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Slide 2: Rehabilitation Research and Training Center (RRTC) on Community Integration for Persons With Traumatic Brain Injury 

5-year grant funded in November 2003

Center of Excellence for research and training in community integration of persons with TBI

6 research projects and 8 training/demonstration projects 

Slide 3: RRTC on Community Integration for  Persons With Traumatic Brain Injury

Co-Principal Investigators: 

Angelle M. Sander, PhD.

Margaret A. Struchen, PhD.

Director of Training: Karen Hart, PhD.

Medical Co-Investigator: Sunil Kothari, M.D. 

Consumer Advisor: Jason Ferguson

Slide 4: RRTC on Community Integration for  Persons With Traumatic Brain Injury

Research Assistants: 

Monique Mills, B.S.

Diana Kurtz, B.A.

Post-Doctoral Fellows:

Lynne Davis, PhD.

Allison Clark, PhD.

Gina Evans, PhD.

Slide 5: Mission of RRTC on Community Integration

That all those affected by TBI, including traditionally underserved populations, have access to information, resources, and services that maximize participation in their communities and that treating professionals have the necessary information to meet the needs of persons with TBI.

Slide 6: Mission of RRTC on Community Integration

That all areas of community integration, including traditionally underemphasized areas such as friendship, intimacy, and creative expression, be addressed.

That attitudinal barriers to community integration of persons with TBI be reduced.

Slide 7: Mission of RRTC on Community Integration

That new types of partnerships, such as those with the larger disability community, be established in order to empower persons with TBI to have a voice in creating community services and networks to facilitate maximal community participation. 

Slide 8: Underserved Populations

Lower socioeconomic status

Ethnic/racial minorities

Rural populations

Sexual Orientation

Slide 9: Current Projects

Clinical Trials: 

Effectiveness of Brief Intervention for Reducing Substance Use after TBI

Training Family Members as Paraprofessionals: Use of Distance Learning as a Training Tool for Families in Rural Areas

Increasing Social Networking Opportunities following TBI

Slide 10: Current Projects

Survey/Assessment Studies

Ethnic Diversity in Acceptance of Disability, Community Integration Needs, Barriers and Supports

Understanding Factors that Contribute to Decreased Social Integration following TBI

Exploring Intimacy after TBI

Slide 11: Overview of General Cultural Competency Issues in Research 

Gina Evans, PhD.

Post-Doctoral Fellow

Baylor College of Medicine 

Slide 12: Why Study Diversity? 

According to the 2000 US Census, approximately one third of US citizens are non-European Americans. It is projected that by 2050, 50.1% of the total population will be non-Hispanic white Americans; 24.4% will be Hispanic Americans; 14.6% will be African Americans; and 8% will be Asian Americans. 

Minorities have disproportionately high rates of disability in comparison to Whites with African and Hispanic Americans over represented in all disability categories, including TBI.

Slide 13: Need for Minority-Focused Research

Our values, beliefs, and behaviors are influenced by our cultural heritage. 

Understanding how culture influences behaviors is essential to developing better treatment and outcomes for minorities with disabilities.

Research should be conducted using culturally competent research staff and activities.

Research can be used to develop culturally sensitive treatments to improve positive outcomes in all persons. 

Slide 14: What is Cultural Competency?

There is a myriad of definitions of cultural competency with many of the definitions being developed by mental health researchers.

One of the most commonly cited definitions includes “ a set of congruent behaviors, attitudes, and policies that come together in a system, agency or amongst professionals and enables that system, agency or other professionals to work effectively in cross-cultural situations.”

Slide 15: What is Cultural Competency?

Much of the cultural competency literature focuses on possessing cultural knowledge and having an awareness and understanding of cultural differences.

It also encompasses an ongoing commitment or institutionalization of appropriate practices and policies for diverse populations. 

Slide 16: Need for Cultural Competency in Research 

The values and beliefs of ethnic minority study participants may differ considerably from that of the researchers.

Without knowing how to effectively cope with such difference, researchers may unintentionally act in a discriminatory manner toward the ethnically different study participants. 

Researchers should attempt to integrate cultural competency into their training, research design, and recruitment and retention efforts to decrease the chances of unethical and discriminatory practices.

Slide 17: Need for Cultural Competency Training

Researchers and staff members should increase the level of cultural awareness, knowledge, and skills by attending cultural competency workshops and training sessions.

Variability in cultural beliefs and practices occur both between and within cultures.

These sessions should be attended by both majority and minority group members.

Slide 18: Need for Cultural Competency Training

Trainings can be a separate occurrence or a regular occurring activity.

Training can also occur through informal methods such as discussions with others of different ethnic groups, scholarly reading, and web casts such as this one.

Slide 19: Cultural Competency in Research Design

Many researchers design studies based on their primary study hypothesis, study focus (e.g., TBI, stroke, spinal cord injury) and outcome variables.

Rarely are participant demographic and cultural factors considered during the planning and design stages.

Slide 20: Cultural Competency in Research Design

Studies should be designed in a culturally inclusive and appropriate manner.

Collect data from public access treatment centers.

Use culturally appropriate intervention materials.

Choose assessment instruments that included minorities in the development and validation process. 

Slide 21: Cultural Competency in Research Design

Culturally inclusive recruitment and retention procedures: 

Hiring of multicultural and bilingual research staff

Use of translators and interpreters when necessary

Community-based recruitment approaches (e.g., speaking with church and community leaders)

Provide study incentives that may be more beneficial to underserved minorities (e.g., grocery gift cards; additional health screening services).

Slide 22: Cultural Competency in Research Design

Create a welcoming and culturally friendly environment.

Treat all participants with respect and compassion. 

Incorporate family and friends into the recruitment process.

Slide 23: Addressing Health Disparities

The movement toward integrating cultural competency in clinical care has gained national attention. Since research informs practice, it is also time for cultural competency to be infused into rehabilitation research practices. This infusion can lead to a decrease in disability rates and an increase in health status among ethnic minority populations.

Slide 24: Issues of Informed Consent, Recruitment and Retention of Minorities in TBI Research

Allison Clark, PhD.

Post-Doctoral Fellow

Baylor College of Medicine

Slide 25: Informed Consent

Ethnically diverse, bilingual research staff

Initial contact in hospital 

Timing of contact

Flexibility

Time: days, evenings, weekends

Location: home visit, office visit 

Slide 26: Factors That May Affect Willingness to Consent 

Suspiciousness

“Why me?”

Concern that they may be taken advantage of, or targeted in some way

Residency status

Legal concerns

Slide 27: Factors That May Affect Willingness to Consent 

Language of consent form 

7th grade level

Concept of randomization

“Study medications”

“I didn’t have a brain injury”

“I’m fine now”

Financial stress necessitating early return to work 

Slide 28: Factors That May Facilitate Consent

Family involvement

Patients often refer research staff to a family member 

Family decision vs. individual decision

Provide opportunity to ask questions after going over each individual section of consent form.

Potential benefits

Highlight how information may help others in the future.

Highlight how some people find it helpful to talk about their situation.

Collaborative process; not just a “guinea pig”

Slide 29: Factors That May Facilitate Consent 

Flexibility of research staff

Time: days, evenings, weekends

Location: home visit, research office, doctor’s office

Inside, Outside

Minimizes transportation, childcare issues

Bilingual, ethnically diverse research staff

May improve comfort of potential study participants

Eliminate translator issues

Slide 30: Factors That May Facilitate Consent  

Allot extra time to answer questions, repeat/rephrase information, and to discuss project with both patient and family

Certificate of Confidentiality: substance abuse intervention study

Slide 31: Factors That May Affect Consent in Hispanic Persons   

Importance of respect

Reluctance to say “no” to professionals because do not want to be perceived as disrespectful

Need for awareness and sensitivity in situations where Hispanics may be placed in a position to disagree with or reject professional’s request

Emphasize voluntary aspect.

Collaborative approach: patients, families, healthcare professionals working together

Slide 32: Factors That May Affect Consent in Hispanic Persons

Uncomfortable accepting payment for participation

Lack of eligibility for financial assistance forcing early return to work

Role of the family

Slide 33: Rapport Building

Review available chart information regarding injury

injury severity; mechanism of injury; fatalities; other injuries (e.g., amputation; SCI; sensory impairment); level of consciousness

Initial contact in hospital

Timing of contact

Slide 34: Rapport Building

Discussion of project also opportunity for patients and family members to tell their stories

Establish a relationship

Questions convey personal interest in how they are doing

Provide education about brain injury and recovery, and information about community resources

Research staff: a “contact person” who can direct patient and family toward services 

Slide 35: Rapport Building

Assistance with Resources and Services

Harris County Gold Card

Referrals to DARS, local support groups

Translation at bedside for brief interactions if staff readily available; however, do not translate consent for procedures  

Provide important phone numbers

Relationships with Neurosurgery and PM&R physicians facilitate appointments 

Slide 36: Retention of Study Participants

Unstable living situations 

Obtain assent to contact family/friends and gather as much contact information as possible for multiple family members/friends during informed consent process, including phone numbers and addresses

Once a patient is formally consented, the patient and/or family are contacted every 6 to 8 weeks 

Each time a contact is made, re-verify accuracy of contact information

Slide 37: Retention of Study Participants

Flexibility of research staff regarding follow-up assessments

Time: days, evenings, weekends

Location: home visit, research office 

Expectations

Timing of next contact

What will happen

Questionnaires; Interview

Telephone or schedule in-person visit

Payment 

Slide 38: A Randomized Clinical Trial of An Intervention for Persons With 
Mild TBI

Margaret A. Struchen, PhD.

Assistant Professor

Baylor College of Medicine/Harris County Hospital District 

Co-Director, Brain Injury Research Center

Memorial Hermann|TIRR

Slide 39: Purpose and Study Aims

Initial study: 

Risk factor study for poor outcomes after mild TBI

Conduct 2 RCTs to evaluate effectiveness of behavioral interventions to reduce poor outcomes following mild TBI

Uncomplicated Mild TBI

Complicated Mild TBI

Intervention trials in an ethnically and socioeconomically diverse population

Slide 40: Why Important?

Most rehabilitation interventions tested with persons of higher SES, primarily Caucasian samples

Do findings translate?

Are the types of interventions utilized well-received by varying cultural groups?

Can services be designed that are low-cost and potentially feasible for delivery to those with limited resources?

Evaluation of intensity of services within injury severity categories adds to literature

Slide 41: Study Design – Recruitment

Harris County Hospital District

Time sampling for Emergency Department admissions 

Assent/Consent in ED

Collaboration/Inservice with Trauma Team

Research Assistants

Ethnically diverse

Bilingual (English, Spanish)

Slide 42: Recruitment – Lessons Learned

Assent/Consent:

Assent preferred in setting, time to deliberate for consent

Discuss with family, if present

Extra time with reviewing consent form secondary to reading level issues, comfort level

Collaboration:

Communication with trauma team increased identification of potential participants, comfort level with researchers

Rapport-building:

Key importance

“Patient advocate” role

Information and support

Translation for Spanish speakers

Slide 43: Study Design - Assessments

Pre-Injury Information

Pre-Injury Education, Health, Mental Health, Legal History

Planned at recruitment in ED

Baseline Evaluation (2 weeks post-injury)

Post-concussive symptoms, neuropsychological functioning, pre-injury emotional functioning, stressors, coping mechanisms, resources

Follow-Up Evaluation (3 months post-baseline)

Post-concussive symptoms, functional and emotional outcomes

Slide 44: Additional Information

Race/Ethnicity from list

Self-identified race/ethnicity

Practice of religion

Primary language fluency

Reading comprehension level

Slide 45: Assessment – Lessons Learned

Previous experience with population – home evaluations will be preferred

Flexibility of scheduling

Rapport building: researchers often experience being “hosted” by family

Challenges to measurement validity – noise, interruptions, privacy concerns

Constructs to be measured

Concepts may or may not be familiar, may or may not be as valued

“Psychological mindedness” may be related to higher education, higher income groups

Reading level/Language fluency

Alter administration

Provide visual cues for responses

Time to administer

Sensitivity to pride issues related to reading and/or language fluency

Slide 46: Study Design - Intervention

Uncomplicated Mild TBI Trial

Standard of Care

Single-Session Psychoeducational Intervention

Complicated Mild TBI Trial

Standard of Care

Single-Session Psychoeducational Intervention

Treatment Program

Slide 47: Intervention – Lessons Learned

Home-based vs. clinic-based

Does setting matter? 

Comfort level?

Face validity of intervention – “talk therapy” vs. “medical” intervention

Length/intensity of treatment

Varies by cultural background?

Interest in services conflicting with daily stressors

Needs hierarchy

Slide 48: Population Sampled (N=299)

Race/Ethnicity:

White (15.9%)

Black (24.7%)

Hispanic/Latino (57.6%)

Asian (1.4%)

Other (0.3%)

Household Income Level: <20K (40%)

Education:

8th grade or less (27%)

9-11 years (21.7%)

High school graduate or greater (48.2%)

Slide 49: Additional Information

Self-Identified Race/Ethnicity

Variety of labels

Country specific  - (Mexicanos, Honduran, Ethiopian-American, etc.)

Mixed race/ethnicity specifiers – (Irish-Spanish, China Hispana, Irish-Indian, etc.)

Unique labels – (Human, Buddhist Caucasian, Cajun from Louisiana, New School Soul Brother, etc.)

Reading Level (based on W-J Reading Comprehension scores)

6th grade or less (45.6%)

Slide 50: Measuring Community Integration Outcomes in 
Culturally Diverse Populations 

Angelle M. Sander, PhD.

Assistant Professor
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Slide 51: Cultural Diversity Issues in Measurement of Outcomes 

What to measure?- More or less emphasis may be placed on certain outcomes for different groups; emphasis on valued activities 

Familiarity/comfort with certain concepts (e.g., “community integration”)

Normative data not representative of population

Slide 52: Cultural Diversity Issues in Measurement of Outcomes

Translation of existing measures into different languages- not as simple as it appears 

Impact of belief systems on responses (e.g., unwilling to admit to psychological distress; unwilling to admit feelings of burden; distrust of medical professionals)

Slide 53: Community Integration Measure (McColl, 1998)

A subjective measure of community integration, from the consumer’s perspective

Respond on a 5-point scale regarding agreement with statements about community integration (e.g., “I feel like part of this community, like I belong here.”; “I can be independent in this community.”)

Slide 54: Community Integration Measure

Questionnaire was developed based on responses from a focus group of 18 persons with TBI in Ontario; race was not described in the article.

Validation described in a sample of 41  persons with moderate to severe TBI; race was not described.

Principal components analysis showed 2 factors: Belonging and Independent Participation.

Slide 55: RRTC Study on Ethnic Diversity in Community Integration Needs 

Consecutive TBI admissions at a County Level I Trauma Center; primarily African American and Hispanic 

6 months after injury, participants are administered the Community Integration Measure, preceded by the open-ended questions: 

“How would you define your community or what is your community?” 

“Do you feel like you belong in your community?”

What things make you feel like you belong?”

What things get in the way of you feeling like you belong?”

Slide 56: What is Community?

Overwhelming difficulty understanding what is meant by community/conceptualizing community

Immediate vicinity where you live- neighborhood

No one specific area- defined by people- could include others not in neighborhood or fellow church members

Where you spend the most time

Group of people who take care of each other 

Where you grew up- even when you leave 

Family  

Slide 57: What things make you feel like you belong in your community?

People saying hi/acknowledging them

Knowing people

Safety issues 

Financial issues (owning a home vs. renting; class differences)

Being able to participate/be involved in community activities 

Slide 58: Implications  

Many of our ideas about community integration are based on being able to participate in activities. For many people, community is more about an overall sense of belonging created by people caring and acknowledging them. 

With low income and/or minority populations, environmental conditions related to safety may play a greater role than the injury in determining participation. 

Slide 59: Objective Measures of Community Integration 

Community Integration Questionnaire (Willer et al., 1993, 1994)

Home Competency/Home Integration

Social Integration 

Productive Activity

Items developed by expert panel

Validation on a sample of 231 persons with TBI; race not described, but 44% had attended or graduated from college

Normative sample were persons who visited a health booth at a county fair in upstate New York 

Slide 60: Objective Measures of Community Integration

Craig Handicap Reporting and Assessment Technique - Short Form (CHART-SF) (Craig Hospital Research Department, 1999)

Physical Independence  

Cognitive Independence

Mobility

Occupation (includes household activities and well-developed hobbies)

Social Integration

Economic Self-Sufficiency

Slide 61: CHART-SF

Originally developed to assess community integration in persons with spinal cord injury, but has been validated for persons with TBI

Items were constructed to assess ability to fulfill roles “typically expected of able-bodied members of their society.” 

Slide 62: CHART-SF

For scoring, weights were assigned to items within domains, according to an estimate of the relative value placed on different methods of fulfilling roles (e.g., occupation subscale)

Race of participants in validation sample not documented in CHART-SF manual or in original CHART publication

Slide 63: Perceived Community Integration Needs 

Productive activities and social activities from the CIQ and CHART-SF were listed and participants were asked to indicate their relative importance (Not Important, Somewhat Important, Very Important)

Slide 64: Demographics of Participants 

All were admitted to a county Level I trauma Center with a diagnosis of TBI

21 White, 57 Black, 56 Hispanic

28% born outside of United States

21% primarily Spanish speaking 

31% less than $20,000 per year income 

47% less than $30,000

28% unemployed prior to injury 

Years education: Mean=11; SD=3.1

Slide 65: Comparisons By Race/Ethnicity 

Hispanics lower education relative to Blacks and Whites 

Hispanics more likely to be born  outside United States

No difference in income 

Slide 66: Percentage Rating Activities As Very Important 

Working in a job for pay- 81.3%

Attending school or technical training- 65.7%

Parenting- 79.1%

Housekeeping- 68.7%

Food Preparation- 70.9%

Gardening- 29.1%

Home Repairs- 55.2%

Slide 67: Percentage Rating Activities As Very Important

Home Improvement- 55.2%

Playing Sports- 40.3%

Exercising- 70.1%

Playing games- 23.9%

Watching television- 26.1%

Listening to music- 41%

Having a romantic relationship- 55.2%

Slide 68: Percentage Rating Activities As Very Important

Socializing with your relatives- 70.9%

Socializing with friends- 47%

Meeting new people- 38.1%

Socializing with business associated- 47%

Socializing with organizational associates (church, civic club, etc.)- 43.3%

Slide 69: Perceived Community Integration Needs By Race/Ethnicity 

Cooking/food preparation more important for Blacks and Hispanics

Socializing with friends rated as more important by Whites 

Listening to music rated as more important by Whites

Blacks and Hispanics rated school as more important 

Slide 70: Perceived Community Integration Needs By Race/Ethnicity

Trend for Blacks and Hispanics to rate home improvement as more important

Trend for Blacks and Hispanics to rate housekeeping as more important 

Trend for Blacks and Hispanics to rate parenting as more important 

Slide 71: Perceived Community Integration Needs By Whether Born In U.S.

Music and games rated as more important by U.S. born

Gardening rated as more important by non-U.S. born 

Slide 72: Conclusions 

Culturally sensitive outcome measures should be developed using focus groups of persons from different racial/ethnic backgrounds and speaking different languages. 

Measures should capture outcomes and values that are important for persons from different cultures (e.g., dancing) and scoring should be rated accordingly.

Slide 73: Conclusions

Normative data should be collected, and should be provided for different levels of education, income, and country of origin.

Slide 74: Inclusion of Minorities in Traumatic Brain Injury Rehabilitation and Outcomes Research: Special Issues 

Contact Information: 

Angelle M. Sander, PhD.

Assistant Professor

asander@bcm.tmc.edu

http://www.tbicommunity.org/

713-666-9550 or 800-734-8590

Copyright 2007, Baylor College of Medicine

Webcast Presented by the NCDDR and the NIDRR-Funded Rehabilitation Research and Training Center on Community Integration for Persons With Traumatic Brain Injury

August 22, 2007

