
TITLE: Collecting Data Sensitively: Recruiting and Interviewing Family Members of Hospice Patients 

Sensitivity is required when interviewing family members of hospice patients who have died. MassHealth, the Massachusetts Medicaid program, commissioned the University of Massachusetts Medical School (UMass) to assess family satisfaction with its hospice benefit. The study effectively identified and recruited family members of hospice decedents. In order to respect their privacy and be sensitive to the emotional nature of the topic, phone interviews were used for data collection. Over a six-week period, UMass evaluators twice mailed recruitment materials and conducted individual interviews. It was especially important for the evaluators to listen attentively and respond empathetically when collecting data about a sensitive topic. Having done so, the evaluators both protected the subjects’ privacy and met the client’s needs.  
RELEVANCE STATEMENT
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When family members of hospice patients who have died are asked to describe their hospice experience in end-of-life studies, the process may be difficult for them. Thus, their privacy and comfort are critical concerns for evaluators. 
,
 The University of Massachusetts Medical School’s (UMass) study of the hospice experience of MassHealth (Medicaid) beneficiaries and family members is important to the field of evaluation because it models an effective and sensitive approach to recruitment and data collection regarding a highly emotional matter – recalling the death of a loved one. 
MassHealth, the client, preferred not to rely on the results from hospice provider surveys to understand family member satisfaction with its hospice benefit. Therefore, UMass did not seek the providers’ assistance to generate a sampling frame. Instead, UMass evaluators used claims and enrollment data to identify hospice beneficiaries, selecting those who had been deceased for at least 18 months, and whose adult family members also were enrolled in MassHealth. While this approach to developing the sampling frame, along with the selection criteria, limited the sample size to sixty-four family members, the method was both responsive to the client’s concerns and respectful of the study participants’ bereavement period. Further, UMass evaluators chose semi-structured phone interviews for data collection, rather than focus groups, to protect the participants’ privacy and confidentiality. 

Once UMass evaluators verified contact information, they mailed recruitment materials to all sixty-four potential subjects. Within two weeks, five family members responded by phone, and interviews with each were conducted. To maximize participation, a second mailing was sent one week after completion of the first five interviews to fifty-six family members who had not responded. A total of nine individual interviews (15% response) were ultimately completed six weeks following the initial mailing. 
Two evaluators conducted each interview using empathic listening techniques. Interviews varied in length from 16-41 minutes. Many family members cried as they recounted the death of their loved one. Yet, despite their sadness, they expressed their appreciation for the opportunity to share how important and beneficial hospice services were during a difficult life experience. The ability of the evaluators to respond with empathy and to continually thank participants throughout the interviews allowed the family members to speak openly about a sensitive topic. Although the sampling criteria may have limited the number of participants, the evaluation approach helped to elicit the family members’ stories, which provided the client with valuable insight regarding its hospice benefit.
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