Medical Rehabilitation Research (a subset of Health and Wellness) – Strategic Brainstorm
[bookmark: _GoBack]
1. Relationship Between Government Wide Strategic Plan and the NIH Rehabilitation Research Plan 
a. The sections of the comprehensive government wide strategic plan should be consistent with the Research Plan on Rehabilitation developed by NIH and the Blue Ribbon Panel on Medical Rehabilitation Research at the NIH.
2. Definition of rehabilitation research 
a. There is a need for a definition of rehabilitation research. The definition should be consistent with the definition proposed by the NIH Blue Ribbon Panel: “The study of mechanisms and interventions that prevent, improve, restore, or replace lost, underdeveloped or deteriorating function where ‘function’ is defined at the level of impairment, activity, and participation according to the WHO-ICF Model.”
3. Health and Functioning
a. It was suggested that the working group name of “Health and Wellness” be changed to include “Function,” as this is an important aspect that should be highlighted when looking at overall health and rehabilitation. 
b. We need to look at functional fitness of people with disabilities as they age, as they work, and seek to remain employed, etc. 
c. Research is needed on health promotion interventions that are culturally and disability sensitive, and address motivational factors to enhance self-efficacy and self-determination to improve outcomes in self-management behaviors.
d. Focus on the system of care. Examine how to use the post-acute model beyond just acute inpatient rehabilitation, and how to tie in various reimbursement systems in the healthcare model in order to improve outcomes and reduce cost.
4. Capacity-building 
a. There needs to be a greater acceptance of rehabilitation as a key component of health care. Rehabilitation is just as important as preventing injury and treating illness. There should be greater recognition of rehabilitation as a scientific field and the need to support research in this field of science. 
b. An important issue is how to prepare rehabilitation scientists to obtain funding for research. Rehabilitation is a field of science in which the resources available are insufficient to support young investigators to go into the field.
5. Methodological Approaches
a. There was concern that sufficient funds will never be available to support needed clinical trials or evidence-based research that will demonstrate efficacy. The strategic plan should include ways to increase clinical trials and recognize other available research to ensure that people are in the right settings and receiving the right quality and quantity of care that they need. For example, there is an urgent need for building research networks so that multi-state clinical research can be conducted. Funding is needed to establish these networks and support multi-site rehabilitation trials. 
b. Implementation science is also another new emerging field, and professionals are needed who have the skills to address the science, answer the questions, and move rehabilitation sciences forward. For instance, a practice-based approach could substitute for the lack of randomized controlled trials in medical rehabilitation. 
c. Recognizing the practice-based evidence approach as a viable approach for determining efficacy would be a major contribution to the field. Internal pressure within government promotes evidence-based practice by funding research with evidence, rather than “exploratory” or “observational” information.
d. Model systems need to be addressed, as well as issues regarding sustainability legitimacy of research. 
e. Appropriate peer review across all federal agencies for rehabilitation-specific research is needed. 
f. Practice-based evidence approach, rather than the evidence-based practice approach.  
6. Translational Science 
a. Determining effectiveness, and the translation of research to delivery of services, is a major issue in the area of rehabilitation and rehabilitation science. 
b. Evidence-based medicine and evidence-based practice is an important issue to consider. People will not be able to access care unless there is an evidence-base to demonstrate its value. While there is a growing evidence base in rehabilitation, there is still a lack of sufficient, high quality evidence. 
c. An overarching issue is translating the research into clinical practice, so that the research being done by different agencies around rehabilitation, health, and function, actually translate into clinical care settings.
d. The importance of research utilizing patient-reported data to validate clinician-and-investigator-reported data and to ensure a focus on patient-centered research and care, should be emphasized. 
7. Collaboration 
a. The strategic plan should consider other initiatives within the federal government.
b. NIH is in the process of developing their strategic plan for rehabilitation science, and there might be opportunity for the ICDR to formally participate in their strategic planning process and upcoming conference.
c. With the plan, it was suggested that buy in from Centers for Medicare and Medicaid Services (CMS) would be needed in order to get insurance companies to agree.
d. It was suggested that international comparisons might be needed. There may be international studies with data that can be used in the US.
e. Research efforts should, to the extent possible, align with the conceptual framework of and make use of the terminology within the WHO International Classification of Functioning.
8. Economics
a. There is a need to demonstrate how rehabilitation saves the government money in the long run. 
b. There needs to be a cross-walk between trials and economics.
c. Length of stay in medical rehabilitation is a significant limitation for that should be examined. Not only are some people being barred from rehabilitation, but also others are being discharged too soon, therefore they are not receiving adequate care and rehabilitation that will ultimately help improve their functioning. This is not based on scientific metrics/research, but is done just to save money. This increases the significance of their disability as well as burden on families.
d. Research is needed to demonstrate the efficacy of longer treatments that increase functionality. Longer periods of rehabilitation decreases cost, supervision, and likelihood that patients will end up back in hospital systems/post-acute care or their health will deteriorate.
e. Regarding length of stay - caps on therapy visits are financially driven. Money is going nowhere if the patient must stop rehabilitation before becoming functional. 
9. Access to Care/Reimbursement 
a. There is need to provide clinically relevant information for practitioners who find it difficult to receive reimbursement and justify their prescriptions of care with evidence-based practice. 
b. There is need to understand how rehabilitation interventions and technologies effect functional performance, activity, and participation, particularly for people with multiple chronic conditions. With increased funding for these interventions, scale up is possible for those interventions that provide the greatest value.
c. There is a need to examine and understand the importance of access to the full continuum of rehabilitation care and how this access contributes to the overall “value of rehabilitation.”
d. Protracted studies are needed to examine the impact of rehabilitation on function, not just the impact of rehabilitation interventions. Studying the populations with multiple chronic conditions related to function, and how rehabilitation can affect the functioning and participation of those individuals. The Oncology Care Model from the Centers for Medicare and Medicaid Services (CMS) is an example.
10. Specific Research Topics
a. Neuropharmacology and neurological rehabilitation and how it may impede or help recovery in various conditions.
b. New medical interventions (i.e., stem-cell techniques, etc.). 
c. Alterations, body function, physiology and understanding the relationships of chronic conditions and diseases. 
d. Aging, sex, and genetic variability associated with diseases and conditions and how they translate to disabilities.
e. Clinical research related to patient outcomes, effectiveness and utilization of orthotics and prostheses.
f. Cognitive prostheses for people with brain injury, etc.
g. Case management that helps patients and families navigate their care.
h. Risk factors for complications and conditions that people with disabilities experience.
i. Telehealth modalities for improving function, patient monitoring wellness, healthcare access, and complication prevention.
j. Long-term consequences of disability, and the impact of poverty and the social determinants of health. Some of the complications that patients encounter are related to unemployment and/or poverty levels.
11. Other 
a. The Disability and Research Rehabilitation Coalition (DRRC) submitted a draft document that outlined challenges, guiding themes, general and substantive priorities (attached). It also includes recommendations for continuous improvement with progress and benchmarks. One of the major things the DRRC is hearing from its members is the Importance of outcome measures, methodologies, and the distinction between rehabilitation other aspects of health care. It is also important to consider the concept of how you do research – what kind of methodology you use (what’s appropriate, what’s not) and how it translates into guidelines and the delivery of healthcare.
b. The ICDR should not be too prescriptive in methodology throughout this process. There are many themes that can apply across disabilities. The “how” is important and needs to be said, but the themes are very important to consider. Themes include: 
i. Considering the continuum: from the onset of disease or disability through life
ii. Fostering health and function
iii. Participation 
c. Another theme suggested was “self-management.” As resources are added to the systems, the committee should also consider resources needed for the people who will be using them.
d. There was a meeting in August 2015 with the aim to set the national agenda for research, practice, and policy for people with intellectual and developmental disabilities. As a result, there have been articles, briefs, book, etc. that outline the state of science in terms of health disparities and other issues facing people with IDD, as well as goals and suggested research. Information can be found here: https://aaidd.org/news-policy/policy/national-goals-2015#.Vw_hBjHxq4F.
 
