Draft Person Centered User Story (Submitted by ACL team)
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Ruth and her daughter Amy create an eLTSS plan with the help of Joan, a Person Centered Planning Facilitator.  The plan includes Ruth’s goals, preferences, daily plan and her formal and informal support system that help Ruth live in the community. 
One morning Ruth wakes up with a fever and asks Barbara (Ruth’s home care assistant) to contact Ruth’s Primary Care Physician (PCP) Dr. Smith to schedule an appointment for later that morning. Barbara accesses Ruth’s eLTSS plan and notes the change in Ruth’s health status and schedules transportation services for Ruth to get to the doctor’s office. Changes made by Barbara to Ruth’s eLTSS plan within Barbara’s information system are reflected in Ruth’s PHR system. Barbara and Ruth review Ruth’s goals, preferences and daily schedule in the eLTSS Plan and come up with strategies to accommodate the changes to Ruth’s preferred routine, which includes Barbara notifying Amy of the Doctor appointment and rescheduling Ruth’s daily call with Amy from the morning to the afternoon). Depending on the specific PHR or mobile information system and the alert preferences designated by Amy, a notification that Ruth’s eLTSS plan has been updated is sent to Amy electronically.
During Ruth’s appointment, Dr. Smith performs an exam and prescribes new medication.   Depending on the PCP’s EHR, Dr. Smith is alerted that Ruth has an eLTSS Plan. Dr. Smith reviews with Ruth relevant eLTSS plan components and recommends that while Ruth is recovering from her illness at home, she consider additional assistance with meal preparation and medication management. Ruth agrees with Dr. Smith’s recommendation and asks Dr. Smith to share this information with Amy  (how will this change be communicated? Who is responsible for entering new medications into eLTSS plan? Who is responsible for reconciling medications that already exist in eLTSS plan?). 
During Ruth’s daily call with Amy, Ruth says she would prefer assistance with meal preparation and medication administration from her existing home care assistant Barbara. Amy contacts John, Ruth’s care manager from her managed care organization.  John review’s Ruth’s eLTSS plan (with Dr. Smith’s recommended service increase) and gets approval for Barbara to help with additional tasks. In preparation for the next visit, Barbara accesses Ruth’s eLTSS plan to review the list of new medications , connects with Ruth about meal preferences (which Barbara enters into the eLTSS plan), and checks with Ruth’s granddaughter  (whom Ruth lives with) to verify that the meal ingredients will be available.
Discussion/Comments: 
Comment from David Tao:  Since we have not yet defined the data content of an eLTSS plan which brings into question about who is responsible for any new medications in the eLTSS plan and who is reconciling them. We may need to state this as an assumption or pre-condition because there is currently a lot of talk about the longitudinal care plans that providers contribute to. Talk regarding longitudinal patient centered care plans for eLTSS.  Would the eLTSS plan need the data/information from this working care plan?  Example of reconciled medications—would that be shared with the eLTSS plan? I think we need to be explicit eventually about relationships between this plan and longitudinal care plans. 
Comment by Linda Costal:  Where does HIPAA fit into this? Are you going to get the patient’s permission before other individuals (family members, providers, etc.) can see their records? 
Comment by Dan Timmel:  Participants in HCBS who want everyone involved in their care to know what their strengths/preferences and needs are and others who said they did not want (for instance transporters, et al.) knowing what they want.  Disparity in opinions.
Question/Comment by Caroline Ryan:  Is there a reason why the patient themselves (like Ruth) could determine who sees what information? The underpinning to this is that Ruth is in control-she is the driver of her personal information. The assumption is that the individual can determine permissions for who sees what information.
Comment by Kelly Wilson:  In CO (one of the test states) that are working on developing a PHR and they’re discussing (with developers) how to create a system that allows for those types of permissions and how it can be incorporated for individuals/clients and providers to more easily use it.
Comment by Rachel Rusnak:  CT (test state) is in the process of writing RFP for their PHR. They have come up with two potential avenues: 1) The beneficiary would have their own login to PHR, but others (such as the care manager/family member/provider) may have their own login that would allow limited access to information (as determined by the patient) OR 2) exporting certain pieces of the PHR to be shared with others by the individual (no one would have access—the information would be sent out specifically by the individual).
Comment by Mallesh Murugesan: Discussed role-based access to PHRs where you create both the family as caregivers/supporters and the patient determines who can see what information from an electronic standpoint.  
Question by Iona Thraen: regarding the differentiation between eLTSS plan and LCC care plan (what is the difference between the plans that have just been created?). Response by Evelyn:  the PHR is the system the individual will have access to.  The eLTSS plan will be rendered as a portion of the PHR. We will also take into account what components of each will be shared between the two types of plans (eLTSS glossary). 

Draft Beneficiary User Story (Submitted by CT team)
As a result of a stroke, the Beneficiary is on a State acquired brain injury waiver and currently resides in a nursing home. The Beneficiary is working with a transition coordinator to move back home. The Beneficiary’s long term goals are to return to work, to garden in the summer, and to prepare her own meals. 
Upon her return home, the Beneficiary will receive 10 hours per week of Independent Living Skills training, 15 hours per week of Recovery Assistance training, Cognitive Behavioral Therapy, Physical Therapy, Occupational Therapy, a Personal Care Assistant, and a medication dispenser (which a visiting nurse pre-pours once a week).  She takes 3 prescription medications for high blood pressure. She is overwhelmed by the number of support staff she will encounter and the details of her follow up care. She is concerned about her ability to schedule these services, understand each person’s involvement in her care, and how she will manage so many new contacts. 
Two weeks before discharge, the Beneficiary meets with her Transition Coordinator for training on using a personal health record (PHR). The goal of this training is for the Beneficiary to understand the services she will receive, how each person will help her, and how her eLTSS plan will play a role.  She learns that her eLTSS plan, which was created in the nursing home contains all the pertinent contact information for her new providers and services. This information is also sent to her PHR. From her PHR, she is able to review the details of her eLTSS plan, and track and schedule her visits and appointments with her medical and non-medical providers. The Beneficiary also learns that her eLTSS record will ensure that all of her providers have the latest updates on her eLTSS plan and relevant details about her care plan and the services she is receiving. Additionally, the plan can be accessed and updated by her care team via the State HIE portal, resulting in accurate and up to date information.  If desired, she can receive notifications about these updates. The Beneficiary’s Care Manager will ensure that all records and information within her eLTSS plan are up to date, services are authorized for billing purposes, and services are changed based upon her specific preferences. She also learns that her Care Manager, her providers, and a designated contact, if she chooses, will be automatically notified if she is hospitalized, and when she is discharged, to avoid any service disruptions.   The Beneficiary feels confident and empowered that she will be able to play a role in managing her own care. 
Two weeks later, the Beneficiary is discharged from the nursing home and returns home. Her eLTSS plan has been updated; it now contains information on her nursing home visit, as well as all the details of her Care Plan, as she discussed and signed off on with her Care Manager. She actively uses her PHR to schedule her services, and she always knows when to expect a member of her care team. One week after discharge, the Beneficiary is expecting her occupational therapist at 9:30am, as 10am draws near she is concerned. She consults her eLTSS plan, via her PHR, and locates the contact number for her occupational therapist. She gives him a call, and finds that he is stuck in traffic. With her schedule of services handy, the Beneficiary is easily able to reschedule for that afternoon. 
Discussion/Comments: 
Comment by Scott Brown:  Both stories contain an assumption that the person who is the beneficiary can be an active participant in the eLTSS plan.  This is not always going to be true. Both plans are missing the people who are going to be making the decisions on behalf of the beneficiary. The plan needs to include decision makers and health care agents who can advocate on behalf of the plan beneficiary.  What happens when the individual can no longer communicate with their caregivers?
[bookmark: _GoBack]Comment by John Derr:  It looks like the nursing homes are going to have to produce an eLTSS plan that’s in harmony with LTPAC. We should not only do an EHR/CCD/C-CDA, but we should also have a secondary plan-some way that we harmonize all the plans- We should not be producing multiple plans from each care setting. 
Question by Carolyn- in CT (we are keeping the eLTSS plan as a community-based plan), what is the plan for LTPAC settings that are institutional?
Response by Rachel Rusnak: We are not envisioning that the nursing home will put together this plan-  CT is envisioning that the nursing home would receive the eLTSS plan as part of the transition of the individual (in this scenario), but they have not yet determined who creates/composes that plan. 
Comment by John Derr:  Assumption should be that there would be a transitions of care plan that comes not only from the nursing home but also home care or the LTPAC group at some point along the line. 
Comment by Linda Costal:  In PA, we have an agent that does the enrolling and they put together the initial plan (this is not the person providing the initial services). The eLTSS plan will be/should be created by a neutral party who is not incentivized for doing so.  It should be someone called a Transition Coordinator, who writes the plan.  Then it would go to the state that covers the hours to approve this plan.
Question from Terry O’Malley:  Is there an alternative to using a standardized vocabulary?
Response by Evelyn Gallego: Eventually, we want to determine if there are data elements that we want to collect in community based settings that are similar to those in a clinical setting and the intent is to harmonize or use those same vocabularies.  If they’re different we need to look at other candidate standards or vocabularies. We will include in the assumptions section, that before we get to a plan we will go through the approval and authorization process that may or may not happen in a nursing home but it has to be designated by someone authorized to put together those documents. The assessments from the states will generate these plans.  
Response by Lisa Nelson: (In response to Terry O’Malley’s question about standardized vocabulary)-  We’ve referenced the health story work here.  Advanced care planning (That patient’s do for themselves) needs to be a part of this.  We cannot forget the importance of narrative in these communications.  One of the approaches is to be able to standardize the questions being asked so that the answers can be more narrative and aligned on the same question being asked, whether machine readable or human readable.  There should be a standard set of codes for the questions being asked.
Comment by Iona Thraen:  The plan authorship may not be the same as the plan steward—there has to be provenance in where these plans come from and where they go.  Think of it in terms of extractions and who are the authors, who are the stewards, what is the provenance involved in the overall structure.
Comment by Mary Lou Bourne:  Need more user stories to cover the breadth of what happens and people’s ability to contribute/not contribute and be reliant on others is a big issue.  The extent of what needs to be included in the plans needs to be in direct ratio to the degree of formalized support available or needed.  Need to think about what, exactly, is being approved—is it the process (funding requirements, etc.) or the content (the individual person’s wants/needs)?  Who is responsible for seeing that the process gets followed according to the transition rules?
Comment by Linda Costal:  The person creating the plan cannot be a provider—it’s imperative that it’s someone outside the provider system.  That way there is accountability for the financial part of it.  It needs to be conflict-free.
Comment by Susan Campbell:  Similar concern with how ACOs will work.  The individual should understand how this interacts with the health benefits available and expect certain things when they speak with their provider.
Comment by Linda Costal:  There will be limits to financial support—there has to be a way to bring this back to financial accountability.  It will have to go back to the state and either approve or not approve what you’re expecting.
Question by Evelyn Gallego: What is the approval process for the eLTSS plan? 
Response by Jen Burnett:  There’s not a single answer for the approval process.  It’s state by state.  Some have independent brokers who assess and ensure reasonable services.  Others have different processes.  
· Assumptions: 
· We have a defined e-LTSS standard that is generated by a state-defined system
· Providers e-LTSS updates will be pulled directly from their EHRs where applicable
· Updates to the e-LTSS plan will be made using Direct messaging, HL7 Standard 
· The e-LTSS record will contain critical elements needed for the person’s plan, each provider will have a more detailed and in depth view  of their services and interactions within their own record 
· Desired Features:
· Every time the e-LTSS plan is updated a notification should be pushed to Susan and each provider
· Auto updates should go to the Care Manager for providers from whom there have been no updates from in a determined period of time (90 days?) 
· Auto notifications should go to needed providers when Susan in hospitalized and discharged
· Care Manager will be auto notified  upon 2 failed service attempts by providers 
· Other needed auto alerts should be implemented based on determined parameters 
· Contact info on each provider should be included in the plan
· Gaps Identified: 
· How will the providers update the e-LTSS record to be most useful to all providers (be current and complete)? 
· Who will own & host the plan? 
· Who will update changes and reconcile the plan? 
· If the person doesn’t have a Care/Case Manager who will maintain the plan?
· Connecticut anticipates each individual will have a Care Manager, and that updates could occur via the state’s Connect System. Is there a general plan for this? 
· Privacy laws around individuals with substance abuse and mental health histories – 42 CFR pt. 2 


Draft eLTSS Data Sharing Among Multiple Service Providers User Story (Submitted by David Tao)
Assumptions:
· All individuals are eligible for Medicare/Medicaid services or services are being paid for by private payers
An 82-year old widowed female suffers from Type-2 Diabetes, hypertension, shortness of breath, and mild dementia. Her long-term memory is good, but she is often forgetful of things like bills and doctor’s instructions. While she still can perform most activities of daily living, she is challenged to take her meds properly and no longer drives, so she lives in an Assisted Living Facility.  The family, with the individual’s cooperation, works with a Case Manager to maintain the individual’s eLTSS plan.  The family explains to the individual that the eLTSS plan will help them track what she wants and how she is doing on an ongoing basis so that if anything changes they can address the issue immediately.  It will also help the children keep track of her schedules (meals, medications, training and therapy sessions, healthcare visits, transportation, etc.) and coordinate with service providers.  The individual feels more confident that she will have help and be cared for, even in the absence of her children or if she has forgotten what her provider’s instructions were.
The individual’s two children actively participate in her care but are not engaged 24/7, so they have arranged for the assisted living facility to provide medication assistance services.  Medication assistants observe and record the individual’s medication and supplement dosages throughout each day and electronically share a weekly report with her endocrinologist.  This week the med assistant has noticed a change in the individual’s appetite and a significant difference in glucose levels, so they send an additional report to her endocrinologist noting those status changes.  
The individual is also on a supervised water walking regimen in the assisted living facility’s fitness center for her diabetes-related foot problems.  A trainer logs the individual’s blood pressure, activity levels and functional status and electronically communicates any changes to the individual’s PCP and podiatrist.  Recently during training sessions the individual’s blood pressure has changed substantially from her normal levels and she is struggling to execute many of the water walking activities she had been consistently able to perform in the past weeks, so the trainer notifies the PCP of the change in her functional status and blood pressure.
Because there are frequent visits to providers and therapists, which are difficult for the individual to remember, arrangements have been made with the Case Manager and County Transport Services to manage the routine scheduling of rides to and from her PCP, endocrinologist, eye doctor, podiatrist, and occupational therapy.  However, because the endocrinologist and PCP have both requested to see the individual in their respective offices due to the changes in her status, a transport coordinator at the assisted living facility contacts the County Transport Service for out-of-cycle services.  County Transport Services updates the eLTSS plan, which in turn alerts the individual, her family and the Case Manager that the individual is being transported to her PCP and endocrinologist for evaluations.  
The individual’s family members are not always available to accompany her to her provider appointments, so they have made arrangements with a certified home health agency to accompany the individual to provider visits in their absence.  The party who accompanies the individual (whether a family member or a certified home health agency representative) to her provider visit records the visit in the eLTSS plan.
The clinical providers who have delivered services transmit service records (notes, status updates/changes, schedule updates/changes, etc.) into the individual’s PHR that can then be viewed and accessed by authorized parties.  The individual’s children access the provider reports in her PHR and communicate their concerns and any changes in the individual’s preferences by updating the eLTSS plan. The Case Manager is notified electronically of updates made by the family or other parties.


Draft Payer User Story - Eligibility Determination and eLTSS Plan Approval (Submitted by Nancy Thaler)
Following the admission of their adult son with developmental disabilities to a hospital, it is determined by the parents and their hospital-based Care Team that a Service Plan will be required at discharge to manage the various services needed by the son and his parents at home. The hospital discharge planner/Case Manager meets with the son and parents and with their consent completes and submits the eligibility determination forms electronically to the Payer system for LTSS. Once the application for enrollment is approved by the Payer system, the State LTSS Payer Agency assigns a Support Coordinator who then meets with the son and the parents and captures the son’s and parent’s needs and preferences electronically (e.g. parents want to be kept up-to-date about their son’s status and services their son will receive in the home, they want to talk to other parents in similar situations (peer-support) and they want to receive counseling) to develop the person-centered plan within the Case Manager’s Information System. The Supports Coordinator generates the service plan within the Case Manager’s Information System and submits it electronically to the LTSS Payer Agency for final approval. Once approved by the Payer Agency, the Service Plan is updated in the Case Manager’s Information System.  The electronic Service Plan approval message triggers a message to the Parent’s PHR. 
The Service Plan exchange message is received into the Parent’s Personal Health Record (PHR) application. Depending on the specific PHR or mobile information system, the parent may receive a notification to access their PHR as there is new information available. The parent accesses the PHR to review their son’s Service Plan. The parent may respond to prior or new Service Providers with questions, proposed modifications or confirmation. The Parent may select any section of the Service Plan to update. For example, the parent may enter new observations or treatments for their child. 
Discussion/Comments:
Question by Evelyn Gallego: Could you walk through the Payer Scenario? (approval –at the state level and authorization process)
Response by Nancy: This scenario does not represent all state payers experience. Some long term care in some states is an entitlement and in some states they are not. It represents the experience of someone who has not been enrolled (in the hospital with the family) and the hospital will need support in the community. The first step is making applications so that eligibility can be determined. Once eligibility is determined, then the next step may be applications for service, then the state has to prioritize or determine if that applicant will be the one enrolled in service. Once enrolled, then the support coordinator is specifically assigned to work with a person in the family (they help develop a plan). This requires the state to approve the plan/authorize the service. This can then be a vehicle that the state uses for the authorization of a payment.  
Payer –eLTSS Plan Monitoring (Submitted by Nancy Thaler)
As administrators of LTSS programs, state Medicaid agencies must make a number of assurances to the Federal government regarding the health and welfare of LTSS participants and the quality of services. The state Medicaid agency must conduct surveillance to assure that needs are assessed, plans are written to meet those needs, monitoring is conducted to assure that services are being delivered and that the person is healthy and safe, and abuse and neglect are reported and resolved.
The states conduct scheduled periodic random sample reviews of individual records to evaluate whether assurances are being met. The eLTSS record (to include the eLTSS plan) is the fundamental tool used to meet those federal assurances. The following user scenario presents the monitoring activities of the eLTSS plan following the approval and authorization of services by the State Medicaid Agency. 
The Support Coordinator conducts a monitoring visit with the Beneficiary in the Beneficiary home to verify services identified in the eLTSS plan are being delivered and that they are meeting the person’s needs. The Support Coordinator reviews the Beneficiary’s eLTSS plan electronically and enters monitoring notes into the plan within the Support Coordinator’s Information System. The updated eLTSS plan is then submitted electronically to the State Medicaid agency for review.
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~ Ruth’s One Page Description   (at home) ~    

What is Important to  Ruth      Living with granddaughter  and grandson - in - law      Being warm and feeling  safe with caregivers      Having “a little pour”   before bed   (rum and tea)      Being a part of  whatev er   is going on at home ~ being  in the middle of it!      Sweets during  the day!  

What People Like and Admire  about Ruth        Such a “grandmother”      A true lady      Has the gift of gab ~ can hold a  conversation with anyone!      Always dressed so nice ~ everything  always match es, right   down to socks   and earrings      Very liberal thinker for her age  

Supports Ruth Needs to be Happy, Healthy and Safe        Needs people to ask  frequently   if she is warm enough and help her put on  sweater /sweatshirt   if she is not   (she’ll be cold when you’re  not)      Must have assistance with her medications   ~ knows them by color but you  need to dole them out and keep track of times      Needs assistance   with bathing and dressing ~ will   tell you what clothes  she wants to wear for the day/event      When bathing, no water on   face ~ she will wash with cloth      Must talk with daughter 2 - 3 times a week on the phone ~ will need you to  dial for her      Must see her doctor right away if she has cough, fever or is “off  balance”   ~ indications of systemic infection that will grow quickly!    

People Who Support her Best      Like to chit chat      Are timely and stay busy      Polite and mannerly      Have a witty and dry sense of humor      Can be reassuring and help Ruth feel  safe  


