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Access & Integration – Discussion Group Summary
	Case Study 8

Since the start of our Family Navigation study, 221 families have been “eligible” to participate in the study. The study is open to parents who speak English, Spanish, Haitian Creole, Portuguese, Somali, Vietnamese, or Chinese; only 2 families were ineligible because they speak a language not mentioned above. This is a voluntary study, and 60 families have chosen not to participate. Families can decline at any point, including the first point of contact when first told about the study by their medical provider (n=39), or when contacted by the research assistant (n=21). While we do not track reasons for refusals, it is not uncommon for our most vulnerable families to fall into this category. For example, families have told us that they cannot participate in our study because they were:

1) Homeless/Living in a shelter/Being evicting from their home

2) Facing potential deportation

3) Unable to take more time off of work or they would be fired

4) Dealing with another child with more “acute” medical needs

5) Involved in legal custody hearings

6) Not accepting of the diagnosis/not interested in obtaining services

7) Generally overwhelmed/stressed

8) Mistrust in the goals and role of research

How can we improve access and facilitate participation for these vulnerable families and their children? Who should be the most appropriate first point-of-contact to explain the study?


Outline and determine the problem.

· There are barriers with language and health literacy.
· Cultural differences can sometimes be a barrier. 

· Sometimes there can be a distrust of research, authority and systems. 

· Include cultural brokers when creating the study. Work with the community and consumers in developing study and intervention.

· There is family system chaos along with multiple stressors and barriers. 
· Families are over-serviced and getting too much of the same care. There is too much duplication and too many recommendations. 
· When is the right time to reach out after diagnosis?
· The clinicians may not be asking the right questions.
· There may need to be more follow-up on refusals.
· There is unfair access to resources.
· It may be difficult for parents to take time off from work. 
· It’s sometimes hard for families to give 100%.
· People can be distrustful of getting to know new things.
Brainstorm new or existing approaches that could be used to help address this problem. 
· Engaging families and cultural leaders in the research plan and implementation.
· Inform families of benefits and how they are being positively benefited by research such as economic benefits. It may be helpful to provide incentives or to design study so all participants may benefit, even the control group.
· Consider other research models (e.g., qualitative participant vs. RCT) or use a different design (e.g., maybe there’s no longer a 50/50 chance of getting service; the contrast group will eventually get services). For example, in the control group, have them enroll in program for a year – track first six months, provide service and then track the next six months; reverse; track first six months with services and track after services.

· Building a connection/relationship/trust with the family or participant community before the start of the study to encourage acceptance and participation in the study. 
· Provide the option of meeting at a neutral place within their community due to the trust it takes to allow someone into your home. 
· Find an ally to engage potential candidates (e.g., church, community leaders).  Or go to pediatric practices of specific cultural groups that are underrepresented.
· Ask participants what they need to participate in the study. 
· Collect information about the refusals to identify biases and potential barriers.
· Create a diverse advisory committee from the community to work with clinicians.
· Have cultural brokers involved, especially to support the families and help with translation.
· Provide written materials in the person’s first language.

· Engage those who have gone through the process to help those going through the program. Video tape testimonials.
· Consider a waiver (nothing is released) if the family is worried about the risk of custody, etc.

· Include investigators who have cultural competency as it relates to specific cultures.
· Attend a workshop about engaging underrepresented populations in research.
Explore and clarify the problem. Discuss which approaches may be the most feasible and effective for addressing the problem.
· Go to the communities and ask what their needs are.
· Be flexible with research models.
· Partner with minority researchers and intentionally include more diverse researchers.
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