority-setting process involves looking at important stages of the priority-setting process and seeing to what extent they have been guided by the principles, to what extent the decision-making process has embodied procedural values associated with fairness and justice in priority-setting, and then looking at the outcomes of the process (the actual priorities set) to see where they stand in relation to ethical principles.  Such an evaluation requires preliminary reflection on and discussion of the relevant ethical principles and procedural values. 
Ethical principles
The ethical principles to guide the allocation process were agreed upon by the Council during meeting minutes and the prior ethics consultation with Angela Wasunna, and were incorporated in the Council document entitled Requirements, values and budget criteria to guide 2006 Priorization and allocation process.  These ethical principles are: 

· Majority rules, individuals vote

· Equity

· Data-based

· Culturally responsive

· Based on consumer and system needs

· Efficient use of resources

· Flexible and responsive to system changes

None of these principles, however, were spelled out explicitly or in detail in documents describing or emerging from the priority-setting process.  This presents some challenges to the attempt to use these principles in evaluating the prioritization process from an ethical standpoint. 
The following sections attempt to provide a reasonable interpretation of these principles on the basis of how the terms (‘equity’, ‘data-based’, etc.) were used in the Planning Council documents. These interpretations will attempt to capture what is distinctively ethical about those principles.  Greater understanding of underlying ethical principles – which is itself an ongoing learning process – helps to better guide decisions and facilitates evaluation of decision-making practices. 
Majority rule, individuals vote

Making decisions by majority rule, after tallying individual votes, is commonly regarded as an ethically superior way of reaching collective decisions and conferring legitimacy on them than (for example) relying on the potentially arbitrary or self-serving judgments of a few unelected leaders or experts.  Majority rule/individual vote is a mainstay of democratic political process; it is a common way for democratic government and political leaders to be brought into power and the legitimacy of that power largely derives from the result of majority rule voting being viewed as an expression of the ‘voice of the people.’ 
Majority rule/individual vote as a way of reaching decisions – at least in some contexts of decision-making -- also has its critics.  The practice of majority rule assumes that the assembled preferences of a majority are more valuable than those of the minority, simply because there are more of the former than there are of the latter. There are clear historical examples where the assumption has been wrong (Elster 1993). 
It is possible to view the majority rule/individual vote principle as not an ethical principle to guide decision-making, but simply as part of the procedure used to reach decisions – and hence a procedural value.  

Equity
Equity is a value often evoked in health care policy-making, but not often clearly defined. The way in which equity is understood in the Council’s priority-setting documents is closely aligned to the idea of non-discrimination towards persons or groups. The principle of equity here would seem to mean: when setting priorities among services for PLWHA, the prioritized services ought not to favor some persons/groups above others. In other words, the mission of the Planning Council is to improve the quality of life and well-being of all PLWHA, not just some select sub-group, and the prioritization process should reflect this. The prioritization process would fail to adhere to the value of equity if its outcomes systematically favored (for example) men over women, whites over persons of color, heterosexuals over gay men and women, etc. 
This is not the only way to understand and operationalize the concept of equity in the context of priority-setting. One could (for example) understand equity and inequity in terms of unfair and systematic inequalities in society, particularly inequality in health and access to health care (Braveman and Gruskin, 2003).  From there, one could say that the prioritization process should be evaluated in terms of the extent to which it succeeded or failed to improve the health and health access situation of socially disadvantaged groups. This (perhaps more politically charged) conception turns the prioritization process into an instrument for social justice in health. 
That there are plural conceptions of equity means that the Council must choose which conception of equity it deems important, if equity is to be operationalized to guide and evaluate its activities. For the purposes of this report, it is assumed that equity is understood as non-discrimination of persons and groups in the access to and provision of health care services. 
Data-based
The desire to base decisions on data is based on the ethical concern for objectivity and welfare when making decisions that can profoundly affect the welfare of individuals and communities. The underlying assumption is that decisions based on false or unreliable data are more likely to harm individuals and communities than decisions based on scientifically sound knowledge.  This is what is behind the (relatively recent) movements for evidence-based medicine and evidence-based health policy-making. 
Two qualifications are necessary in the interpretation of this principle. First, as indicated already, it is not enough for a decision to be simply data-based; the data has to be reliable, i.e. generated from sound research. Second, no decision concerning health services allocation is solely ‘data-based’. It may be more accurate to interpret the ‘data-based’ principle as a principle stating that reliable and relevant data (when reasonably available, impartially presented and understood) should be employed as important inputs in reaching decisions about setting priorities.  
Culturally responsive
This value starts from the assumption that PLWHA – like everyone in a pluralistic society – are diverse in terms of race/ethnicity, country of birth, gender, age, sexual orientation, immigration status, religion, socioeconomic status, education level, and so on.  Health care services should be offered and delivered in ways that respond to the needs and sensibilities of this diverse population. It is important that there are programs/services that accommodate cultural differences among PLWHA, for instance for the growing number of HIV positive Minnesotans from African countries. The ethical importance can be grounded in terms of efficiency (services will not be effective unless they can accommodate for these differences) or in terms of respect for culture, respect for persons (as those whose identities are linked with culture) and enhancing community trustworthiness. 
A possible failure to adhere to this ethical value in the priority-setting process would be if the final list of prioritized services excluded a service (or services) believed to be highly important for some ethnic/racial/gender (etc.) group (Possible examples: a large number of working mothers with PLWHA with need of child care services or failure to fund interpretation services for Latino PLWHA).  
Some of the service areas/activities seem to speak directly to the value of cultural responsiveness: culturally appropriate primary care; culturally appropriate emotional support; culturally appropriate health education and risk reduction; culturally appropriate capacity development. 
Based on consumer and system needs 

The concern about aligning the prioritization process with the needs of consumers boils down to an ethical concern for the welfare of PLWHA.  A priorization process of health services whose results were misaligned with the needs of PLWHA would be, from an ethical perspective, self-defeating. Following this principle relies heavily on up-to-date and reliable knowledge of needs; therefore this principle is intimately related to the ‘data-based’ principle. The notion of system-needs, while not defined clearly in Council documents, seems to refer to operational needs of the system of care and prevention funded by Title I and II grants. If this is so, it is unclear that consumer and system needs should be subsumed under the same principle, because it is foreseeable that the needs of consumers and the operational needs of the system could directly conflict at certain points.  
Efficient use of resources
This principle seems to express the value of not wasting limited (therefore precious) resources that could have provided benefits. Inefficiency in health services allocation is prima facie (‘at first sight’) unethical it has a negative impact on human welfare by making potential beneficiaries worse off than they otherwise would have been. Inefficiency is not necessarily unethical: there is some inefficiency in any health care delivery system and not all inefficiency can be avoided.  What is unethical is inefficiency that is avoidable and/or foreseeable, unless there are sound reasons to make trade-offs between efficiency and other important ethical principles (e.g. making ‘less than optimal’ use of resources in order to distribute them more equitably). 
Flexible and responsive to system change

This is a principle of adaptation closely related to the efficiency, need-based and data-based principles.  Understanding the ethical dimension of the principle requires thinking about what would likely happen if the prioritization process was NOT flexible or responsive to system change (which should itself be responsive to changes in the dynamics of the epidemic and the factors that put people at risk of infection).  Failure to adapt to changes in the system and the epidemic would likely lead to inefficient use of resources and thereby lead to failure to meet the needs of those the system is meant to serve. Inflexibility would therefore could impact negatively on the welfare of PLWHA. This principle is partly dependent on the ‘data-based’ principle; you can only adapt to changes that you know are (or have been) taking place. 
Procedural values
Until very recently, most of the focus in the scientific literature has been on guiding ethical principles in medical priority-setting, while little attention in has been devoted to the ethical evaluation of the actual procedures used in setting limits for the provision of medical services.  According to Holm (1998), priority setting in health care worldwide has gone through two distinct phases over the last decades : 

· In the first phase, those responsible for priority-setting attempted to construct a rational priority-setting system – with ethical and other substantive principles -- that would produce (also ethically) legitimate decisions.  
The main problems encountered during this phase was a lack of agreement on what the prioritizing principles should be, how they should be weighed against each other and how to interpret them in specific cases of rationing/priority-setting.  No democratic society to date has achieved consensus on principles for fair distribution of health care under the usual conditions of scarcity, be it principles for allocating organs, services covered by Medicaid, ICU beds, or any other scarce medical good (Daniels 2002).  National commissions set up in countries like Sweden, Denmark, Norway and the Netherlands charged with the task of limit-setting in health care have been become bogged down in moral disagreements, and have failed to achieve consensus on principles. 
· In the second phase, those responsible for priority-setting start from the assumption that there is no way of making priority-setting decisions by using universally agreed-upon (ethical) principles. The attention is then shifted to the procedure by which decisions are made. The underlying assumption is that if a priority-setting procedure is fair – if it adequately embodies certain procedural values – then the results of that procedure will also be fair. 
In this phase, the attention to fair distribution of limited medical resources shifts to how legitimate decisions should be arrived at. Some (like Holms 2000; Daniels 2002) believe that the shift from phase 1 to phase 2 in practices of priority-setting in health care is slowly starting to take place around the world. The shift can be described as a shift from determining priority-setting decisions with substantive ethical (and other) principles to determining priority-setting decisions by establishing formal decision-making fair procedures.
In the absence of a broadly accepted consensus on principles of fair distribution, the problem of fair allocation becomes one of procedural justice. The basic idea behind this appeal to procedural justice is quite familiar. When we lack consensus on principles that tell us what is fair, or even when we have general principles but are burdened by reasonable disagreements about how they apply, we may nevertheless find a process of procedure that most can accept as fair to those who are affected by such decisions. That fair process then determines for us what counts as a fair outcome (Daniels and Sabin 2002).  

One thinks of group decisions, such as who in a group should be the first to do something unpleasant. One can imagine the sorts of disagreements members of the group would have in stating what principles should be used to make this decision and how to apply them.  It is quite possible that there would be more agreement among the group members on a ‘fair decision procedure’ like drawing straws or rolling dice. In this case, the result of the procedure – even if though there are ‘winners’ and ‘losers’ – could be considered fair because the procedure for arriving at the outcome is agreed upon and considered fair by the participants. 
What procedural values are relevant for the prioritization process of HIV/AIDS services for Ryan White Care Act eligible PLWHA in Minnosota? We will use here the procedural values described by Daniels and Sabin (2002), and mentioned by Angela Wasunna in the 2005 ethics consultation. These procedural values have been validated as acceptable and applicable in a number of health care settings, including priority setting for new technologies in Canada (Martin et. al. 2001; Singer et. al. 2000) and preparedness planning for pandemic influenza (University of Toronto Joint Center for Bioethics Working Group 2006), but are believed to apply to the full range of priority-setting decisions in health care service provision. These procedural values are: 
· Publicity

· Relevance

· Inclusiveness

· Revision and appeals

· Accountability

Publicity

According to the procedural value of publicity, decisions regarding both direct and indirect limits to care and their rationales must be publicly accessible. Note that publicity does not just mean that the results of the priority-setting process should be made public. It means also that the reasons behind the decisions made should be made public as well. Why is the procedural value of publicity important?
· It allows for a ‘case law’ approach to decision-making, where reasons for decisions made in the past can be used to justify later decisions, enhancing the coherency and consistency of the process over time
· It allows those affected by rationing decisions to understand why limits to care have been drawn where they are, and decide for themselves whether they are reasonable or not

The assumption that publicity is important as a procedural value assumes that the benefits of transparency in rationing decisions outweigh the potential costs. Some argue that such openness can lead to litigation, give rise to negative exposure in the media, increase distrust of health care authorities/providers and create divisiveness in the communities most affected by rationing decisions (Mechanic 1995). By calling publicity a procedural value, we are assuming that (1) there is no strong empirical evidence for the negative consequences sometimes associated with making priority-setting decisions explicit (2) that secrecy in rationing decisions would probably have many negative consequences itself and (3) that publicity is good in itself, because it makes authorities answerable to the constituency that they are supposed to serve. 
Relevance

The procedural value of relevance means that priority-setting decisions should be based on reasons that stakeholders can agree are relevant to meeting health needs under resource constraints.  There can be (and often are) reasonable disagreements about which reasons should be considered more important when making decisions; the procedural value of relevance states that these should be disagreements about the weight to be given to reasons that those involved already agree are relevant. In short, not any sort of reason should be permitted into the priority-setting process. Ideally, irrelevant reasons should not even enter into it. 

How is the line to be drawn between relevant and irrelevant reasons? It sometimes helps to look at the mission statement of the decision-making body, in this case the Minnesota HIV Services Planning Council: “We are committed to extending and improving the quality of life for people living with HIV and AIDS and prioritizing services in an accessible, flexible and efficient manner.” The reasons behind decisions to limit services through the prioritization process have to at least respond to the mission statement. 
For an (extreme) example of an irrelevant reason, take a person on a decision-making body who decides to give low priority to AIDS drug treatment services and a higher priority to food support services because he or she believes that AIDS drugs are toxic, produced by pharmaceutical companies simply to make profits, and that AIDS can be more successfully controlled with garlic, lemons and nutritional supplements (as some in the South African health ministry seem to believe). Someone with these beliefs will produce reasons that should not be part of the decision-making process at all, because they are not reasons that promote the extension and improvement of the quality of life for people living with HIV and AIDS. 
Inclusiveness

The procedural value of inclusiveness means that priority-setting decisions should ideally involve all stakeholders or representatives of all stakeholders, particularly those who will be most affected by the decisions taken.  There are multiple ethical justifications for inclusiveness. First, it would be wrong to make important health care decisions about a community without significantly involving them in the decision-making process, i.e. doing more than simply informing them about the results. Second, a lack of input from the affected community would also probably lead to inefficiency, i.e. the community could possess knowledge that ‘experts’, service providers and administrators may be ignorant of and could contribute to the success of the CARE program. 
There is considerable evidence that, without community involvement, many plans for reform are simply bureaucratic fantasies that cannot be implemented … [I]n many contexts, direct community involvement is the only causally effective check on otherwise unresponsive bureaucracies and the only way to make sure that particular arguments and considerations are directly addressed (Daniels and Sabin 2002).  

On the other hand, inclusiveness is by no means a guarantee that a priority-setting process is ethically sound. The use of community representatives in health care decision-making and medical research has been a mixed bag in the USA and Europe, sometimes leading to improved deliberation and enhancement of community trust, sometimes leading to tokenism and co-optation of those claiming to speak for the community (Jewkes and Murcott 1998). What makes inclusiveness ethically important are the kinds of reasons that community stakeholders may be well-placed to bring into the decision-making process, rather than members of the affected community being involved in the process as such. 
Revisions and appeals

The value of revisions and appeals refers to the existence of mechanisms that allow for revisitation of decisions and resolutions of disputes as new information emerges and/or new arguments are presented. There are different possible mechanisms ranging from opportunities for individuals to raise informal complaints to the establishment of ombudsmen to former grievance procedures with well-defined stages of appeal. Why are such mechanisms an ethically good thing to have in a priority-setting process, and what do they aim to achieve?
There are a number of possible answers:

· A revision and appeals process can prevent those with complaints from seeking legal remedies 

· A revision and appeals process can be a way of further engaging stakeholders in the process of deliberation by empowering them to reopen prior decisions
· A revision and appeals process can improve the quality of future priority-setting procedures and decisions, particularly when the revisions/appeals are successful and contribute to a wider ‘social learning curve’ about the need to set limits and ways to set them fairly

The procedural value of revisions and appeals depends on two other procedural values, i.e. publicity and relevance. If the rationales for priority-setting decisions are shrouded in secrecy, or if there is little knowledge of what counted or could count as a legitimate reason in the past priority-setting process, then there is little to no opportunity for revisions and appeals to be made.
Accountability

The procedural value of accountability means that there should be mechanisms in place to ensure that decision-makers are answerable to their actions or inactions.  These mechanisms are the formal responses to the question: who (or what) makes sure that the decision-making body is making decisions adequately guided by the above described ethical principles and procedural values? Or to put it another way: what (if anything) happens if the decision-making body significantly departs from those ethical principles and procedural values when making its decisions?
Most discussions about accountability revolve around where the regulatory mechanism comes from: should it be internal regulation by the organization(s) to which the decision-making body belongs, or external regulation by public agencies? Daniels et. al. argue that greater public, external regulation of health care priority-setting is probably inevitable, given the past reluctance of many organizations to be transparent in their medical rationing decisions (and hence to follow the procedural value of publicity). 
The importance of accountability as a procedural value seems to lie in its relationship to community trust. The public is less likely to trust, or think legitimate, decision-making bodies that ultimately do not have to hold to their stated principles and values.  
The ethical principles and procedural values thus far described can be represented as follows:

	Ethical principles
	Procedural values

	Majority rules/individual vote
	Publicity

	Equity
	Relevance

	Data-based
	Inclusiveness

	Culturally responsive
	Revisions and appeals

	Based on consumer and system needs
	Accountability

	Efficient use of resources
	

	Flexible and responsive to system changes
	


When the ethical principles and procedural values are explicitly placed side by side, it seems that there are some redundancies. The principles of decisions being ‘data-based’ and based on consumer and system needs seem to be the same as the procedural value of basing decisions on relevant reasons. The principle of decisions being flexible and responsible to system changes seems to be covered by the procedural value of revisions and appeals. The principle of ‘majority rules/individual vote’ seems more naturally expressed in this context as a procedural value than an ethical principle.  So the elements of a more streamlined evaluation tool for the prioritization process of HIV/AIDS services for Ryan White Care Act eligible PLWHA in Minnesota, which covers all the relevant principles and values, could be expressed as follows: 
	Ethical principles
	Procedural values

	Equity
	Publicity

	Culturally responsive
	Relevance

	Efficient use of resources
	Inclusiveness

	
	Revisions and appeals

	
	Accountability

	
	Majority rules/individual vote


How do the procedural values and the ethical principles relate to one another? A common criticism of formal, procedural approaches to priority-setting concerns the claim, expressed by Daniels above, that if the procedure of decision-making is fair, then the resulting decisions will be fair. Critics argue that this is not necessarily true. A decision-making body could embody all important procedural values (publicity, etc.) but still arrive at unfair decisions. For example, say that legislators create a national law that only allowed reimbursement for medical treatment for people over 65, and this body had an appeals board composed only of people over 65, on the grounds that older people are a disadvantaged group in society.  The process could be inclusive, involve relevant reasons, have a mechanism of appeal, and be public – but it would also be unfair towards other needy groups in society (Lie 2003). This is why substantive ethical principles (like equity) are also important:  they act as constraints on what decisions resulting from the process should be considered acceptable or legitimate. 
In short, legitimate decisions are the result of decision-making processes that adequately embody procedural values and that are guided by substantive ethical principles. 
In Part 3 below, the evaluative tool described above will be used to evaluate significant phases in the Planning Council’s prioritization process. 

3. Evaluation of Minnesota HIV Services Planning Council prioritization process

Identifying ‘crucial’ phases of the priority-setting process
The Planning Council priority-setting process for 2006 took place in a series of phases, starting in February 2006 and culminating in the priority setting of service areas/activities during the July 2006 and the allocations to service areas/activities made during the August Planning Council meeting. It therefore seems appropriate to ethically analyze and evaluate important constitutive phases of the prioritization process separately, as illustrated by the following: 


[image: image1]
1. Planning Council constitution and community participation phase: the issue of inclusiveness
As noted above, inclusiveness is a widely acknowledged procedural value in the context of priority-setting decision-making. Priority-setting decisions should involve all stakeholders or representatives of all stakeholders, particularly those stakeholders who will be most affected by the decisions taken. Two separate issues are the following: 

(1) Balanced constitution: is the decision-making body constituted in such a way that the concerns of all stakeholders are likely to be expressed during the decision-making process?  

(2) Community participation: does Planning Council have adequate mechanisms for the concerns of the community to be heard and for their concerns to have an important impact on final decision-making.

Constitution

The Planning Council has specific categories in regard to who should be on the Planning Council, and hence who should participate in priority-setting decisions (as described in the Planning Council document Matrix for Planning Council Membership Categories).  The categories are not chosen by the Council itself, but are legislatively mandated.  In a sense, this is a straightforward issue of compliance: to what extent were the mandated requirements for composing the Planning Council fulfilled in practice? 
As expressed in the Matrix for Planning Council Membership Categories: June 2006 document, the Planning Council seems to have largely fulfilled its mandate in regard to membership categories. Nearly all targets have been met or surpassed. Some observations to be noted:

· The Matrix document states that gender representation on the Planning Council largely reflects the current epidemiological data: 78% of HIV/AIDS cases in Minnesota are male and 22% are female, and there are 19 males (76%) and 6 females (24%) on the Planning Council.  This assumes that ‘representativeness’ is understood as membership reflecting the nature of the HIV/AIDS epidemic in Minnesota. This understanding is problematic, if we disaggregate further among males and females, use other categories (such as race) and look at the impact of the epidemic on specific populations rather than the total population of PLWHA. For example, black males are disproportionately affected by HIV/AIDS, i.e. even though there are in total less HIV infections among them than white males, there is a higher HIV prevalence among black males than whites. The higher HIV prevalence relative to racial group does not seem to be quite as well represented in the Planning Council membership (6 white members from affected communities vs. 2 from black/non-Hispanic communities). In the opinion of this consultant, having Council membership ‘reflect the epidemic’ is neither ethically required nor pragmatically possible. It is enough that the membership matches the mandated categories. 
· The growing number of HIV/AIDS cases among persons born in Africa would seem to necessitate having one or two persons from that particular community on the Planning Council (if that is not already the case), in the category of ‘black/not Hispanic’.  
· The category of non-elected community leaders was not filled in the 2006 Planning Council membership, nor persons from local public health agencies. 
What makes inclusiveness ethically valuable, in terms of planning body constitution, is not that the members of the Council truly represent or reflect all the opinions or views of agencies or communities they ‘stand for’.  There is growing recognition that this is not, and cannot be, the point involving a wide range of stakeholders in a decision-making process.  As Lie provocatively puts it “Whoever is chosen to be on a decision-making body cannot be said to represent anyone except him or herself” (Lie 2003).  The value of inclusiveness, in regard to Council membership, lies instead in the greater likelihood of all relevant considerations being raised in the deliberations of the Council if it is inclusive, and that inclusive membership in the Council may enhance trust in the legitimacy of the Council’s decisions on the part of those not directly involved in the process. 
Community involvement

There is a larger question concerning ‘inclusiveness’ independent of the constitution of Council membership. It concerns the issue: to what extent was the affected community (or communities) and/or the general public is included in the decision-making process concerning priority-setting of service areas/services? When there is a mechanism for community participation, but there is no real intention to make serious use of it during deliberations, there is often an accusation that such participation is mere ‘window-dressing’, i.e. something that merely enhance the appearance of genuine democratic involvement without possessing the substance. 
Was the prioritization process sufficiently inclusive in the sense of their being adequate mechanisms for the concerns of the community to be heard and for their concerns having an important impact on final decision-making? It should be noted that the scientific literature on community participation in health care priority setting is ambiguous: on the one hand, there is the democratic intuition that communities, especially most affected by decisions should ‘have a say’ in those decisions, while on the other hand there is considerable skepticism about many of the attempts and proposals to actually realize this aim. Some of the common mechanisms of public consultation in the prioritization of health care services include (Jordan et. al. 1998):  
Citizens’ juries: Participants are selected as representatives of public or local opinion. Juries sit for a specified length of time, during which they are presented with information to help in decision-making. Typically, experts give evidence and jurors have an opportunity to ask questions or debate relevant issues. The outcomes are recommendations to decision-making bodies. This experiment in public involvement in policy-making has been particularly prominent in Britain (Price 2000). 
User consultation panels: consist of local people selected as representative of the affected locality or population. Typically, members are rotated to ensure that a broad range of views is heard. Topics for consideration are decided in advance and members are presented with relevant information to encourage informed discussion. Meetings are often facilitated by a moderator. The outcomes can be recommendations to decision-making bodies. 

Focus groups: typically, semi-structured discussion groups of 6-8 participants lead by a moderator, with focus on specific topics. Debate and discussion are encouraged. The outcomes of the qualitative analysis can be used as data to  inform decision-making bodies. 

Questionnaire surveys: can be postal or distributed. This structured or semi-structured means of data collection allows information to be collected from a large sample of respondents and the relation between the variables to be examined. Most appropriate when the issues relevant to the topic are already known in some detail. The outcomes of the quantitative and/or qualitative analysis can be used as data to inform decision-making bodies. This is a ‘non-deliberative’ form of community participation. 
Opinion surveys of standing panels: standing panels are large, sociologically representative samples (typically 1000 or more) of a population in a health authority; they are surveyed at intervals on a matter of concern to the authority. There is usually a replacement policy aimed at assuring that individuals do not serve on the panel indefinitely. The outcomes of the survey analysis can be used as data to inform decision-making bodies. This is a ‘non-deliberative’ form of community participation. 
What mechanisms of community participation were used by the Planning Council? The Minnesota HIV Services Planning Council includes a Community Participation Committee, whose function is to develop and maintain the communication plan for the Planning Council as well as seeking out and maintaining communication with groups who have an interest in the needs and services for PLWHA but with barriers to participation in the Planning Council. The impact of the Community Participation Committee’s activities on the decisions of the Planning and Priorities Committee (or the nature of the communication between them) is uncertain.  According to meeting minutes of the Council, the Community Participation Committee was largely on hiatus during the first half of 2006, though it submitted occasional reports to the Council. There was also little in the way of public involvement in the priority-setting process with the exception of two consumer forums conducted at Camp Benedict (08/11/05) and the Aliveness Project (10/04/05).  In the Camp Benedict forum, participants (6 persons including one nurse from the camp) were asked to choose what they found important in view of the goals of the Comprehensive Plan, i.e. getting PLWHA in care and keeping them in care.  They were apparently not given a formal list of service areas/services, and were not offered the kinds of data given to Council members, and so the object of the forum apparently was simply to informally probe consumer preference, and to educate Greater Minnesota consumers about the prioritization and allocations process being conducted by the Council. The forum with the Aliveness Project had the same structure, except that half of the attendees were Council members.  In short, it seems that the needs of community members – as represented in scientific needs assessments -- make a greater impact on priority-setting in the Council than community views (opinions, attitudes, etc.) about how priorities ought to be set. 
The question of whether the Council should have gone further in involving the community in the decision-making problem is a difficult one. On the one hand, the last decades have witnessed a departure from ‘elitist’ models of decision-making over matters of the public good, such that the public is starting to expect some form of community participation in health care policy making. On the other hand, there is currently little scientific evidence to support claims that decision-making bodies which involve the community are more effective than those that do not, and little agreement on what measures of ‘effectiveness’ should consist in (Rowe and Frewer 2004). In addition, there is a potential ethical dilemma between the desire to include the community and the fact that such mechanisms cost money and could divert funds from needed services to PLWHA. In other words, the procedural value of ‘inclusiveness’ could conflict with the ethical principle of using resources efficiently.  
In short, the Council seems to have largely addressed the procedural value of inclusiveness by (mostly) fulfilling the mandated membership categories. The membership categories seem to guarantee a wide stakeholder presence in the Council and its decision-making process. The idea that the membership composition of the Council should somehow ‘reflect the epidemiological data’ does not seem relevant from an ethical point of view.  What is important is whether all relevant considerations and perspectives were given voice during the process of deliberations on priority-setting., but this is not something that can be inferred from a list of (fulfilled) membership categories itself.  Whether the Planning Council process was adequately inclusive in the sense of community participation is a more contentious issue. The Council may, within the constraints of the budget, consider expanding the consumer forum model by increasing the numbers of participants and giving participants more information on which to base their decisions. But this route should only be pursued if the outcomes of such an exercise are going to be taken seriously in priority-setting decisions.  
2. Data assimilation and training phase 

The use of data to inform the priority-setting decisions of the Council relates to the procedural value of relevance. The basic ethical question here is: did the Council’s process ensure that decisions about priority-setting were adequately supported by sufficient, relevant, impartial and understandable information? It is not enough that decisions be ‘data-based.’ There has to be enough data, the data has to be relevant to the decision being made, it has to be presented with (ideally) a minimum of bias, and it has to be grasped by those making use of it to reach a decision. This is an ethical (and not just practical) question, because to the extent that priority-setting decisions are not supported by relevant information, the needs of vulnerable beneficiaries (PLHWA) may not be met, and in the worst scenario, a strong disconnect between priorities set by the Council and the needs of PLWHA could lead to negative health outcomes.  
An extensive array of data sources were made available to the members of the Planning Council over the course of several months as expressed in the document Data Sources for Prioritization below: 
	DATA SOURCE
	HOW SHOULD IT BE INCORPORATED?

	March
	

	Continuum of Prevention and Care (2003)


	Brief overview given at March PC; members referred to copies they already have; extra copies available; COPC references included in SAR summary. Handout excerpts, full document on web and by request.

	2006-2008 MN HIV Services Planning Council Comprehensive Plan 


	Brief reminder given at March PC; COPC reference included in SAR summary; handout exec summary and workplan.  Full copies on web and by request.

	Needs Assessment of HIV Positive Minnesotans – Executive Summary 

(Green Book)
	Brief overview given at March PC; needs assessment references included in SAR summary.  Handout exec summary. Full report on web and by request.

	Consumer Satisfaction Report of Findings


	Brief overview given at March PC; consumer satisfaction report references included in SAR summary.  Summaries given out.  Full report on the web and by request.

	MDH Epidemiology April 2004 and 2005 Update (Presented at February and May 2006 PC meetings)
	Full presentation given at Feb PC; make handouts available at March meeting.  Update given in May with handouts available at the time of presentation.

	CSAD Report


	Everyone gets a copy in March.

	Service area/activities definitions


	Approved by Council in January.  Make list available at March meeting.

	Service provider input report (compiled by Title I and II vendors)
	Info presented at March PC by E. Parra w/ written reports given

	Glossary


	Make copies available in March.

	Conflict of Interest policy
	Brief reminder given at March PC; members referred to copies they already have; extra copies available

	MAI Background & Hx_2006 version


	PC members got as handout in February mtg; have copies available in March.

	MAI Allocation Hx_1999-2005 

(second page: Funding Hx Detail)
	PC members got a version of this as handout in February mtg; have copies available in March.

	MAI Hx_1999-2005 (second page: chart)

	PC members got as handout in February mtg; have copies available in March.

	SAR summaries for each service area/activity
	“Learning station” presentations at April-June PC mtgs w/ written summaries given

	April
	

	“Co-factor data” for target prevention populations—summary or copy of presentation slides (from MDH)
	Everyone gets a handout in April as part of MDH presentation

	SAR summaries for each service area/activity
	“Learning station” presentations at April-June PC mtgs w/ written summaries given

	May
	

	Consumer forum reports (from 2005/2006)


	Brief report given at May PC with handouts given

	End of Year 10 Expenditure Report (include lines for unfunded, prioritized services)
	Everyone gets a handout at May PC mtg. as part of Title I report

	Epi Update information (2005 data)
	MDH presentation with handouts given.

	SAR summaries for each service area/activity
	“Learning station” presentations at April-June PC mtgs w/ written summaries given

	June
	

	SAR summaries for each service area/activity
	“Learning station” presentations at April-June PC mtgs w/ written summaries given

	Brief Survey results (2006)
	Everyone gets a copy at June mtg when contractors give presentation.  Contractors provide materials.

	Systems Review (2006)
	Everyone gets a copy at June mtg when contractors give presentation.  Contractors provide materials.

	Contract requirements vs. actual numbers served data
	Everyone will get a copy at June PC mtg.


The sheer diversity of the information is striking. Some reports are quantitative epidemiological profiles (MDH Epidemiology; Epi updates); some are ideal or ‘vision’ models used as guidance (Continuum of Care and Prevention); some are quantitative need assessments; some are reports focusing on epidemiological profiles and needs of specific groups (CSAD Report); some are more qualitative reports about consumer satisfaction or challenges in service provision (consumer forum reports) or purely ethical guidance (conflict of interest policy). 
This consultant is in no position to access the accuracy or comprehensiveness of the information delivered to Planning Council members. Evaluation of the extent to which the Planning Council’s priority-setting process fulfilled the procedural value of relevance would require responses to questions like those below:
· Were there significant gaps in information that were felt to have compromised the priority setting process to some extent?
Example: In the Service Area Review (SAR), for Culturally appropriate primary care (a service activity falling under Medical Care), it reads “Estimate of need is difficult for the entire population and for this culturally specific service . . . the available information systems do not allow us to identify the demographic characteristics of those in or out of care, so it is not possible to determine whether there are racial/ethnic disparities in unmet need.” (Ambulatory/Outpatient Medical Care. Service Area Review Summary 2006, page 6). 

· Was there enough qualitative information, i.e. information that, for example, could help explain why HIV-positive persons (knowing their status) did not utilize certain services? 

· Did Planning Council members find it overly challenging to make comparisons between service areas/activities using these very diverse data sets? 
· Did the training sessions during the lead-up to the process empower all Planning Council members to understand and make competent use of all the data provided to make their decisions? 

· Was the information presented in an unbiased way in regard to priority-setting decisions, or was it presented in a way that ‘promoted’ certain service areas/activities? 

Example: the Needs Assessment and Evaluation Committee give judgments about the importance of service areas/activities in their discussion and the SAR summaries. In the Ambulatory/Outpatient Medical Care SAR, the Committee states “This is an important and effective program of primary care for HIV.” There is no similar statement (positive or negative) for activities under Food Bank/Home Delivered Meals.

· Is there a reliable way to know whether there are significant gaps between what Council members think should be priorities and what providers and/or consumers think are priorities? 

Example: In a study by Kwait et. al. (1999), researchers examined the similarities and differences between the services selected as priorities for funding by Baltimore Ryan White CARE Act Title I Planning Council and services perceived by HIV/AIDS service providers and PLWHA to be unmet needs. One striking difference was that the Baltimore Planning Council ranked health care services (primary health care, mental health services, and home health care) very high, while providers and PLWHA were more likely to give the highest priority to ‘non-medical services’ such as direct financial voucher assistance, housing related services, and transportation. “Although primary care is the top priority of the Planning Council and the service that received the greatest proportion of Title I funding during both the first and second years of the program in Baltimore, this service is mentioned relatively infrequently by both providers and people living with HIV/AIDS.” (Kwait et. al., 866).
  
In the scientific literature, some of the key challenges concerning the use of data in priority-setting under the CARE act have been noted. These include: the need for qualitative data to complement quantitative reports; the inaccessibility of some health data due to proprietary and confidentiality restrictions; difficulties making comparisons across diverse data sets, especially from clients receiving services from multiple systems; data be limited only on people already getting HIV care, and data on those not in care being difficult to obtain; data from different sources may use varying definitions of services, may rely only on qualitative measures or may be subject to varying levels of quality in regard to reporting and data entry; challenges of quantifying unmet need among all HIV-infected individuals when significant numbers may not know that they are infected or may not be in care; comprehensiveness of data may be weakest precisely among members of historically underserved populations and with greatest need for CARE Act services (Hayes et. al. 2005). 
Here too there is a potential ethical dilemma between the procedural value of relevance and the ethical principle of using resources efficiently. Resources could be heavily invested in further raising the quality of research design, data collection and analysis. But improving data involves time, human resources, and money: the fear is that such planning and administrative costs could come at the expense of services that have a more immediate and direct benefit for PLWHA.

Although it is a normal expectation to improve on information gathering and assimilation as much as possible, it is unreasonable to claim that priority-setting decisions are only ethical if they are made on ‘complete’ or ‘perfect’ information. HRSA itself acknowledges that decisions must often be made with incomplete information such as limited data on the unmet need for services or outcomes information data on the effectiveness of current services (HRSA 2003). The HRSA suggests that priority-setting decision-making is not seriously compromised by incomplete information as long as (a) there is a commitment to identifying areas of uncertainty and needed improvement and (b) the other aspects of the priority-setting process are sound. 
It seems wise for Planning Councils not to be overly confident about the reliability of their data or to exaggerate their significance in the priority-setting process. In the case of Brazos Valley Council of Governments (see below), the collected data is used to determine service areas priorities directly. Such a method is only as good as the data it starts from and the assumptions that it makes in transforming empirical data into priority decisions. 
Case study: Letting the data do (all) the talking

The Brazos Valley Council of Governments is the Ryan White Title II Administrative Agency for the Central Texas HIV/AIDS planning area, and uses the following methodology for setting priorities among service areas/activities.

It sets priorities on the basis of four sources of data: 2006 Comprehensive Clients Needs Assessment, the Service Taxonomy of the Texas Department of Health and Human Services, Service utilization data and core medical services as defined by 2006 Reauthorization proposals for the Ryan White CARE Act. Each of these sources is given a certain weight in calculating priorities: the needs assessment accounts for 40% of overall score, the service taxonomy 30%, the service utililization 20% and the core medical services 10%.  The final priority ranking is an aggregate of the rankings from all these four data sources; if a service has a high ranking in the Needs Assessment, this will contribute more to the overall ranking of the service than (say) the core services definition, because the Needs Assessment has a higher (40%) weight.  For more details on the methodology, see  http://hiv.bvcog.org/upload/2006/09/Priority_setting_methodology_2007.pdf and Appendix B of this report.  
Brazos Valley Council is apparently striving to find a ‘value-free’, ideally rational and objective method of setting priorities. It attempts to derive priorities exclusively and exhaustively from the data.  But there are shortcomings to this approach that draw doubt on the idea that the ‘data is doing the talking’:

**The most weighted data source is the Central Texas HIV/AIDS Client Needs Assessment, but there is little indication of what information clients had in making their choices, the reasons behind their choices or how these self-reported needs were controlled for bias
**The priority-setting assumes the importance of the DSHS taxonomy of service categories, without explaining the process by which the (ranked) taxonomy was made. Why should this taxonomy be regarded as a key determinant of priority-setting? 
**Utilization data should not be incorporated into priority-setting decisions uncritically or without qualification; there may be good reasons (e.g. lack of transport, etc.) for PLWHA not to use a service or use it less. Low utilization of a service should not be automatically interpreted as lower importance of a service for PLWHA. 

**Reauthorization proposals of the Ryan White CARE Act have defined a set of core medical services in which 75% of Ryan White funds must be allocated and spent. Brazos Valley Council uses this legislation about allocation as a reason for priorization: those services defined as ‘core’ automatically receive a higher priority ranking.  This is not the only way of dealing with this issue. One could (for example) first set priorities without reference to ‘core medical services’, then bring in this consideration to bear on the ranking afterwards. 
**There needs to be an explanation of how the ‘weights’ of the various data sources were determined. Was this itself the result of an objective, scientific investigation? An outcome of a consensus among stakeholders? 
**The methodology does not engage with values such as cultural sensitivity or equity. What if the result of the calculations eliminated all programs involving cultural appropriateness or if the prioritization of services in practice favored a certain racial or gender group among PLWHA? What internal resources does this methodology have to minimize the potential for unfair outcomes? 
Possible lessons of this case study: 
(1) Data is a crucial input to priority-setting decision-making, but cannot substitute for the process of decision-making itself, nor is it ‘value free’.
(2) Given the gravity of medical rationing decisions, there is an understandable human desire to evade responsibility by framing the process as something purely objective and impersonal, but this desire is illusory (Rennie and Behets 2006). 
3. Prioritization phase

The HRSA and the prioritization process

The HRSA is liberal in its guidelines on the decision-making process of setting priorities. It offers examples of a (non-exhaustive) number of methods, each of which can be consistent with CARE Act requirements and the expectations of the HIV/AIDS Bureau. The examples given are (HRSA 2003):
· Group discussion and consensus. The decisions to be made are listed, discussed formally or informally, and decisions reached without a formal vote. 

· Aggregate checklists or score sheets. The decision makers rank a list of items such as service categories in order of priority, individual rankings are aggregated, and the items with the top scores are selected or become the group’s priorities. 

· Nominal group process. A series of small-group procedures are used that limit verbal communication so that ideas will not suffer due to premature evaluation, social pressures, etc. This method can be used with variations to include several groups operating at once, or calculation of the total votes across groups. The following sequential steps are typical: 

1. A small group such as a committee comes together and is asked a single question
2. Members write down their individual responses (such as service priorities), in silence 
3. Individual responses are then elicited in a round-robin fashion (one at a time) until all responses have been offered and recorded by a moderator so everyone can see them
4. The group discusses and clarifies all responses, and
5. Members vote individually to select a predetermined number of responses and rank them in order of priority. A summation of votes determines the top-ranked priorities.
· The Delphi method. This consensus-seeking technique relies on a series of questionnaires to generate anonymous ideas that are successively reviewed and refined without any group interaction or discussion. A questionnaire is mailed to each decision maker, who responds individually and mails it back; responses are ranked and sent back for further ranking and refinement. This technique is most useful when participants cannot be brought together because of geographical or scheduling problems, when decision making involves several stages and some of them need to occur without meetings, or when the number of decision makers is large.
The HRSA does not claim that there is a ‘correct’ decision-making method for all planning bodies. It does recommend that the decision-making method should be agreed upon before it is implemented and that it is generally better (on practical grounds) to separate the prioritization decision-making from the allocations process.  
The Minnesota Planning Council prioritization process

The Planning Council follows a schedule lasting six months as expressed in the Council document Priorization Schedule 2006 (12/28/2005). The preparation to the actual setting of priorities by council members involved (repeated) training on the use of the priority-setting worksheet, on the use of epidemiological data and data specific to service area review summaries. The council members during this time were absorbing the information from the various data sources described in the previous section of this report. 
PRIORIZATION SCHEDULE -- 2006

February – Kick off!  

· Context and overview of the process.  (Invite new members to come to this meeting.)  

· 1st training on how to use priority-setting worksheet, using “dummy” ballot  

· Epi overview by MDH staff.  (Include short training on how to read/use epi data.)

March
· Data Training, part 1 (specific to data that will be in SAR summaries)

· Review of prioritization books - What information you have and how to use it (not actually going into content)

April

· Data Training, part 2 (specific to data that will be in SAR summaries)

· First batch of SAR summaries

· Conduct Greater MN consumer forum

May

· Data Training, part 3 (specific to data that will be in SAR summaries)

· Second batch of SAR summaries

· Present input from Greater MN consumer forum

June (extended meeting, include lunch)

· Data Training, part 4 (specific to data that will be in SAR summaries)

· Third batch of SAR summaries

· Results of new NA activities (brief survey, systems assessment)

· 2nd training on using prioritization worksheet


July

· Prioritization worksheets are distributed sometime in advance of the July meeting (at the end of the June meeting) and are due back in advance of the July PC meeting (with enough time for numbers to be crunched)

· Results of prioritization are presented
August

Allocation process (One and a half days)
Here the focus will be on the ethical implications of the use of forced choice worksheets by council members to create a priority list of service areas/activities.  
The use of forced choice instrument to set priorities was first introduced by a former co-chair of the Planning Council in 2004, and used for the first time for prioritization and allocation in fiscal years 2005-2006. It was adapted from a forced choice instrument used by a school district’s parents committee to prioritize programs, and 2006 is the second year that the forced choice instrument has been used.  

When a forced choice instrument is used to rank a number of activities, individuals are asked to make a sequential series of simple comparisons (more important/less important) between pairs of activities, until all pairs of activities have been compared to one another. When all comparisons between individual pair combinations have been made, one aggregates the number of times each particular activity has been deemed ‘more important’. This generates a list of activities ranked in terms of comparative importance for the person who was making the choices with the instrument. The example of ‘dummy’ forced choice voting form used by the Planning Council during training illustrates the method clearly:

	2007-2008 Planning Council Prioritization of           

SUMMER ACTIVITIES

TO PROMOTE FAMILY FITNESS 
	 
	Boating
	Camping
	Fishing
	Swimming
	 
	 
	TOTAL POINTS

	
	
	A
	B
	C
	D
	 
	
	 

	Boating
	A
	 
	 B
	C 
	D
	 
	A
	 0

	Camping
	B
	 
	 
	 B
	 D
	 
	B
	 2

	Fishing
	C
	 
	 
	 
	 D
	 
	C
	 1

	Swimming
	D
	 
	 
	 
	 
	 
	D
	 3


‘Boating’ in this sample voter’s ranking had the least priority, because it was deemed less important than camping, fishing and swimming in each of its paired (‘one on one’) comparisons with those activities. 
In early July 2006, Planning Council members were given a similar forced choice worksheet comparing service areas for PLWHA (some areas have multiple service activities within them and these were ranked among each other using separate sheets).  Minority AIDS Initiative funds – money within the Title I and II grants set aside to go to agencies serving the needs of minority communities – were also prioritized at the same time, using a separate prioritization sheet. The Council members were given two weeks to complete the worksheets – using the data they had received over the course of previous months – individually on their own.  The individual prioritization worksheets were then returned, and the results of all individual worksheets were then aggregated into a final priority ranking of service areas/activities.  The Minnesota Planning Council has therefore used a version of the ‘Aggregate checklists or score sheets’ method mentioned by the HRSA guidance on priority-setting methods.  
Evaluation of the Minnesota Planning Council prioritization process
Forced choice methods of evaluation originate from the human resources field, more specifically personality assessments first used by the US Army to evaluate potential recruits. Forced choice was believed superior to ‘scaled’ rating methods in which a person’s personal attributes are rated from 1-5 (from poor to excellent), because of the tendency of evaluators to give overly high ratings for all recruits. Using a forced choice between two (valuable) personality traits, evaluators are forced to say what the person is (more) like while seemingly eliminating the temptation towards ranking everyone too high (a tendency probably rooted in social desirability bias). Forced choice methods are still widely used in psychological research and in surveys of consumer preferences. 
In the scientific literature, there have been methodological criticisms of forced choice voting as a way of accurately measuring an individual’s preferences for a range of activities (Blaney and Cox 1975) or to measure an individual’s personality traits on the basis of his/her choices (Jackson and Wroblewski 2000).   A common criticism most relevant here concerns ‘transitivity’: the order in which the activities are presented and compared may have an effect on the final ranking, especially those activities that the individual does not have strongly positive or negative opinions about. For example, in the dummy ranking above, one might arrive at a different overall ranking, with the exact same individual, if the worksheet starts with Fishing rather than Boating. The final ranking of a forced choice vote exercise may be affected by the order (‘item format’) in which the activities are compared; earlier comparisons may impact on later comparisons. The Minnesota Planning Council’s worksheet lists service areas/activities in alphabetical order, and in that sense the sequence is ‘random’. But it is unclear that this avoids the problem of rankings being influenced by item format. However, it should be noted that this methodological problem is an inherent limitation of forced choice voting; it is not specific to the way the Planning Council has employed used this technique.  
A more fundamental, ethical criticism – which would still be pertinent even if the above methodological problem was overcome – is the following. On the basis of a wealth of information and input, each Planning Council member fills out his/her forced choice priority worksheet, and the worksheets are all gathered and the results are aggregated to reach a final priority list of service areas/activities.  At this point of the process is there no discussion about the reasons or rationale behind the individual choices. For this reason, one could argue that the practice of forced choice voting, used to set health service priorities, is in direct conflict with two procedural values, namely relevance and publicity:

· Relevance: priority-setting decisions should be based on reasons that stakeholders can agree are relevant to meeting health needs under resource constraints.  But in the forced choice vote process, the reasons why any individual member chooses one area/activity over another remain  hidden.  The individual’s rankings may well be based on good (data-based, relevant, ethically sound) reasons. But it is hard to know. 
· Publicity: decisions regarding both direct and indirect limits to care and their rationales must be publicly accessible. This does not just mean that the results of the priority-setting process should be made public; it means also that the reasons behind the decisions made should be made public as well. However, the public visibility of the rationale behind the individual choices, and hence the rationale behind the final priority list of services/areas, is highly restricted when the forced choice voting method is employed. Ultimately, only the individual members know what drove their own choices. 
Some influential writers on medical resource priority-setting would be strongly opposed to a forced choice voting method of prioritization. Norman Daniels and James Sabin write “Settling moral disputes simply by aggregating preferences seems to ignore some fundamental differences between the nature of values and commitments to them and tastes or preferences . . . The aggregative conception seems insensitive to how we ideally would like to resolve moral disputes, namely through argument and deliberation. We expect people to offer reasons and arguments for their moral views, and we hope that the better arguments will prove persuasive . . . merely aggregating preferences through voting or surveying ends up making majority might determine what is right, with no real constraints on the kinds of reasons that play a role in the decision.” (Daniels and Sabin 2002: 37-39) 

However, one could argue that the data assimilation in the run-up to prioritization, as well as the assumption that Planning Council members are committed to the ethical principles of equity, cultural sensitivity and efficient use of resources in their setting of priorities, ensures that the choices made on the prioritization worksheets are not on the level of mere subjective preferences, but are guided by (good) reasons. There is no evidence that brings into question the integrity of Planning Council members when making their decisions. Is this not sufficient for the process to adequately adhere to procedural values of relevance and publicity? 

A problem with this position is the following. While the choices made by Planning Council members will utilize the various data sources and ethical principles, it would be naïve to believe that these would be sole determinants of their decisions. It is normal that (for example) a person’s political and moral commitments will influence his/her interpretation of data and his/her way of applying ethical principles to specific issues.  It is also normal that individuals may make errors in handling data despite prior training sessions. Although influences, bias and errors can be concealed by the use of the forced choice voting method, they nevertheless can make an impact on the outcome (i.e. the person’s final ranking). This is why some believe it is better to bring the individual’s reasons for their priority choices out into the open in debate with others.  Interpersonal deliberation can act as a corrective for potential biases of individuals deciding on priorities on their own.  
Stronger still, given the high stakes of the decision for the well-being of PLWHA, one could argue that the burden of responsibility is on the members of the Planning Council to reveal – in a open, public forum – the reasons behind the decisions that were made. This is not just to correct for possible undisclosed bias. The procedural values of relevance and publicity are linked to the values of revisions and appeals.  It is difficult to appeal and revise decisions if you do not know the specific reasons behind them. If those outside the Planning Council know what priorities were chosen, but have an unsure grip on why they were chosen, this may limit the room for constructive disputes and potentially fruitful revisions. In the current process, if one asks why X service activity was ranked high by Council members, there is only a formal answer: it was ranked high because a majority of Council members, after sifting through the data sources and using certain principles, ranked it high.  Furthermore, if we do not know the reasons behind the choices, it is difficult to assess to what extent ethical considerations guided the choices made, which in turn hampers evaluation of the final prioritization from an ethical point of view. 
The use of forced choice voting is in keeping with HRSA guidance of priority-setting decision-making methods, but the current use of this method may be in conflict with agreed-upon procedural values meant to ensure the overall fairness of the prioritization process.
It should be noted that other decision-making methods, also approved by the HRSA, also have their limitations.  A well-known limitation of ‘group discussion and consensus’ is that the discussion can be strongly affected by power relationships within the group (i.e. the choices of the most powerful are most likely to prevail, independent of their salience) and the group may only reach consensus after long (and costly) deliberations, if at all.  A strength of the forced choice voting system is precisely that it potentially avoids influence via group dynamics (members decide alone) and obviates the need to seek group consensus (priorities are set via aggregation of individual choices).  The forced choice voting method also looks more objective than a ‘messy’ group deliberation; though (as mentioned above) this objectivity may be more an appearance than a reality. 
The Planning Council should revisit the current use of the forced choice voting method to set priorities. Namely, it should reflect on the following:

· What motivated the adoption of the forced choice method in the first place? This method is crucial to the prioritization process, so how was the original decision to use this particular method made? 

· Should the prioritization of service areas/activities be ‘fixed’ by the aggregation of forced choice voting sheets alone?  
· Why is there an extensive, data-based and public discussion about allocations, but no similar discussion about prioritization of service areas/services after the results of the forced choice voting are reported?

· Given the criticisms of the forced choice voting method mentioned above, does the Planning Council still want to use the method next year, in the same way? Given that its current use may conflicts with some (ethical) procedural values, a justification may be required.   

Recommendations concerning prioritization process
· Re-assessing the current use of the forced choice method does not necessarily mean rejecting the method altogether. Instead one could look complex methods that can tap the strengths of the forced choice voting method while avoiding its shortcomings. 
· One possibility is to combine elements of the ‘group discussion and consensus’ and the forced choice voting methods. For example: the prioritization could be done via forced choice voting as before, but the results of the voting could be reconceived as an important input within a public discussion devoted to prioritization, rather than the final word on priorities.  This would allow for discussion of the reasons driving the choices, and some modifications to priorities if necessary, which could be agreed-upon by a majority vote.  
· A ‘mixed’ prioritization method of this type would also have some downsides (more time-consuming, possibility of disputes, etc.). On the other hand, it would conform more closely to ethical (procedural) values of relevance and publicity than the current method does.  The Council would have to decide how to weigh this trade-off between ethical and pragmatic considerations.  
· To operationalize this method, Council members would have to keep a record of what considerations were important to them while making their choices, and be prepared to discuss the reasons behind their choices during a Planning Council meeting.
· The experiences – including the rationale of the decisions -- of the Planning Council members in priority-setting could be the subject of qualitative research, along the lines of Martin et. al. (2002), and subsequently made public through various means (article publication, report published on the Planning Council website, etc.) 

4. Allocations phase

The outcome of the prioritization process is a priority list of service areas/activities in terms of their importance for the promotion of the health and quality of life of PLWHA.  The fundamental question to be answered by the allocation process is: how much funds should each item on the priority list receive? The ranking on the priority list does not automatically determine the level of a funding for a service area/activity. An activity can be thought highly important (in the prioritization phase) without necessarily requiring the most financial support (in the allocation phase).
 

In the strict sense, the allocations phase lies outside this consultant’s scope of work. This consultant would, however, like to make a few remarks about two issues:

Budgeting and empowerment
· HC staff takes the results of the prioritization vote and do budget calculations according to approved criteria, and arrive at a preliminary determination of how much money should be budgeted for each service area/activity. This is done on a precedence basis, i.e. taking into account the budget allocations of previous years for areas/activities that are receiving ongoing funding. The last time, the final allocations did not change significantly from the preliminary budget presented by HC staff, and the allocation meeting even ended earlier than planned.  Does this show that the HC staff is very good at budgetary projections or does it show that Council members are not fully empowered to make budgetary revisions? There is training on the use of data for prioritization, but is there training about the use of data for making (fair) allocations?
The ethics of cost-share policies 
· The policy of having PLWHA co-pay health insurance in order to access medications, initiated by the Minnesota Department of Health Services  in 2004, is probably the most ethically problematic aspect of the activities that the Planning Council administrates. While cost-share is viewed as a permanent policy of all Minnesota health care programs by the DHS, regarding PLWHA as sources of cost-recovery and enforcing ‘patient closure’ for non-payment may strike many as a policy antithetical to the Minnesota HIV Services Planning Council’s mission of ‘putting people in care and keeping them in care.’ The use of cost-share is risky. Co-payment for basic health services for low-income PLWHAs is a well-known cause of non-adherence and loss to follow-up in resource-poor countries of the world, and this is no different in developed countries. The Rand Health Insurance Experiment was a landmark study in the 1980’s which demonstrated that cost sharing reduced appropriate office visits and preventive care as well as inappropriate visits, with adverse effects on visual acuity, blood pressure control and survival among high-risk patients. Medication co-payments have also been associated with reduced use of necessary and appropriate conditions for chronic conditions (Brooke RH et. al. 1984).  
· The question is not whether cost-sharing is justified ‘in general’ during a time of escalating health care costs.  Arguments for the necessity of cost-containment, among certain populations and for certain kinds of services, are not hard to find. The real question is whether cost-share is justified among low-income PLWHA who are eligible to be beneficiaries of services under Ryan White CARE Act, which is designated as a payer of the last resort.  Those likely to be hit hardest by cost-share policies may not be the ‘poorest of the poor’, who may be eligible for coverage under Medicare D, but those who are not ‘poor enough’ to be on Medicare but not well-enough off to afford private insurance.  Cost-share for this population may be a significant burden and a barrier to care. 
· The cost-share debate can be regarded as a conflict between the ethical principles of equity and efficient use of resources. In and of itself, cost-share policies threaten to create inequity by making access to health care for PLWHA dependent on ability to pay. The most obvious way to ethically justify cost-share policies is to argue that the costs recovered via cost-share are substantial, necessary for the continued operation of the system of HIV prevention of care and prevention, and could not be reasonably found from any other source.  These are largely factual questions, and therefore the decision to implement cost-share (from an ethical point of view) must be strongly evidence-based.  

· In a statewide and national study of cost-containment practices in the Ryan White care system prepared by The AIDS Institute’s Center for Public Policy Research and Ethics, the most common cost-containment practices center around efforts to remove system inefficiencies, such as enhancing coordination between HIV/AIDS programs, creating standardized reporting requirements, and increasing the appropriate use of services through patient follow-up and education. Although some Ryan White programs utilize policies such as annual caps on per-patient expenditures, The AIDS Institute warns against importing strategies from the private insurance industry into the Ryan White CARE Act context. Such policies may contain costs in the short term, but increase costs in the longer term if they cause treatment and service gaps that drive PLWHA towards episodic and expensive tertiary care. 
· The conclusion of the AIDS Institute’s cost containment practice report is worth quoting in full: “Administrators and service providers must maintain cost containment practices as part of an entire system of quality management. Administrators should look to contract requirements that they manage to include evaluation of quality management criteria so that it will be reportable and possible to monitor. They must take into account factors such as access and quality of services. Any changes made to service systems due to cost containment analyses must not cut so deep as to paralyze a system specifically designed to serve the under- and uninsured, and therefore, the neediest citizens. If services or access to services suffer because of implemented changes and programs fail to meet goals set by authorizing legislation, then cost containment practices become incidental. We must not rip the safety net provided by the Ryan White CARE system, the payer of the last resort, for those that are most in danger of having inadequate and inconsistent access to healthcare.” (The AIDS Institute 2005). 
5. Recommendations

Some specific recommendations have been offered in passing within this report. The following are general recommendations that aim to further align the Planning Council’s prioritization process with its ethical principles and procedural values. 

Recommendation 1: Conceptual clarity
The Planning Council may want to revisit and discuss the meaning of the terms it wants to use in ethically guiding its decisions, particularly the concepts of equity and cultural responsiveness.  

There are many ways to interpret these important concepts, each of which may have different practical implications when used to direct priority-setting decisions.  While it is overly ambitious for the Council to hope to fix strict definitions of concepts that philosophers have struggled to grasp for centuries, it would be advisable to state ‘working definitions’ amenable to future revision and refinement.  The greater the clarity on the meaning of ethical principles, the easier it is for Council members (and those outside the decision-making process) to discern how the Council’s activities are to be assessed from an ethical perspective. 
Recommendation 2: Community involvement
The Planning Council may want to reflect on whether the diverse voices of the PLWHA community have been heard and have had an important impact on the prioritization process, and whether new mechanisms to enhance community involvement should be explored. 

The mechanisms for data collection about the PLWHA community seem to be more developed than current mechanisms to engage with the attitudes, opinions and concerns of the community. The value of greater inclusiveness through community involvement must be weighed against the opportunity costs (including loss of service resources for PLWHA) of developing new ‘community involvement’ mechanisms. 

Recommendation 3: Understanding the use of data
The Planning Council may want to have a better understanding of the challenges involved in reliably transforming the information from data sources into priority-setting choices based on values, and convey ‘lessons learned’ to its new Planning Council members. 
Precisely how individual members operationalize the data and training they receive during the prioritization process is unclear, partly due to the use of the forced choice voting method. It is conceivable that the difficulties in using data sources to make priority-setting choices are being underestimated or left unspoken, and that there may be significant differences in competence and experience among Planning Council members in this regard. Mechanisms should be sought to make these challenges explicit and for more experienced members to mentor those new to the process. 

Recommendation 4: Reassessing qualitative data
Planning Council members may want to include more qualitative research among the data sources utilized during the prioritization process, at least partly because qualitative research, although descriptive rather than normative, is already operating with people’s values, attitudes and beliefs.
Researchers studying the prioritization of resources within Ryan White CARE Act programs have pointed out the tendency to favor the use of quantitative over qualitative data when constructing an evidence base for decision-making. The importance of methodologically-sound quantitative data about disease dynamics, accurate and fine-grained demographic information and statistics about community needs (met and unmet) is unquestionable.  Although purely qualitative research has its limitations (particularly issues of representativeness and generalizability), data from qualitative studies can be useful for prioritization processes in so far as it can faithfully capture the range of attitudes, beliefs and concerns prevailing in a given community. 
Recommendation 5: Reforming the forced choice method
The Planning Council is encouraged to revisit its use of a pure forced choice methodology in reaching its prioritization decisions, because the method seems to directly conflict with the procedural values of publicity and relevance. 

The main drawback to the use of a pure forced choice method is that the reasons behind prioritization decisions by the Planning Council are not transparent, either to the other Council members or to the public.  Not only does this make the decision-making process vulnerable to potential individual biases and errors of judgment, but it also limits the possibilities for the public to understand the rationale of decisions affecting their lives, to reasonably appeal the decisions made and to revise and possibly improve the process.  The Council is accordingly encouraged to consider ‘mixed methods’ that could tap the strengths of forced choice voting methods while making the process adhere more closely to the values of publicity and relevance, such as combining forced choice voting with group discussion. The endeavor to creatively construct decision-making methodologies guided by the ethical values of publicity and relevance is very much in keeping with the underlying ethos of the Ryan White CARE Act and the mission statement of the Minnesota HIV Services Planning Council. 
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�The consultant has learned that the Needs Assessment and Evaluation Committee was asked to make evaluative statements in order to facilitate the decision-making process of Planning Council members. There is a need to balance the desire to lessen the workload of Planning Council members with the ethical obligation to make decisions on the basis of unbiased information. It is important that Planning Council members have assess to needs assessment data independent of the judgments offered by Needs Assessment and Evaluation Committee.


�As was pointed out during the September 20th (2006) meeting, a possible explanation that could ‘explain away’ the gap is the following. Providers and PLWHA may believe that the Planning Council will certainly fund medical services, so they ‘prioritize’ other service areas that they think might be neglected in the process. While there is no data to back up this intuition, the intuition is fairly reasonable, especially given the current reauthorization requirement to set aside funding for core medical services. 


�This separation of priorization and allocations processes needs to be communicated clearly to Planning Council members. The false belief that the highest ranked service area in the prioritization process ‘gets the most money’ (and those lower down get increasingly less money) could have a serious distortive effect on priority-setting decisions. 
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