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Objective: Individuals with lung cancer present with multiple comorbid conditions and 

 complex treatment plans. They are frequently vulnerable during critical transitions in the cancer 

survivorship trajectory. Limited research exists on the postsurgical non-small-cell lung cancer 

(NSCLC) population, relative to unmet supportive care needs. However, what is known is that 

the lung cancer population reports significantly more unmet supportive care needs than other 

cancer populations. The purpose of this study was to identify the postsurgical NSCLC patients’ 

unmet supportive care needs during transition from hospital to home and through recovery after 

participating in a 16-week exercise intervention.

Materials and methods: Participants were 53–73 years of age with NSCLC (stage Ib−IIIa) 

and participated in a 16-week light-intensity exercise program after hospital discharge. For this 

study, participants were interviewed 12−18 months post-thoracotomy. A qualitative design was 

used, incorporating a semistructured guide with open-ended questions to support discussion 

regarding recovery experiences through 16 weeks after transitioning from hospital to home. 

The interview was transcribed verbatim, and data were analyzed using content analysis.  Content 

themes were independently coded by investigators and later combined into a single report veri-

fied through participant verification of the report.

Results: Participants reviewed and agreed with the focus group report. Dominant themes 

included: 1) unpreparedness for post-thoracotomy recovery; 2) significant unmet needs upon 

hospital discharge and throughout the cancer survivorship trajectory; 3) unexpected symptom 

burden after initial month of recovery; 4) the quality of information given when pain and fatigue 

were troublesome during recovery; and 5) the effectiveness of exercise during the recovery 

process.

Conclusion: Understanding the changing needs of this population during these transitions 

will assist in the development of targeted supportive care interventions, to preempt negative 

outcomes associated with breakdowns in care during critical transition periods of the cancer 

survivorship trajectory.
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Introduction
Lung cancer is a serious disease classified histologically as either non-small-cell 

(85%) or small cell (15%). In particular, lung cancers are noted for their high rate 

of occurrence and poor prognosis worldwide, with an average 5-year survival rate of 

only 15%.1 In the United States, there are currently approximately 412,226 survivors 

of lung cancer, with 42% having survived 5 or more years since diagnosis.2 While 

survival time is greater with an early-stage diagnosis, the burden associated with early-

stage disease can be significant.3 Yet, little is known about patients with early-stage 
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lung cancer as most investigations to date have focused on 

the burdens associated with advanced stage disease.4,5 Those 

few investigations conducted with early-stage non-small-cell 

lung cancer (NSCLC) patients report that patients are highly 

symptomatic, often with compromised functional status and 

quality of life.6−12 The NSCLC population is also typically 

older, having other comorbid conditions and undergoing 

complex cancer treatment plans.7,13 Not surprisingly, the 

limited investigations conducted show that lung cancer 

patients report their supportive care needs are not being 

met.9,14  Supportive care needs are defined as “the require-

ment of some action or resource that is necessary, desirable, 

or useful to attain optimal well-being”.15 Understanding the 

supportive care needs of patients provides an understanding 

of the level of need and the development of targeted inter-

ventions that may be necessary or desirable to improve the 

quality of care.16 While the supportive care needs of the lung 

cancer population are great, it is not understood what sup-

portive care needs are unmet during the cancer survivorship 

trajectory.17 As a result, qualitative studies are essential, to 

facilitate an understanding of the changing needs that arise 

during the transitional stages of care for highly complex 

patients such as the NSCLC patient population. The purpose 

of this study was to identify the perceptions of postsurgical 

NSCLC patients, relative to their unmet supportive care 

needs during critical transitions from hospital to home and 

subsequently, during recovery and participation in a 16-week 

rehabilitative exercise program.18

A growing body of evidence shows that adults with 

multiple comorbid conditions and complex treatment plans, 

such as those with NSCLC, are vulnerable during critical 

transition points along the cancer survivorship trajectory.19,20 

This is particularly true for postsurgical patients during 

their transition from hospital to home.21,22 Likewise, the 

Institute of Medicine23 strongly recommends that provid-

ers anticipate rather than react to common types of patient 

needs. The Institute of Medicine,24 and Wen and Gustafson25 

underscore the significant value of needs-based research 

by stating that having a more complete understanding of 

a patient population allows for enhanced prioritization of 

resources to optimize quality of life. This study aimed to 

uncover an in-depth understanding of the highest priority 

unmet supportive care needs of post-thoracotomy NSCLC 

patients, using an established and accepted focus group 

methodology. This methodology facilitates the sharing of 

complex experiences, to obtain targeted qualitative informa-

tion from a hard-to-reach group and gain their perspective 

on the lived experience.26,27

Methods
Design, setting, and participants
This qualitative study using a focus group methodology was 

approved by the Institutional Review Boards at Michigan State 

University, Grand Valley State University, and an affiliated 

university teaching hospital in Michigan. Using a telephone 

script approved by the Institutional Review Boards, the first 

author extended an invitation to participate in the focus group 

to seven post-thoracotomy NSCLC individuals. These indi-

viduals participated in a 16-week light-intensity exercise pro-

gram using the Nintendo Wii Fit Plus (Nintendo of America, 

Redmond, WA, USA) after hospital discharge18 and were 

interviewed from 8 to 14 months postexercise intervention. Of 

the seven who responded, six consented to participate in the 

focus group. One individual was unable to participate in the 

focus group, due to an extended out-of-the-area family event. 

Eligibility criteria to participate in the 16-week light-intensity 

exercise program and subsequently, the focus group included: 

1) being 21 years of age or older; 2) undergoing thoracotomy 

with post-thoracotomy confirmation of NSCLC; 3) medical 

clearance to participate in the exercise program; 4) having 

stable comorbid conditions; and 5) having a Karnofsky per-

formance score of 70% or greater (functioning at a minimum 

of being able to live at home and caring for most personal 

needs but limited in carrying out normal work activity). 

Participants were excluded if they had severe impairments in 

vision, hearing, or speaking, weighed more than 300 pounds, 

had a history of dementia or seizures, or had any additional 

conditions inhibiting safe utilization of the exercise equipment 

and participation in the exercise program.

study procedures
Using guidelines by Krueger and Casey,27 the focus group 

was held in a private conference room at a centrally located 

participating university, with convenient parking. Written 

consent was obtained for participation and audio recording, 

prior to the start of the focus group by, two nationally certified 

oncology nurses. The first and second authors (investigators) 

cofacilitated the 2-hour focus group session. The investiga-

tors began with group-forming activities, including reviewing 

the informed consent, the purpose and format of the focus 

group discussion, the focus group main questions, and self-

introductions. The investigators reminded participants to 

respect the privacy of others and not to repeat what was said 

in the focus group to others. Participants received a $50 gift 

card at the end of the focus group, in appreciation for time 

and willingness to share experiences and to compensate them 

for travel to the focus group session.
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Table 1 interview guide

Question 1: What were your recovery expectations prior to surgery, and did your recovery expectations change upon returning home from  
the hospital?
Probes: 
•  how did your recovery expectations change upon learning you needed chemotherapy and/or radiation treatment? 
•  how did your recovery expectations change while receiving chemotherapy and/or radiation treatment? 
•  how did your recovery expectations change at other points during your recovery process? 
•  how were you able to achieve your recovery expectations? 
•  how did participating in an exercise program using the Wii™ have an impact on your recovery expectations?
Question 2: After discharge from the hospital, what were your most significant met/unmet needs at this time when you arrived home? 
Probes: 
•  Particular needs in the first 72 hours. 
•  Particular needs in the first month.
Question 3: For those of you who required chemotherapy and/or radiation therapy, thinking back, what were your most significant met/unmet 
needs at this time? 
Probes: 
•  immediately prior to starting chemotherapy and/or radiation therapy. 
•  During chemotherapy and/or radiation therapy. 
•  What are your most significant unmet needs at this time, and where are you in the recovery process? 
Question 4: For those of you who did not have additional treatments, what were your most significant ongoing met/unmet needs during your recovery? 
Probes: 
•  Thinking in particular to your activities of daily living. 
•  are there other important times that we have not talked about? 
•  What are your most significant unmet needs at this time, and where are you in the recovery process?
Question 5: Can you tell me what your top three most troublesome symptoms have been since your diagnosis and rank the symptoms in order of 
significance, starting with the most troublesome symptom? 
Probes: 
•  Tell me how the symptoms interfered with your life. 
•  Tell me about any other troublesome symptoms that were persistent?
Question 6: Relative to pain, after returning home from the hospital, was there a specific time period during your recovery where pain was 
particularly troublesome? 
Probes: 
•  Tell me more about each pain location and the origin of the pain. 
•  What was not helpful in obtaining pain relief? 
•  are there other things you want to tell us about your pain?
Question 7: Relative to fatigue, after returning home from the hospital, was there a specific time period during your recovery where fatigue was 
particularly troublesome? 
Probes: 
•  What was not helpful in obtaining fatigue relief? 
•  are there other things you want to tell us about your fatigue?
Question 8: With regard to exercise, are you continuing to exercise since leaving the Wii program? 
Probes: 
•  if yes, what exercise are you doing; how frequently per week; and for how many minutes per day? 
•  Tell me anything that could have been added to the exercise program that would have been helpful? 
•  Tell me about any barriers you are facing to exercise. 
•  What are you doing to stay well?

Data collection
Participants’ experiences pre- and post-thoracotomy were 

gathered using a semistructured guide with open-ended 

 questions. Using a directed approach to content analysis,28 

the semistructured guide was developed by the research 

team and was based on a synthesized integrated model 

of the  Theory of Symptom Self-Management29,30 and 

the Transitional Care Model.20,31 The focus group guide 

(Table 1) consisted of questions with probes designed to 

direct  attention to the most salient times where gaps in care 

may have occurred, resulting in unmet supportive care needs. 

The investigators monitored the time, used the focus group 

guide to stimulate discussion, and ensured all participants 

had the opportunity to share their experiences. About 

15 minutes were allotted for each main question, unless satu-

ration was reached earlier (eg, we began to hear repeating 

comments).  Participants were provided a 10-minute break 

halfway through the session. The focus group session was 

 audio-recorded,  professionally transcribed verbatim, and 

reviewed for accuracy by the investigators.
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Data analysis
Qualitative content analysis was used to analyze the data. This 

approach allowed the data to be systematically classified into 

themes, after repeatedly reading the transcribed text to achieve 

a full awareness of patients’ perceptions.27,28 Next, the data 

were coded, making notes about initial impressions, thoughts, 

and analyses, and then, sorting the codes into meaningful 

themes in accordance with the questions in the semistructured 

guide. Anonymous participant quotes were used as rationale 

to support the themes. Reliability of the results was addressed 

through high-quality audio recording and transcription of the 

recording.26 To maximize the credibility of the results, the 

two investigators and a doctoral student initially worked on 

the transcription independently and later, cross checked for 

similarities and differences while discussing the findings, to 

reach consensus on the joint analysis.26,27 Differences in the 

independent analyses were rare and were addressed by the 

two investigators and the doctoral student as a group, such 

that the differences were first compared with the transcript 

and then discussed as a group until consensus was reached. 

Further verification of the joint analysis included asking each 

participant to review and comment on a report that captured 

the theme from each of the main questions asked in the focus 

group.27 This report was mailed to the participant’s home, with 

a return addressed envelope for participants to mail back their 

input to the investigators. The participants were able to review 

and provide any further comments to the report by indicating 

agreement, partial disagreement, and/or disagreement with the 

summarized report, and a space was provided to include further 

comments. The investigators and doctoral student reviewed 

and incorporated the participants’ responses to the report.27

Results
Participant characteristics
Six individuals, with an age range of 53−73 years at the 

time of surgery for NSCLC, participated in the focus group. 

All had a lobectomy for NSCLC. Stage of cancer ranged 

from Ib to IIIa. Participants were Caucasian, with a range of 

2−12 comorbid conditions prethoracotomy. Table 2 displays 

further descriptive characteristics of the participants.

Themes
All six participants returned the report, indicating complete 

agreement with the themes captured from each of the main 

questions by the research team, and none provided any further 

comments. Since significant overlap in participant responses 

was found between questions #3 and #4, the summaries of the 

two main questions were combined. The following section 

describes the themes, with supporting quotations that further 

illustrate the participants’ feedback.

Theme 1: unpreparedness for recovery 
process
When asked about their post-thoracotomy recovery expecta-

tions, the group’s expectations varied. For example, some 

participants did not realize how extensive the surgery really 

was, with one participant stating:

I just figured it was going to be an operation. I’ll be better in 

6 weeks. I found out that that’s not true at all. In fact, I still 

have pain. I’d had many surgeries in the last couple – few 

years. And so I just figured I was going to treat the lung 

surgery like everything else. I was going to get home, and 

I was going to start moving, and things were going to go, 

you know, back to normal. [ID4]

Some participants found it more difficult to recover and 

return to their normal activities of daily living once they 

returned home from the hospital, with another commenting 

that:

I was always the caregiver, the one on the other side of the 

fence. And so this was just like a slap in the face like from 

beyond. And I was so blown away that this was happening 

to me. [ID5]

Likewise, all five of the participants, who were employed, 

relayed that they were unprepared for the impact their 

Table 2 Patient characteristics

ID number Sex Age (years) Stage of 
cancer

Number of  
comorbid conditions

Employment  
status

Adjuvant treatment  
following thoracotomy

1 F 64 iiia 5 employed Chemotherapy with radiation
2 M 73 iiB 6 employed Chemotherapy
3 F 61 iiB 12 homemaker Chemotherapy with radiation
4 F 66 iB 7 employed none
5 F 53 iiia 2 employed Chemotherapy with radiation
6 M 66 iia 2 employed Chemotherapy
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 recovery would have on their work. Each expressed varying 

issues in trying to return to work and concern over the finan-

cial impact this would have, with one participant stating:

I couldn’t do my job after my surgery because my job is 

physical – so that [not being able to do my job] was worri-

some, and that’s fatiguing to me. [ID5]

Another stated:

I found out that I could work on the computer, and my 

fingers would not do on the keyboard what my mind was 

telling it to do. I never wanted to retire, but it’s becoming 

more and more of an option. [ID2]

One participant also described financial hardship associ-

ated with the treatment of the disease and the distress expe-

rienced by the following event as it unfolded:

My prechemo nurse sat me down and showed me the drugs 

I was going to be taking, and then they sent in the financial 

person − they wanted to know how I was going to pay for 

my chemo. [ID5]

As far as recovery process expectations, some had no 

expectations for what would happen in recovery, with one 

who said:

In terms of expectations, I had none. I had no idea what I 

was getting myself in for. [ID6]

Others had expectations that proved false as the recovery 

was more difficult than anticipated. Another described a 

“cancer shadow” (ID2) and portrayed the experience with 

lung cancer as different from other illnesses. The participants 

realized that lung cancer is especially serious and may require 

various modes of treatment and follow-up. All recalled the 

date and time of diagnosis and surgery, which suggests that 

diagnosis and surgery were significant events in their lives.

Theme 2: most significant unmet needs 
after hospital to home transition – first 
month
All participants described unmet symptom-management 

needs after hospital discharge, with pain and shortness of 

breath as the most troublesome symptoms. Overall, the par-

ticipants reported that their pain was not well-controlled and 

that their efforts at managing pain were ineffective much of 

the time. Two participants characterized it as follows:

I didn’t realize how much pain that was going to be 

(the thoracotomy) – the pain in the ribs. [ID6]

I still have the same pain, and as far as I’m concerned, 

they have never met my pain [management expectations], 

even with the exercise and stuff. I still have it, and I still 

go around at night holding my side because it hurts so 

much. [ID4]

In regards to pain management, four out of six participants 

voiced concerns about being perceived as “addicts”, “abus-

ers”, or “users”. (IDs 1, 3, 4, and 5) There were also concerns 

of being regarded as “a bother” by health care providers, after 

calling the providers to report ineffective pain relief. One 

participant described their experience as follows:

I’m thinking, I got to get off these pills. I got to quit taking 

all this medicine. And you know, I tried to go longer, and I 

couldn’t…. I’m trying to make them last longer because I 

didn’t want to call the doctor and say, “I need pain meds” 

because I didn’t want him to think I was turning into an addict. 

Yeah, and it’s like “Oh, she’s abusing her pain meds.” [ID5]

At times, most participants’ shortness of breath limited 

what they could do, and participants provided a description 

of what they experienced in vivid, somewhat disturbing 

terminology, with one participant saying:

I could not [breathe] – my lung was like I had no lung at all. 

It would shrink down. I couldn’t breathe outside. If I would 

just go outside, even if I were going to go to the mailbox, 

I was gasping for air. [ID3]

Three participants continued to describe their experiences 

with the symptom of shortness of breath as follows:

It’s like trying to breathe underwater. It’s like you’re breath-

ing, but it’s not helping. [ID1]

It’s shortness of breath, and it’s an odd, heavy, hunger 

or deprivation. [ID3]

You’re trying to breathe deeper, and it’s not letting 

you. [ID5]

Several of the participants described ways they worked 

around their shortness of breath. Participants also reported 

flare-ups of other chronic illnesses that were made worse by 

their pain. At times, many participants felt a lack of com-

munication with health care providers that persisted as they 

tried to manage cancer, symptoms, and other illnesses.

Theme 3: unexpected symptom burden – 
after initial month of recovery
Many of the most significant unmet needs reported by par-

ticipants centered on their unexpected symptom burden and 
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the lack of symptom-management strategies. All participants 

felt that they were not prepared nor told how to manage 

their symptoms and that there was a lack of information 

relative to symptom management and what to expect. For 

example, participants experienced ongoing symptoms, such 

as shortness of breath, and at times, did not know what to do 

or whether to push themselves to complete even activities of 

daily living. One participant stated the following:

When I took my first shower at home, and when you let the 

water run over your head to wash your hair, keeping your 

mouth shut, it was like a panicky feeling because it was 

like I had to hurry up and get out of the water so I could 

open my mouth and breathe, and I couldn’t do that for very 

long, only for a few seconds but that was scary. That was 

frightening to me when I first got home because nobody 

told me, I mean, who would have thought? [ID5]

For those who received certain chemotherapy and/or 

radiation, pain was common and persistent and was often 

worse for those who received both. For instance, one par-

ticipant described the pain as follows:

One of the things that I had a lot of from chemo is bone 

pain and joint pain, and I still have a lot of that, especially 

in my legs. [ID5]

Participants also described psychological symptoms 

and the stress of returning home from the hospital, with one 

expressing this feeling in the following way:

One of the unmet needs that I didn’t realize I needed was the 

emotional aspect of going home and trying to cope with the 

family, and I had a real hard time. And finally, they called 

the doctor and put me on some emotion pills and something 

to calm me down. [ID2]

Other participants reported cognitive symptoms after 

chemotherapy, with one participant describing this difficulty 

as follows:

There are days when someone will ask you a question in 

the store, and you know, you’re just like an idiot because 

you can’t even form a full sentence. They just look at you 

like, “okay. ...” [ID3]

Overall, participants described a sense of loss and frustra-

tion at being provided with conflicting expectations, with one 

participant tearfully recalling the loss of her hair:

I lost all my hair, and I had a couple nurses tell me I 

wouldn’t lose it, and then I had nurses tell me I would. 

So I really didn’t know what was going to happen but, 

 probably after my second treatment of chemo, it was coming 

out in clumps, and I couldn’t stand it. It was in the sink. It 

was everywhere. [ID5]

Participants said another unmet need was the uncertainty 

they had about how their chemotherapy was going to be 

administered and its corresponding side effects. One par-

ticipant summed up the experience as follows:

The nurse educator didn’t tell me how much pain the 

Navelbine was going to cause when they put it in my vein. 

The cisplatin didn’t bother, but the Navelbine was terrible. I 

went back to taking Vicodin for the pain in my arm. By the 

second treatment, I had the port put in because my chemo 

nurse said, “You’re not going through that again.” [ID6]

Another participant said with distress:

I’m on my third type of chemo and no port yet, but there 

are days when I get stabbed with the IV needle four to six 

times before they catch a vein. [ID1]

One observation that was striking was the impression 

left on the participants when they went for their first chemo-

therapy treatment and were unprepared for what they saw. 

Their comments were as follows:

I was overwhelmed by the magnitude of the people getting 

chemo – all the hours of the day, and they’re full of people 

with cancer. [ID3]

It’s “wait in line for a chair” … and everyone is bald, 

and everybody is thin and looks decrepit … it’s scary it’s 

like is this where I’m headed? [ID5]

I thought I was bad, and then I went in there, you know, 

for the first treatment, and I said to my spouse, I said, “My 

God,” some of these poor people are just, you know – I 

never thought. [ID6]

But for the grace of God … [ID1]

Theme 4: time where pain was most 
troublesome – throughout recovery 
process
Pain was often a troublesome symptom for many partici-

pants. While some reported improvement in surgical pain 

as they healed, others did not. Often new symptoms of pain 

began when additional treatment was started. One participant 

described this as follows:

Right when you’re starting to get your pain under control, 

then they slapped me with chemo, and then it’s a whole 
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new ball game. It’s a whole new kind of pain on top of your 

other pain. [ID5]

Two participants discussed the esophageal pain they 

experienced during their radiation treatments, and several 

reported having difficulty with eating and swallowing due 

to this, as this participant explained:

They told me that it would affect the esophagus and that 

swallowing would become difficult. That is putting it 

mildly. [ID1]

They radiated my chest, and I had a lot of esophageal 

pain, and I couldn’t eat any solid foods. [ID5]

Theme 5: time when fatigue was most 
troublesome − throughout recovery 
process
Participants described cancer-related fatigue as different from 

that of normal fatigue, as described by one participant:

Cancer fatigue I found to be a lot different than physical 

fatigue. Physical fatigue you can sit down and take a nap. 

I can’t do that with the cancer fatigue. [ID2]

In terms of timing, one participant was surprised by the 

intensity of fatigue after hospitalization stating:

My fatigue … was basically when I got home because the 

surgery had just taken so much…. I wasn’t prepared for what 

it all was going to be, and I was in the hospital for nine days 

so … my fatigue was worse then [on return home]. [ID6]

Participants also described how fatigue shared a charac-

teristic pattern with pain in that once participants got their 

strength back, chemotherapy was introduced, and fatigue 

came back again and/or intensified. The fatigue experienced 

during the surgical recovery period was described differently 

from the fatigue experienced when undergoing adjuvant treat-

ment with either chemotherapy and/or radiation. Fatigue dur-

ing surgical recovery alone was described as more physical 

and was in a localized area. Participants reported the profound 

severity and interfering nature of fatigue in combination with 

chemotherapy and/or radiation to be like:

… somebody pulled a curtain over you and falling in a 

bottomless hole. [ID3]

Others remarked how undergoing chemotherapy treat ment-

induced fatigue since the therapy could last 6 to 7 hours per 

day. Others remarked how the outpatient chemotherapy clinic 

environment, referred to as the “combine”, “is enough to 

wear anybody out” [ID5]. Lastly, participants also expressed  

how living under the shadow of being a cancer survivor was 

fatiguing in itself; one participant expressed as follows:

Cancer puts a weight on you, and having that weight, that 

load, is fatiguing. I mean okay, my CT [computed tomogra-

phy] scans are clean, but every time it gets close to the next 

one, you get that weight again on your shoulders of worrying 

… what if it’s not clean? I got to go back on chemo. I got 

to lose my hair ... so all the worries – the worrisome of it 

… and that’s fatiguing to me. [ID5]

Theme 6: effect of having a rehabilitative 
exercise program
One supportive care need that participants described as being 

met was being provided some control over their rehabilita-

tion through their Wii exercise program, with one participant 

stating:

The Wii is – is a fantastic machine. I’m still using it, and I 

have almost 213 hours on it now. I look forward to using it 

in the morning because it gets endorphins in the brain going, 

and it starts me for the rest of the day. [ID2]

This sentiment was echoed by the other participants, with 

several participants making supportive statements, such as:

I do think the Wii is an excellent idea. But I think it should 

be expanded to more than just lung surgery. I think any-

body that has had major surgery needs to get off of their 

butt. [ID1]

The Wii makes you feel good because you can do 

it. [ID5]

Many participants continued using the Wii and other 

forms of exercise after the intervention was over, such as 

joining the gym, biking, camping, walking their dog, boating, 

and even horseback riding. In fact, some considered the Wii 

exercise program and the corresponding nurse visits as the 

best thing that ever happened to them (IDs 1, 2, 5). Partici-

pants liked their exercise-intervention data collectors and felt 

it was important to have someone who cared about them call 

on a weekly basis to record their symptoms, exercise, and 

the progress the participants made. Participants also liked the 

paperwork, which allowed them to see their progress, includ-

ing the minutes of exercise, their heart rate during exercise, 

and the steps per day measured with their pedometer. Last, 

as some participants began to feel better and with increased 

confidence in the Wii exercise program (around the fourth 

week of exercise), they wanted to expand beyond the Wii 
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exercise and commence other forms of exercise that were 

of interest to them.

Summary of themes
It was clear from the discussion that participants were not 

prepared for how extensive a surgery they were facing with 

a thoracotomy and that they did not have an appreciation for 

what they would be going through during recovery. Pain, 

fatigue, and shortness of breath were significant symptoms 

reported by all, with chemotherapy and radiation introduc-

ing significant additional symptom burden. All participants 

appreciated having a rehabilitation program that gave 

them hope and a means of addressing their fatigue during 

recovery.

Discussion
In 2005, the Institute of Medicine report “From Cancer 

Patient to Cancer Survivor: Lost in Transition” noted that 

cancer survivorship starts at the point of a patient’s diagnosis 

and continues through the balance of his or her life.24 The 

report also stated that the goal throughout survivorship is to 

improve the health and the quality of life for those with a 

history of cancer.24 This focus group consisted of six partici-

pants who were 12 to 18 months post-thoracotomy for lung 

cancer, who described their survivorship journey as laden 

with difficulties and unmet supportive care needs. Further, to 

the best of our knowledge, this is the first study to document 

the post-thoracotomy patient report of unmet supportive care 

needs experienced throughout the recovery process, from 

discharge from the hospital through 12 to 18 months post-

discharge. The multiple detailed unmet supportive care needs 

identified in this study are best described when grouped into 

three fundamental categories that together, provide valuable 

insight crucial to the mission of improving survivorship care 

in individuals with lung cancer.

Participant unpreparedness for their 
post-thoracotomy recovery
First, participants reported being unprepared and not knowing 

what to expect throughout their post-thoracotomy recovery. 

This is consistent with previous literature reporting that 

among the cancer populations, patients are dissatisfied with 

the amount and type of information they receive about their 

diagnosis, cancer treatment, and ways to manage the effects 

of cancer and its treatment.23,32 For example, our focus group 

participants described the importance of knowing specific 

details relative to their lung cancer care, such as wanting to 

know what they were going to feel like after having a thora-

cotomy and what to expect when they returned home from 

the hospital after thoracotomy. Participants also expressed 

that they had no idea what to expect regarding how their day-

to-day activities would be affected. Participants reflected on 

how everyday activities, such as taking a shower and wash-

ing their hair, became scary events because of the difficulty 

they had taking a breath. Furthermore, others were given 

conflicting information on whether or not they would lose 

their hair during chemotherapy. In addition, consistent with 

the literature, the participants in this focus group frequently 

described situations using words that characterized signifi-

cant psychosocial distress.

Studies have shown that oncology health care providers 

may have underestimated the level of psychosocial distress 

experienced by their patients.3,8−10,33−35 In addition, it has 

been shown that oncology health care providers failed to 

screen and/or address identified psychosocial needs of 

their patients.32 If left unaddressed, being unprepared with 

incomplete information can adversely affect other areas of 

the health and health care of cancer survivors. For example, 

participants expressed fear of not fully understanding the 

length of their treatment and likelihood of making a full 

recovery, revealing concerns about financial hardship if not 

being able to return to work in a timely fashion. Participants 

shared the struggles of what this meant in terms of not having 

an adequate income to buy the everyday basics in life, such 

as food and transportation, with the new, competing needs 

for life-saving cancer care, such as medication or adjuvant 

chemotherapy. Unfortunately, research has shown a clear 

link between psychosocial distress and greater functional 

impairments.4 Consequently, a patient-centered plan of care 

needs to be developed between health care providers and the 

patient, to address this critical unmet need.

The Institute of Medicine recommends an oncology 

health care delivery system be equipped to provide care that is 

patient-centered, defined as “providing care that is respectful 

of and responsive to individual patient preferences, needs, 

and values and ensuring that patient values guide all clinical 

decisions.”23 Patient-centered care includes fostering good 

communication of information, in ways that are understand-

able by the patient. This is important, to promote active 

self-management participation of the patient in their care 

and in turn, promote health and a high quality of life. At the 

most fundamental level, patients and their family members 

need understandable evidenced-based information that can 

help to establish a plan of care, with information regarding 

their cancer and prognosis, treatment options, the treatment’s 

effect on their health, the total cost of cancer care, and the 
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resources available to support patients to achieve quality 

cancer care.23 While developing a plan of care is critical, 

incorporating symptom-management strategies in the plan, 

to promote active symptom self-management, is essential.

Participant unpreparedness for symptom 
management
A supportive care need that is most basic and essential to 

cancer survivorship that was overwhelmingly reported as 

being unmet (except in the area of fatigue, where partici-

pants reported the exercise intervention met this need) was 

symptom management. Unfortunately, existing research 

has documented inadequate symptom management regard-

less of the type of cancer or of where a patient is in the 

cancer survivorship trajectory.36 Similarly, the most recent 

guidelines from the American College of Chest Physicians 

emphasized that the most difficult aspect of managing 

patients with lung cancer can often be the symptoms 

they experience.37 In fact, as compared with other cancer 

diagnoses, individuals with lung cancer reported higher 

levels of symptom burden.36 The participants in our study 

gave particular mention to the issues they encountered 

in managing the common symptoms of pain, dyspnea, 

and psychological distress. Many participants said they 

did not take their pain medication as prescribed because 

they were afraid they would run out. Likewise, they were 

afraid to call their health care provider for more pain 

medication if they ran out because they were worried they 

would be labeled “as an addict”. These same participants 

also described how their pain exacerbated their other 

symptoms, prolonging their recovery. The participants 

did acknowledge that the medication, when taken, did 

a good job of relieving their pain; however, they were 

not given enough to cover their recovery period, causing 

them to create their own pain management regimen that 

was not effective.

Likewise, participants reported difficulty in managing 

their dyspnea. Participants said they were not prepared for 

what the dyspnea would be like post-thoracotomy and were 

not given any specific management strategies. Participants 

reported that the dyspnea created fear and panic when they 

had difficulty breathing during a shower or during everyday 

tasks. Since they did not know what to expect and were given 

no dyspnea management strategies, they discovered the 

effects of this disturbing symptom on their own, with noth-

ing available to them to address it. The prevalence of these 

symptoms in post-thoracotomy patients suggests patients 

need education to learn symptom self-management, to help 

them address the symptoms they can expect to experience 

during their recovery.

In this study, participants were provided with a fatigue 

self-management light-intensity exercise program to help them 

manage their fatigue. While participants said they experienced 

cancer-related fatigue, all were glad they had education on 

what to expect with their fatigue, and all were very encouraged 

that they had a means to address their fatigue. Expanding the 

fatigue-management program to include other symptoms, such 

as pain, dyspnea, and other common troublesome symptoms 

associated with lung cancer and its treatment, would provide 

an encompassing, patient-centered recovery plan to address the 

unmet supportive care needs of symptom management.

increased attention to creating a healthy 
lifestyle through health promotion
Last, the ultimate goal in cancer survivorship is to optimize 

quality of life, and one way to do so is by providing patients 

with empowering learning opportunities to change to healthy 

lifestyle practices. With this in mind, the focus group par-

ticipants were asked to identify their most significant unmet 

needs during recovery from thoracotomy for NSCLC and 

to report on those needs that were met as well. Except for 

the light-intensity exercise program to promote fatigue 

management and improve functional status, participants did 

not report any area of health promotion or disease preven-

tion offered to them that promoted their recovery from lung 

cancer surgery. At the same time, the postrecovery period is 

an opportune moment to provide patients with rich resources 

for a healthy lifestyle as well as control, leading to optimal 

health outcomes. Growing evidence shows that the adop-

tion of healthy behaviors may also benefit survivors in that 

they provide improved symptom management, leading to 

enhanced functional status and quality of life.38 Participants 

of this focus group remarked that exercise helped them gain 

control over their rehabilitation and allowed them to return to 

everyday activities. Research has shown that after receiving 

a life-threatening diagnosis, survivors were more motivated 

to make healthy lifestyle choices.39 Participants in this focus 

group remarked that the opportunity to join an exercise 

program to promote fatigue management and improve their 

physical functioning motivated them to initiate their own 

exercise program, which led all six participants to adopt 

lifetime exercise routines.

Limitations
This manuscript reflected the experience of six post-thorac-

otomy patients who completed a rehabilitation program for 
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fatigue management. All participants were Caucasian, and 

all had surgery in the same hospital. Future studies could 

investigate whether these same issues are experienced by a 

more diverse patient population having surgery in differing 

hospitals and not having participated in an exercise program 

after surgery.

Conclusion
This focus group of six survivors of early-stage NSCLC 

contributed their experiences from a 12- to 18-month period 

of time during which they were recovering from surgery for 

their lung cancer. The survivors identified major deficiencies 

and labeled these deficiencies as significant unmet support-

ive care needs. Recurring and unmet supportive care needs 

included a lack of information that could have prepared 

participants to be confident and active participants in their 

own cancer care and treatment. Moreover, feeling unprepared 

contributed to their psychosocial distress and their inability to 

self-manage cancer symptoms. The most significant cancer-

related symptoms identified by the focus group participants 

included pain, fatigue, dyspnea, and psychosocial distress. 

These are common symptoms that if left unmanaged, lead 

to undue suffering and diminished quality of life.36,40 While 

all six participants reported receiving support through their 

participation in a research study, no other supportive health 

promoting resources were provided to this group. Lung 

cancer, when compared with other types of cancer, is known 

for greater symptom burden, with greater unmet supportive 

care needs.14,41 While one would think that the greatest focus 

would have been on support for those burdens, this was 

not true for the six participants in this study. In 2006, the 

Institute of Medicine reminded all health care providers, in 

their report, that:

The challenge in overcoming cancer is not only to find 

therapies that will prevent or arrest the disease quickly, but 

also to map the middle ground of survivorship and minimize 

medical and social hazards.24

Since then, several important reports and guidelines have 

provided strong recommendations by expert committees, that 

can be leveraged to improve care.23,32,38 Incorporating these 

initiatives into a plan of care for post-thoracotomy patients 

while continuing to learn from post-thoracotomy survivors 

will help to develop an effective means of equipping post-

thoracotomy patients with a patient-centered recovery plan 

and an environment that meets all of their most significant 

supportive care needs.
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