Towards a Hospice Palliative Care Minimum Data Set
Results From Workshop
Participants Included: Palliative Care and Other Health Care Clinicians, Administrators, Policy Analysts, Health Informaticians, IT/IS Professionals, and Researchers.
(Original notes taken during de-briefing at Workshop sessions by Naomi Mensink, Workshop Facilitator.) Notes in italics are transcribed from the flip chart notes created by participants during the workshop. The raw data was circulated to workshop participants for verification. Data analysis was completed by Heather Jewers, Co-principal Investigator and circulated to workshop participants for verification.
Responses to Questions 1, 2, 4, and 5 have been organized into themes.  The responses related to each theme are noted below the themes for each question. Responses to question 3 are categorized as “opportunities” and “challenges” in keeping with the nature of the question. 
Question 1.

What implications does the concept of “patient-centered palliative care” have for the way in which information is shared and managed?
Three themes emerged from the comments and discussions related to this question. The themes are:  Keeping the Focus on the Issues of the Patient/family; Facilitating Effective Communication; and Addressing Legal, Ethical and Administrative Issues.
Themes and Related Data
Theme – Keeping the Focus on the Issues of the Patient/family

Related Data:

· Families have access to information – especially if family is remote
· Need to be able to describe issues and characteristics of patients

· Language/age-specific resources for coping/readyness
· Preferred “person” rather than “patient” centered

· IS&M needs to facilitate team work with patient and family as part of the team – as capable/desired
· Information that is shared has be geared towards the patient and family unit with whom it will be shared

· Need to facilitate teamwork: patient and family as part of the team – balance of access and privacy; take into account different family structures (dysfunctional, distributed)

· Different family structures: dispersed/dysfunctional/large
· Allow patients options
· RE the Antigonish movement for health. This could be “Antigonish too/two”. A whole new way to empower people by the way adult education is done.
Theme- Facilitating Effective Communication 

Related Data

· Effective sharing and management of information is now the cornerstone of the palliative care process – effective communication

· The right information to the right people, in the right form, at the right time – let the person in need determine what is right if it is “person centered”. May want to explore options? “What are the issues that you think are important?” Make sure everyone is familiar with the process – skills base with good science behind it.

· Need for the opportunity for different disciplines to express their information in a way that is genuine to their philosophy and approach.

· Holistic approach to data capture
· As we reach towards e-health systems: Do we save and capture every single narrative? – make sure the essential pieces are captured.

Theme - Addressing Legal, Ethical and Administrative Issues

Related Data

· Paradigm shift in data access – medical legal model, data custodian

· Requires legal and administrative clarification: who owns the data?

· Advocacy/POA
· Right to know and not know – access to what they want to know. What about patients who don’t want to know or for whom it is culturally not acceptable to know?

· Education about rules and processes

· What does the information mean? – need to have rules and process to support the sharing of information among the family, patient and care provider team

· Balance access vs. privacy
· Advanced care planning: what can we do in that process that respects sharing of information

· Issues of what information gets shared with whom (e.g. taking marijuana) – confidentiality of information.

· The process of recording information is a tricky one – need to build in the possibility of change to the data that gets recorded.

· There is always the possibility for future litigation.

· The switch to person-centred brings out a whole new domain: the care provider is also a person. Need to define the words “person” and “care-giver”. There is help there for all of the above.
Question 2.

What importance do the concepts of standards and terminologies have for the nature of a “minimum data set” for palliative care?
Four themes emerged from the analysis of the participant comments and discussion pertaining to this question. The themes included: Enhancing the Potential to Overcome Barriers to Communication and Continuity of Care; Facilitating Problem Solving, Decision Making, and Safety; Consistency v. s. Patient-centered Care; and The Impact of Technological Tools on Patients/Families/Providers Relationships: Benefit or Barrier? The themes are listed below along with the associated data.
Themes and Related Data
Theme- Enhancing the Potential to Overcome Barriers to Communication and Continuity of Care
Related Data

· Ability to do cross-jurisdictional data-sharing and analysis

· Common ground for sharing data leads to shared understanding
· Improved interoperability
· Supports interdisciplinary care ,consistency and continuity
· Facilitates communication - clarity
· System linkages
· Integrated

· Distributed

· accessible

· Comparability and share-ability

· Adoption of a common terminology for Canada may increase the likelihood that vendors will work with that terminology 

· Sets vendor direction
Theme- Facilitating Problem Solving, Decision Making, and Safety
Related Data

· Mitigates neglect and gaps in care
· Potentially decrease errors (like the use of checklists in UK)

· Ease of data aggregation
· Build more decision support systems – e.g. adapt alerts to careflow

· Capitalize on power of computing
· Searchable – improves problem solving
· Increased system stability - integrity 

· A positive impact might be that it increases accountability – leverage funding and access

· Alignment with health professionals education
· Education of field
· Health policy – funding models
· Accountability
· Patient centric
Theme - Consistency v. s. Patient-centered Care

Related Data

· If you standardize care you risk cook-book approach and lose the attention to the individual uniqueness

· Cultural sensitivity – can we capture and address these in a standardized setting?

· Can standards and terminologies address the complexities [of patient information]?
· Can they support processes of care?
· Do we risk mislabeling patients due to lack of label on list that fits patient – shoehorning patient into an inappropriate label

· Will this result in stereotyping risk?

Theme- The Impact of Technological Tools on Patients/Families/Providers Relationships: Benefit or Barrier?
Related Data

· Will technology interfere with patient/provider interaction? 

· Patient discomfort with the providers’ attention to the technology

· Possible ways to address

· Could there be a meeting of the patient and provider over the data entry?

· Do some work with the patient/family ahead of time to collect the data so that the interaction with the provider is not focused on the technology and completing the forms?

· The patient/family may find that the technology can provide new ways for patients to deal with social network

· Patient may appreciate that s/he can see what is being recorded. The computer may become part of the patient/provider interaction - allows the patient to feel ownership of the notes.

· Would facilitate discussion between patient, family & provider on data that is already collected
· Allow patient to feel empowered about data
· Design an interactive advanced care unit in the technology – designed with patients –  and then worked through with the patient team and provider team, connected to the advanced care planning process

· The process that gets designed around the system is as important, or more important, than the system itself. In order for this system to be successful, the process must be the focus of attention.

· The process might change as a result of the interaction over the technology

· Messaging among members of the team becomes possible
· Resistance of the providers to using technology

· Will there be resistance to HCP [Health Care Processes?]
· Closure through technology
· Changes in relationships
Question 3

What are the opportunities and challenges to implementing technology and for developing a minimum data set for palliative care?

Opportunities:

· Leveraging existing work

· Current climate is ripe

· Healthcare in need of change

· Aging population
· Technology is ripe
· Bring stakeholders together to reach consensus
Challenges:

· Time/ cost

· No infrastructure

· Legal/privacy

· Technology issues

· Jurisdictional words

· Unintended consequences

· Context for technology not present/ready
· Are clinicians ready to adopt?
Question 4

“What are the data elements that should be part of a minimum data set for hospice/palliative care?”

 Categories and data elements essential for HPC MDS Data identified during the workshop are grouped under the following themes that emerged during analysis of the data: Patient/family-Centred Care; Care Planning; Team Work; Quality of Life; Safety,Ethical/Legal/Administrative; and Continuity of Care. The comments are taken from both the flip charts for each of the three round table groups and the plenary discussions following each group report.  The comments are listed only once but may be pertinent to all or most categories given that the information is interconnected and necessary for comprehensive care.
Given that attention to process in developing the MDS was a common theme during the workshop each comment was also compared to the CHPCA model’s six interconnected steps in the process of providing care. The steps in the process of providing care from the CHPCA model include: 1. Assessment; 2. Information sharing; 3. Decision-making; 4. Care Planning; 5. Care Delivery; and 6. Confirmation. They often overlap and do not need to occur in any specific order.

The comments may have implications for all steps in the process of providing care, but the step that sees to be most pertinent for each comment is indicated by the number in brackets after the particular comment.
Theme - Patient/family-Centred Care
Related Comments
· Focused on a given visit – looked at data elements to capture at each visit (1)
· Did not address the (patient profile) (1)
· “Issues” – provides you with the context of why the visit takes place(1)
· Priorities (patient/family)(1)
· Pointed out areas of family tension that might include patient/family coping with information (2)
· How to pull information that can’t be captured by a check-list form (2)
· Should we add another P – “priorities”? (in addition to “pain, poop, pills, problems” as essential components of an assessment for each visit) (1)
· Pt./Family Characteristics (1)
Theme - Care Planning

Related Comments
· Phase(of the illness?) (1)
· Practical: (4)
- Financial

- Insurance (palliative benefits)

· E advocate (Links to other sources of information and support networks)(2)
· Information on insurance coverage being used gives the provider clues about the reasons for visit (2)
· Social: concept of information therapy – how to function as an advocate and the ability to pull in other resources in the community (4)
· How to note other care providers not on the team, and the members of the family team (5)
· Disease Management, Dx etc (1)

· Assessment - for Ps & rel. symptoms  + practical issues (1)
Theme -Team Work

Related Comments
· Collaborative care model – joint determination (patient, family, provider) of place of care, etc (5)
· Care support team, include family physician, alternate care providers (5)
· Interventions- for referrals and consults (5)
Theme- Quality of Life

Related Comments
· QOL (2)
· Symptom Assessment (1)
· Psycho-social/physical (1)
· “Quality of life” – potential for living how the person would like to live

       Leads to the “goals of care” – and specific interventions (3)
· Trying to conceive of this as a high-level, essential, core record of each visit: What needs to be dealt with at every visit? Each of these individual items can expand out into a whole tree of information. (3)
· Are the high level identifiers (e.g. the four Ps) for the purpose of core recording?(1)
Theme - Safety

Related Comments
· Patient information includes: First Name, Last Name, Date of Birth, Sex, Health Card Number, Previous surnames, Alternate names (to ensure correct person) (2)
· Alt. TX. (2)
· Important for care provider to know if patient is accessing alternative therapies (2)
· Flags: (2)
· Privacy

· Information sharing 

· Family coping

· Patient coping

Theme - Ethical/Legal/Administrative

Related Comments
· Confidentiality (2)
· Hopefully the duration of a visit will be captured automatically (5)
· If all issues are raised at a particular visit, and that is compared to the time taken for the visit, that becomes a reference point for standard visit protocols and times (5)
· Ask: is there any information that you would want NOT to be shared (text field) (2)
· Like the concept of asking re confidentiality e.g. is there tension in the family? (2) Should this be a general question rather than specific to the issue? Could be the specific professional, or the specific issues. [depends on the patient and situation].This is part of the information sharing concept.
· Should every data point have associated meta data? (2)
· EMR allows you to note, and then select and shield, certain information. This was not possible with the paper chart. (2)
· Relationships – family, POA, others, care team and access to resources (4)
· Location (of visit): e.g. home, telephone (5)
· Tried to embed the process of care in the data collection 
Theme - Continuity of Care

Related Comments
· Data Pull Diagnostic tests & results/dates re Lab results, Primary Dx and other Dx, Current medications, Current treatments – surgery & other (needed to access pertinent information that may be housed in other systems for decision–making, and to avoid duplication, and redundancies) (2)
· In disease management (domain from issues log): added parts that include therapies – but could be pulled in from another source ongoing, but for the pilot, this information might be needed for each encounter. (2)
· Confirmation (6)
· Need to identify continuity issues – where other matters come up at the end of the visit. (5)
Question 5. Next Steps – Where do we go from here?

Day 2 Final Discussion on “Develop a Research Agenda and Action Plan to Advance Hospice Palliative Care Data Collection and Service”. 
Themes and related data
Build on existing work

Related data:
· Make linkage between work already done and the results of this work
· Take what has come out of the last two days, put together a prototype of a minimum data set, put it out to the clinical community for feedback. Even do design flow and test it in usability labs. 

· What are clinicians currently collecting, how can that be leveraged?

· Try to make explicit where we have arrived at and see if there are opportunities to move forward other initiatives elsewhere, (not encapsulate this project)

· Home care minimum data set – nothing being put into the database

· Create alignments with other existing projects (mapping among projects)

· Align tools (use examples from outside the industry)

· This weekend has put a new perspective on what is already happening that will be valuable for many disciplines and aspects: policy, education, IT, standards.

Develop consistency and consensus
Related data:

· Clarity, sensitivity and specificity needed in ideas about tools (there is no current consensus on tools and how well each element works). Needs to be researched iteratively (Clinical people share ideas among selves, share with software developers; software developers put it into a tool, clinicians test it in a usability “lab” type of setting, return results to the clinicians and software developers set) Each group can take the prototype and share and use it in their own fields in different ways. 

· Industry partner look at terminologies, standards and … 

· Have some kind of good report – article, etc. that is documented and summarized.

 Collaborate with others

Related data:

· Need to continue to have on-going interdisciplinary, creative exchange to bring the perspectives together at the same time in the same place.

· Might chronicle on a website (like HOBIC) that can then be part of discussions ongoing. Each step: speed bumps, potholes; provides rationale and history for each next step.

· Get the report of this meeting on a web-site – wonderful knowledge exchange, put it out there even before the report is synthesized. 

· Another next step is how can we be effective collaborators
Overarching Themes From the Workshop

In reviewing the discourse from the two day workshop three overarching or interwoven themes became evident. They included: Pay attention to processes; How is an appropriate the minimum data set determined?; and How does palliative care fit within HC system? These themes are listed with the corresponding data below.
1. Pay attention to processes.

(Comments Group 1 question, day 1)

· Effective sharing and management of information is now the cornerstone of the palliative care process – effective communication

· Education about rules and processes
· What does the information mean? – need to have rules and process to support the sharing of information among the family, patient and care provider team

· Advanced care planning: what can we do in that process that respects sharing of information

· The process of recording information is a tricky one – need to build in the possibility of change to the data that gets recorded.
(Comments Group 2 question day 1)

· The process that gets designed around the system is as important, or more important, than the system itself. In order for this system to be successful, the process must be the focus of attention.

· The process might change as a result of the interaction over the technology

· Design an interactive advanced care unit in the technology – designed with patients –  and then worked through with the patient team and provider team, connected to the advanced care planning process

· Can they[standards] support processes of care?
· Will there be resistance to HCP [Health Care Processes?]
  (Comments Group 2, Day 2)

· Tried to embed the process of care in the data collection

· Confirmation: great, interesting to look at key questions that care providers could ask to get at confirmation

· Need to identify continuity issues – where other matters come up at the end of the visit

2. How is an appropriate the minimum data set determined?
(Comments Group 1, day 1)

· As we reach towards e-health systems: Do we save and capture every single narrative? – make sure the essential pieces are captured.

(Comments Group 3, Day 2)
· Focused on a given visit – looked at data elements to capture at each visit

· Hopefully the duration of a visit will be captured automatically

· Issues” – provides you with the context of why the visit takes place

· Ask: is there any information that you would want NOT to be shared

(Comments plenary discussion following Group 3 report Day 2)
· Like the concept of asking re confidentiality e.g. is there tension in the family? Should this be a general question rather than specific to the issue? Could be the specific professional, or the specific issues

· Should every data point have associated meta data?

· Information on insurance coverage being used gives the provider clues about the reasons for visit

(Comments plenary discussion following Group 1 report Day 2)

· Trying to conceive of this as a high-level, essential, core record of each visit: What needs to be dealt with at every visit? Each of these individual items can expand out into a whole tree of information.

· Are the high level identifiers (e.g. the four Ps) for the purpose of core recording?

(Comments plenary discussion following Group 2 report Day 2)

· Started broad and then reduced that to a minimum data set

· Identify issues that need to be collected only once and those that are necessary at each visit.

· Each data element could trigger a deeper information set

· Logistics of the visit would determine how the information is collected – e.g. referrals coming out of assessment – information from assessment feeds information in the referral

· This might be a planning tool for curriculum development, quality improvement, etc

· Noted that there might be implications from the way in which other centres collect data, so that linkages can be made for comparability and learning from each other

· Evidence that there is far greater satisfaction from patients if the various elements of the data are at least brought up at each visit – even when the response to each questions is “oh, fine”

· Tool does not need to require that all check boxes be checked – need to identify the minimum for each visit. The model was designed to look at all possible patient issues – so what does this mean for the minimum: how do you operationalize the model for practical daily use.

· Need to be aware of the form being seen as information over-load or task overload

· Dataset intended to be a dynamic thing: some entry points might trigger further details. Certain questions are not intended to be asked at the beginning of the patient-provider interaction, but are appropriated to be addressed later (e.g. end of life later into the process). 

· Do we reduce the minimum data set to those questions that are asked at any time during the process? Or do we have a set that can change over the course of time.

· Dataset intended to be a dynamic thing: some entry points might trigger further details. Certain questions are not intended to be asked at the beginning of the patient-provider interaction, but are appropriated to be addressed later (e.g. end of life later into the process). 

· Two practical issues – (1) if a field is not entered, does that mean that patient did not have that issue, or was it not assessed during that visit; (2) some of the fields that seem clear on the surface, become much more complicated when dealt with in the course of interaction with the patient. E.g. nutrition: can this mean loss of appetite? Or that some kinds of food can’t be used anymore? Or something else
? 

(General discussion-end of day 2)

· What data elements in current sets are never entered? Do we know why? Are they necessary? (leave them out – don’t re-invent that wheel)

· What about patients in corrections services where the data collection is completely different from that collected on health care organizations?

· Is what we want “what is the information that we want every person to collect in some way during the care interaction (visit)?”

· Two problems: collect information on care (what data? what should the team be doing? how is the assessment tool for a data element agreed on?) and how should palliative care be delivered and reflected in the data?

· Need to prioritize those data subjects/elements that are most critical to care (triage information needs)

· Should we take a look at what is currently being collected see how these elements can be integrated [with the model? Together?]

· Map current against the model and analyze the gaps – only way to grow

· Take both top down and bottom up approach and integrate two

· Current iteration of the data collection tool (issues log) may be too overwhelming for the practitioners in the field. Can’t expect someone to collect more than 10 items during a routine visit to ensure reliability

Iterative approach: research and practice, 

Complementary – enumerate interventions that are possible, what are the data elements that are needed to screen for those interventions. 

Complementary – one district work with this element, another district with another, and then integrate – sharing of lessons learned (which processes are the winners). That is different from: here is the standard that will be in place for the next 10 years.

3. How does palliative care fit within HC system?
· Need a clear definition of when “palliative care” begins: when can someone have access to full end-of-life programs, and when can people choose to participate in a palliative care program on a piece-meal basis and then manage their own care. Goes back to the definition of the program itself – there may be many times when a person wants to manage their own health without being part of a palliative care program. The focus of care shifts over time. The focus of the program needs to be more comprehensive so that even when people don’t want to be seen as dying, that they can access the services related to this. The datasets can be shared in both directions with acute care, community care, long term care or other programs that are accessed over the course of e.g. cancer care.

· The dream is to have a palliative care approach that is independent of a particular program
· New medical sub-specialties related to palliative and end-of-life care have been formed in both the US and Canada. From a medical perspective, palliative consults become possible, and palliative care teams can become part of a consult team. Could be accessible to emergency departments, oncology, ICUs etc
· Some provinces are moving away from the closed program approach. This presents a challenge for how to identify the population that needs palliative care services from a provincial planning perspective. Need to find some kinds of indicators that work as proxies – e.g. “has the physician given less than 6 months of life as a prognosis?” A population-based palliative approach – need to identify the population that needs enhanced service.
· Have to be careful about how we label. If there is good medical care, they are getting palliative care. Don’t we want to measure that?
· The practical challenge to using an upstream approach of not necessarily labeling, is that the palliative aspect disappears from a policy planning perspective.
· The (CHPCA) model says that there have to consult services that are accessible from other parts of the care process. Have to be careful about labeling in terms of the mindset of the patient who now sees him/herself as a person with no hope.
· What about if palliative care becomes an agent for transforming medical care to become more integrative and patient-centered? Use concept of persons living with a life-threatening illness to allow people to access services for the time periods that they need it over the course of their illness.

· From a screening perspective, what would be the minimum data set needed to screen for access to palliative care therapies (enhanced services model)? We could look at the chronic disease management framework.

· Does the label “palliative care approach” affect (negatively?) the way my physician prescribes therapies, including medication?
· A lot of this is tied up in the label of “palliative”: is this what I do as a practitioner, or what will happen to me as a patient?  

· Separate the concept of palliation from that of end-of-life, incorporate it into chronic disease management or general practice. E.g. the self-assessment tool in the Kingston clinic

�This would impact on the type of data required.


� Conclusion: Important to balance need for information with practicality for both pt/provider








