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Informed Consent 
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Study Protocol 

 

Overall objective: 

To understand and describe the experiences, challenges and needs of ESLF patients while 

waiting for a liver transplant. 

 

Specific Aims:  

 Explore how patients diagnosed with ESLF listed for liver transplant surgery 

construct their experience of waiting and uncertainty. 

 Describe the perceived challenges and needs of ESLF patients waiting for a liver 

transplant surgery. 

 

Research Strategy 

 

Research Design and Setting 

 

 A generic qualitative descriptive approach (Crabtree &Miller, 1999) will be used 

to describe the perspectives of ESLF patients waiting for a liver transplantation. 

 Simultaneous data collection and analysis that is flexible and capable of adjusting 

to new information that may lead to the refining of research questions to pursue 

fruitful lines of inquiry (Kahlke, 2014).  

 Data collection and analysis will be conducted over a period of 12 weeks. 

 

Population and Sample.  

 Purposive sampling will be employed to select participants that meet the inclusion 

criteria. 

 

Inclusion criteria: 

 Adult (18 years and older). 

 Patients diagnosed with end stage liver failure. 

 Patients that are listed and waiting for a liver transplantation. 

 Patients that have the ability to read, write and speak English. 

 

Exclusion criteria:  

 Patients currently admitted for Hepatic Encephalopathy. 

 Patients with cognitive disturbances.  

 Patients with history of a previous transplant. 

 Patients that are unable to read, write or speak English.  

 

Sampling Procedures and Recruitment 
 Following approval from Houston Methodist Hospital Institutional review Board 

and, the University of Texas Health Science center’s Committee for the Protection 

of Human Subjects (CPHS), a printed flyer with details and objectives of the 

study will be posted at the nursing station and in the patient lounge on the liver 
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failure unit. The flyer will include the contact information for eligible and 

interested participants to contact the Primary Investigator (PI).  

 The use of unit nurses will only inform patients of study but will not actively 

recruit or consent patients for the study. 

 The planned sample size for this study is 20 – 25, based on similar studies found 

in literature and recruitment will continue until no new concept is emerging from 

the data (Moser & Korstjens, 2018; Marshall et al., 2013; Bjørk & Nåden, 2008).  

 

Data collection Procedures 

 A written consent with full disclosure will be provided to those that agree to 

participate and an interview time will be set up (consent form include objectives 

of the study, participants’ rights to withdraw from study at any time without 

penalty and potential risks). 

 Interview location is the patient rooms on the liver failure unit, for patient privacy 

and comfort. 

 The participants will be interviewed individually, face-to-face., using a semi-

structured format 

 

Data to be collected (Appendix B): 

 Age 

 Gender 

 Race 

 MELD score  

 Amount of time spent on waiting list  

 Etiology of liver disease  

The interview questions will include both broad and focused questions that will describe 

the needs, challenges and waiting experience of ESLF patients (Appendix A). 

The interview will be audio-recorded so as to reduce distractions during the interview 

and also for play back of recorded interviews during transcription and data analysis. 

The transcription will be done verbatim by the PI and reviewed by the PI for completion 

and accuracy. 

 

Data Analysis  

 Data collection and analysis will be conducted concurrently, whereby analysis 

begins with data collection, helping to direct the flow of the subsequent questions. 

 The PI will listen to the recorded interviews, verify the transcribed data and code 

the data. 

 A code book will be created. 

 Thematic content analysis will be used to construct themes that describe 

participants’ experience of waiting for a liver transplantation. 

Note: A computer-assisted qualitative data analysis software (ATLAS.ti 8) will be used so 

as to organize and manage the large data in a systematic format.  
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Human Subjects 

 Subject codes will be assigned during the interview and used during transcription 

for confidentiality of participants. 

 The document with patient names will not be kept with transcript and audio 

recording. 

 All transcripts will be stored in a password-protected computer and tape 

recordings will be stored in a locked cabinet in the PI’s office. 

 All original tape recordings and full transcripts will be destroyed at the 

completion of the study. 

 

Study time frame 

 Recruitment and data collection will begin in December 2018, following IRB 

approval. Data will be analyzed concurrently with data collection to be concluded 

by February of 2019. 
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Interview Guide 
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Interview Guide 

 

Begin with welcome and gratitude for participation.  

Reiterate (study purpose, interview is recorded, no wrong or right answers and 

participants may stop at any time for any reason). 

Ask if participants have any question before the beginning of the interview. 

Interviews will begin with the open ended broad questions. The rest of the interview will 

proceeded with PI listening and using probe questions for clarification of concepts. 

Questions 

Broad Questions: 

1. Tell me about your experience of waiting for a liver transplant. 

2. How would you describe your life after you were listed for a transplant? 

Probe Questions: 

3. What is the impact of waiting for a liver transplant on your everyday life? 

4. What is it like to wait for a liver transplant? 

5. What are your specific challenges during this waiting period? 

6. What are your specific needs during this waiting period? 

7. Are your healthcare providers meeting your needs? And if not, explain how 

healthcare providers can better meet your needs. 
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Demographic Information Form  

Study ID (First 2-digit of interviewee’s cell phone number and interview date):  

 

How old are you? 

 

What race do you identify yourself as? 

 

Gender: 

 Male 

 Female 

 

How long have you been waiting on the liver transplant list (Months/Years): 

 

What is your MELD score? 

 

What is the reason for your liver failure? 

 Viral Hepatitis 

 Alcoholic Cirrhosis 

 Non Alcoholic Fatty Liver disease 

 Hepatocellular Carcinoma 

 Autoimmune 

 Other:  
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Appendix G 

The experience of waiting for a Liver Transplant 
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The experience of waiting for a Liver Transplant 

 

 

 

Figure 1. The experience of waiting for a Liver Transplant. 
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Demographic Table 
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Demographic Table 

 

Table 1 

Demographics of study participants 

Study 

Participant 

Age Race Gender Wait time 

MELD 

score 

Etiology of ESLF 

1 65 Caucasian Male 1.5 years 28 NASH cirrhosis 

2 48 

African 

American 

Female 2 years 18 Autoimmune 

3 41 Caucasian Male 2 months 16 NASH cirrhosis 

4 66 Caucasian Female 4 months 27 NASH cirrhosis 

5 62 Caucasian Female 1.2 years 22 NASH cirrhosis 

6 60 Caucasian Male 2 years 18 Hepatitis C Virus 

7 53 Hispanic Male I year 14 Alcoholic Cirrhosis 

8 63 Caucasian Male 6 years 22 

Hepatitis C Virus 

and Hepatocellular 

Carcinoma 

9 66 Caucasian Female 2 years 31 Alcoholic Cirrhosis 

10 55 Caucasian Male 4.4 years 28 Alcoholic Cirrhosis 

11 72 Caucasian Male 1.5 years 32 NASH cirrhosis 

12 62 Caucasian Male 3.6 years 25 NASH cirrhosis 
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Themes Table  
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Themes Table 

Table 2  

Overarching Theme, Themes and Subthemes 

 

Overarching Theme:             Waiting in Limbo 

Themes Uncertainty during 

the Waiting Period 

Redefinition of Life Challenges during 

the Waiting Period  

Subthemes  Fear and Anxiety  

 

 Existing versus 

Living 

 Support and Faith 

 

 Physical 

Symptoms 

 Financial Worry 
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