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Purpose: The purpose of this study was to identify the perceived unidentified or unmet 
support needs of patients with esophageal cancer in the perioperative setting through 
semi-structured interviews. Just as psychological distress had previously been 
overlooked by clinicians, patients identified issues that have been historically neglected 
and should be better or more thoroughly addressed. The primary study objective was to 
allow patients to identify needs which they perceived were most important to them, but 
were not addressed in the preoperative period. A secondary objective was to elicit 
patient needs not previously acknowledged which require additional resources in order 
to manage. 
Methods: Semi-structured interviews with open ended questions allowed the 
researcher to explore experiences in a patient-centered setting. As little was known 
about the support wishes of patients with esophageal cancer, interviews provided an 
efficient means of sensitizing the researcher to relevant issues. These unique 
viewpoints elicited an understanding of the social, cultural, and interpersonal 
experiences of their shared discourse during disease diagnosis, treatment, and 
survivorship. Patients were recruited by convenience sampling from the author's 
institution where approximately 30 operations are performed per year for esophageal 
cancers. Providers identified potential subjects from two sources: 1) diagnosed 
esophageal cancer patients through gastroenterology or oncology referrals for 
preoperative consultations and 2) from the existing list kept by the Division of Thoracic 
& Esophageal Surgery. Patients who met the inclusion criteria were notified of the study 
face-to-face in the office, by telephone, postal and electronic mail and offered the 
opportunity to participate in the study. Interested patients had the opportunity to discuss 
the study with the researcher prior to giving verbal informed consent. After obtaining 
verbal informed consent, interviews were held at the time most convenient for the 
patient, face-to-face or over the telephone, whichever the patient preferred. The 
researcher began by reviewing the purpose of the study and emphasizing interest in the 
patients’ unmet needs during their cancer journeys. A verbal consent statement was 
read prior to recording to emphasize anonymity, confidentiality, and the option to 
discontinue recording at any time. During the semi-structured interview, additional 
prompts were given to clarify or address aspects of their experiences; otherwise the 
researcher allowed the patients to discuss content at their own pace. At the end of the 
discussion, the researcher reviewed overall themes of the individual to allow for 
feedback. The recorded interviews were transcribed, de-identified, and confidentially 
stored by the author. All interviews were analyzed according to qualitative content 
analysis to draw valid conclusions from data within the context, which has been found to 
be a suitable method of analysis in similar studies. 
Results: Interviews elicited recurrent themes and brought attention to any clinical 
deficiencies during the treatment period that are particular to the study institution. 
Reviewing the transcriptions of the interviews revealed a variety of previously 



unidentified and unmet support needs. The way in which information is shared including 
communicating in a timely manner, the provider’s projection of confidence as well as 
ensuring patient comprehension was notable. Moreover, patient information also yielded 
the need for individualization of information and the inclusion of both physical and 
emotional aspects of the patient, or holism. Patients also recognized the clear need for 
anticipatory guidance as well as goal setting during the course of treatment and 
recovery. Aid in navigating the healthcare system, nursing care in the home, caregiver 
and peer support, and additional resources were also major themes recognized by the 
interviews. 
Conclusion: After clarifying the support needs of esophageal cancer patients, clinical 
practice implications should focus on using these findings to optimize perioperative 
algorithms to enhance patient-centered care. Although resources are readily available 
including support groups and cancer care centers, many of these resources are often 
underutilized. Patients expressed appreciation with holistic and individualized 
information including anticipatory guidance and goal-setting, concerns which may not be 
met by groups and care centers. The Supportive Care Model explained that to meet the 
needs of cancer patients, one must tailor interventions based on the careful assessment 
of the individual’s needs in each domain and tailor specific approaches as well. As 
interventions helpful to one patient may not necessarily be helpful to another, the 
individual’s needs, goals, and ways of coping must be matched. The interventions, and 
the evaluation of the intervention, must be based not on the provider’s perspective and 
goals, but on the perspective and goals of the patient. Both are required to work in 
partnership to identify expectations and goals in the assessment process across all 
need domains within the perioperative esophageal cancer care setting. Interventions 
and clinical algorithms necessary throughout the patient’s cancer journey must then be 
tailored to reduce unnecessary distress and enhance the individual’s capacity to cope 
effectively. As identified in the interviews, patient expectations in which information is 
relayed, including timeliness, can potentially affect all aspects of care. 
Unfortunately health care resources are finite and not every need can be addressed, 
especially as these will vary from patient to patient. One patient expressed utility in 
interviewing every patient undergoing treatment for esophageal cancer at various times 
throughout their therapy. Regrettably, the resources needed to conduct interviews and 
addressing each need may be impractical. Instead, future studies can focus on the 
patient’s preferences regarding various approaches to information delivery and 
communication as well evaluation of patient comprehension of this information. 
Analyzing and extracting the themes from interviews provided a comprehensive picture 
of the needs perceived by the patients themselves, rather than those projected by 
clinicians. Recognizing and responding to these expressed needs potentially impacts 
patient morbidity, satisfaction, and quality of life benefiting the patients themselves, 
caretakers, clinicians, and the organization as a whole. Truly understanding the support 
needs of esophageal cancer patients allows clinicians to address their concerns, 
improve care pathways, and provides a foundation for future study and interventions. 
Addressing unmet support needs creates opportunities to optimize the perioperative 
algorithm and to enhance comprehensive patient-centered care, patient satisfaction, 
cancer care coordination, and potentially to impact patient health outcomes. 
 



 
Title: 
Identifying Unmet Perioperative Support Needs of Patients With Esophageal Cancer: 
An Exploratory Study 
 
Keywords: 
esophageal cancer, esophagectomy and patient-centered care 
 
References: 
American Cancer Society. (2017). Esophagus cancer causes, risk factors, and 
prevention. Retrieved September 27, 2017, from 
https://www.cancer.org/cancer/esophagus-cancer/causes-risks-prevention.html 
Andreassen, S., Randers, I., Naslund, E., Stockeld, D., & Mattiasson, A. (2006). 
Patients experiences of living with oesophageal cancer. Journal of Clinical Nursing, 
15(6), 685-695. doi:10.1111/j.1365-2702.2006.01412.x 
Andreassen, S., Randers, I., Nyhlin, K. T., & Mattiasson, A. (2007). A meta-analysis of 
qualitative studies on living with oesophageal and clinically similar forms of cancer, seen 
from the perspective of patients and family members.Â International Journal of 
Qualitative Studies on Health and Well-being,2(2), 114-127. doi:10.3402/qhw.v2i2.4952 
Bergquist, H., Ruth, M., & Hammerlid, E. (2007). Psychiatric morbidity among patients 
with cancer of the esophagus or the gastro-esophageal junction: A prospective, 
longitudinal evaluation. Diseases of the Esophagus, 20(6), 523-529. doi:10.1111/j.1442-
2050.2007.00741.x 
Bouras, G., Markar, S., Burns, E., Huddy, J., Bottle, A., Athanasiou, T., Darzi, A., & 
Hanna, G. (2016). The psychological impact of symptoms related to esophagogastric 
cancer resection presenting in primary care: A national linked database 
study. European Journal of Surgical Oncology (EJSO),43(2), 454-460. 
doi:10.1016/j.ejso.2016.10.010 
Clarke, C., McCorry, N. K., & Dempster, M. (2011). The role of identity in adjustment 
among survivors of oesophageal cancer. Journal of Health Psychology, 16(1), 99-108. 
doi:10.1177/1359105310368448 
Dempster, M., McCorry, N. K., Brennan, E., Donnelly, M., Murray, L., & Johnston, B. T. 
(2011). Psychological distress among survivors of esophageal cancer: The role of 
illness cognitions and coping. Diseases of the Esophagus,25(3), 222-227. 
doi:10.1111/j.1442-2050.2011.01233.x 
Derogar, M., & Lagergren, P. (2012). Health-related quality of life among 5-year 
survivors of esophageal cancer surgery: A prospective population-based study. Journal 
of Clinical Oncology, 30(4), 413-418. doi:10.1200/jco.2011.38.9791 
Djarv, T., Lagergren, J., Blazeby, J.M., Lagergren, P. (2008). Long-term health-related 
quality of life following surgery for oesophageal cancer. British Journal of Surgery, 
95(9), 1121-1126. 
Easton, K. L. (1999). Using focus groups in rehabilitation nursing. Rehabilitation 
Nursing, 24(5), 212-215. doi:10.1002/j.2048-7940.1999.tb02181.x 
Fitch, M. I. (2008). Supportive care framework. Canadian Oncology Nursing 
Journal,18(1), 6-14. doi:10.5737/1181912x181614 



Ginex, P., Thom, B., Jingeleski, M., Vincent, A., Plourde, G., Rizk, N., . . . Bains, M. 
(2013). Patterns of symptoms following surgery for esophageal cancer. Oncology 
Nursing Forum, 40(3). doi:10.1188/13.onf.e101-e107 
Graham, L., & Wikman, A. (2016). Toward improved survivorship: supportive care 
needs of esophageal cancer patients, a literature review. Diseases of the Esophagus, 
29(8), 1081-1089. doi:10.1111/dote.12424 
Granehaim, U.H., & Lundman, B. (2004). Qualitative content analysis in nursing 
research: Concepts, procedures and measures to achieve trustworthiness. Nurse 
Education Today, 24(2), 105-112. doi: 10.1016/j.nedt.2003.10.001 
Heidenreich, P. A. (2013). Time for a thorough evaluation of patient-centered 
care. Circulation: Cardiovascular Quality and Outcomes,6(1), 2-4. 
doi:10.1161/circoutcomes.112.970194 
Hellstadius, Y., Lagergren, P., Lagergren, J., Johar, A., Hultman, C. M., & Wikman, A. 
(2014). Aspects of emotional functioning following oesophageal cancer surgery in a 
population-based cohort study. Psycho-Oncology, 24(1), 47-53. doi:10.1002/pon.3583 
Hellstadius, Y., Lagergren, J., Zylstra, J., Gossage, J., Davies, A., Hultman, C. M., 
Lagergren, P., & Wikman, A. (2015). Prevalence and predictors of anxiety and 
depression among esophageal cancer patients prior to surgery. Diseases of the 
Esophagus, 29(8), 1128-1134. doi:10.1111/dote.12437 
Henselmans, I., Jacobs, M., Henegouwen, M. I., Haes, H. C., Sprangers, M. A., & 
Smets, E. M. (2012). Postoperative information needs and communication barriers of 
esophageal cancer patients. Patient Education and Counseling, 88(1), 138-146. 
doi:10.1016/j.pec.2011.12.004 
Holly, C. (2014). Scholarly inquiry and the DNP capstone. New York, NY: Springer 
Publishing Company, LLC. 
Institute of Medicine. (2001). Crossing the quality chasm: A new health system for the 
21st century. Washington, DC: The National Academies Press. 
https://doi.org/10.17226/10027 
Krumholz, H. M. (2011). Patient-centered medicine: The next phase in health 
care. Circulation: Cardiovascular Quality and Outcomes,4, 375-375. 
doi:10.1161/circoutcomes.111.962217 
Kumar, V., Chaudhary, N., Soni, P., & Jha, P. (2017). Suicide rates in cancer patients in 
the current era in United States. American Journal of Psychiatry Residents Journal, 
12(1), 11-14. doi: 10.1176/appi.ajp-rj.2017.120104 
Kvale, E. A., Huang, C. S., Meneses, K. M., Demark-Wahnefried, W., Bae, S., Azuero, 
C. B., & Ritchie, C. S. (2016). Patient-centered support in the survivorship care 
transition: Outcomes from the Patient-Owned Survivorship Care Plan 
Intervention. Cancer,122(20), 3232-3242. doi:10.1002/cncr.30136 
Lagergren, P., Avery, K. N., Hughes, R., Barham, C. P., Alderson, D., Falk, S. J., & 
Blazeby, J. M. (2007). Health-related quality of life among patients cured by surgery for 
esophageal cancer. Cancer,110(3), 686-693. doi:10.1002/cncr.22833 
Lithner, M., & Zilling, T. (2000). Pre- and postoperative information needs. Patient 
Education and Counseling,40(1), 29-37. doi:10.1016/s0738-3991(99)00043-9 
MalmstrÃ¶m, M., Ivarsson, B., Johansson, J., & KlefsgÃ¥rd, R. (2013). Long-term 
experiences after oesophagectomy/gastrectomy for cancer -- A focus group 



study. International Journal of Nursing Studies,50(1), 44-52. 
doi:10.1016/j.ijnurstu.2012.08.011 
McCorry, N. K., Dempster, M., Clarke, C., & Doyle, R. (2009). Adjusting to life after 
esophagectomy: The experience of survivors and carers. Qualitative Health 
Research,19(10), 1485-1494. doi:10.1177/1049732309348366 
McNair, A., Brookes, S., Kinnersley, P., & Blazeby, J. (2013). What surgeons should tell 
patients with oesophago-gastric cancer: A cross sectional study of information 
needs. European Journal of Surgical Oncology (EJSO), 39(11), 1278-1286. 
doi:10.1016/j.ejso.2013.08.005 
National Cancer Institute. (2016). Surveillance, epidemiology, and end results program. 
Retrieved September 27, 2017, from https://seer.cancer.gov/statfacts/html/esoph.html 
National Comprehensive Cancer Network. (2017, March 21). Esophageal and 
esophagogastric junction cancers. Retrieved September 27, 2017, from 
http://tsqb.hnszlyy.com/ueditor/upload/NCCN%20Guidelines%20esophageal%20cancer
%20(2017%20V1)_2017112723507.pdf 
Pereira, L., Figueiredo-Braga, M., & Carvalho, I. P. (2016). Preoperative anxiety in 
ambulatory surgery: The impact of an empathic patient-centered approach on 
psychological and clinical outcomes. Patient Education and Counseling,99(5), 733-738. 
doi:10.1016/j.pec.2015.11.016 
Pool, M. K., Nadrian, H., & Pasha, N. (2012). Effects of a self-care education program 
on quality of life after surgery in patients with esophageal cancer. Gastroenterology 
Nursing, 35(5), 332-340. doi:10.1097/sga.0b013e3182605f86 
Radwin, L. E., Cabral, H. J., & Wilkes, G. (2009). Relationships between patient-
centered cancer nursing interventions and desired health outcomes in the context of the 
health care system. Research in Nursing & Health,32(1), 4-17. doi:10.1002/nur.20302 
Scarpa, M., Valente, S., Alfieri, R., Cagol, M., Diamantis, G., Ancona, E., & Castoro, C. 
(2011). Systematic review of health-related quality of life after esophagectomy for 
esophageal cancer. World Journal of Gastroenterology, 17(42), 4660-4674. 
doi:10.3748/wjg.v17.i42.4660 
Sidney Kimmel Cancer Center. (2017). Until every cancer is cured. Retrieved November 
6, 2017, from http://www.jefferson.edu/cancer-center.html 
Singer, S., Das-Munshi, J., & Brahler, E. (2010). Prevalence of mental health conditions 
in cancer patients in acute care--a meta-analysis. Annals of Oncology, 21(5), 925-930. 
doi:10.1093/annonc/mdp515 
Smets, E. M., Heijl, M. V., Wijngaarden, A. K., Henselmans, I., & Henegouwen, M. I. 
(2011). Addressing patients’ information needs: a first evaluation of a question prompt 
sheet in the pretreatment consultation for patients with esophageal cancer. Diseases of 
the Esophagus, 25(6), 512-519. doi:10.1111/j.1442-2050.2011.01274.x 
Sohda, M., & Kuwano, H. (2017). Current Status and Future Prospects for Esophageal 
Cancer Treatment. Annals of Thoracic and Cardiovascular Surgery,23(1), 1-11. 
doi:10.5761/atcs.ra.16-00162 
Stewart, M., Brown, J., Donner, A., McWhinney, I. R., Oates, J., Weston, W., & Jordan, 
J. (2000). The impact of patient-centered care on outcomes.Â The Journal of Family 
Practice,49(9), 796-804. 



Sweed, M. R., Schiech, L., Barsevick, A., Babb, J. S., & Goldberg, M. (2002). Quality of 
life after esophagectomy for cancer. Oncology Nursing Forum, 29(7), 1127-1131. 
doi:10.1188/02.onf.1127-1131 
Watanabe, M. (2015). Risk factors and molecular mechanisms of esophageal cancer: 
Differences between the histologic subtype. Journal of Cancer Metastasis and 
Treatment,1(1), 1-7. doi:10.4103/2394-4722.153534 
Wikman, A., Ljung, R., Johar, A., Hellstadius, Y., Lagergren, J., & Lagergren, P. (2015). 
Psychiatric morbidity and survival after surgery for esophageal cancer: A population-
based cohort study. Journal of Clinical Oncology,33(5), 448-454. 
doi:10.1200/jco.2014.57.1893 
Wikman, A., Smedfors, G., & Lagergren, P. (2013). Emotional distress -- a neglected 
topic among surgically treated oesophageal cancer patients. Acta Oncologica, 52(8), 
1783-1785. doi:10.3109/0284186x.2013.771820 
Zhang, X., Zhao, Q., Fang, Y., Chen, G., Zhang, H., Zhang, W., & Yang, X. (2013). 
Perioperative comprehensive supportive care interventions for Chinese patients with 
esophageal carcinoma: A prospective study. Asian Pacific Journal of Cancer 
Prevention,14(12), 7359-7366. doi:10.7314/apjcp.2013.14.12.7359 
 
Abstract Summary: 
Esophageal cancer and treatment affects patient support needs. Patients identify 
support needs regarding information, individualization, holism, anticipation, goals, 
navigation and resources. Clinicians are encouraged to use patient-identified support 
needs to optimize perioperative algorithms to enhance patient-centered care, patient 
satisfaction, cancer care coordination, and potentially to impact health outcomes. 
 
Content Outline: 
I. Background 

1. Esophageal cancer is a leading cause of cancer-related death worldwide 
2. Incidence in the US is rising (~17,000 new cases,~15,000 deaths in 2017) 
3. Men affected > Women (4:1), diagnosis usually age >60 years 

II. Significance 
1. Esophageal cancer and treatment affects patients’ support needs 
2. Chemo, radiation, and surgery causes significant morbidity: 
1. i.Physical symptoms: pain, fatigue, dyspnea, poor appetite, diarrhea, dysphagia, cough, 

etc. 
2. Emotional distress: Increased risk of depression and anxiety and high suicide rates 
3. Quality of Life (QoL): Intensity of symptoms inverse to health-related QoL 
3. Patient-Centered Care is one of the National Academy of Medicine’s six objectives to 

improve health care. 
4. Empathetic patient-centered approach showed a reduction in anxiety levels and better 

post-surgical recovery 
5. Patient-centered nursing interventions were more likely to produce optimism and a 

sense of well-being; Individualizing and coordinating care allowed patients to be more 
authentic and honest, sharing truthful information that supported effective clinical-
decision making, patient-centered practice was associated with improved health 



outcomes including less discomfort, less concern, and better mental health as well as 
an efficiency of care with fewer diagnostic tests and referrals ordered by providers 

6. The patient perspective including recurrent existential concerns such as raising 
questions about life and death and feeling guilty and responsible for causing the cancer 
and questions arose about how their cancer could have been diagnosed earlier 
III. Literature Review 

1. Much attention has been devoted to the patterns of symptoms (physical and emotional) 
following treatment and later to health-related QoL) 

2. Few studies focused on esophageal cancer patient information needs and satisfaction 
3. Focus groups have been conducted with esophageal and gastric cancer patients and 

reported concerns about insufficient information given at discharge concerning what to 
expect during recovery, continuity of care, which provider to contact for a particular 
issue, and recognizing the need to contact a health service 

4. Having a clinical nurse specialist was considered important throughout treatment and 
follow up when evaluating patient satisfaction; contact during follow up with questions 
regarding planning and referrals, treatment, and psychosocial concerns including worry, 
depression and anxiety, and disappointment 

5. Support Groups provided an opportunity to witness hope and normalization of their 
experience, yet demonstrated mixed responses 

6. Nurse-led supportive care interventions decreased hospital length of stay and increased 
patient satisfaction while maintaining cost effectiveness 
IV. Problem 

1. Supportive care expectations are largely unknown 
2. Currently there is no standard of care 
3. Studies largely conducted abroad 
4. Delayed experiences of longer term survivors is needed 
5. No studies have been conducted in the United States with the express purpose of 

eliciting potential unmet patient needs 
V. Purpose 

1. To identify the support needs of patients with esophageal cancer in the perioperative 
setting 

2. The primary study objective was to allow patients to identify needs which they perceived 
were most important 

3. A secondary objective was to elicit patient needs not previously acknowledged which 
require additional resources in order to manage 
VI. Design 

1. Qualitative, exploratory 
2. Convenience sampling at TJUH 
3. IRB exempt; Verbal consent 
4. Semi-structured interviews 
1. De-identified 
2. Recorded 
3. Transcribed 
4. Analyzed 

VII. Results 
1. Information 



1. Communication 
2. Timing 
3. Understanding 
4. Confidence 
2. Individualization 
3. Holism 
1. Physical 
2. Emotional 
3. Spiritual 
4. Anticipation 
5. Goals 
6. Navigation 
7. Resources 
1. Nursing Care 
2. Supports Groups/Centers 
3. Caregiver Support 

VIII. Implications 
1. Elicit individual needs 
2. Evaluate interventions based on patient’s goals 
3. Universal need is effective information sharing 
4. Optimize perioperative algorithms to enhance comprehensive patient-centered care, 

patient satisfaction, cancer care coordination, and potentially to impact patient health 
outcomes 
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