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What is Cognitive Rehabilitation?

Each year, thousands of people experience problems with cognition- attention, memory, language, and action initiation- as a result of stroke or traumatic brain injury (TBI). Cognitive rehabilitation is designed to help improve these impairments and restore as much function and independence as possible.  Cognitive rehabilitation research is an important part of the recovery process as new treatments are developed. However, without clinical trials there is very little proof of the effectiveness of these treatments. 

About the Research Network

Moss Rehabilitation Research Institute (MRRI) was awarded a grant by the National Center for Medical Rehabilitation Research to enhance the impact of the successful regional network it established for cognitive rehabilitation research in February 2000. The Neuro-Cognitive Rehabilitation Research Network (NCRRN) is a joint effort between Moss Rehabilitation Research Institute and the University of Pennsylvania. 

This brochure will provide information about participation in cognitive rehabilitation clinical trials and answer common questions about making a decision whether to participate.

We hope to make it easier for potential research volunteers, in the Jefferson Health system and elsewhere, to learn about ongoing research opportunities that may benefit them or others, and to insure that no interested patient is lost to follow-up.

The Neuro-Cognitive Research Network (NCRRN)

The goal of NCRRN is to enhance the quality, efficiency and level of cognitive rehabilitation nationally by:

· analyzing the most promising advances in cognitive rehabilitation research, 

· communicating this information to researchers who are actively developing treatments; and 

· building collaborative bridges among scientists in allied fields. 

The NCRRN also maintains a Patient Registry of individuals recovering from stroke or TBI who have specified an interest in participating in research. 

Joining the  NCRRN Patient Registry

As an inpatient or outpatient, you may be contacted by a Research Recruiter and asked to join the Patient Registry. The Registry is a database of patients who want to be kept aware of studies for which they qualify.  In the Patient Registry, you are identified by a patient number. Along with your number, there will be information about your diagnosis, rehabilitation course, and social information, such as age and occupation. However, your name and other identifying information will be kept confidential from all but key Network and Registry staff. 

Participation in Specific Clinical Trials

Once enrolled in the Patient Registry, the Registry Coordinator’s office may contact you about a study for which you qualify and ask if you are interested in participating.  If you are interested, the coordinator will arrange for you to speak to the study team to learn more. You are under no obligation to participate in a study. You can say no at any time; it will not affect your medical care or rehabilitation program.  
Frequently Asked Questions

What is a clinical trial?

Clinical trials are studies conducted by research teams of healthcare professionals to find out whether promising treatments really work. Clinical trials conducted by NCRRN test the effectiveness of treatments of cognitive impairments that are caused by stroke or TBI.

Who is eligible to participate in the NCRRN Patient Registry?

People eligible to participate in the Patient Registry include those age 16 years or older who have sustained a stroke or TBI.  Those with co-existing psychiatric or other neurological conditions may not be eligible to participate.
Who is eligible to participate in a particular clinical trial?

Members of the Patient registry are only invited to participate when they meet the specific eligibility requirements of each study. For this reason, some registry participants may be called to participate in several clinical trials, whereas other participants may never be called.

Why should I participate in a clinical trial?
Potential benefits include treatment by leading clinical researchers, access to therapeutic interventions not widely available, continuation of therapy after your insurance benefits have been exhausted, close monitoring of your health status, and the potential for improved quality of life. You can also help improve treatments that are given to future patients.

How do patients participate in a clinical trial?

If you are enrolled in the Patient Registry and you meet the eligibility criteria for a particular trial, the Registry Coordinator’s office will call you to discuss the study and obtain your permission to have a member of the research team contact you. Then a member of the research team will meet with you and your family to describe the clinical trial and obtain your consent to participate. The informed consent process provides you with more detailed information including: what treatments are involved, time commitments, risks and benefits, and how confidentiality will be insured.  Remember as a member of the Patient Registry, you are under no obligation to participate at any time. Only you can decide if a clinical trial is the appropriate choice for you.

How is confidentiality insured?

Many steps are taken to safeguard confidentiality. Access to the Patient Registry is restricted to researchers of projects that are approved by oversight committees and that are conducted under the direction of NCRRN. If you would like additional information about the Patient Registry or NCRRN, please contact Adelyn Brecher, the Database Coordinator, at (215) 456-9985 or Myrna F. Schwartz, PhD, the Director of the Patient Registry project, at (215) 456-5921. 

