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CHAPTER 6. RESULTS

Chapter Six — Results

“I got the chance to talk over my concerns and I think that is very important.”
Female_HL

144

CHAPTER 6. RESULTS

6.0 Results of Phase Three and Phase Four
Four sections form this chapter. The first two sections describe the statistical
techniques applied to the data followed by results for the pragmatic
randomised controlled trial (RCT) and general practitioner (GP) evaluation
surveys. The third section of this chapter presents the sixth and final
published paper that reports the results from the qualitative semi-structured
interviews undertaken with a subset of intervention participants after their
completion of the study. Interviews were conducted by an independent
researcher to minimise potential bias and allow participants an opportunity
to speak freely about their perceptions and experiences. This published
manuscript has been reproduced in this chapter (Taylor, K., Monterosso, L.,
& Bulsara, C. (2018). Qualitative results from a phase II pilot randomised
controlled trial of a lymphoma nurse-led model of survivorship care,
European Journal of Oncology Nursing, 35, 9–14). The complete PDF version is
in Appendix A.5.

The final section comprises the fifth published journal article that reports the
test–retest reliability of the SF-SUNS, the survivorship-specific needs
assessment measure selected for this research. This testing was undertaken
as published test–retest reliability data was not yet available when the study
protocol was developed. This manuscript has been reproduced in this
chapter (Taylor, K., Bulsara, M., & Monterosso, L. (2018). Test–retest
reliability of the Short-Form Survivor Unmet Needs Survey, Asia-Pacific
Journal of Oncology Nursing, 5(2), 165–171). The complete PDF version is in
Appendix A.6.
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6.1 Results of the Pragmatic Pilot
Randomised Controlled Trial
Statistical Techniques
Quantitative data were analysed using IBM SPSS version 25 (IBM Corp,
2017). Demographic variables were described using mean, standard
deviation, median and range where applicable. The degree of sample
generalisation between groups (control and intervention) was ascertained
and reported using a Pearson Chi-square test, except when cell counts were
below five in which case a Fisher’s Exact test result was reported. Subjective
data such as lifestyle factors was not tested. Responses to the SF-SUNS,
DASS21, Mini-MAC and PES used Likert-type scales and were scored
according to the algorithms provided in the relevant instrument manuals.
Analysis was by intention to treat, unanswered items on questionnaires were
recorded. Statistical significance was set at 0.05 (2-tailed) unless otherwise
stated.

Non-parametric tests were used where measures were not normally
distributed as determined by the Shapiro Wilk test. The Kruskal–Wallis test
was used to compare total scale and domain scores of each instrument at
each time point across age, gender, and lymphoma type. Within each group,
paired t-test (or non-parametric alternative Wilcoxon Paired Rank Sum test)
comparisons on the total scale and domain scores of each instrument were
made between Time 1 (baseline) and Time 2 (3 months) and Time 1 and Time
3 (6 months). Independent t-tests (or non-parametric Mann–Whitney U test)
were used to assess the differences on the total scale and domain scores and
each item between the two groups at each time point. The Friedman test was
used to measure the intervention participants across the three time points on
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the total scale and domain scores of each instrument.

Linear Mixed Modelling (LMM) with Bonferroni post-hoc comparisons were
used to examine change over the study timeframe between the control and
intervention groups. LMM is suitable for data where: multiple measures are
repeatedly taken from the same individuals; data is not necessarily normally
distributed; and permits missing data points (missing at random) (West,
Welch, & Galecki, 2015). Therefore, LMM provides flexibility of modelling
data means along with the variances and covariances (IBM Corp, 2017). Each
assessment measure, including the domains within each measure, were
treated as a separate dependent variable model. Covariates were treated as
fixed effects and included group (control versus intervention), time (1, 2 and
3), with cofounders of age, gender and lymphoma type. Individuals were
treated as a random effect. Group x time and gender x time interactions were
examined for each model and were included in the final reported model only
if statistically significant. Place of residence was not modelled due to the low
numbers from regional or rural areas. Final model residuals were assessed
for normality to check the assumption for the LMM was met. All models
were assessed to meet this assumption with only some slight deviation in the
tails for some models.

Spearman’s Rho correlation coefficient analysis was used to describe the
relationship between the SF-SUNS and each of the other measures; PES,
DASS21, Mini-MAC. Combined scores from the two groups were used at
each time point to describe the strength and direction of the correlation. The
strength of the correlation coefficient was determined using the following
values: small r=.10 to .29; medium r=.30 to .49; large r=.50 to 1.0 (Cohen,
1988).
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The CONSORT (Consolidated Standards of Reporting Trials) diagram
(Moher et al., 2010) depicting the flow of participants through this trial is
presented in Figure 6.1.1. Missing data were minimal and estimated not to
exceed 1–1.5% of the total data volume. Recruitment commenced in July 2015
and was completed in January 2017. All participants had completed the
study by October 2017.

Quantitative analysis tables demonstrating the depth of analysis undertaken
in this thesis are found in Appendix L for the following:


Reliability of assessment measures (Table 1)



Wilcoxon Singed Rank Sum test (Table 2)



Linear mixed models, non-significant results of the SF-SUNS (Table 3)
and Mini-MAC (Table 4).



Paired t-tests (Table 5)



Independent t-tests (Table 5)



Kruskal–Wallis tests (Tables 6–8)
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Assessed for eligibility (n= 88)
Excluded (n= 28)
Not meeting inclusion criteria
(n= 5)
Declined to participate (n= 21)
Other reasons (n=2)

Enrolment

Randomised (n= 60)

Allocation
Allocated to intervention (n= 30)
Received allocated intervention
(n= 30)

Allocated to control (usual care)
(n= 30)

Follow-Up
Discontinued intervention (relapsed
after Time 2) (n= 1)

Lost to follow-up (uncontactable /
did not return assessment
measures) (n= 1)

Analysis
Analysed (n= 30)
Excluded from analysis at Time 3
(n= 1)

Analysed (n= 30)
Excluded from analysis after
baseline (n= 1)

7Figure 6.1.1. CONSORT flow diagram for pragmatic RCT.

Results
Demographic data
Of 88 eligible patients (Figure 6.1.1), 60 consented to participate in the trial
(68%). The 28 patients who were excluded had comparable demographic
characteristics (obtained from their medical records) with those of
participants; there were more males (n=16, 58%) than females (n=12, 42%)
with a similar age range (24–82 years, M=63 years, SD=14). Like the
participants, the majority of non-participants were in a relationship, had
NHL, and were within the first eight months since diagnosis. Reasons for
exclusion included:


Not meeting inclusion criteria due to relapse of disease (n=5)

149

CHAPTER 6. RESULTS



Declined to participate (n=21)
o Extra time required at the hospital (n=8)
o Travel to the hospital for regional patients (n=2)
o Feeling overwhelmed by treatment experience or wanting
to move on and forget they had lymphoma (n=9)
o Not interested with no other reason given (n=2)



Other reasons (n=2)
o Died after assessment for eligibility

Demographic and disease characteristics of study participants are shown in
Table 6.1.1 for both control and intervention groups. More males (73%) than
females (27%) were randomised to the intervention group indicating a
statistically significant degree of generalisation which was not seen in the
control group. Likewise, lymphoma type was disproportionate, with an
increased number of HL cases in the intervention group (40%) compared
with recognised worldwide trends in lymphoma distribution which were
mirrored in the control group; NHL (80%), HL (20%) (Howlader et al., 2016).
There were a greater number of participants within the first eight months of
diagnosis, an expected result when recruiting participants after treatment
completion. A statistically significant degree of sample generalisation in
marital status was found; however, this difference was not significant when
participants were grouped into ‘in a relationship’ or ‘not in a relationship’.
There were more metropolitan residents in the study, although similar
representation of residence was found in both groups.

Three age group categories were chosen to reflect the adolescent and young
adult age range (18–29 years), those with more likelihood of working and
having children living at home (30–59 years) and those less likely to be
working or have dependent children (>60 years).

150

CHAPTER 6. RESULTS

11Table 6.1.1 Demographic Characteristics for RCT Participants (n=60)

Characteristics

Intervention
n=30

Control
n=30

N (%)

N (%)

Gender
Male
Female

22 (73)

12 (40)

8 (27)

18 (60)

Age group (years)
18–29

8 (27)

5 (16)

30–59

12 (40)

14 (47)

60–86

10 (33)

11(37)

Lymphoma diagnosis
Non-Hodgkin

18 (60)

24 (80)

Hodgkin

12 (40)

6 (20)

Time since diagnosis
5–8 months

20 (67)

18 (60)

>9 months

10 (33)

12 (40)

Marital status
Single

9 (30)

5 (16)

17 (57)

20 (67)

4 (13)

2 (7)

0 (0)

3 (10)

12 (40)

9 (30)

Adult children

9 (30)

13 (43)

No children

9 (30)

8 (27)

Married/defacto
Divorced/separated
Widowed

Group Difference
Pearson
ChiSquare

P Value

6.79

.018

0.89

.712

2.86

.158

0.29

.789

5.14*

.273

1.56

.498

1.09

.435

Children^
<25 (living at home)

Highest level of education
Secondary school or less

7 (23)

11 (37)

Trade/vocational college

9 (30)

9 (30)

14 (47)

10 (33)

University
Employment status#
Working

15 (50)

12 (40)

Not working

15 (50)

18 (60)

retired

7 (23)

9 (30)

no return to work date

5 (16)

5 (16)
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looking for work

2 (7)

4 (13)

sick pension

1 (3)

0 (0)

Income level
$0–$30,000

13 (43)

15 (50)

$30,001–$70,000

7 (23)

6 (20)

$70,001–100,000

4 (13)

5 (16)

2 (7)

1 (3)

4 (13)

1 (3)

0 (0)

2 (7)

$100,001–$130,000
>$130,000
chose not to answer
Residence
Metropolitan

24 (80)

26 (87)

6 (20)

4 (13)

Current smoker

4 (13)

3 (10)

Quit <12 months

2 (7)

2 (7)

Quit >12 months

5 (16)

5 (16)

19 (63)

20 (67)

17 (57)

19 (63)

Occasional <1 drink/week

9 (30)

10 (33)

2–3 drinks/week

6 (20)

3 (10)

4–5 drinks/week

1 (3)

0 (0)

6–7 drinks/week

0 (0)

3 (10)

Binge drinking weekends

1 (3)

0 (0)

2–3 drinks/night

0 (0)

3 (10)

13 (43)

11 (37)

1 (3)

0 (0)

5 (16)

6 (20)

Regional

4.10*

.586

0.48*

.731

Lifestyle factors^
Smoking

Never smoked
Alcohol consumption
Current

Never
Weight
Underweight (<50 kg)
Overweight (>95 kg)

Note. Bolded p value indicates statistical significance p<.05; *Fisher’s Exact test result
reported; #Two main groups examined— ‘Working’ or ‘Not working’; ^Subjective
data not analysed
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Assessment measures
All participants completed all items on the SF-SUNS, DASS21 and MiniMAC. The PES gave participants the option of leaving a question blank;
however, most participants completed all items across the three time points.
The question most frequently left blank was “complementary therapies help
me cope with my illness” (n=12, 48%). There were more missing items from
the control group (19 vs 6 items). Across both groups, there were five missing
items at Time 1, 12 items at Time 2 and eight items at Time 3.

Cronbach’s alpha results supported scale reliability in all measures across the
three time points. Cronbach’s alphas in the present study ranged from:


SF-SUNS = .70 to .96



DASS21 = .79 to .94



Mini-MAC = .58 to .90



PES = .75 to .79

Unmet needs (as measured by the SF-SUNS) and patient empowerment (as
measured by the PES) demonstrated a medium to strong, negative
correlation between the two variables at: Time 1, r=–.51, n=60, p=<.001; Time
2, r=–.35, n=59, p=<.001; and Time 3, r=–.56, n=58, p=<.001. High levels of
empowerment were associated with lower levels of unmet needs. The
relationship between SF-SUNS and psychological distress (as measured by
the DASS21) revealed a strong, positive correlation between the two
variables at: Time 1, r=.75, n=60, p=<.001; Time 2, r=.80, n=59, p=<.001; and
Time 3, r=.77, n=58, p=<.001. Low levels of psychological distress were
associated with lower levels of unmet needs. Likewise, the relationship
between the SF-SUNS and mental adjustment to cancer (as measured by the
Mini-MAC) indicated a strong, positive correlation between the two
variables at: Time 1, r=.58, n=60, p=<.001; Time 2, r=.71, n=59, p=<.001; and
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Time 3, r=.67, n=58, p=<.001. Lower levels of unmet needs were associated
with better mental adjustment to the cancer diagnosis.

Fidelity
Control group
No participant randomised to the control group received the SCPTS or the
resource pack during the study. Four participants (13%) required at least one
phone call at Time 2 for non-return of measures, resulting in three (75%)
returned. At Time 3, 10 participants (33%) required at least one phone call for
non-return of measures. Seven participants (70%) posted back the measures
within a month and two (20%) brought the completed measures to their
haematologist appointment. Twenty-nine participants completed Time 2 and
Time 3 measurements.

Intervention group
All intervention participants completed the first NLSC appointment face-toface. The average time of consultation was 64.28 minutes (range 20–120
minutes) and the average time from baseline was 9.63 days (range 0–56
days). Four participants (13%), prior to the baseline appointment, indicated
they would be unable to return to the hospital within the next few weeks if
randomised to the intervention. Therefore, the first NLSC appointment was
planned for the same day as baseline if required. Two participants (6%) did
not present for their scheduled NLSC appointment and were eventually seen
31 and 56 days later. The average time of the second NLSC appointment was
46.13 minutes (range 19–90 minutes) and 44.31 minutes (range 15–70
minutes) for the third NLSC appointment. Four participants (13%) requested
a telephone appointment after their haematologist appointments had been
cancelled and moved to a future date. Assessment measures were completed
over the phone, and any written information requested was emailed or
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posted. Thirty participants at Time 1 and Time 2 and 29 participants at Time
3 completed all elements of the study.

Intervention group
Concerns and health goals
Half of the participants identified fear of recurrence, and one-third identified
fatigue and/or cognitive impairment as concerns on the SCPTS (Table 6.1.2).
Counselling referrals to a clinical psychologist were offered to those who
self-reported struggling with a psychosocial issue. Those who accepted a
counselling opportunity (n=4, 13%) had issues with fear of recurrence and/or
managing stress and anxiety. At study completion, one participant (3%)
continued to self-report a high / very high level of fear of recurrence on the
SF-SUNS. Fatigue was ongoing and remained a moderate to very high unmet
need self-reported on the SF-SUNS in one third of participants (n=10, 34%).
Cognition impairment likewise remained an issue with 52% (n=15) selfreporting this as a moderate to high unmet need on the SF-SUNS.

The majority of participants (n=25, 83%) wanted to increase or start physical
exercise and over half wanted to make healthy lifestyle changes (Table 6.1.2).

12Table 6.1.2 Top Five Concerns and Health Goals Identified from SCPTS
Rank Participant-identified
Concerns

N (%) Participant-identified Health
Goals

N (%)

1

Fear of recurrence or
other cancer

15 (50) Increasing or undertaking
physical activity/exercise

25 (83)

2

Fatigue

10 (33) Healthy lifestyle (including
weight loss, healthy diet,
reducing alcohol intake)

16 (53)

3

Memory and
concentration issues

9 (30) Work (balancing with life
now, taking opportunities)

13 (43)

4

Quit cigarette

4 (13) Travel

10 (33)
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smoking
5

Financial and
insurance issues

4 (13) Managing stress, anxiety and
mental health

8 (26)

A motivational chart was used as an aid to list participant likes, dislikes and
conflicts that might arise while trying to quit a particular behaviour. Four
participants (13%) used the chart to assist with smoking cessation. Three
participants (10%) were able to quit smoking by the end of the study, and
one young person had reduced smoking to social situations only. Two young
participants (6%) used the chart to address excessive or binge alcohol intake.
At study completion, one participant indicated complete abstinence and felt
this achievement had helped control other aspects of his life. The other
participant had verbalised at her first NLSC appointment: “I am sick of
cancer sucking the joy out of my life” and felt the peer pressure would be
difficult to withstand if she made lifestyle changes. At study completion, she
had reduced her alcoholic intake and acknowledged that getting healthy and
taking back control of her life had included taking herself out situations
where she felt pressured.

Assessment of the nurse-led lymphoma survivorship model of care
Survivorship unmet needs (SF-SUNS)
Friedman tests were undertaken to measure total scale and domain scores to
compare participants in the intervention group of the nurse-led lymphoma
survivorship model of care at Time 1 (pre-intervention), Time 2 (3 months'
post-intervention) and Time 3 (6 months' post-intervention). Total scale SFSUNS scores identified the highest unmet need at Time 2 (Md=22), then Time
1 (Md=18) with Time 3 (Md=16) the lowest (X2 (2, N=29) = 7.60, p=.022).
Significant results were evident in the financial concerns domain with greater
unmet need reported at Time 1 (Md=6) and Time 2 (Md=6) with Time 3
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(Md=4) the lowest X2 (2, N=29) = 6.08, p=.048. The access and continuity of
care domain demonstrated higher unmet need at Time 1 (Md=1) with Time 2
(Md=0) and Time 3 (Md=0) reporting no unmet need X2 (2, N=29) = 6.53,
p=.038. The relationships and emotional health domain identified the highest
unmet need at Time 1 (Md=12,) and Time 2 (Md=12) with Time 3 (Md=8) the
lowest X2 (2, N=29) = 6.69, p=.035. A significant difference was not reported
for the information domain (X2 (2, N=29) = 2.04, p=.360).

In the intervention group, scores decreased from Time 1 to Time 3 for total
scale (z=–2.15, p=.031, r=.28); and access and continuity of care domain scores
(z=–2.31, p=.021, r=.30) both with a small–moderate effect size. All other
results had a small effect size and were not statistically significant.

The Kruskal–Wallis test revealed no significant distribution across
lymphoma type. The intervention >60 years age group had very low scores
for access and continuity of care domain at Time 2 compared with the other
two age groups (Md=0 vs Md=2, 18–29 years and Md=2.5, >60 years; p=.012).
Although there was a disproportionate number of males to females, women
had significantly higher scores at Time 1 (Md=41 vs Md 16; p=.046),
particularly evident in the relationships and emotional health domain
(Md=21 vs Md=7; p=.007). Conversely, at Time 3, men recorded a significantly
higher median than women (Md=2 vs Md=0; p=.024) in the information
domain. The control group results revealed more unmet needs in the 30–59
years age group at Time 1 (Md=25.5 vs Md=18, 18–29 years and Md=13, >60
years; p=.016), and these were significantly higher in the financial concerns
(Md=9 vs Md=3, 18–29 years and Md=6, >60 years; p=.019) and access and
continuity of care domains (Md=2.5 vs Md=1, 18–29 years and >60 years;
p=.012). This continued to be an unmet need for this age group at Time 3 for
the access and continuity of care domain (Md=4 vs Md=1, 18–29 years and
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Md=0, >60 years; p=.023). Women in the control group had significantly
higher scores at Time 1 (Md=24 vs Md 17; p=.034), especially in the
relationships and emotional health domain (Md=13 vs Md=5.5; p=.004).

Intervention group mean scores were highest at Time 1 (M=27.33) and
continued to decrease over the study period. The domain with the most
significant decrease was the access and continuity of care domain. The
control group scores were highest at Time 2 (M=28.62); nonetheless were not
significant.

Independent t-tests, conducted to compare total scale and domain scores
across the time points, demonstrated higher mean scores in the control group
compared with the intervention group. The relationships and emotional
health domain scores for the control group increased over the study period.
All scores had a small effect size and no results were significant.

Individual items on the SF-SUNS were also assessed to identify specific
aspects of unmet need. Significant differences were found indicating that the
intervention group at Time 1 reported a higher level of need for finding
information about complementary or alternative therapies (M=0.87, SD=1.04,
Md=0) than the control group (M=0.27, SD=0.52, Md=0) [U 592, z 2.45, p=.014,
r .32]. Time 3 results indicated the control group felt less able to speak to
others about their emotions or deal with feeling depressed (Table 6.1.7).
Although not significant, six control group participants (21%) continued to
record high / very high unmet needs for fear of recurrence at Time 2 and 3.
Likewise, the control group reported more unmet cognition impairment
(n=20, 34%) at study completion. Both concerns documented by intervention
participants on the SCPTS.
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LMM analysis, adjusting for gender, lymphoma type and age, reported
group (control or intervention), time (1, 2 or 3), and lymphoma type (NHL or
HL) were not significantly associated with the SF-SUNS (Appendix L). The
LMMs for the domains (Table 6.1.3) reported a significant effect for time in
the information domain, showing Time 1 scores were higher (p=.025). The
LMM for the financial domain reported those with NHL had higher scores
compared to those with HL (p=.010). The access and continuity of care
domain LMM reported those with NHL had higher scores compared to those
with HL (p=.021) and as age increased, unmet needs in this domain
decreased (p=.039). The LMM for the relationships and emotional health
domain reported that women had more unmet needs compared to males
(p=.010).

13Table 6.1.3 Linear Mixed Model Results of SF-SUNS Domains
Variable

Information Domain
Intercept
Group—Controla
Lymphomab (NHL)
Genderc (Male)
Time 1d
Time 2d
Age
Financial Concerns
Domain
Intercept
Group—Controla
Lymphomab (NHL)
Genderc (Male)
Time 1d
Time 2d
Age
Access and Continuity
of Care Domain
Intercept

Beta
Estimate

Std.
Error

95% Confidence
Interval
Lower
Upper

P Value

3.23
0.37
0.50
–0.65
0.76
0.36
–0.02

1.00
0.67
0.81
0.66
0.33
0.33
0.02

1.20
–0.97
–1.12
–1.97
0.10
–0.30
–0.06

5.22
1.70
2.13
0.68
1.42
1.02
0.02

.002
.585
.536
.332
.025
.287
.276

7.70
–1.40
5.70
–1.56
0.83
1.00
–0.80

2.62
1.76
2.15
1.75
0.66
0.66
0.05

2.44
–4.93
1.40
–5.06
–0.47
–0.31
–0.18

12.94
2.14
10.00
1.94
2.13
2.30
0.02

.005
.434
.010
.376
.209
.133
.105

4.23

1.58

1.12

7.44

.009
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Group—Controla
–0.81
1.06
–2.93
1.31
.448
.021
Lymphomab (NHL)
3.05
1.29
0.47
5.62
c
Gender (Male)
–0.97
1.05
–3.07
1.13
.360
d
Time 1
0.94
0.48
–0.01
1.90
.053
d
Time 2
0.49
0.48
–0.47
1.44
.316
.039
Age
–0.06
0.03
–0.12
–0.00
Relationships and
Emotional Health
Domain
Intercept
20.54
4.63
11.28
29.81
.000
a
Group—Control
–1.75
3.11
–7.99
4.49
.577
b
Lymphoma (NHL)
4.59
3.79
–3.00
12.18
.231
.010
Genderc (Male)
–8.20
3.09
–14.39
–2.02
d
Time 1
0.93
1.19
–1.42
3.28
.435
d
Time 2
1.97
1.19
–0.39
4.33
.100
Age
–0.11
0.09
–0.28
0.06
.211
Note. Bolded p value indicates statistical significance p<.05; a Comparison group set
to zero (Intervention); b Comparison group set to zero (HL); c Comparison group set
to zero (Female); d Comparison group set to zero (Time 3)

Psychological distress (DASS21)
Friedman tests performed on the intervention group did not identify
significant differences on the total scale and domain scores between the three
time points. Total scale scores revealed the highest levels were at Time 1
(Md=10) and Time 2 (Md=10) with Time 3 (Md=8) the lowest (X2 (2, N=29) =
1.55, p=.462). Domain results revealed higher levels of depression at Time 2
(Md=3), then Time 1 (Md=2), with Time 3 (Md=1) the lowest (X2 (2, N=29) =
3.12, p=.210). This result was reflected in the stress domain with higher levels
identified at Time 2 (Md=5) then Time 1 (Md=4) and Time 3 (Md=4) (X2 (2,
N=29) = 4.00, p=.135). Greater levels of anxiety were identified at Time 1
(Md=3) and Time 2 (Md=3) with Time 3 (Md=2) lower (X2 (2, N=29) = 0.16,
p=.923).

A Wilcoxon Signed Rank Sum test revealed no significant differences in the
intervention group, and all results had a small effect size. There were no
significant differences in the distribution of scores across age groups, gender
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or lymphoma type in the intervention group. The control group
demonstrated a significant difference in the distribution of total scale scores
across gender at Time 2, with women reporting higher scores (Md=16 vs Md
5; p=.022). Domain scores revealed women had higher levels in the
depression domain at Time 1 (Md=2.5 vs Md 1; p=.039) and Time 2 (Md=6 vs
Md 0; p=.016), and anxiety domain at Time 2 (Md=3.5 vs Md=1; p=.017). No
significant results were reported across age group or lymphoma type. No
significant results were identified in the control group; however, total scale
scores did decrease over the study period.

Independent t-tests revealed no significant results in either the control or
intervention groups. Intervention group mean scores were highest at Time 2
(M=15.63), and although they had decreased by Time 3 (M=13.03), they
continued to reflect higher mean scores than at Time 1 (M=12.67).
Intervention group mean anxiety (M=3.53) and stress (M=6.80) domain scores
were slightly higher at Time 2, with stress mean scores higher at Time 3
(M=5.66) than at Time 1 (M=5.17). Control group mean scores revealed Time
1 (M=15.57) and Time 3 (M=15.14) scores were higher compared with the
intervention group, with the Time 2 mean anxiety domain score highest
(M=3.63) when compared with the intervention group.

Individual items on the DASS21 were assessed to detect specific traits of
psychological distress. Results did not reveal any significant differences in
the items between the two groups at any time point.

LMM examining DASS21 total scale score and domains (Table 6.1.4),
adjusting for gender, lymphoma type and age, reported no significant group
(control or intervention) or time (1, 2 or 3) effects. However, women reported
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higher scores compared with men for all DASS21 models: Total scale
(p=.013); depression (p=.032); anxiety (p=.007); and stress (p=.029).

14Table 6.1.4 Linear Mixed Model Results of the DASS21
Variable

Beta
Estimate

Std.
Error

95% Confidence
Interval
Lower
Upper

P Value

Total Scale
Intercept
17.12
5.12
6.86
27.38
.001
a
Group—Control
–2.75
3.45
–9.66
4.17
.429
b
Lymphoma (NHL)
5.77
4.20
–2.64
14.19
.175
.013
Genderc (Male)
–8.75
3.42
–15.60
–1.90
d
Time 1
0.16
1.23
–2.28
2.60
.897
d
Time 2
0.95
1.23
–1.49
3.40
.441
Age
–0.02
0.09
–0.21
0.17
.857
Depression Domain
Intercept
4.67
1.99
0.68
8.66
0.23
a
Group—Control
–1.34
1.34
–4.02
1.35
.322
Lymphomab (NHL)
2.05
1.63
–1.21
5.32
.213
c
.032
Gender (Male)
–2.92
1.33
–5.58
–0.26
d
Time 1
–0.21
0.52
–1.24
0.82
.683
d
Time 2
0.53
0.52
–0.50
1.56
.309
Age
0.01
0.04
–0.06
0.09
.744
Anxiety Domain
Intercept
3.91
1.44
1.03
6.79
.009
a
Group—Control
–0.76
0.96
–2.69
1.12
.433
Lymphomab (NHL)
1.06
1.17
–1.29
3.40
.370
c
.007
Gender (Male)
–2.70
0.96
–4.61
–0.78
d
Time 1
0.56
0.43
–0.30
1.42
.202
Time 2d
0.08
0.44
–0.78
0.94
.852
Age
0.01
0.03
–0.39
0.07
.589
Stress Domain
Intercept
8.65
2.12
4.40
12.90
.000
Group—Controla
–0.74
1.43
–3.59
2.12
.607
b
Lymphoma (NHL)
2.69
1.73
–0.78
6.17
.126
c
.029
Gender (Male)
–3.16
1.41
–5.99
–0.33
Time 1d
–0.28
0.59
–1.44
0.88
.632
d
Time 2
0.24
0.59
–0.93
1.40
.685
Age
–0.04
0.04
–0.12
0.04
.276
a
Note. Bolded p value indicates statistical significance p<.05; Comparison group set
to zero (Intervention); b Comparison group set to zero (HL); c Comparison group set
to zero (Female); d Comparison group set to zero (Time 3)
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Adjustment to cancer (Mini-MAC)
Friedman tests on the intervention group did not identify significant
differences on the total scale scores between the three time points (X2 (2,
N=29) = 3.75, p=.154). However, a significant result in the fighting spirit
domain was identified, with the highest level of fighting spirit evident at
Time 1 (Md=13) then Time 3 (Md=12) with Time 2 (Md=11) the lowest (X2 (2,
N=29) = 12.00, p=.002). Other domains reported no significant differences:
fatalism (X2 (2, N=29) = 1.35, p=.508); helplessness/hopelessness (X2 (2, N=29) =
1.12, p=.572); anxious preoccupation (X2 (2, N=29) = 0.73, p=.695); and
cognitive avoidance (X2 (2, N=29) = 0.08, p=.959).

A Wilcoxon Signed Rank test on the intervention group revealed a decrease
in scores from Time 1 to Time 2 (z –2.60, p=.009, r .34) with a small–moderate
effect size in the fighting spirit domain for the intervention group. All other
results had a small effect size and were not significant.

Those with NHL in the intervention group reported significantly lower
median scores at Time 1 on the total scale scores (Md=58 vs Md 72.5; p=.009),
in the anxious preoccupation (Md=13 vs Md 20.5; p=.010) and cognitive
avoidance (Md=8 vs Md 10; p=.037) domains. Significant results were not
identified at other time points or in gender or age groups. Conversely the
control group’s 30–59 years age group had the highest total scale scores at
each time point in comparison with the other two groups (Time 1: Md=72.5
vs Md=64, 18–29 years and Md=63, >60 years; p=.040. Time 2: Md=77 vs
Md=59, 18–29 years and Md=63, >60 years; p=.012. Time 3: Md=73 vs Md=61,
18–29 years and Md=57, >60 years; p=.019). Higher scores in this group were
notable at Time 2 in the helplessness/hopelessness (Md=15 vs Md=8, 18–29
years and >60 years; p=.011) and anxious preoccupation (Md=21 vs Md=15,
18–29 years and Md=14, >60 years; p=.011) domain scores. Anxious
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preoccupation scores at Time 3 were likewise higher (Md=22 vs Md=17, 18–29
years and Md=15, >60 years; p=.023). The cognitive avoidance domain
revealed the 30–59 years age group had the highest scores compared with the
other two groups at Time 1 (Md=12 vs Md=10, 18–29 years and Md=8, >60
years; p=.005) and Time 3 (Md=12 vs Md=9, 18–29 years and >60 years;
p=.017). One aberration to this trend was noted at Time 2 in the fatalism
domain where scores revealed those >60 years of age had significantly higher
scores compared with the other two groups (Md=16 vs Md=11, 18–29 years
and Md=14, 30–59 years; p=.029). A significant distribution of fatalism scores
revealed NHL participants recorded higher scores at Time 1 (Md=16 vs
Md=12; p=.013), Time 2 (Md=15 vs Md=10; p=.010) and Time 3 (Md=14 vs
Md=10; p=.015) compared with those diagnosed with HL. However, it should
be noted there were more NHL participants in this group than HL. The
fighting spirit domain at Time 3 showed a significant difference with NHL
participants recording a higher median (Md=12 vs Md=10; p=.039). No
significant differences in the distribution of gender scores were reported.

The fighting spirit domain in the intervention group identified a significant
decrease from Time 1 to Time 2 (p=.009). Likewise, the fighting spirit domain
(p=.002), along with anxious preoccupation (p=.037) was significant in the
control group at Time 1 to Time 3. Independent t-tests that compared both
groups at each of the three time points did not identify significant
differences. For the intervention group, total scale and domain mean scores
decreased from Time 1 to Time 3, with the exception of cognitive avoidance
domain mean score which was highest at Time 2 (M=8.80; p=.043). Results of
the independent t-tests revealed the control group had a decrease in scores
across the domains; fatalism, fighting spirit and anxious preoccupation over
the study period. Fatalism and fighting spirit scores were lower for the
control group when compared with the intervention group. In contrast, the
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helplessness/hopelessness (M=12.62 vs M=12.00) and cognitive avoidance
(M=10.14 vs M=8.52) domain scores continued to increase and were highest
in this group when compared with the intervention group at Time 3;
however, the results were not significant.
Individual items on the Mini-MAC were evaluated to detect any specific
areas where either group had greater concerns. Significant differences were
found at Time 2 indicating the control group struggled more with having a
cancer diagnosis and trying not to think about it (Table 6.1.7). For the control
group, trying not to think about having cancer was still an issue at Time 3
(Table 6.1.7).

LMM analysis of the Mini-MAC and domains fighting spirit and fatalism,
adjusting for gender, lymphoma type and age, reported group (control or
intervention), gender and lymphoma type were not significant contributors
(Table 6.1.5). For all Mini-MAC models, total scale (p=.020), fatalism (p=.035)
and fighting spirit (p=.029) domain scores were higher at Time 1 (Table 6.1.5).
In addition, for the LMM fatalism domain, scores increased as age increased
(p=.005). For the fighting spirit domain, a significant interaction between
group and time was found, reporting that the control group had a higher
fighting spirit domain score at Time 2 (p=.049). No significant results were
found in the LMM for other domains; helplessness/hopelessness, anxious
preoccupation and cognitive avoidance (Appendix L).

15Table 6.1.5 Linear Mixed Model Significant Results of Mini-MAC
Variable

Total scale
Intercept
Group—Controla
Lymphomab (NHL)

Beta
Estimate

Std.
Error

67.65
1.38
0.09

5.49
3.70
4.51

95% Confidence
Interval
Lower
Upper
56.65
–6.04
–8.93

78.64
8.80
9.12

P
Value

.000
.711
.983
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Genderc (Male)
–5.29
3.67
–12.64
2.07
.155
.020
Time 1d
2.93
1.25
0.46
5.40
d
Time 2
1.97
1.25
–0.50
4.44
.117
Age
–0.03
0.10
–0.23
0.17
.780
Fatalism Domain
Intercept
10.87
1.17
8.53
13.21
.000
a
Group—Control
–0.65
0.79
–2.23
0.92
.411
b
Lymphoma (NHL)
0.01
0.96
–1.91
1.93
.992
c
Gender (Male)
–0.40
0.78
–1.96
1.16
.609
.035
Time 1d
0.69
0.32
0.05
1.33
d
Time 2
0.57
0.32
–0.07
1.21
.081
.005
Age
0.06
0.02
0.02
0.11
Fighting Spirit Domain
Intercept
11.71
0.95
9.82
13.61
.000
a
Group—Control
–.031
0.70
–1.70
1.09
.665
b
Lymphoma (NHL)
1.09
0.76
–0.44
2.62
.159
Genderc (Male)
0.36
0.62
–0.89
1.60
.571
d
.029
Time 1
0.83
0.38
0.08
1.58
d
Time 2
–0.24
0.38
–0.98
0.51
.531
Age
–0.02
0.02
–0.06
0.01
.211
a
d
Group—Control * Time 1
0.38
0.53
–0.68
1.43
.480
a
d
.049
Group—Control * Time 2
1.06
0.53
0.01
2.12
a
Note. Bolded p value indicates statistical significance p<.05; Comparison group set
to zero (Intervention); b Comparison group set to zero (HL); c Comparison group set
to zero (Female); d Comparison group set to zero (Time 3)

Patient empowerment (PES)
No significant difference was reported on the Friedman test conducted on
the intervention group. Results identified an increase from Time 1 (Md=49) to
Time 2 (Md=51) with Time 3 (Md=52) the highest empowerment scores (X2 (2,
N=29) = 4.71, p=.095). A Wilcoxon Signed Rank test revealed no significant
increase in empowerment scores at Time 1 to Time 2 or Time 1 to Time 3 in
the intervention group; all results had a small effect size.

The distribution of scores from the intervention group, as measured by the
Kruskal–Wallis test, was similar across the age groups, gender and
lymphoma types. In the control group, results indicated a significant
distribution of higher scores for the >60 years age group at Time 1 (Md=54 vs
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Md=46, 18–29 years and Md=47, 30–59 years; p=.010), Time 2 (Md=50 vs
Md=44, 18–29 years and 30–59 years; p=.011) and Time 3 (Md=51 vs Md=44,
18–29 years and Md=45, 30–59 years; p=.024), demonstrating more
empowerment. At Time 2, men had the highest scores (Md=48 vs Md=44;
p=.036). Those with NHL had the highest scores at Time 1 (Md=50.5 vs
Md=43.5; p=.010) and Time 2 (Md=48 vs Md=42; p=.014).

Paired-sample t-tests indicated the highest level of empowerment in the
intervention group was at Time 2 and Time 3; however, these were not
significant results. Whereas control group results identified a significant
decrease from Time 1 to Time 2 (p=.005) in the level of empowerment this
group recorded. Although not significant, the lowest scores were recorded at
Time 3. The highest empowerment scores were identified in the intervention
group compared with the control group at Time 2 (M=49.50 vs M=45.79;
p=.016). No further significant results were identified.

Individual items on the PES revealed significant differences for the control
group. The results indicated the control group felt less adept at making
lifestyle changes at Time 2 and Time 3 and at Time 1 indicated a need for
support from family and friends. This was in contrast to the intervention
group where results indicated they had all the information they needed to
manage their health and adapt to and make lifestyle changes at Time 2 and
Time 3 (Table 6.1.7).

The LMM for the PES, adjusting for gender, lymphoma type and age,
reported no significant group (control or intervention), lymphoma, gender or
time (1, 2 or 3) effects (Table 6.1.6). However, a significant group x time
interaction was reported indicating Time 1 scores were higher in the control
group (p=.013) and then decreased over the study period.
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16Table 6.1.6 Linear Mixed Model Results of PES
Variable

Beta
Estimate

Std.
Error

95% Confidence
P
Interval Value
Lower
Upper
Intercept
45.19
2.07
41.05
49.32
.000
a
Group—Control
–2.71
1.55
–5.79
0.38
.085
b
Lymphoma (NHL)
0.95
1.65
–2.36
4.26
.569
Genderc (Male)
1.70
1.35
–1.00
4.40
.213
d
Time 1
–1.76
0.90
–3.55
0.04
.055
d
Time 2
–0.59
0.90
–2.38
1.20
.516
Age
0.06
0.04
–0.01
0.14
.093
.013
Group—Controla * Time 1 d
3.21
1.28
0.68
5.74
a
d
Group—Control * Time 2
–0.83
1.28
–3.36
1.71
.521
a
Note. Bolded p value indicates statistical significance p<.05; Comparison group set
to zero (Intervention); b Comparison group set to zero (HL); c Comparison group set
to zero (Female); d Comparison group set to zero (Time 3)
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17Table 6.1.7 Assessment Measure Items that Demonstrated a Statistically Significant Difference between Control and Intervention
Groups
Measure
Time
Item

Control
Group
Mean (SD)
Median

Intervention
Group
Mean (SD)
Median

Test Pool Effect*

Effect
Size #

SF-SUNS
Time 1
Finding information about complementary or alternative therapies

0.27 (0.52) 0

0.87 (1.04) 0

U 592, z 2.45, p .014

r .32

Time 3
Telling others how I was feeling emotionally

1.10 (1.01) 1

0.21 (0.82) 0

U 186.50, z –4.25, p .000

r .55

Dealing with feeling depressed
Mini-MAC
Time 2
I have difficulty believing this happened to me

1.24 (1.33) 1

0.62 (0.98) 0

U 302.50, z –1.99, p .047

r .26

2.76 (0.95) 3

2.20 (1.03) 2

U 301, z –2.11, p .035

r .27

I deliberately push all thoughts of cancer out of my head

2.59 (0.98) 3

2.03 (0.96) 2

U 301, z –2.12, p .034

r .28

Time 3
Not thinking about it helps me cope

2.48 (0.98)3

1.97 (0.98) 2

U 296, z –2.03, p .042

r .27

2.48 (0.87) 3

2.03 (1.02) 2

U 297, z –2.00, p .046

r .26

I deliberately push all thoughts of cancer out of my head
PES
Time 1
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I need the support of family and friends

3.77 (0.43) 4

3.43 (0.73) 4

U 338, z –1.99, p .047

r .26

Time 2
I have all the information I need to manage my illness

3.03 (0.63) 3

3.47 (0.63) 4

U 590, z 2.66, p .008

r .35

I can adapt to changes in my lifestyle

3.03 (0.78) 3

3.40 (0.68) 3

U 553, z –1.98, p .048

r .26

Health professionals are happy to include me in decisions related
to my illness

3.28 (0.53) 3

3.53 (0.82) 4

U 570, z 2.33, p .020

r .30

I accept that I have to change my lifestyle

2.86 (0.74) 3

3.30 (0.65) 3

U 568, z 2.28, p .023

r .30

Time 3
I am capable of handling my illness

3.28 (0.59) 3

3.62 (0.49) 4

U 547, z 2.24, p .025

r .29

I have all the information I need to manage my illness

3.14 (0.64) 3

3.59 (0.57) 4

U 577, z 2.17, p .007

r .36

I am capable of helping health professionals reach decisions related
to my illness

3.31 (0.54) 3

3.62 (0.56) 4

U 546, z 2.23, p .026

r .29

I accept that I have to change my lifestyle

2.83 (0.89) 3

3.34 (0.67) 3

U 556, z 2.29, p .022

r .30

U 564, z 2.45, p .014
I have a lot of confidence in my local GP
3.03 (0.98) 3
3.59 (0.63) 4
r .32
#
Note. Significance level 0.05 (2-tailed); *Mann–Whitney U test; Effect size r=z/square root N (total number of cases). Therefore r=z/7.7 (60 cases),
7.68 (59 cases), 7.6 (58 cases). 0.2=small effect, 0.5=moderate effect, 0.8=large effect
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6.2 Results of the General Practitioner
Evaluation
Statistical Techniques
The data collected from the GP evaluations were analysed using descriptive
statistics and content analysis for open-ended items. A Likert-type scale was
used to assess four items on the usefulness of the SCPTS content (1=very
poor, 2=poor, 3=adequate, 4=good, 5=very good). Cronbach’s alpha of 0.93
indicated these items were reliable.

Results
Twenty-eight GPs who had received an SCPTS six months previously for
intervention participants were sent the SCPTS evaluation. Although the
study randomised 30 participants to the intervention group, two participants
did not have a GP during the study. One GP had two participants in the
study and chose only to respond once. Five further participants had not seen
their GP during the study; however, two GPs sent back an evaluation stating
they had not seen the participant. The overall response rate was 64% (18
evaluations returned). A number of strategies were employed to maximise
evaluation return such as follow-up phone calls which resulted in one
evaluation return. Although five medical practices were faxed another copy
of the documents, this did not result in the return of an evaluation.
Participants were also encouraged to remind the GP to fill out an evaluation.
Three patients requested a copy of the evaluation they could personally hand
over at their next GP visit, this resulted in one evaluation returned.
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Of the GPs who did not return an evaluation (n=10, 36%), seven were male,
eight had metropolitan medical practice addresses and two were regional.
No further information was collected.

Of the GPs who did return an evaluation (n=18, 64%), 11 (61%) were male,
and the majority were metropolitan based (n=16, 89%). The range of years
practicing as a GP were; 6–14 years (n=2, 11%), 15–20 years (n=6, 33%) and
25–30 years (n=10, 56%). Responses to use of the SCPTS are reported in Table
6.2.1.
18Table 6.2.1 Responses to Use of SCPTS (n=18)
Item

Yes

No

Not Applicable

N (%)

N (%)

N (%)

Seen patient in last 6
months

16 (89)

2 (11)

Received SCPTS

16 (89)

2 (11)

Read on receipt

16 (89)

1 (5.5)

1 (5.5)

GP initiated appointment

6 (33)

11 (61)

1 (5.5)

Participant initiated
appointment

7 (39)

10 (55)

1 (5.5)

Participant brought SCPTS

8 (44)

7 (39)

3 (17)

11 (61)

4 (22)

3 (17)

9 (50)

6 (33)

3 (17)

SCPTS discussed with
participant
GP Initiated Support

GPs' perception of the usefulness of the SCPTS was evaluated. Sixteen GPs
responded to this section and responses are reported in Table 6.2.2.
Responses ranged from adequate to very good. As indicated, the majority of
GPs (n=13, 81%) perceived the SCPTS was good to very good.

An open-ended section investigated what further information GPs would
like on the SCPTS. Ten (56%) GPs provided responses which included:
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haematologist contact details or other treatment details (psychological
support implemented or planned); frequency of haematology review; what
blood tests the GP needed to order; drug names written in full rather than
use

of

acronyms;

vaccination

schedule

post-autologous

transplant;

peripheral neuropathy management; potential fertility issues; and ‘brain
training’ (? for cognitive impairment).

19Table 6.2.2 Description of GP Responses (n=16)

Usefulness of treatment
information

Raw Scoring (N)

Mean (SD) [Range]

Adequate (2)

4.25 (0.68) [3–5]

Good (8)
Very good (6)

Usefulness of survivorship
care plan information

Adequate (3)

4.19 (0.75) [3–5]

Good (7)
Very good (6)

Usefulness of patient-derived
health concerns, goals and
actions
Usefulness of SCPTS for
patient

Adequate (1)

4.13 (0.50) [3–5]

Good (12)
Very good (3)
Adequate (2)

4.19 (0.66) [3–5]

Good (9)
Very good (5)

Total combined scores

16.75 (2.38) [12–20]

GPs were queried if any information was not required on the SCPTS; n=6
(34%) responded: four (67%) indicated no information needed to be
removed; one GP wrote it was ‘all good’, and one indicated the information
‘was really well presented’.

Over half of GP respondents (n=10, 56%) took up the opportunity to make
additional comments. Responses were dichotomised as: positive (“As far as
questionnaires go this was excellent. Concise and brief”, “Great idea”);
neutral (“Rang when I learnt of diagnosis to offer follow-up. I did not ring
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again when I got the plan”, “Diagnosed the lymphoma and not seen him
since”, “nothing further to add”); or negative (“Not clear what you expect GP
to follow-up [or] what follow-up provided by haematology clinic. I expect a
letter with instructions once you discharge from your service”, “further
comments are pointless”).

GPs were solicited if they would like further education on the management
of haematology survivors, n=13 (72%) responded (yes=4, 31%, no=9, 69%).
Those who responded ‘yes’, indicated they would like education either in a
workshop or online n=1, online or a learning package n=1, online n=2. Three
GPs indicated they would like further education on other haematology
malignancies, case studies, post-treatment vaccinations.
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6.3 Results of Qualitative Interviews
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Qualitative Results from a Phase II Pilot Randomised
Controlled

Trial

of

a

Lymphoma

Nurse-led

Model

of

Survivorship Care.

Abstract
Purpose: To explore and describe lymphoma survivors’ thoughts and
perceptions of the components of a nurse-led lymphoma survivorship clinic
intervention.

Methods: An exploratory, qualitative descriptive study using interviews
from 10 participants who had transitioned post-treatment into the
survivorship

phase

via

a

nurse-led

lymphoma

survivorship

clinic

intervention.

Results: Thematic analysis revealed three major themes: Reassurance and
individualised

care;

Information

and

support;

and

Empowerment.

Participants described the reassurance they gained from having contact with
a health professional post-treatment who individualised information and
support. A survivorship care plan and treatment summary was developed
for this study and was believed to be very patient-centred and helpful. This
enabled participants to take back control of their health and well-being and
to rebuild confidence.

Conclusions: In this study, participants expressed a need for patient-centred
follow-up care that addressed their concerns and supported them in the
survivorship phase to get their life back on track. Nurse-led follow-up may
offer a viable model of post-treatment survivorship care to lymphoma cancer
survivors.
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Introduction
Lymphomas are haematological cancers that originate from the lymphatic
system, and are mainly categorised as either Hodgkin (HL) or non-Hodgkin
lymphoma (NHL) (American Cancer Society, 2014). Worldwide, lymphomas
represent the sixth most commonly diagnosed cancer (Surveillance
Epidemiology and End Results (SEER), 2014). Australian incidence is
increasing with an estimated 6,323 cases expected in 2017, which will equate
to 4.6% of all cancer cases (Cancer Australia, 2017). However, developments
in treatment and supportive care options such as chemotherapy,
haematopoietic stem cell transplantation, radiotherapy and targeted
therapies have improved five year survival to 76% (Cancer Australia, 2017).
With increased remission and survival rates, many survivors experience
issues and concerns, called unmet needs, which can impact quality of life and
well-being (Carey et al., 2012; Sant et al., 2014). These can relate to issues
such as: fatigue; poor nutrition; exercise capacity; cognition impairment; fear
of recurrence; fertility, relationships; finances; employment; and insurance
(Taylor et al., 2015; van der Poel et al., 2014). Health can be further
compromised by late effects of treatment such as cardiovascular disease and
second cancers (Grinyer, 2010; Ng et al., 2011; Travis et al., 2012), often
experienced earlier than the general population (Panek-Hudson, 2013).

Haematological survivorship studies mainly report on mixed haematological
samples regardless of variations in clinical features, treatment, curability and
relative survival (Hall, Campbell, et al., 2013; Lobb et al., 2009; McGrath,
2014). A study of lymphoma (n=236) and myeloma (n=178) survivors on
anxiety, depression and unmet needs in the early survivorship period (under
two years) reported decreasing anxiety and depression rates in the myeloma
cohort and increasing rates in the lymphoma cohort (Oberoi et al., 2017). The
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authors indicated a need for cohort specific studies, especially in the early
survivorship period (Oberoi et al., 2017) to ensure targeted support.
Lymphoma only studies often reflect a survivorship period beyond two
years at assessment (Ferrer, Huedo-Medina, Johnson, Ryan, & Pescatello,
2011; Friedman et al., 2010; Oerlemans et al., 2014), which may not reflect the
unique needs of those who have recently completed treatment, limiting
generalisability. A recent study by the authors (Monterosso et al., 2017)
reported on focus groups with lymphoma survivors (n=17), the majority
(n=13, 76%) who were 12–30 months post-treatment completion. Participants
recounted unmet needs related to information, coping strategies and
support, especially when transitioning into survivorship. Findings suggested
cancer nurse coordinators could be a feasible approach to delivering
structured, individualised support early post-treatment (Monterosso et al.,
2017).

Nurse-led models of survivorship care have been proposed to transition
patients post-treatment and have demonstrated acceptable outcomes in
haematology cohorts (Gates et al., 2015; Howell et al., 2012; John & Armes,
2013). As a minimum, nurse-led models should include: administration of
survivor-specific needs assessments to identify patient concerns (McDowell
et al., 2010; Stricker et al., 2011); development and delivery of a survivorship
care plan and treatment summary (SCPTS), to guide holistic follow-up
(Clinical Oncology Society of Australia, 2016; MacMillan Cancer Support &
NHS Improvement, 2010; McCabe, Bhatia, et al., 2013); and support to assist
survivors to take ownership of their health and well-being (Bodenheimer et
al., 2002; Kuijpers et al., 2013). To date, studies that have tested nurse-led
models of care have focused on survivors of common cancers (breast,
prostate, colon) (Jefford et al., 2016; Maly et al., 2017; Taylor et al., 2015), been
based in acute care settings, used long consultations, and involved more
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frequent patient contact (Cooper et al., 2010; De Leeuw & Larsson, 2013),
which may preclude generalisability to other cancers or limit economic
viability.

In order to provide lymphoma survivors with specific and responsive
supportive care, the unique issues and unmet concerns of this cohort need to
be assessed in the early survivorship period (under one year). The aim of this
sub-study was to provide qualitative semi-structured interview data from a
sample of participants who had been randomised to the intervention group
of the Care After Lymphoma (CALy) phase II randomised controlled trial
study (RCT) (Taylor et al., 2016). The RCT aimed to develop and test a nurseled lymphoma survivorship clinic (NLSC) intervention to assist participants
transitioning from treatment completion into the early survivorship phase.
This study will add to the limited literature that exists in lymphoma specific
early survivorship.

Methods
Methodological framework
A

qualitative

descriptive

methodology was

utilised to

provide

a

comprehensive summary of a specific experience by the participants
(Neergaard, Olesen, Andersen, & Sondergaard, 2009; Sandelowski, 2000),
using a semi-structured interview design. The interview schedule consisted
of the same open-ended questions and was developed by the researchers. To
ensure participants felt able to express themselves and their perceptions
freely, interviews were conducted by an experienced independent
researcher.
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Sample and setting
A purposive sample of lymphoma patients from a large tertiary hospital
cancer centre in Perth, Western Australia were recruited from the
intervention group of the RCT. A non-probability purposive sampling
provides rich information from participants who have the greatest amount of
in-depth knowledge and experience of a particular circumstance or event
(Patton, 2014). Only participants who had completed all aspects of the NLSC
intervention were approached by the survivorship cancer nurse conducting
the clinic intervention. These participants had completed four measures:
Short-Form Survivor Unmet Needs Survey (SF-SUNS); Depression Anxiety Stress
Scale (DASS21); Mini Mental Adjustment to Cancer Scale (Mini-MAC); and
Patient Empowerment Scale at three time points; baseline (prior to
randomisation), 3 months and 6 months. At the first NLSC appointment
(approximately one week after baseline), participants completed and
received an individualised lymphoma SCPTS, developed for this study
(Taylor et al., 2016). Participants’ GP were sent a copy. A motivational
interview technique was used to provide evidenced-based information,
advice and support at the first intervention appointment and reinforced with
additional resources and support as required over the next two
appointments.

All participants approached agreed to be interviewed. Each participant was
nine months’ post-treatment completion and the sample reflected an equal
gender distribution and range of ages. Data saturation was achieved after ten
interviews.

Interviews
The study was approved by the relevant hospital and university human
research ethics committees. Informed written consent was obtained by all

180

CHAPTER 6. RESULTS

participants prior to interview scheduling. Interviews were conducted from
February 2016 to May 2017 and occurred after the last NLSC appointment.
Telephone interviews were conducted at a time convenient for the
participant and were digitally recorded. The following are examples of the
interview questions: ‘Did you have any concerns or needs not addressed by
any of the questions?’; ‘What aspects of the clinic would you want to stay the
same for future patients?’; ‘Would you recommend the clinic to other
patients finishing treatment?’; ‘How do you feel about having the health
concerns, goals and actions individualised to yourself?’; and ‘Overall how
useful was the SCPTS to you?’ Interviews were transcribed verbatim, deidentified and an identifier code applied. Digital recordings and transcribed
interviews were saved in a password-protected file on a secure server. After
the first three interviews, the question order was slightly altered to enhance
the flow of the interview.

Data Analysis
Interview transcripts were imported into NVivo 11 (NVivo 11, 2016) to
facilitate management of data and completion of the analysis. Thematic
analysis was used to establish patterns and themes within the text (Grbich,
1998; Patton, 2014; Smith, 2007). Thematic analysis allows for participant
diversity of ideas and perceptions (Smith, 2007), thus providing a depth of
information regarding the personal impact of the NLSC on the participant.
Subthemes were developed from the data and allowed for a logical
organisation of the themes that emerged. The criteria of credibility,
auditability and fittingness were applied to the data analysis process to
ensure rigor (Beck, 1993). Credibility was maintained by triangulation with
another member of the research team (Beck, 1993) to ensure independent
reading and analysis of the transcripts by KT and CB who allocated codes
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and themes to the generated data (Braun & Clarke, 2006). The researchers
met to discuss the codes and any discrepancies before consensus on
emerging themes was reached. The ample use of extracts or quotes from the
data demonstrated fittingness to the agreed codes. A comprehensible audit
trail maintained auditability, demonstrated by documentation of research
planning through to analysis, and through a reflective discourse and debrief
process with colleagues.

Results
Participants
Ten semi-structured interviews were conducted with all participants willing
to share an opinion for each of the interview guideline areas. Demographic
and disease information is shown in Table 6.3.1. There were equal numbers
of males and females, with similar age range (24 –74 years) and lymphoma
type. The majority of participants resided within the metropolitan area (n=8,
80%), were working (n=6, 60%), were married or defacto (n=6, 60%) and had
a university degree or trade qualification (n=8, 80%).

Time elapsed from end of study to interview ranged from 1 to 26 days (mean
6.5 days, SD 7.8 days). The majority of interviews (n=8) were done within 5
days. No time limit was set and interviews ranged from 17 minutes through
to 48 minutes (mean 30.5 minutes).
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20Table 6.3.1 Demographic Characteristics for Interview Participants (n=10)
Characteristics

Males n=5
(50%)

Females n=5
(50%)

24–25

2

2

48

1

1

65–74

2

2

Non-Hodgkin

2

2

Hodgkin

3

3

Secondary school or less

1

1

Trade/vocational college

2

2

University

2

2

Working

4

2

Retired

1

2

No return to work date

–

1

Single

1

2

Married/defacto

4

2

Divorced

–

1

Metropolitan

4

4

Regional

1

1

Age group at baseline

Lymphoma diagnosis

Highest level of education

Employment status

Marital status

Residence

Themes
Three major themes emerged from analysis and coding of data: reassurance
and individualised care; information and support; and empowerment.
Subthemes have been included to add clarity.

Reassurance and individualised care
Overall, the NLSC was well received and deemed a positive experience for
participants, although it would have been reassuring to know about the
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clinic intervention during treatment. The assessment questionnaires and the
SCPTS were perceived to facilitate individualised care.

Timing of support
Most participants indicated they would have liked knowledge of the clinic
intervention during treatment so they could feel reassured that someone was
still interested in supporting them and they were ‘not going to be
abandoned’. This would take the form of a contact person they could trust.

“Just knowing that I was still going to get some support” F_25yo_HL

“But to know that look, don’t worry, after treatment you are going to see a
nurse, that would have been very calming for me” F_64yo_HL

The use of questionnaires to elicit unmet needs and concerns
Questionnaires were used to elicit unmet needs and areas of concern that
could be discussed with participants at the NLSC appointment. Participant
responses served as a focus for the follow up appointment. Feedback about
the questionnaires indicated some questions were hard to answer.

“Sometimes I found that I couldn’t say yes or no to the questions, because they
didn’t apply I suppose, and I had to answer” F_64yo_HL

Nonetheless, the questionnaires were able to cover aspects thought to be
important to participants’ overall wellbeing, as one said,

“They covered a multitude of the different things like your emotional well-being,
mental well-being and physical well-being, all the things that you know you can
struggle with” F_24yo_HL
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The supportiveness of the intervention
All participants wanted the intervention structure to remain the same,
describing the one-to-one, personalised nature of the intervention a valuable
opportunity to talk to someone who was not family, friends or a doctor. They
described being listened to and ‘feeling safe’ to ask questions on a range of
topics, especially questions they felt they could not ask their haematologist.
Participants indicated support was individualised and felt reassured they
could get their life back on track.

“The one-on-one was really helpful because then you felt like you could pretty
much ask anything, or talk about anything, and you didn’t feel like there would
be other people around to listen to your private conversations. A safe space, ask
questions and get reassurance and the right answers. That was good”
F_24yo_HL

“Someone that you can speak to and address the problems that you don’t get the
time with the doctors to talk about” F_64yo_HL

Another participant also commented on how he could discuss other aspects
of the cancer experience. He said,

“What I particularly liked was the opportunity to have a conversation around
things other than treatment. Dealing with some of the fears that you may have
that you didn’t feel like you could ask your specialist about. Or where do I go for
complementary therapies. The kind of questions that specialists I don’t think are
necessarily geared for. Or don’t have time really to cover. The ability to have a
chat to a nurse that can help you through the next part of the journey”
M_48yo_NHL
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A couple of participants indicated that the intervention should have been
conducted according to patient preferences. This included a preference for
the NLSC to be away from the hospital and closer to their home.

“We should be providing services close to home where possible and I think there
are some really great opportunities for the survivorship study to get out into the
community even though they are still run by the hospital” M_48yo_NHL

Although two participants found returning to the hospital traumatic, they
felt the NLSC experience helped them to overcome their aversion as it was
felt to be a safe place they could communicate their fears and receive
reassurance.

“The torture as a result of the treatment – going back to the hospital made me
feel all that. It actually helped me deal with the fact that I can go to the hospital
and not feel sick – so there was a positive to” M_48yo_NHL

Nurse contact and rapport
It was also felt contact should have been more frequent with telephone
support between face to face visits, to provide extra support and to ‘check-in’
with the participant.

“I think you need to make them a bit closer together – a bit more frequent. And
also make it where patients can choose. Make it more patient-driven - where the
patient tells you how often they want to see or talk to someone” F_48yo_NHL

There was also an indication that many wanted the contact to go beyond the
study timeframe. As one participant said,
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“I don’t feel like I am on my own steam yet. I am thinking 2 years before I have
got my confidence and hopefully my health back” F_64yo_HL

All participants described the relationship with the nurse who ran the
intervention as comfortable and flexible, and felt they could call or speak to
her with any issues if they wanted to. Participants provided comment and
perceptions of the nurse as follows:

“And she did explain things so that I understood them more. She was really
good at making you feel relaxed” F_48yo_NHL

“You felt like you had enough time to talk about and ask questions you didn’t
feel rushed and I think that was really good” F_24yo_HL

Survivorship care plan and treatment summary
The written patient-centred SCPTS was described as reassuring when it
guided follow-up and for keeping on track with healthy lifestyle behaviours.

“Yes, it was good because it is reassuring, it is a guideline of what to do which I
needed and knowing what to look out for and should be doing” F_64yo_HL

Feedback from participants regarding the SCPTS being sent to the GP
indicated only two GPs discussed the SCPTS with them. Other participants
indicated they either had not seen the GP or the GP acknowledged receipt
but did not discuss.

Information and support
Participants appreciated the opportunity to discuss, record and receive
written individualised information, support and resources. Although some
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information such as late effects was confronting at the time, it was
nevertheless appreciated. All felt the information received at the NLSC was
relevant and appropriate because it was tailored to their unique needs. Most
felt they had not received this information or support from the treating team,
however, it was acknowledged that possibly verbal information had been
given but not retained.

Individualisation of the SCPTS
Participants liked the individualisation of the health concerns, goals and
actions, and the accompanying written information and/or contacts.
“When I did have a concern, I was given printed notes about those issues and I
think that is really good. Because I do have trouble with my memory now, and I
can go back over those notes and sometimes it is like reading it anew, you know”
F_64yo_HL

The treatment summary was well-received with most participants describing
it as ‘good to have’, especially as a tool for communication with other health
professionals.

“I think it was useful to sit down and have that initial meeting. I think it was
really good that it was sent to my GP” F_25yo_HL

However, one participant was unsure of the value to himself,

“But I think this kind of treatment summary is the sort of thing I would give to
my GP, or if I am seeing a new Dr, or if I was travelling and I got sick. I almost
feel like it’s less useful for me, but more useful for other people” M_24yo_HL
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One participant felt the terminology related to the disease location could
have been put in simpler language and this helpful recommendation was
utilised for subsequent treatment summaries.

“Sometimes you don’t always understand the medical terms so I think putting it
into more simpler language would be a bit more helpful” F_48yo_NHL

Late effect information
The potential late effect information given on the SCPTS was individualised
to each participant. It came as a shock to many that heart disease and other
cancers, for example, were possible consequences of the treatment received.

“Well that was a bit of a shock to me because they hadn’t been mentioned prior
to the treatment. … but at the same time, it was probably easier on me not
knowing anyway” F_64yo_HL

Participants appreciated having the information and felt it could help with
GP consultations, specifically around planning of health management into
the future.

“That gave me something to go to my GP with and go okay I think I need to
monitor this and this. And it helped me set out a care plan with my Dr as well”
F_48yo_NHL

“It is always a bit overwhelming, but I think it is a good way to highlight the
possible things that could happen. I think it reduces you’re stress because you
are not just in the dark about it. I think it is really important for yourself and the
GP. If anything does change you know at least you are going to get it early”
F_24yo_HL
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One participant indicated they had heard the potential late effect information
at diagnosis and another described being told there were some possible late
effects after she had completed treatment,

“Oh, he just briefly spoke about ‘you just need to be careful, you need to look
after your skin, you need to do annual breast checks, you need to look after your
heart. You know there is a possible risk you could get these problems in the
future’. That is sort of how he mentioned it” F_24yo_HL

Neither participant had received written information and did not feel they
knew how to follow-up these risk factors. This was an important
consideration when developing the SCPTS to ensure follow-up suggestions
for the GP and participant were given.

“[GP] just asked me to come in and discussed it with me and then he kind of just
saved it and then he linked me in with support services to make sure I was
monitoring all of my side-effects, so I think he thought it was good” F_25yo_HL

Empowerment
Most participants perceived the intent of the NLSC was to assist with
transitioning away from a reliance on the treating team, to taking
responsibility for monitoring and seeking support.

Nurturing empowerment
All participants described the SCPTS as useful and perceived it as a means to
remind them to ‘stay on track’ with healthy lifestyle behaviours or for
encouragement with achieving their goals.
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“It just kind of helped remind me of my goals, and every time I had the meeting
with [KT], it was like a kind of thing to remember my goals and I thought was a
really beneficial thing” M_24yo_HL

Although one participant described the initial discussion and plan as helpful,
she felt she should not have had to seek out services and arrange
appointments.

“Maybe actually getting linked into the services they talk about. Rather than
just getting the information and being left with it, it was kind of like I had to go
and seek it out myself. I think it would have been really helpful to have someone
contact me” F_25yo_HL

It appeared she did not want to take responsibility for her follow-up care.
The remaining participants described understanding and appreciating the
need to take back control of their health and well-being. They described the
opportunity to discuss and write down their own health concerns, health
goals and the actions they planned to take with a health professional as
confidence building and assisted in increasing their positivity post-treatment
completion.
“There are definitely days where you go thru and you start to question yourself,
but being able to talk to someone about it made me feel more confident about
being finished” M_25yo_HL

“I started thinking a bit more positive” M_71yo_HL

Participants noted that having the opportunity to record and discuss
participant-specific issues had personalised both the appointment and the
SCPTS.

191

CHAPTER 6. RESULTS

“It identified what you personally were worried about and it wasn’t just a
general thing that everyone can be worried about, but it was specific to you. And
then having the specific needs addressed with a certain plan or the actions
column that you could put in place. I think that was really helpful because you
see how you could be proactive about things” F_24yo_HL

Monitoring progress
Participants felt the follow-up over the next six months in the NLSC allowed
them to monitor their progress and see how they were going.

“That was good. It was something to monitor my progress and it feels more
personal” M_25yo_HL

“It sort of crystallises your thinking for the future. If you don’t do something
like that you tend to drift along day to day” F_74yo_NHL

Receiving written and contact information for support allowed participants
to engage and take ownership for how and when they dealt with their goals
and concerns. Even when issues remained unmet, having the issue
normalised was equally important.

“Well the fatigue and the memory [problems] I have still got. It was useful to
find that other people suffer the same things, that I am not alone on that!”
F_64yo_HL

Usefulness of general health information
Participants received general health and screening information and felt it
was helpful. Most read it again at home, then put it aside. They felt the value
was in having it to refer to if needed.
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“I think that it is really good to get the information and just have it there. I
thought that was very handy” F_24yo_HL

This document was not sent to the GP, as GPs involved in evaluating the
SCPTS for content clarity, internal consistency and content validity, indicated
they knew this information and did not want it. It was noteworthy that two
participants had given it to the GP and it had guided follow-up care.

“I basically took all the information into my GP and let him read thru it and he
used it to help guide my care plan in the right direction” F_48yo_NHL

Discussion
This study contributes to the growing body of cancer-specific survivorship
literature. The current model of specialist follow-up care for cancer survivors
is inadequate, with many survivors experiencing unmet needs that can
remain poorly addressed throughout the survivorship continuum (De Leeuw
& Larsson, 2013). It is essential survivorship care incorporates an awareness
of treatment and disease, long-term and late effect risks, as well as healthy
lifestyle behaviours (Taylor et al., 2015), and facilitates communication
amongst all health professionals and the patient and family. Expertise in the
provision of health promotion, support and information has always been the
purview of cancer nurses (Jackson et al., 2013), therefore nurse-led models
should be considered within any proposed model of survivorship care.

This study involved a cohort of lymphoma participants and specifically
targeted those in the early survivorship phase (first nine months’ posttreatment). Studies that involve a single subtype of haematological cancer are
important in ascertaining the psychosocial and supportive care interventions
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that are specific and most appropriate (Oberoi et al., 2017). Assessing and
providing an intervention in the early survivorship period has been shown to
lead to a reduction in the unmet needs as survivors continue beyond five
years (McDowell et al., 2010).

Participants described having time within the NLSC appointment to ask
questions and seek individualised support as fundamentally helpful. An
important point of difference with medical follow-up where participants
perceived the specialist as too busy, or perhaps not interested when they
were seeking reassurance and support. Interestingly, some participants
would have preferred a follow-up appointment away from the hospital, an
important

consideration with future

planning

of

nurse-led clinics.

Participants had not previously met the nurse who provided the
intervention, she is however, a cancer nurse coordinator with extensive
haematology/oncology

nursing

and

counselling

experience

and

qualifications. A health professional who can quickly build a strong and
positive rapport allows participants a greater opportunity to explore their
own unmet needs (Ross, 2013). This may be why participants responded
favourably to the intervention and is important when considering nurse-led
models of survivorship care.

Empowering participants with an individualised SCPTS that provided
disease

and

treatment

knowledge,

and

allowed

them

to

assume

responsibility for their future health and well-being (Taylor & Monterosso,
2015), was described as helpful from all participants. The expectation of
younger survivors living longer with potential issues is important (Jabson &
Bowen, 2013), nevertheless all participants in this study, regardless of age,
appreciated the follow-up guidance they could discuss and implement with
their GP. Information on general health and screening allowed participants a
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sense of independence of when and how they would seek follow-up. Of
particular importance to participants was the opportunity to personalise the
SCPTS and concentrate on what was important to them as they moved
forward after treatment had completed. Conversely, our study revealed a
small subset of participants who were not ready to take back control of their
future health and well-being. It is important to acknowledge those patients
and provide individualised support that meets their needs at the time,
without building further dependency in the survivorship phase.

Survivorship literature highlights the concept of ‘teachable moments’ (Alfano
et al., 2012; Grant & Economou, 2008; Hewitt et al., 2005; Panek-Hudson,
2013) at the end of active treatment to support and promote patient
participation in healthy lifestyle behaviours. It was thought that participants
in this study would need to be encouraged to engage in healthy lifestyle
behaviours. However, it was evident that participants did feel a need to
improve their health, and for some, change their lifestyle to adopt healthier
lifestyle behaviours they had not been able to do during the stress of
treatment. These participants particularly described the opportunity to
revisit the SCPTS over the preceding months allowed them to monitor and
reflect on their achievements and help them to keep focused on their goals.

Limitations
This study reflects the views of a subset of lymphoma participants who
underwent a nurse-led clinic survivorship intervention and therefore could
not be generalisable to the wider survivorship population who have
experienced a nurse-led clinic. Nonetheless, the use of qualitative interview
research allowed an opportunity to gain a deeper understanding of the
experiences of this select group. The findings are presented to help build
research that is based on patient experience and feedback. The small number
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of participants is not a methodological limitation in qualitative research
when data saturation is reached.

Conclusion
The interviews were conducted to ascertain the participant’s perception of
the efficacy and value of the components of the nurse-led intervention and to
highlight any issues or challenges for this cohort that could be better
addressed in the future. Survivorship care offered by nurses may address the
patient-perceived unmet needs at the conclusion of active treatment.
Participants indicated the need for security in knowing there would be
support when treatment completed and would likewise value the
opportunity to have their concerns heard. An individualised SCPTS that
empowers survivors to address healthy lifestyle issues and provide a followup guide for late effects of the disease and treatment assists in refocusing
responsibility back to the patient. Nurse-led survivorship care may offer an
acceptable model to deliver patient-centred post-treatment follow-up. This
model allows the time required to individualise and tailor supportive
survivorship care.
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6.4 Results of Test–retest of the SF-SUNS
Analysis
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Test–retest Reliability of the Short-Form Survivor Unmet Needs
Survey.

Abstract
Background: Reliable and valid needs assessment measures are important
assessment tools in cancer survivorship care. A new 30-item short form
version of the Survivor Unmet Needs Survey (SF-SUNS) was developed and
validated with cancer survivors, including haematology cancer survivors,
however test–retest reliability has not been established.

Aim: To assess test–retest reliability of the SF-SUNS with a cohort of
lymphoma survivors (n=40).

Design: Test–retest reliability of the SF-SUNS was conducted at two time
points; baseline (time 1) and five days later (time 2).

Methods: Test–retest data was collected from lymphoma cancer survivors
(n=40) in a large tertiary cancer centre in Western Australia. Intra-class
correlation (ICC) analyses compared data at time 1 (baseline) and time 2 (5
days later). Cronbach’s alpha analyses were performed to assess internal
consistency at both time points.

Results: The majority (23/30, 77%) of items achieved test–retest reliability
scores .429–.757 (fair to good). A high degree of overall internal consistency
was demonstrated (time 1=.918, time 2=.945), with scores .646–.942 across
subscales for both time points.
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Conclusions: Mixed test–retest reliability of the SF-SUNS was established.
Our results indicate the SF-SUNS is responsive to the changing needs of
lymphoma cancer survivors. Routine use of cancer survivorship specific
needs-based assessments are required in oncology care today. Nurses are
well placed to administer these assessments and provide tailored
information and resources. Further assessment of test–retest reliability in
haematology and other cancer cohorts is warranted.

Introduction
Lymphoma blood cancers are malignant T or B cell lymphocytes in the
lymphatic system and are categorized under two main types: non-Hodgkin
lymphoma (NHL) and Hodgkin Lymphoma (HL). NHL represents
approximately 88% of all lymphomas, while HL is predominately diagnosed
in the adolescent and young adult population (Howlader et al., 2016).
Combined, they represent the sixth most common cancer diagnosis
worldwide (Howlader et al., 2016). Consistent with worldwide trends, the
incidence of lymphoma in Australia is increasing, and with a projected
diagnosis of 6232 cases in 2017, this equates to 4.6% of all cancer cases
(Cancer Australia, 2017). An estimated mortality rate of 1481 equates to 3.1%
of all deaths from cancer in 2017 (Cancer Australia, 2017). Projected figures
for 2017 in the USA have a similar expected incidence of lymphoma of 4.8%
and mortality of 3.6%. (Howlader et al., 2016). Treatment for lymphoma
generally

comprises

high-dose

chemotherapy

and/or

targeted

immunotherapy agents and may include radiotherapy and hematopoietic
stem cell transplants (Carey et al., 2012). These treatments have resulted in an
improvement to overall survival of approximately 76% at five years
compared with 52% at five years in the 1980s (Cancer Australia, 2017).
Notwithstanding the positive impact treatment has had on survival rates
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(Sant et al., 2014), the consequences of disease and treatment continue long
after treatment completion (Campbell et al., 2014). Long-term and late effects
may produce ongoing unmet needs such as fear of recurrence, fatigue, poor
nutrition, exercise, fertility, relationship, financial, employment, and
insurance issues (Taylor et al., 2015).

To provide optimal supportive cancer care to lymphoma survivors, the
identification of patients’ perceived concerns and level of support needed is
required (Campbell et al., 2014). This is especially important for younger
patients (18–45 years of age) where the expectation of long-term remission
can raise additional concerns and unmet needs (Arden-Close et al., 2011).
Receiving relevant information and practical support soon after treatment
ends, especially resources related to healthy lifestyle behaviours (ArdenClose et al., 2011; Boyes et al., 2012; Hall, Campbell, et al., 2013; Hjermstad et
al., 2003; Lobb et al., 2009), can help mitigate the impact of disease and
treatment and lead to fewer unmet needs further along the survivorship
continuum (Aziz, 2007; McDowell et al., 2010). A qualitative study with
lymphoma cancer survivors (n=17) undertaken in Western Australia
(Monterosso et al., 2017) reported unmet informational and practical needs as
participants transitioned from treatment to the survivorship phase. The
findings suggested tailored post-treatment support and interventions are
fundamental components of excellent survivorship care.

The measures used to assess unmet needs are equally important. Generic
cancer measures which comprise items related to diagnosis and treatment
are often not specific enough for the survivorship phase (Taylor &
Monterosso, 2016). Comprehensive, relevant, reliable, and validated needs
assessment measures that are survivor-specific are essential to capture unmet
needs that become evident when treatment ends (Taylor & Monterosso,
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2016). These measures can guide health professionals in providing
individualised information, support, and resources (Campbell et al., 2014;
Taylor & Monterosso, 2016). Two recent systematic reviews (Jiao et al., 2017;
Taylor & Monterosso, 2016) revealed that needs assessment tools are varied
and may not capture all the possible unmet needs patients may have. The
reviews likewise found validity and reliability evidence limited. The
Survivor Unmet Needs Survey (SUNS) was identified as a measure that had
strong psychometric properties and was developed and psychometrically
tested with a large cross-sectional sample of cancer survivors (n=550)
including a small cohort of haematology cancer participants (n=31, 5.6%)
(Campbell et al., 2010). Campbell et al. (2010) confirmed a high overall
internal consistency of items for their study with an overall Cronbach’s alpha
of 0.99. The authors also reported high test–retest reliability although the
results were not published (Campbell et al., 2010). Internal consistency of the
SUNS was further tested in two studies of haematological cancer survivor
cohorts. A cross-sectional study with 529 haematological cancer survivors
(Hall, D’Este, Tzelepis, Sanson-Fisher, & Lynagh, 2014) demonstrated overall
Cronbach’s alpha values >0.9, and a weighted Kappa coefficient score of >0.6
for test–retest reliability; acceptability was reported for 40/89 (45%) items.
Qualitative data from 17 semi-structured interviews indicated that the SUNS
was considered relevant by this cohort of haematological cancer survivors
(Hall, D’Este, et al., 2014). A cross-sectional study of haematological cancer
survivors from Australia and Canada (n=437) reported similar levels of
unmet needs across the two cohorts using the SUNS, with fatigue (n=76, 17%)
and financial concerns (n=39, 9%) rated as high unmet needs (Hall, Campbell,
et al., 2013). Despite the clinical utility of the original SUNS, it was
considered potentially burdensome for use in the clinical setting given the
large number of items (n=89). In 2014, the 30-item short-form-SUNS (SFSUNS) was developed and validated with a mixed sample of cancer
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survivors (n=1589), including haematological cancer survivors (n=84, 5%)
(Campbell et al., 2014). Construct validity and intraclass correlation
coefficients (ICCs) of the SF were similar to those of the original SUNS.
Cronbach’s alpha scores for the final four domains were ≥0.85, and ICCs for
the three domains from the original SUNS (financial concerns, information,
and access and continuity of care) and the SF-SUNS were high (>0.9).
Discriminant validity demonstrated the SF-SUNS ability to discriminate
between individuals who had recently received treatment and those who had
not. The authors recommended further testing of the SF-SUNS for test–retest
reliability (Campbell et al., 2014). The 30-item SF-SUNS was therefore judged
to be more practical and likely to be completed by participants in our larger
study, particularly as the SF-SUNS was one of four measures to be
administered to participants in a pilot randomised trial to measure the effect
of a nurse-led survivorship model of care (Taylor et al., 2016).

For researchers and clinicians to develop targeted follow-up support for
cancer cohorts underrepresented in survivorship literature, such as
lymphoma (Swash et al., 2014), cohort-specific studies in the early
survivorship phase are required (Oberoi et al., 2017). Therefore, this study
recruited only those with a lymphoma diagnosis who had completed
treatment. Discerning the issues and concerns of this group requires
survivor-specific measures that are psychometrically sound and fully tested.
The SF-SUNS has been used within the clinical setting; however, since test–
retest reliability of the SF-SUNS had not been established, the aim of the
present study was to establish test–retest reliability of the SF-SUNS to add to
the psychometric data available in the published literature on this
instrument.
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Methods
Design
Test–retest reliability of the SF-SUNS was conducted at two time points:
baseline (time 1) and 5 days later (time 2). This time frame was chosen to
reduce recall bias and change in the level of unmet needs (Terwee et al.,
2007). Ethical approval to conduct the study was obtained from the human
research ethics committee of the study site (2015-020) and university
(015007F).

Population and setting
A convenience sample of 40 lymphoma cancer patients who were 3 months’
post-treatment completion were recruited from the haematology department
of a large tertiary hospital in Western Australia. Inclusion criteria were
pathologically confirmed new diagnosis of NHL or HL; completed first-line
curative-intent chemotherapy or second-line curative-intent autologous stem
cell transplant within the previous 3 months; no radiological evidence of
lymphoma posttreatment (on positron emission tomography [PET] scan);
able to understand and read English; and over 18 years of age. Participants
were excluded if they had not been treated with chemotherapy; had received
further treatment at another hospital (as experiences or interventions may
have introduced bias); or were cognitively impaired or experiencing an acute
mental health condition that prohibited the provision of informed consent.

Sample size
The sample size calculation was derived from Walter et al. (1998) and used a
fixed alpha of .05 from two observations with reliability values of R0=.6
(acceptable) and R1=.8 (expected), indicating a minimum sample size of n=39.
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Short-Form Survivor Unmet Needs Survey
The SF-SUNS assesses unmet needs across four domains: information needs
(3 items); work and financial needs (8 items); access and continuity of care
needs (6 items); and coping, sharing, and emotional needs (13 items). Patient
self-reported concerns and the level of support required are measured using
a Likert-type scale: 0—no unmet need, 1—low unmet need, 2—moderate
unmet need, 3—high unmet need, and 4—very high unmet need. Domain
scores are generated by adding each item score and dividing by the total
number of domain items (Filsinger, Burkhalter, & Campbell, 2011).

Procedure
The researcher identified and approached eligible participants after
treatment completion to discuss the study and provide them with a
participant information and consent form. Following informed consent,
demographic and baseline (time 1) SF-SUNS questionnaires were then
administered to participants. After completion of the questionnaires,
participants were provided with another blank copy of the SF-SUNS
accompanied by instructions to complete the questionnaire at home 5 days
later and post back using the supplied reply-paid addressed envelope.
Participants were advised to record the date of completion if this differed
from the specified due date.

Data collection
At the request of the research team’s haematologist, baseline demographic
and SF-SUNS data were collected from consenting participants 3 months
post-treatment completion and PET scan to confirm the absence of disease.
Demographic information obtained included lymphoma type, stage of
disease, type of treatment received (chemotherapy +/− radiotherapy), date of
diagnosis, time since diagnosis, comorbid conditions, gender, age, weight,
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marital status, age of children (if any), postcode, occupation, income level,
education level, and health behaviours such as smoking and alcohol
consumption. Participants then completed the SF-SUNS at time 2 (5 days
following time 1 completion) at home.

Data Analysis
All analyses were performed using IBM SPSS Statistics Version 25 data
analysis software (IBM Corp, 2017). Descriptive statistics were used to
analyse all data. Descriptive analyses were used to analyse and describe
demographic data. To assess for absolute consistency of SF-SUNS items for
test–retest reliability data, an ICC with a random-effects model was used to
compare each item at time 1 and time 2. The ICC measure was chosen for its
ability to discriminate between sets of scores ranked in the same order but
not necessarily in agreement and adjusts for the degree of test–retest
agreement expected by chance (Bujang & Baharum, 2017; Cicchetti, 1994).
The closer the value of the ICC to 1.0, the greater the reliability of the item or
measure (Weir, 2005). The guidelines developed by Cicchetti and Sparrow
(1981) were used to determine the level of clinical significance of the ICC
values obtained: <.40 = poor, .40–.59 = fair, .60–.74 = good, and >.75 =
excellent. For this study, items classified as achieving “fair to excellent”
reliability, ICC >.40 (Rosner, 2016), were reported. Cronbach’s alpha, a
measure of internal consistency, was used to measure the scale reliability.

To examine the distribution of unmet needs, the five levels of unmet need
were collapsed to three levels. A score of 0 (no unmet need) remained the
same. Scores of 1 or 2 (low and moderate unmet need) were reclassified as 1
(low–moderate unmet need), and scores of 3 or 4 (high and very high unmet
need) were classified as 2 (high–very high unmet need).
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Results
Participant characteristics
There were slightly more male (n=22, 55%) participants, and a greater
number of participants with NHL (n=29, 72.5%) compared with HL (n=11,
27.5%) (Table 6.4.1). This was in keeping with the current disease statistics
which reflect a greater number of NHL than HL diagnoses (Howlader et al.,
2016). Almost one-third of participants were aged between 18 and 39 years
(32.5%), and a greater proportion had a university qualification (n=6, 40%)
(Table 6.4.1). Although the majority of participants were currently working
(n=15, 37.5%) and had been throughout their treatment, 30% (n=12) were
looking for work or had no return to work date set. Over half the participants
had a partner (n=25, 62.5%). Forty participants completed both time 1 and
time 2 SF-SUNS. The majority of participants (n=35, 87.5%) completed time 2
SF-SUNS 5 days after time 1 (range 4–7 days).

21Table 6.4.1 Baseline Participant Demographic and Disease Characteristics
(n=40)
Characteristics
Gender
Male
Female
Age group (years)

N (%)
22 (55.0)
18 (45.0)

18–39
40–59

13 (32.5)
12 (30.0)

60–74

9 (22.5)

75+
Marital status

6 (15.0)

Single

10 (25.0)

Married/de facto
Divorced

25 (62.5)
3 (7.5)

Widowed

2 (5.0)

Lymphoma diagnosis
Non-Hodgkin

29 (72.5)
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Hodgkin
Highest level of education

11 (27.5)

Secondary school or less

11 (27.5)

Trade, vocational college

13 (32.5)

University or higher
Employment status

16 (40.0)

Working

15 (37.5)

Retired

13 (32.5)

Looking for work/no return to work date

12 (30.0)

Test–retest
ICCs, 95% confidence intervals, and clinical significance are shown in Table
6.4.2. One (3%) item met the “excellent” criteria for clinical significance;
Finding car parking I can afford at the hospital or clinic. Twelve (40%) items
met the “good” criteria (.60–.74) and 11 (37%) items met the “fair” criteria
(.40–.59). In summary, test–retest data showed “fair” to “good” reliability for
the majority of items (23/30, 77%).

Internal consistency
Overall Cronbach’s alphas were .918 at time 1 and .945 at time 2, with
subscales (Table 6.4.2) ranging from .744 and .695 for information needs, .646
and .828 for work and financial needs, .891 and .853 for access and continuity
of care, and .897 and .942 for coping, sharing, and emotional needs,
respectively. These results support strong internal consistency for the overall
scale. Item-to-total correlations between .40 and .70 indicate that items are
not redundant or measuring needs similar to other items within the
instrument (Leong & Austin, 2006). Using this criterion, the SF-SUNS
demonstrated item-to-total correlations between .40 and .70 at time 1 for 24
items (80%) and at time 2 for 19 items (63%) (Table 6.4.2). The majority of
items were considered relevant and to be measuring unique needs.
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22Table 6.4.2 Item Test–retest Reliability and Internal Consistency (n=40)
Domain
(n=4)

Item Description

Information
needs

Items (n=3)
Finding information about complementary or alternative
therapies
Dealing with fears about cancer spreading
Dealing with worry about whether treatment has worked
Items (n=8)
Worry about earning money
Having to take a pension or disability allowance
Paying household bills or other payments
Finding what type of financial assistance is available and
how to obtain it
Finding car parking that I can afford at the hospital or
clinic
Understanding what is covered by my medical insurance
or benefits
Knowing how much time I would need away from work
Doing work around the house (cooking, cleaning, home
repairs, etc.)
Items (n=6)
Having access to cancer services close to my home
Getting appointments with specialists quickly enough

Work and
financial
needs

Access and
continuity of
care

ICC (95% CI)

Level of
Clinical
Significance

Cronbach’s
Alpha
Time Time
1
2
.744
.695

.694 (.490–.825)

Good

.304

.504

.560 (.304–.740)
.568 (.316–.746)

Fair
Fair

.589
.654

.626
.714

.631 (.401–.787)
.390 (.093–.623)
.692 (.488–.825)
.700 (.499–.829)

Good
Poor
Good
Good

.486
.446
.550
.668

.466
.384
.597
.713

.757 (.586–.864)

Excellent

.018

.455

.314 (.007–.568)

Poor

.203

.060

.736 (.553–.851)
.366 (.065–.606)

Good
Poor

.545
.122

.501
.701

.437
.701

.619
.436

.646

.891
.446 (.159–.663)
.377 (.078–.614)

Fair
Poor

Item-to-total
Correlation
Time
Time
1
2

.828

.853
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(oncologist, surgeon, etc.)
Getting test results quickly enough
Having access to care from other health specialists
(dietitians, physiotherapists, occupational therapists)
Making sure I had enough time to ask my doctor or nurse
questions
Getting the health care team to attend promptly to my
physical needs
Coping,
Items (n=13)
sharing and
Telling others how I was feeling emotionally
emotional
Finding someone to talk to who understands and has been
needs
through a similar experience
Dealing with people who expect me to be “back to
normal”
Dealing with people accepting that having cancer has
changed me as a person
Dealing with reduced support from others when treatment
has ended
Dealing with feeling depressed
Dealing with feeling tired
Dealing with feeling stressed
Dealing with feeling lonely
Dealing with not being able to feel “normal”
Trying to stay positive
Coping with having a bad memory or lack of focus
Dealing with changes in how my body appears
Note. ICC: Intraclass correlation; CI: Confidence interval

.662 (.444–.806)
.526 (.260–.718)

Good
Fair

.569
.508

.507
.671

.579 (.329–.753)

Fair

.590

.477

.529 (.264–.720)

Fair

.592

.497

.429 (.140–.651)
.329 (.023–.578)

Fair
Poor

.577
.449

.476
.573

.620 (.386–.780)

Good

.568

.768

.509 (.239–.707)

Fair

.681

.812

.673 (.406–.813)

Good

.824

.824

.734 (.550–.850)
.487 (.211–.692)
.552 (.294–.735)
.715 (.522–.838)
.475 (.196–.683)
.628 (.397–.785)
.639 (.412–.791)
.275 (–.037–.537)

Good
Fair
Fair
Good
Fair
Good
Good
Poor

.535
.566
.780
.527
.570
.548
.496
.229

.720
.712
.691
.615
.697
.646
.864
.244

.897

.942
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Discussion
Our study is the first to report test–retest data for the SF-SUNS. The majority
of items met absolute consistency for reliability ICC scores of >.40 for test–
retest, categorized as “fair” to “good.” An “excellent” clinical significance
score was achieved for only one item (3%), related to car parking costs which
are unlikely to change over time. Needs-based instruments such as the SFSUNS measure the degree of an individual’s perceived unmet need at one
point in time. Importantly, Cronbach’s alpha scores at time 1 and time 2
demonstrated a high degree of internal consistency and high item-to-total
correlations, confirming that items in the tool were reliable.

A criterion for psychometrically sound needs-based tools is the requirement
for an instrument to be responsive to changes over time (DeVellis, 2012;
McDowell, 2006; Streiner & Norman, 2003). Although our ICC results may
reflect the responsiveness of the SF-SUNS to changes in need over the data
collection period, further research is required to detect clinically meaningful
change for patients (Jiao et al., 2017). All participants completed the time 2
questionnaire at home, well away from the haematology clinic where the
time 1 questionnaire was completed. It is possible that participants may have
had additional time to more accurately reflect on the level of unmet need.
Similarly, time 1 scores may have been impacted by participants’ anxiety at
the hospital appointment where patients often worry about test results and
potential relapse (Thewes et al., 2012). In addition, fatigue is a recognized
effect of lymphoma treatment (Arden-Close et al., 2011), and may have
potentially affected participant responses at either time point. Finally, most
items were similarly balanced for both time points from “no unmet need” to
“low unmet need” or “low unmet need” to “no unmet need.”
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It is important to allow cancer survivors the opportunity to self-identify
unmet needs and issues of concern. Survivorship needs-based instruments
provide a consistent method for this purpose (Hawkins et al., 2008).
Furthermore, it is important that any tool is responsive to change as
individuals’ issues, concerns, thoughts, and feelings can change from day-today (McDowell, 2006; Streiner & Norman, 2003), particularly during
survivorship transition as individuals move on with their lives after cancer
treatment. Such reliable and valid instruments can facilitate individualized
survivorship care and tailored support and resources (Taylor & Monterosso,
2016).

It is important to note that the original SUNS demonstrated low test–retest
reliability acceptability (Hall, D’Este, et al., 2014), with the authors
suggesting that the test–retest timeframe was too long at 28 days. Since our
study was part of a larger study involving an intervention group, a 5-day
later test–retest assessment was deemed an appropriate timeframe to ensure
completion of the time 2 SF-SUNS before the implementation of any needsbased interventions associated with the larger study (Taylor et al., 2016).
Importantly, this time period was also in keeping with the recommended 2–
14-day time period for test–retest procedures (DeVellis, 2012; McDowell,
2006; Streiner & Norman, 2003).

A limitation of this sub-study may have been the sample size of 40
participants, despite sample size calculations indicating that this number
would be sufficient to adequately perform test–retest reliability with
confidence.

Many

participants

(n=16,

40%)

attended

the

baseline

appointment, where time 1 SF-SUNS was administered, accompanied by a
support person (partner or family member). We acknowledge this may have
influenced time 1 responses. Likewise, time 2 responses may have similarly
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been influenced as the SF-SUNS was completed at home. We can confirm
that participants did not receive any needs-based interventions between time
1 and time 2 completion of the SF-SUNS.

Conclusion
We suggest that needs-based assessments should be used routinely during
the survivorship period to facilitate survivorship care that is tailored and
responsive to individuals’ changing needs. Valid and reliable survivorspecific measures are essential for routine screening and follow-up. Nurses in
particular are a valuable resource in the survivorship phase to assess for
areas of concern or unmet needs and for the provision of information,
support, and resources that are tailored to the individuals’ unique needs.
Further testing of the SF-SUNS is recommended in haematology and other
cancer

populations

to

further

understand

and

demonstrate

the

responsiveness of this instrument to changes in need over the survivorship
period.
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Chapter Summary
This chapter has documented the analysis and findings of data collected in
Phases Three and Four of this study and reports possibly the first published
data from a pilot RCT to test a nurse-led lymphoma survivorship model of
care.

Results from the pragmatic RCT showed the proposed conceptual
framework could guide a survivorship model of care that empowered
survivors to make changes to improve their quality of life and engage in
healthy lifestyle behaviours. This model allowed participants the time to
individualise and tailor their own supportive survivorship care needs.
Randomisation was found to be effective as both groups were well-matched
for

demographic

variables.

Univariate

and

multivariate

analyses

demonstrated that intervention participants who received the nurse-led
lymphoma survivorship model of care had lower levels of unmet
informational and practical needs and lower levels of depression, anxiety
and stress at study completion compared to the control group participants.
Likewise, better adjustment to the cancer diagnosis and self-empowerment
was shown in those randomised to the intervention group.

Findings from Phase Four GP evaluations indicated that GPs made use of
and were satisfied with the unique lymphoma SCPTS they received for
intervention participants.

As previously stated the nurse-led lymphoma survivorship model of care
used with this lymphoma cohort had not been previously reported in the
published literature and was a new undertaking at the study site. Therefore,
it was considered important to understand the experiences and perspectives
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of intervention participants from a qualitative perspective. The qualitative
study (Phase Four) provided strength to the quantitative data collected
during the pragmatic RCT by documenting and analysing the personal
experiences and perceptions of a group of intervention participants. Results
demonstrated participants needed support when treatment finished. In
particular, they valued: the opportunity to discuss and record their concerns
on the individualised SCPTS; the record of treatment and guidelines for
follow-up with the GP; and promotion of their engagement in healthy
lifestyle behaviours. Likewise, participants appreciated the one-to-one nature
of the appointments and the additional information and further support
provided.

As mentioned, test–retest reliability data for the SF-SUNS measure had not
been previously published, and it was considered important to undertake
this additional step during the pragmatic RCT. Findings indicated the
majority of the SF-SUNS items achieved ‘fair’ to ‘good’ for reliability with
this cohort. This published manuscript is considered an important
contribution to the cancer survivorship literature.

The following chapter provides a discussion of the results from this study
including the pragmatic RCT, GP evaluations and qualitative interviews with
intervention participants. The chapter will begin with a summary of findings
from Phase One and will conclude with a discussion of the limitations and
strengths of the thesis research.
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