1duosnuey Joyiny 1duosnuen Joyiny 1duosnuey Joyiny

1duosnuey Joyiny

Author manuscript
BMJ Support Palliat Care. Author manuscript; available in PMC 2016 October 14.

-, HHS Public Access
«

Published in final edited form as:
BMJ Support Palliat Care. 2012 December ; 2(4): 344-350. doi:10.1136/bmjspcare-2012-000277.

A Qualitative Study of Late Effects and Healthcare Needs of
Survivors of Allogeneic Stem Cell Transplantation

Jessica P. Hwang, MD, MPH!, Aimee K. Roundtree, PhD?, Sergio A. Giralt, MD3, and Maria
E. Suarez-Almazor, MD, PhD?

1Department of General Internal Medicine, The University of Texas MD Anderson Cancer Center,
Houston, TX, USA

2Department of English, University of Houston-Downtown, Houston, TX, USA

3Department of Medicine, Memorial Sloan-Kettering Cancer Center, New York City, NY, USA

Abstract

Purpose—This qualitative study of survivors of allogeneic stem cell transplantation (SCT) for
hematologic malignancy explored attitudes about late effects of therapy, healthcare issues and
information needs.

Methods—We conducted 12 in-depth cognitive interviews and 3 focus groups of patients who
had previously had SCT and were without recurrence of their primary disease. We used grounded
theory methods, where themes emerged from consensus between co-coders. Health-related quality
of life was assessed with the Short-Form (SF-36).

Results—The study included 22 patients (50% female; 95% white; mean age 47 years). The
mean time from SCT was 5.2 years (+1.4 years). Most had low SF-36 scores. Participants
discussed late effects of therapy, most commonly graft-versus-host disease, and how they impacted
their quality of life. They reported frequent healthcare use and cancer screening after SCT and
discussed problems affording care and interacting with insurance companies. Participants shared
sources of health information (e.g., preferring providers as their primary sources of information,
but also learned from websites, medical journals, and peer experiences) and identified information
barriers (e.g., feeling “on their own” insofar as they did not have targeted care for their needs), and
expressed importance of anticipatory guidance regarding infertility. Overall, participants’ personal
issues and social influences impacted survivors’ needs and attitudes.

Conclusions—SCT survivors face continuing and lasting health effects. The factors impacting
survivorship needs are complex and may be interrelated. Future research should study the affect of
incorporating personal and social issues into existing clinical SCT programs on survivors’ quality
of life.
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Adult cancer survivors of allogeneic stem cell transplantation (SCT) face long-term effects
of their treatment. Approximately half of these patients survive ten years after treatment [1].
Survivors report experiencing pain, memory and concentration problems, psychological
distress, and problems with sexual functioning and fertility [2—4]. They are also at risk of
disease recurrence, infections, hormonal deficiencies, subsequent malignancy, and mortality
[5-7]. Many develop graft-versus-host disease (GVHD), a complication wherein white blood
cells of transplanted tissue attack the recipient’s skin, mucosa, liver and gastrointestinal tract
[3,8-12]. Survivors report anxiety, depression, difficulties reentering school and workplace,
[5,13] and low satisfaction with their general health, physical condition, and sexual
relationships [2,4,14].

Several studies have examined quality of life issues for long-term survivors of SCT. Typical
late effects include GVHD with involvement of skin, liver and oral mucosa [1]. Survivors’
health-related quality of life, including reductions of fatigue, anxiety and depression,
improves more in the short-term than long-term [15]. Challenges lasting more than a month
after transplantation included physical health and functioning, social and psychological
adjustment, and low household income [14,16-19]. Cancer and transplant type might
influence quality of life and intensity of late effects, post-transplant [17,20]. Regarding
family and social life, significant levels of emotional, employment, and interpersonal distress
as a result of their disease and treatment [21,22]. Studies of survivors’ health promotion
prevention and screening behaviors found that survivors participate in physical exams more
than general population, but screening practices were similar [23,24].

Survivors’ level of self-efficacy impacts their ability to manage common post-SCT
symptoms [25]. Scheduling problems, information gaps, and negative feelings about care
impacted whether SCT survivors take advantage of mental health services [26]. Although
SCT survivors reported an average of 4 medical problems (controls reported 2), denial of
health insurance may prevent them from seeking care [27]. Since the number of long-term
survivors is anticipated to rise given the increasing use of allogeneic SCT, these issues may
become more problematic [28]. Prior studies of surveys or randomized controlled trials have
not conceptually explained the causes and connections between these problems. This
qualitative publication explores the attitudes of long-term survivors of SCT for hematologic
malignancies about their healthcare use and information needs for the purposes of
contributes to the body of knowledge by offering a model for explaining the relationship
between the factors.

METHODS

We identified potential participants from The University of Texas MD Anderson SCT
Registries which include all patients who received a SCT at our institution. We included
adult survivors who underwent an initial allogeneic SCT between 2000 and 2005, resided in
Texas, and had the ability to speak English. We mailed eligible patients an invitation to

BMJ Support Palliat Care. Author manuscript; available in PMC 2016 October 14.



1duosnuen Joyiny 1duosnuey Joyiny 1duosnuen Joyiny

1duosnuep Joyiny

Hwang et al.

RESULTS

Page 3

participate in a focus group (FG) or interview. From the pool of willing participants, we
conducted three 2-hour FGs and twelve 1-hour interviews. Each FG contained 3 to 4
participants, an optimal number for an intimate, comfortable setting for discussion and to
retain variety of ideas generated [29,30]. We used interviews for participants who could not
travel or preferred one-on-one interviews instead of group meetings. Trained moderators
conducted all FGs and interviews. No moderator had previously met or provided care for
any participants. A script was used by moderators with open-ended, guiding questions about
participants’ current health status, lifestyle issues, late effects of cancer treatment, healthcare
use, current health screening practices, and perceived healthcare and information needs
(Table 1) We audio-recorded and transcribed the discussions, and imported transcripts into
NVivo®©, a software that assists in coding, enumerating frequencies, and running queries to
investigate relationships between codes.

We used a grounded theory approach to conduct a thematic analysis of the transcripts to
ensure thorough coding processes based on cross-checking and consensus building and
develop a conceptual model for an integrative explanation of the multiple factors at play
[31,32].. Three phases comprise the grounded theory coding process: (1) Open coding
phase, wherein two team members independently reviewed and coded interview and FG
transcripts, then met to discuss additional themes that emerged, compare codes, and reach
consensus; (2) Axial coding stage, wherein we streamlined the coding schema by merging
similar codes, removing duplicates, and categorizing codes by themes; and (3) Selective
coding stage, where we discussed relationships between themes and the framework
connecting them. To ensure that our data achieved theoretical saturation, a constant
comparison method was implemented, where we tested and used our axial coding categories
on all subsequent transcripts [31,32]. Conceptual themes were organized into five categories:
late effects, healthcare, health education and outreach, personal factors, and social factors.
By the end of our comparison analysis, no new themes had emerged. Theoretical saturation
was confirmed by consensus. A single quotation could encompass several emerging themes.
Further, participants often offered more than one response on a topic during discussion.
Therefore, the final number of or quotes was less than the final number of codes. All
participants completed a demographic form and the Short-Form 36 (SF-36). Raw scale
scores were converted to 0—100 scales, with higher scores indicating higher function or well-
being [33]. The study was approved by our Institutional Review Board.

Two hundred and fifty three patients had SCT between 2000 to 2005. Of these, 26% (n=65)
were alive in 2007. Of the 65 who were alive, 5 patients had incorrect addresses and could
not be contacted. Additionally, 7 patients were ineligible due to language (n=6) and being in
the terminal phase of their illness (n=1). Three were no longer current residents of Texas.
One patient refused further contact, and 13 patients could not be reached, resulting in 36
eligible, of whom 22 agreed to participate. The duration of time from their SCT to the
interview ranged from 2.4 — 8 years with a mean of 5.2 years (+1.4 years). Participants’
characteristics and SF-36 scores are shown in Table 2. Most participants had scores lower
than 50. Table 3 shows the conceptual themes that emerged from our analysis in five
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categories: late effects, healthcare issues, health education and outreach, personal factors,
and social factors.

Late Effects and GVHD

Participants experienced a range of late effects including fatigue, pain, nausea, neuropathy,
“chemo brain,” and GVHD which affected their eyes, skin, gastrointestinal tract, and other
organs. Some participants misunderstood the cause of GVHD; they thought their bodies
were attacking the transplanted cells, instead of the transplanted cells attacking their organs.

“GVHD is graft versus host disease, or your body reacting to the...foreign
substance in your body.” (Male, age 36)

Questions lingered whether symptoms would subside or worsen.

“[W]hat complications am | going be facing...in my lifetime?...I1s my [GVHD]
going to get worse with my eyesight?” (Male, age 49)

Participants also described late effects that impacted their quality of life and social lives,
including sexual dysfunction. Taking preventative steps prevented them from socializing and
participating in some group activities.

“l don’t really have a sex drive anymore.” (Female, age 53)

“When you shake hands or you do something with your hands, [you] just consider
it dirty. And it changes your lifestyle but it also keeps you a lot healthier.” (Male,
age 69)

Healthcare Issues

Participants reported frequent healthcare use and participation in screening for recurrences
or second cancers. They valued the patient-provider relationship and described their role in
the health decision-making. Using the healthcare system often exposed our participants to
many of its flaws. Financial expense and frequency of appointments posed problems for
them.

Participating in screening—On whole, participants also felt that they participated in
appropriate screening, including colonoscopies, bone marrow biopsies, blood tests, bone
density tests, chest x-rays, and CAT scans.

“| feel very covered. | feel very safe in [how much] screening they do.” (Male, age
29)

Fears of recurrence fueled a few participants to suspect that they might not participate in
enough screenings.

“If you did less [screening], you’ll always have that in your head, ‘ [Do] | have
something?’” Once you have cancer you’re always thinking ...do | have it again.”
(Female, age 52)

Valuing the patient-provider relationship—Patients valued providers as sources of
information, and they trusted their directives. However, they often wanted more interaction
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with cancer specialists who helped them during treatment. And many described
encountering nonspecialists who they believed were not as informed or helpful in addressing
their needs.

“| feel very comfortable [with the cancer specialists]--like they really do care about
you. [O]ne year | got real sick, and | ended up going to a [non-cancer specialist].
And they made me feel like they weren’t solving the problem.” (Male, age 49)

Making healthcare decisions—~Participants described the importance of participating in
their healthcare decision-making, e.g., asking questions, making requests, and keeping
personal health journals.

“Doctors should listen to [patients], and if they say ‘check my blood,” they should
check the blood, because I could have died.” (Female, age 54)

Many were motivated to research for themselves their symptoms and treatments.

“I normally just kind of go WebMD and self-diagnose.” (Female, age 49)
Covering expenses—Many participants were satisfied with how their insurance met their
healthcare needs. However, some reported that they no longer had health insurance coverage.

“l don’t know of a company in the world that will affordably give you health care
when you’re diagnosed terminal.” (Female, age 27)

Still others reported that, despite insurance, their costs could be prohibitive.

“Having to go to the doctor so many times...my out-of-pocket spending is just so
much.” (Female, age 40)

Participants described how physical disability from cancer and treatments caused job loss
and, in turn, made their financial situation difficult.

“[W]hen I lost my job...we were paying extreme amounts of money to hold the
insurance together, like nine hundred a month.” (Female, age 54)

Making appointments—Participants described how difficult it was to manage the
logistics of making appointments with multiple providers.

“They always schedule my appointments on top of each other so, you know,
sometimes...I’m here all day.” (Female, age 22)

Often it required taking time off from work for themselves and their care providers in order
to accommodate appointments.

“l see my [eye doctor and a doctor for] GVHD... [Appointments] pile up during the
day...I’m here from 8:00 in the morning until 4:00 in the afternoon... [Y]ou just
get tired of waiting and sitting.” (Male, age 23)

Health Education and Outreach

Participants shared their sources of health information and their gaps in knowledge.
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Information sources—~Participants reported medical providers served as primary sources
of information.

“l had a fabulous oncologist, and | had her sit down and explain everything--the
side effects, the AML--just explain it to me where | can understand it.” (Male, age
51)

Family members and their use of the Internet were also reported to be sources of support and
information.

“My mother’s my advocate. She belongs to...leukemia groups. And they talk. She
has friends online.” (Female, age 49)

“[M]y wife spends a lot of time on the Internet looking stuff up.” (Male, age 62)

Participants gathered information from various media, including the Internet, emails, patient
education literature, and medical journals and periodicals.

“I will get magazines to study...I’ll read things like... [organization] Web sites and
studies and things that they’ve done there.” (Female, age 27)

One participant desired more online outlets for interacting with peers for support. (Male, age
51)

“[M]aybe there could be...a patient blog or [social network]...where people could
put in their comments and then others can chime in.” (Male, age 62)

Identifying information barriers—Participants wanted to know more about the
spectrum of expected late effects and best methods for mitigating them.

“[I would] like information about ... life expectancy--I guess taking--like my
medications, how many years can | take it without doing damage to my body.”
(Male, age 49)

Some wished that more information about late effects of infertility had been given prior to
SCT.

“[1t’s one thing to get for a woman to get her tubes tied and decide [she doesn’t]
want any children. But when that gets stripped away from you, it’s completely
different...l was single...l was short on time, [so | was treated] without having time
to go harvest my eggs...l wasn’t aware | was on a time crunch.” (Female, age 40)

Many wanted information from peers regarding the particulars of their personal experiences
with late effects.

“l would want to know more about the real-life problems that people have besides
me.” (Female, age 53)

Others admitted that avoiding information helped curb the stress and fear that can
accompany knowing every possible risk and harm.

“[S]ometimes, the less you know, the less you worry about.” (Male, age 62)
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Many participants felt that they could not find the information and services that they needed.
They felt left out by the system targeting patients with cancer currently undergoing
treatment, rather than for people dealing with late effects after treatment.

“I’l1 call cancer care and I’ll Google the cancer patient resources. There is help, but
only for people in treatment. It’s like they’ve forgotten the people after they’ve
survived.” (Female, age 40)

Personal Factors

Managing late effects required behavioral changes and adaptations to maintain personal
health. Some sought additional treatments for mitigating symptoms above and beyond what
healthcare providers prescribed.

Changing activities—To manage late effects, participants made lifestyle adjustments
such as diet modification.

“l can’t eat jalapefios as often as I used to. That’s a big thing...I eat them, anyway,
and sometimes | regret it. But | have to eat them anyway.” (Female, age 53)

Many had to change their levels of physical activity, which interfered with participation in
leisure activities.

“l don’t swim anymore. And | have kids. | have a five-year-old and an eleven-year-
old. So yeah, that frustrates them.” (Male, age 41)

Participants also compared their current activity to levels prior to SCT. Some reported eating
healthier and exercising more.

“I can go up ten flights of stairs nonstop...I’m just in really good shape...I think
even better than before | was sick.” (Male, age 50).

Using home remedies—Participants often turned to alternative and complementary
medicine.

“l am on a juice regimen of Xango. | drink that. It builds my immune system. |
haven’t been sick or coughing or any of that, and my energy level is wonderful.”
(Female, age 54)

Social Factors

Social networks influenced survivors’ own perception of treatment and care coordination.
Survivors shared with family and friends the emotional and logistical burden of using
healthcare services, which, in turn, impacted their relationships.

Letting others influence you—Family, friends and peers played a role in shaping
participants’ attitudes about treatment. Participants often framed their understanding of
treatments in terms of similar experiences of others in their social circles of influence.

“I’ve talked to people that have, you know, been through what I’ve been through. A
lot of them made it; they’re all right. And you ask them different questions.” (Male,
age 59).
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They also felt frustrated about others’ struggles with and reactions to their condition.

“The family still treats me...with kid gloves.”Don’t do this. Don’t do [that].” They
worry. It frustrates me.” (Male, age 41)

Getting support from others—~Participants also described how people in their network
helped them attend medical appointments and keep track of their treatments. For the most
part, family and friends ably cared for their needs.

“The biggest thing for me is my wife was my caregiver. [S [he was [my] single-
handed caregiver throughout a long, long process.” (Male, age 62)

On rare occasions, their logistical support was less helpful than their emotional support.

“My brother was my caretaker. And God bless him. He’s a sweetheart. But he is an
idiot when it comes to taking care of somebody.” (Female, age 63)

Health affecting relationships—The unique and often burdensome circumstances of
managing health impacted the relationships between survivors and their social network.
Often, difficulties drew families and friends closer together.

“[1]t probably brought us closer together... [My husband] was very supportive and
very caring and took real good care of me.” (Female, age 53)

However, in some cases, the stresses of experiencing and managing late effects made
relationships tense and frustrating.

“[T]he memory problems that I’ve had has been frustrating... My [family talks]
about things that have happened or that we’ve done in the past that | have no
memory of.” (Female, age 53)

Other less frequent themes included returning to work and cancer experiences in other
family members. A few patients described positive attitudes and feelings such as
independence and contentment, and no interferences with social life. Overall, participants
were eager to share their attitudes and beliefs, and they demonstrated that healthcare needs
were a major issue in their everyday lives, even 5 or more years after SCT.

DISCUSSION

Late effects, health care issues, outreach and education, and personal and social factors were
important themes among our study participants. SCT survivors face continuing and lasting
health effects, which in turn, impede their quality of life and ability to participate in
healthcare decision-making [4,34]. Participants had lower SF-36 scores, indicating lower
levels of functioning or well-being as compared to another study of survivors 2 years after
allogeneic SCT, [28] and the difference may in part be due in our participants’ longer
duration of time from SCT. Similar to findings in prior studies, our participants noted
problems in coordination of care and access to knowledgeable specialists for individual
toxicities [35]. They preferred care from SCT specialists and felt that other providers often
did not understand the complexities of their condition. Survivors may require more
information and guidance about the duration, range, and maintenance of late effects. Given
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the involvement of family, friends and care providers in researching disease and symptom
information and informing survivors’ attitudes about care, outreach and education initiatives
should target survivors and their support network. Furthermore, continuing medical
education and closer coordination between specialists and primary care providers may help
survivors better transition from cancer care to survivorship care [36,37].

Prior studies identified several barriers—including scheduling, emotional discomfort,
unawareness of the range of services, and physical limitations and impairments—that
prevent survivors from accessing mental health services [26,38]. Our findings confirmed
many of these barriers. However, they also extended the list of barriers to include financial
cost, provider unawareness, and the extent of support offered by survivors’ friends, family
and care providers. Also, our findings suggest that survivors wanted more information about
late effects sooner in the treatment and recovery process. They also want more peer-to-peer
information exchanges. Studies suggest that SCT survivors may be able to recover many
aspects of quality of life over time, including physical strength, psychological and emotional
health [39]. However, our findings suggest that some of these issues persist as long-term
effects, and that survivors would benefit from evidence-based patient education on the
duration and range of severity of these longer-term issues.

SCT survivors enlisted several personal resources--family, friends, peers, medical providers,
online and traditional venues--to better understand and mitigate their condition [35,40].
Since SCT patients frequently use mass media and peer interactions as sources of
information, outreach programs should incorporate multimedia dissemination tools and
informed peer support. Online social networking might be enlisted to help provide support
for patients in remote locations or with unique combinations of late effects. Social media
might also be advisable in accommaodating patient to provider conferences, thereby reducing
the frequency of face-to-face visits and associate costs and scheduling inconveniences.
However, given the paucity of literature on the efficacy of such technology in health
communication, more research and pilot programs should be conducted to help ground such
interventions in evidence-based practice [38].

Our study contributes to the field by conceptualizing the relationship between the factors
affecting survivors’ attitudes about care. We found a complex and mutual interrelationship
between the factors that emerged from our study and factors reported in prior studies (see
Figure 1). Late effects complicate survivors’ access to care, but so, too, do personal and
social influences on attitudes about outreach and treatment. They looked to providers, family
and friends for advice and examples of health behavior. Comparing their needs to those of
others, seeking out health information, and experiencing financial barriers also influenced
their attitudes about care. Furthermore, both interactions with others and personal priorities
were important in influencing how they evaluated healthcare utilization and outreach. Late
effects had consequences beyond healthcare; in turn, personal and social factors impacted
healthcare attitudes and behaviors. Our conceptual model may help providers and educators
better tailor treatment and health campaigns that are more sensitive to survivors’ needs.

Our study is limited, as it evaluates a relatively small sample size and may not generalizable.
Future studies might use larger samples to further investigate the causal links between
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reciprocally-related codes. Different themes and areas of concern might have surfaced in
discussions with groups who were more ethnically and socioeconomically diverse.
Additional studies should examine whether similar and consistent results emerge from a
more heterogeneous population. Nevertheless, our study provides a helpful, preliminary
assessment of survivors’ assessment of the healthcare system and their utilization and
information needs. Our findings present new conceptual and practical domains that could
prove useful in informing clinical practice, coordinating healthcare administration, and
designing patient outreach and education.
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Table 1
Guiding Questions

Current Health Status
. How is your health compared to what it was before you had the transplant?
. What are your biggest health problems now?
. How has your experience having a transplant affected you emotionally?
. What concerns you most about your transplant?

Lifestyle Issues
. In what ways has your previous experience undergoing a transplant affected your current lifestyle?
. What symptoms or effects from having received the transplant have changed or affected your lifestyle the most?
. What effects has undergoing a transplant had on your work or professional life?
. How has your transplant affected your relationship with your spouse or significant other?
. In what ways has your transplant changed your current social life?
. How has your transplant affected your finances?
. In what ways has life after the transplant required you to adapt or to change? When have you been most successful at

changing or adapting, and when have you been least successful?

Late Effects of Cancer Treatment

. What have you heard, read or experienced about complications related to transplant from a donor? You can tell me both
the ones you’ve experienced and also the ones you know about but haven’t experienced.

. What do you know about GVHD?

. What do you know about the complications from other treatments you received for your disease or transplant? (Prompts:

Such as radiation or chemotherapy)

. What else would you want to know about potential long-term complications of transplants? Or what things would you
like to know about the potential complications?

Healthcare Use

. Nowadays, how often do you visit the doctor because of health issues related to your disease and your transplant?
. What providers are currently taking care of your health-care needs related to your disease and transplant?

. From whom would you prefer to get your healthcare for your cancer- and transplant-related health-care needs?

. What problems do you have accessing necessary health care related to your cancer or transplant?

Perceived Healthcare Needs

. What healthcare needs particular to survivorship do you have that aren’t being met?
. In your opinion, what has prevented your healthcare needs from being met?
. How might these healthcare needs be met?

Current Health Screening Practices

. How often do you participate in screening for recurrent cancers, new cancers or second cancers?

. Do you believe you participate enough in screenings? Would you say you don’t participate enough or too much, and
why?

. Has your experience with cancer and transplant changed the way you take care of your health?

Perceived Information Needs
. What do you want to know about surviving cancer that you do not know already?

. Where do you get information about cancer and transplant survivors’ health?
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What would be the best way for you to learn more about health issues related to the health of cancer or transplant
survivors?
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Table 2

Demographic Characteristics of Study Participants
Characteristic n=22 (%)
Age

Mean (range) 47 (22-69)
Gender
Male 11 (50%)
Female 11 (50%)
Race
White 21 (95.5%)
Native American 1 (4.5%)
Ethnicity
Non-Hispanic 18 (81.8%)
Hispanic 4 (18.2%)
Cancer
AML 19 (86.4%)
MDS 2 (9.1%)
APL 1 (4.5%)
Time since SCT
Mean years + SD (range) 5.2+ 1.4 (2.4-8.0)
Education
High school diploma 3 (13.6%)
Trade school 1 (4.5%)
Some college 7 (31.8%)
Bachelor’s degree 5 (22.7%)
Advanced degree 6 (27.3%)
Employment1
Working? 8 (36.4%)
Not Working? 9 (40.9%)
Disabled 6 (27.3%)
Insurance?
None 2 (9.1%)
HMO 4 (18.2%)
PPO 7 (31.8%)
Medicaid 2 (9.1%)
Medicare 10 (45.5%)
Income
<$24,999 7 (31.8%)
$25,000-49,999 5 (22.7%)
$50,000-99,999 3 (13.6%)
>$100,000 4 (18.2%)
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Characteristic n=22 (%)
Refused to answer 3 (13.6%)
Marital status
Single 5 (22.7%)
Married 10 (45.5%)
Divorced 7 (31.8%)
Current Comorbid Conditions
Chronic Lung Disease 5 (22.7%)
Blindness/Trouble Seeing 6 (27.3%)
Deafness/Trouble Hearing 4 (18.2%)
Diabetes 2 (9.1%)
Asthma 4 (18.2%)
Ulcer or Gl bleeding 1 (4.5%)
Arthritis or rheumatism 7 (31.8%)
Sciatica/Chronic back problems 2 (9.1%)
Number of Comorbidities
0 8 (36.4%)
1 6 (27.3%)
2 3 (13.6%)
3 3 (13.6%)
5 2 (9.1%)

SF-36 Summary Scale, mean score +/— SD

Physical Component Summary
Mental Component Summary
SF-36 Subscale, mean score +/- SD

Physical Functioning

Role Functioning (Physical)
Bodily Pain

General Health

Vitality

Social Functioning

Role Functioning (Emotional)

Mental Health

435+13.6
49.2+12.6

435+12.7
42.6+17.0
50.8 +11.6
423+13.1
46.8 +13.7
452+12.1
46.0+17.0
51.2+11.2

1 .

Total numbers may exceed 22 because some participants chose more than one response.
2 . .

Includes full-time workers (n=5), part-time workers (n=2), and homemakers (n=1).

3Inc|udes those who are unemployed (n=1), students (n=1), and retirees (n=7).
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Most Frequent Themes

Table 3

Page 18

Categories Codes Code Definition Frequency
Late Effects Listing late effects Stories about the effects of treatment and residual symptoms 210
and complications
Experiencing GVHD Details about how GVHD affects health, comorbidities, and 86
quality of life
Feeling uncertain about late effects Concerns and confusion about the cause, duration and extent 42
of late effects
Healthcare Valuing the patient-provider Evaluations of their relationship and communication with 214
relationship providers
Covering expenses Discussion about affording the financial cost of healthcare. 124
Evaluations of insurance coverage, and stories about the
changes in coverage
Frequenting healthcare services Descriptions of how often and for what purpose they use 63
healthcare services
Making healthcare decisions Discussions of how they participate in making decisions about 56
their health and treatment
Participating in screening Descriptions of screenings and evaluations of screening 51
practices
Making appointments Anecdotes about the frequency and logistics of scheduling and 49
attending provider visits
Health Education and  Describing information sources Reports about where and from whom survivors find 140
Outreach information about their health condition and needs
Identifying information barriers Lingering questions and concerns about late effects and health 71
prognoses
Personal Factors Changing activities Anecdotes about adjustments and changes made in how 89
survivors conduct their daily lives
Using home remedies When participants use over-the-counter, complementary and 56
alternative treatments, and other alternatives
Social Factors Letting others influence you Stories about interactions with and experiences of others that 98
shape their own health attitudes and behaviors
Getting support from others When friends, family members, peers and care providers help 63
in survivorship care
Health affecting relationships Stories about late effects impacting the relationship with 54

families, friends and others—for better or worse
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