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I. OVERVIEW

MediCaring has its conceptual origins in the striking dysfunctions of the current health care system concerning persons with eventually fatal chronic disease. MediCaring is the term we use for the idea that the care system could (1) find the patients who are living the end of life with serious and complex illness, (2) tailor services to their priorities, and (3) pay providers in a way that encourages quality care at a price that is tolerable to the community.  The MediCaring projects are a series of research investigations aimed at learning how to do this.

Most persons afflicted with serious chronic illness rely on Medicare payment, but neither Medicare’s fee-for-service nor its capitated risk approach allows providers to make a living if they tailor care to fit this population.  Priorities for these patients include correct medical treatment (especially prescription drugs), effective and prompt symptom prevention and management, comprehensive care, advance planning to handle exacerbations, customizing care to patient and family preferences and capabilities, protecting families from unreasonable emotional or financial burdens and generally living well within the constraints of serious illness.   The services that are necessary to achieve these ends are not reimbursed well (if at all) in fee-for-service Medicare.  In contrast, hospital-based treatments to rescue patients from episodes of worsened status are well compensated.  Capitated care could avoid that disincentive, but, without effective risk adjustment, capitated care faces the risk of adverse selection.  Essentially, a reputation for good care of the very sick could bring many more such patients to that organization, each of which loses money.  That concern precludes having most managed care organizations tailor care to fit this population.  

In addition, the traditions of health care simply have not attended to the care of the chronically ill.  Until recently, it was uncommon to survive with serious illness for any substantial period of time.  People either died or improved.  Now, however, serious chronic illness averages more than a few years of the end of life for Americans.   For example, more than one in five Medicare beneficiaries die from chronic heart or lung failure, and many of them have multiple hospitalizations and extensive high cost care in the years before death.  A few small innovative programs and randomized trials have already shown that better care is possible, but widespread adoption of those improved strategies is impossible unless Medicare payments allow better care to be financially sustainable.  Medicare reform needs the guidance of reliable data, which are exceedingly rare. The science base of health care is just beginning to attend to the issues this raises, and the policy traditions are quite inappropriate to this new situation.  

The Center to Improve Care of the Dying (CICD) RAND, is a unique, interdisciplinary team of professionals engaged in research, advocacy, and educational activities designed to improve care of persons with disabling and eventually fatal illnesses.  The Center’s activities focus on enabling  reform of the care system through research and education.  Specificially, CICD aims to improve the understanding of current practice and care outcomes; the measurement of quality indicators and the development of accountability standards; the education of practitioners, managers, and the public; the improvement of service through innovation and evaluation; and the improvement of quality care in local programs.  Based on our work, and that of others, it appears that four main “trajectories” are useful in characterizing the end of life:  (1) cancer, (2) organ system failure, mostly heart and lung, (3) dementia, and (4) multifactorial frailty associated with old age. 

CICD has taken a role in helping established hospice and cancer organizations address improvements in end of life care for patients dying with cancer (the first trajectory).  However, for dementia and frailty (the third and fourth trajectories), improvement confronts some intractable problems, including complex funding sources (e.g., Medicare and Medicaid, private wealth, etc.), that make these conditions less encouraging as a first step in reforming service delivery and payment systems.  Heart and lung failure (the second trajectory), however, offers an attractive target for improvement.  The costs are high, are mostly borne in Medicare, and often arise from obviously inappropriate services.  CICD has been working mainly to establish the knowledge base needed to improve routine care for those dying with advanced heart and lung disease.  

MediCaring.  The MediCaring model of care envisions a comprehensive and coordinated set of health care services that blends the best of palliative care with the best of medical and disease management, tailored to the needs of the seriously chronically ill.  With heart and lung failure, for example, the goals of the working clinical programs tend to be:  1) to prevent exacerbations and enhance function through good disease, medical, and symptom management and patient/family education in self-management and 2) to improve quality of life through practical, emotional, and spiritual support from serious onset of disease through to death for patients with advanced congestive heart failure (CHF) and chronic obstructive pulmonary disease (COPD) in the last phase of life (2-3 years).  

MediCaring programs often rely on an interdisciplinary "Core Team," usually consisting of an advanced practice nurse or physician, a care manager, social worker/counselor, rehabilitation therapists, specialist physicians, pharmacists, clergy and others available as needed. The team is managed/directed by a nurse or physician who provides and coordinates care for program patients.  The primary care physician may be a specialist (Cardiologist or Pulmonologist), a generalist, or an advanced practice nurse.  Instead of the usual “either-or” approach which makes only "aggressive” or "supportive care” services available, these programs look for creative and useful combinations and provide all of them at home (or long term care facility) and in hospitals.  These strategies usually replace traditional "rescue" care, provided by emergency medical services and hospitals, with community-based continuity care.  This often best serves the patients. In addition, it most commonly reflects responsible stewardship of resources in the care system. MediCaring also incorporates earlier and on-going discussion of advance care planning, including use of ventilators, hospitals, and resuscitation. This yields less anxiety and fear, as well as more informed and appropriate treatment choices and decision making.  

Unlike usual hospice practice, however, no treatment (e.g., intensive care, cardiopulmonary resuscitation) will be barred, and thus patients will not have to explicitly give up access to life-sustaining measures.  MediCaring should thus not take on the "toxicity" of the hospice label, which many people resist, in part, because it shuns treatment and is a strong marker for imminent death.  In addition, in contrast to hospice, MediCaring entry criteria will explicitly recognize that chronic illnesses generally do not have a final, relatively distinct "dying" phase.  Rather, patients will be eligible for MediCaring programs by severity of illness and disability, and we are working to identify administratively practical and culturally appropriate thresholds. These guidelines will enable the MediCaring population to be much broader than that covered under the traditional hospice program. 

MediCaring Promises.  The guiding vision of MediCaring is to help health care providers be able to make, and deliver, the following promises to every affected patient, from the onset of a serious stage of the illness through to death:

· That the patient and family will be offered the best of medical treatment, aiming to prevent exacerbations and improve function and survival. 
For example, programs might implement evidence-based, protocol driven medication regimens, and might ensure that every patient has had a good initial evaluation, watching for more remediable components of illness.


· That the patient will never have to endure overwhelming pain, shortness of breath, or other symptoms.

For example, programs might have trained patients and family members in how to treat early signs of exacerbations and might place medications in the home for prompt use.

· That the patient’s care will be continuous, comprehensive, and coordinated.
For example, programs might ensure that each patient has a team member responsible for each patient’s care management, that an established system ensures continuity across time and delivery sites.



· That the patient and family will be prepared for everything that is likely to happen in the course of the illness.

For example, programs could provide classroom, in-home, and office visit education about how to manage symptoms day-to-day and in crisis, when and how to seek help from the program, and to know what to expect as the illness worsens.


· That patient and family wishes will be sought and respected, and fulfilled whenever possible.

For example, patient and family  values and preferences regarding care could be elicited and incorporated into the goals of care, including considerations of financial resources, spiritual beliefs and cultural diversity.  Programs might implement advance care planning including guidelines for regular advance care plan development and review, tailored to the patient and families’ level of readiness and cultural expectations.

· That all health care providers will do all they can to see that the patient and family have the opportunity to make the best of every day, and to support the family after the patient’s death.

For example, programs might establish protocols or guidelines for the regular assessment, treatment, monitoring and follow-up of psycho-social and/or spiritual needs, either through the direct delivery of, or the referral to, psycho-social/spiritual counseling and support services.  Programs might also celebrate the stories of patients and families finding their ways to live fully in the shadow of serious illness, both within the program and with the larger community.

The MediCaring program seeks to accomplish these goals for heart and lung failure without increasing average costs.  The potential cost reductions from MediCaring will arise mainly from the diminishing use of acute care interventions that can be prevented through aggressive preemptive community-based care or by honoring the decisions to forgo hospitalization made by patients and families.  The programs now in place are funded through current reimbursement arrangements (e.g. per diem in hospice, per beneficiary per month in Medicare managed care, global budgeting within the VA systems, "carve out" contracts for special providers, etc.).

The Quality Improvement Collaborative on Improving End-of-Life Care for Patients with Advanced Congestive Heart Failure (CHF) and Chronic Obstructive Pulmonary Disease (COPD).  In January, 1999, MediCaring was field tested in thirty-four healthcare organizations across the country (including Veterans Administration medical centers, integrated hospital systems/managed care organizations, hospices, and integrated long-term care providers) in order to learn what good care of these patients could be.  The format for the field test was a Breakthrough Series Collaborative, held in conjunction with the Institute for Healthcare Improvement and jointly sponsored by the Department of Veterans Affairs.  The organizations used rapid cycle quality improvement techniques to design, implement, and test innovative delivery of end-of-life care for advanced chronic illness focused on improving patient care at the end of life.  This endeavor has helped us to characterize the population served, the services most needed, and the best provider teams.  

Some Key Observations from the Advanced CHF/COPD Collaborative:

· Most programs that implemented comprehensive services showed substantial reductions in troublesome exacerbations,

· Surprisingly few patients needed aggressive dyspnea treatment near death (2/120),

· Most patients had multiple illnesses (about 20% had cancer, >50% diabetes),

· Excellent programs need reliable performance in:

1. Continuity – 24 hour on-call, coherent plans across time/settings

2. Correct medical treatment

3. Self-care education, emergency medication in the home

4. Advance care planning (especially CPR, hospital, and ventilator)

5. Bereavement support after the patient’s death.

Advanced CHF/COPD Cross-Sectional Project.  A descriptive evaluation of this piloting of MediCaring is being conducted through a cross-sectional descriptive project over the next four months (November, 1999 to May, 2000) to measure the performance of good teams in 12 of the highest achieving Collaborative sites.  The aims of the data collection include characterizing the populations served (by age, co-morbidities, severity of illness, etc.), describing clinical team performance (e.g., medication prescribing, advance care planning, on-call reliability, etc.), and assessing key outcomes (include satisfaction, utilization, location at death, etc.).  While this project will not provide direct comparison with “usual care,” it will provide initial benchmarks of performance of programs providing “better than average” care.  It will also yield initial estimates of variability, which will allow more precise design for future research.  In addition, it will describe organizational context, structure, and process measures (e.g., how teams organized, staffed, recruited patients, and solved care problems).  

Data collection included a 1-day site visit at participating sites by CICD to collect administrative, program, and process data through structured and semi-structured interviews and mail survey questionnaires; telephone interviews to collect patient and family outcome data are being conducted after each site visit has been made (up to 30 patients and their caregivers were selected for a telephone interview to collect utilization, satisfaction, and quality of life information); an after-death interview of a random sample of caregivers in the 12 sites that experienced a death while in the program; and record review of a maximum of 30 patients who participated in the program and for patients who died while in the program to obtain clinical and administrative information.  

Descriptive statistics will be used to characterize the data collected, including median and interquartiles for continuous variables and frequencies for categorical variables.  In addition, frequencies will also be used to estimate the rates of missing information or incomplete interviews for each variable from the interviews and chart reviews to estimate a rate that may be encountered in the MediCaring Longitudinal Program Evaluation project.

MediCaring Longitudinal Program Evaluation Project.  Starting in September, 2000, a more rigorous study of the merits of a MediCaring model of care will be initiated in four hospices across the country.  The goals of the two year program evaluation of MediCaring are to 1) measure and compare patient outcomes between an intervention group (MediCaring) and a group receiving usual care (comparison group) and 2) describe the process of care in both patient groups as it relates to good disease management and palliative care.  Sample size is 75 Treatment subjects and their caregivers and 75 comparison subjects per site.  At a minimum, enrollment criteria include:  COPD with continuous oxygen (PO 2 <55 at rest) or CHF with ejection fraction of <30% or severe diastolic dysfunction on an imaging study, and one hospitalization or ER visit within the last year.  Patients will be disenrolled if they move away from the care system, die, or obtain a heart or lung transplant.  Patients on waiting lists for transplants will be eligible.  However, because of the ethical issues involved in refusing eligible patients potentially beneficial treatment and the practical problems of any effort to contain the spread of improvement, sites will be encouraged to enroll more patients in the MediCaring program than the minimum sample size.

Data collection will include patient intake and medical record review conducted on site by local personnel hired and trained by CICD.  Personnel hired at RAND for follow-up, after death, and closeout interviews will conduct telephone interviews.  Interviews include:  

· Patient and caregiver Intake interview (on site interview)

· Patient and caregiver telephone interviews every three months thereafter for up to 18 months (telephone follow-up interview)

· After death/disenrollment/close-out interview with caregiver or program staff (telephone interview)

· Program structure and process data collection through program and administrative personnel interviews collected during a site visit 

· Patient retrospective chart review of previous 12 months utilization experience prior to enrollment or eligibility for comparison group participation and prospective patient chart review at 6 month intervals throughout project.

Data Analysis. We anticipate three analytic groups: the intervention group, the contemporaneous comparison group in usual care; and historical by all study patients.  Additional analyses will include endpoints (symptoms, function, lifespan, etc.), to additional comparison groups (historic utilization by intervention and "usual care" comparison groups), and comparisons by site and by time period. 

Potential additional MediCaring Projects:

A Randomized Clinical Trial of MediCaring.  Various key persons in the Veterans Administration’s HSR&D programs have been quite encouraging of implementing a formal randomized clinical trial among VA medical centers testing a MediCaring model.  About two dozen medical centers would be paired in which one of each pair would implement a strong MediCaring program. We are working with established VA investigators on the development of the formal proposal. The learning from the Advanced CHF/COPD Collaborative and from the Cross-Sectional data collection will shape the design of the study.  If funded, this project potentially could be underway at the VAMC sites by Fall 2000.

MediCaring for Dementia and for other conditions beyond CHF and COPD.  The idea of MediCaring is obviously applicable to any population that is quite sick with an eventually fatal illness.  We are consulting with clinical and research teams focused upon dementia, aiming to learn to provide comprehensive and appropriate care with tailored financing and regulation for that population.  The same approach might work as well for the very old and frail (e.g., in PACE programs), and for cancer patients who can not be served by hospice.  We are continuing to work with diverse providers and researchers to pursue this avenue of MediCaring development.

For more information, please contact Anne Wilkinson, Ph. D., Director of Research, Center to Improve Care of the Dying AT RAND, at (202) 467-2222 or by e-mail at awilkinson@medicaring.org.

RECOMMENDED PROGRAM COMPONENTS FOR A MEDICARING PROGRAM

1. MEDICAL AND SYMPTOM MANAGEMENT

· Standard protocols for CHF/COPD medical management

· Care managed by a “team” (minimally a physician and a nurse)

· “Team” treats all/most of patient conditions within program

· Protocols for system management of crises, including dyspnea

· Protocols/guidelines for non-crisis symptom management

· Documentation of regular symptom assessment

· Documentation of plan of care, including regular updates and review

· Medical equipment provided by program (when necessary)

2. COORDINATION OF CARE AND CONTINUITY OF CARE ACROSS THE CONTINUUM

· Each patient has a team member accountable/responsible for care management

· System to evaluate/assess and treat patient across time/sites

· System to document patient clinical course/interventions/changes in patient care plan

· 24 hr. response system in place for crises/non-crises patient calls

· system in place for access to medical record for 24 hr./other providers

· EMS/911 protocol in place

· Patient care plan with mutual problems defini8tional and goal setting; plans for problem solving

· System for transfer of information among providers across sites of care

· System for referral to other community resources

· System for care plan development and review

3. 24/7 RESPONSE SYSTEM FOR CRISIS MANAGEMENT 

· 24/7 response system in place for crises/non-crises patient calls; sick patient gets Team on phone or in person

· Team management of crises, including dyspnea and pain

· Non-crisis symptom management by Team

· Emergency medications in the home for early treatment of exacerbations and complications


· Access to medical record for 24 hr.

· Guidelines in place covering what Team would do under different circumstances (e.g., advance plans)

· Follow-up after patient/family contact to 24/7 system

4. PATIENT/FAMILY EDUCATION AND SUPPORT FOR SELF-MANAGEMENT

· Protocol/guidelines for patient/caregiver education
· Education sessions provided on group and/or individual basis; attendence & delivery of education are documented
· Guidelines for follow-up to ensure adherence/understanding
· Printed materials provided to patients/caregivers
· Use of patient diaries/notebooks/calendars for self-management
· Equipment provided to patients (scales for weight, tape measures, etc.) when needed
· Documentation in patient record of participation in education
5. ADVANCE CARE PLANNING

· System or guidelines in place for advance care plan development/review
· Documentation of ACP discussion/decisions in patient record
· Standardized place in patient record for ACP
· Guidelines for plans for emergencies for symptom management
· Patient exacerbations used as trials for care; review of choices
· Printed materials on ACP provided to patients/caregivers
· Documentation of EOL plans (e.g., DNR/CPR, etc.)
· System in place to share ACP across delivery sites
6. PATIENT/CAREGIVER SUPPORT

· Protocol/guidelines for assessment/treatment of psychosocial and/or spiritual needs

· Protocol/guidelines for referral and monitoring/follow-up of patient/caregiver to psychosocial/spiritual counseling/support

· Documentation of monitoring patient/caregiver status after referral to outside resources

· Provision/referral to patient/caregiver support groups

· Protocol/guidelines for family bereavement support and follow-up
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