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Objective: Lymphoma is the sixth most common cancer in Australia and comprises 2.8% of worldwide cancer
diagnoses. Research targeting development and evaluation of post-treatment care for debilitating complica-
tions resulting from the disease and its treatment is limited. This study aimed to assess the feasibility and
acceptability of a nurse-led survivorship intervention, post-treatment in Hodgkin's and non-Hodgkin’s lym-
phoma survivors.
Methods: A single-center, prospective, 3-arm, pilot, randomized controlled, parallel-group trial was used.
People with lymphoma were recruited and randomized to the intervention (ENGAGE), education booklet
only, or usual care arm. Participants receiving ENGAGE received an educational booklet and were offered 3
consultations (via various modes) with a cancer nurse to develop a survivorship care plan and healthcare
goals. Participant distress and intervention acceptability was measured at baseline and 12-wk. Acceptability
was measured via a satisfaction survey using a 11-point scale. Feasibility was measured using participation,
retention rates, and process outcomes. Data were analyzed using descriptive statistics.
Results: Thirty-four participants with HL and NHL were recruited to the study (11 = intervention, 11 = infor-
mation only, 12 = usual care). Twenty-seven participants (79%) completed all time points from baseline to 12
wk. Seven (88%) of the 8 participants receiving ENGAGE completed all consultations using various modes to
communicate with the nurse (videoconference 14/23, 61%; phone 5/23, 22%; face-to-face 4/23, 17%). Partici-
pants who completed the intervention were highly satisfied with ENGAGE.
Conclusion: The ENGAGE intervention is feasible and highly acceptable for lymphoma survivors. These find-
ings will inform a larger trial assessing effectiveness and cost effectiveness of ENGAGE.

© 2024 The Author(s). Published by Elsevier Inc. This is an open access article under the CC BY license

(http://creativecommons.org/licenses/by/4.0/)

Lymphomas are neoplasms originating in the lymphatic system,
covering a wide spectrum of diseases, from chronic and slow grow-
ing, to acute and aggressive. The incidence of lymphomas has risen
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the incidence of lymphoma is 0.4% for Hodgkin’s lymphoma (HL) and
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Layperson Summary

What we investigated

This study tested a post-treatment intervention for lymphoma
survivors and compared it to lymphoma survivors that received
usual care and an educational booklet or usual care only.

Why we investigated it

Lymphoma is one of the top 10 cancers diagnosed in Australia.
Although advances in treatment have led to an increased sur-
vival rate, treatment is complex and can often cause side effects
that last long after treatment has finished. Post-treatment care
of side effects is common in people surviving breast, prostate,
or colorectal cancer however, post-treatment care for lym-
phoma survivors is limited.

How we did our research

Participants were randomised to one of three groups (usual
care + educational booklet + three consultations with an oncol-
ogy nurse) for the length of the study. The aim of the study was
to identify whether participants that received the intervention
were satisfied, attended, and participated in consultations with
an oncology nurse.

What we have found

Participants had differing levels of readiness to participate in
post-treatment care and nurses are well positioned to assess
when and how participants would like to receive post-treat-
ment care. Participants were very satisfied with nurse-led con-
sultations and chose various ways (in person, phone and
telehealth) to communicate with the nurse.

What it means

The results support further development of this nurse-led model
in a larger study to support lymphoma survivors’ post-treatment.

2.8% for non-Hodgkin’s lymphoma (NHL) with the highest incidence
reported in Australia and New Zealand.? Treatment is complex and
debilitating, and can be provided through multiagent chemotherapy,
and/ or radiation therapy, and/or hematopoietic stem cell transplan-
tation, resulting in immune suppression with increased risk of oppor-
tunistic infections.> Advances in treatments have seen increasing
numbers of people surviving lymphoma more than 5 y following
curative treatment."*> Unfortunately, survival from lymphoma does
not guarantee full restoration of health, with many people continuing
to experience debilitating complications and impaired quality of life
(QolL) for years after treatment as a result of their disease and aggres-
sive treatment.*®

Emerging evidence concerning the short-term and long-term
physical, emotional, and social impact of hematological malignancies
and their treatment highlight the potential for comprehensive clinical
interventions to reduce distress and improve QoL.”® Interventions
can focus on the specific needs of lymphoma survivors including
management of cancer-related fatigue, optimizing diet and exercise,
and impacts on fertility, sexual function, body image, which can affect
adjustment to normal life, depression, anxiety, fear of cancer recur-
rence, or other unaddressed informational needs.®'® Adults who
have completed treatment for hematological malignancies further
highlight the need for good care co-ordination and communication
between treating doctors at the end of their treatment.® These find-
ings indicate a need for a well-coordinated approach to survivorship

Usual Care

Information only

Participants

Information + ENGAGE
intervention

FIG 1. ENGAGE trial study arms.

care for people with hematological malignancies at the end of their
treatment.” Survivorship models of care have focused predominantly
on those with breast cancer, prostate cancer, or colorectal cancer to
date, with relative neglect of people with hematological malignancies
including those with HL and NHL, particularly in the post-treatment
phase.®

Given the complex needs of lymphoma survivors, it is important
to consider how nurse-led care may value add to the traditional
medical-led models.!! Several studies suggest nurses are well-
placed to deliver survivorship care because of their central role in
providing information that is holistic and individualised.'>'*> A
phase II, pilot randomized controlled trial (RCT) in 60 lymphoma
survivors indicated that a nurse-led survivorship model led to
fewer reported unmet needs, less distress and increased
empowerment.'*'> Given the increasing number of cancer survi-
vors within the healthcare system, and escalating associated health-
care costs, supportive interventions that are effective and cost-
effective are urgently needed.'®

Importantly, ensuring access to such supportive interventions for
all survivors is an important priority. Telehealth interventions have
been shown to improve service efficiency and reduce costs related to
travel.'””'® In many clinical specialties, videoconferencing is an
accepted alternative for face-to-face consultations that has been
demonstrated to be an efficient and economical method for increas-
ing access to quality care.!”"'® Incorporating videoconferencing into
models of care potentially enables more people to receive personal-
ized care in a location convenient to the cancer survivor and clinician.
The aim of this study was to examine the feasibility and acceptability
of delivering a telehealth-enabled and tailored nurse-led survivor-
ship care intervention in HL and NHL survivors to inform future large,
multi-site, pragmatic RCTs.

Methods

This study, a pilot randomized controlled trial of a nurse-led survi-
vorship intervention for EmpoweriNG pAtients with HodGkin’s and Non-
Hodgkin’s lymphoma after trEatment (ENGAGE), adhered to the CON-
SORT statement for reporting RCTs,”® and was approved by the Royal
Brisbane and Women’s Hospital (RBWH) Human Research Ethics
Committee (HREC/16/QRBW/372). The trial was prospectively regis-
tered on the Australian and New Zealand Clinical Trials Registry
(ACTRN12617000068369).

Trial Design

This single-site, prospective, 3-arm, pilot, RCT, parallel-group trial
spanned 12-wk in duration, with pre- and postintervention assess-
ments. Study arms included: (1) usual care; (2) information only:
educational booklet and (3) ENGAGE intervention and information: a
nurse-led, tailored, survivorship care intervention and educational
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booklet (Fig. 1). Feasibility (i.e., recruitment and retention) and
acceptability (to participants) of the ENGAGE survivorship interven-
tion was assessed.

Participants

Cancer survivors were eligible if they were 18 y of age or older;
within 12 wk following curative-intent treatment (chemotherapy
with/without radiation and/or autologous hematopoietic stem cell
transplantation) completion for HL or NHL; expected to remain in
remission for 2 or more years as judged by their treating clinician;
able to speak and read English; ambulatory at the time of recruitment
and had an Eastern Cooperative Oncology Group (ECOG) performance
status < 1. For people receiving chemotherapy or radiotherapy with-
out hematopoietic stem cell transplantation, the last day of chemo-
therapy or radiotherapy was considered treatment completion. For
people completing hematopoietic autologous stem cell transplanta-
tion, treatment completion was defined as day of hospital discharge
post-transplant. Cancer survivors were excluded if they had received
allogeneic stem cell transplantation as they often have high require-
ments of acute care needs for a longer period post transplantation.
People with severe mental, cognitive, or physical conditions, (advised
by the treating hematologist) that would limit the cancer survivors’
ability to participate were also excluded.

Study Setting

Royal Brisbane and Women'’s Hospital (Brisbane, QLD, Australia), a
tertiary public teaching hospital in Australia, from April 2017 to July
2018. Eligible cancer survivors were identified through screening
people in hematology clinics, attending multidisciplinary team meet-
ings, and through nurse care coordinator referrals.

Interventions

All participants received usual care which involved routine medi-
cal follow-up from their hematologist for surveillance purposes and
supportive care as required. Participants receiving information only,
or the ENGAGE intervention, received an evidence-based educational
booklet with information and guidance for post-treatment survivor-
ship care additional to usual care. The educational booklet was only
available to participants randomized to information only, or the
ENGAGE intervention. Following study completion, the booklet was
made openly available through the Leukemia Foundation. Partici-
pants receiving the ENGAGE intervention were also provided with
nurse-led consultations via telehealth (videoconference or phone) or
face-to-face, depending on the participant’s preference within 12 wk
following treatment completion. As this was a pilot study, approval
was obtained to extend the participant eligibility period from 4 wk to
12 wk following treatment completion to accommodate people who
experienced acute issues within the first 4 wk limiting their partici-
pation. To minimize contamination effects, cancer care nurses
employed in the study were advised not to provide additional educa-
tion to participants in the information only arm or the usual care arm
or discuss the intervention with other nurses.

Educational Booklet

An evidence-based educational booklet was developed for this
study based on an extensive literature review and previous pilot
work (See supplementary file).?"! This booklet included information
on management and coping strategies for fatigue, depressed mood

and anxiety, fear of cancer recurrence, identifying signs of cancer
recurrence, returning to work, financial issues, getting help at home,
sexuality and fertility, healthy diet recommendations, maintaining
positive relationships and self-image, and information on support
groups and contacts to obtain further support. The booklet was
reviewed by the research team which included a multidisciplinary
team of clinicians currently caring for people with HL and NHL and a
person who had survived lymphoma. Additional reviews with cancer
survivors were coordinated through the Leukemia Foundation (the
leading national, non-profit, patient advocacy group for hematologi-
cal malignancies in Australia). Each recommendation in the booklet
was graded according to the National Health and Medical Research
Council hierarchy of research evidence.?” The evidence-grading infor-
mation was removed in the final patient version of the booklet to
allow ease of use. The booklet readability was at a sixth-grade
level.?>* Following completion of this study, the educational booklet
has been published on the Leukemia Foundation website (Living-
well-after-treatment-booklet-1.pdf (leukaemia.org.au).>

The ENGAGE Intervention

The ENGAGE intervention was developed with guidance from 2
key frameworks: the self-efficacy model,*®?” and the Capabilities for
Supporting Prevention and Chronic Condition Self-Management
(CSPCCSM) framework.?® Self-efficacy is a valuable construct that can
explain numerous behavioral and symptom outcomes of people with
cancer, including self-management behaviors,?>*° symptom
severity,®>! and symptom experiences.>! Motivational interview-
ing®? and self-efficacy enhancement techniques (ie, performance
accomplishment, vicarious experience, verbal persuasion and atten-
tion to physiological states) also underpin the intervention as these
have been demonstrated to lead to behavior change.**~*

The ENGAGE intervention spanned 12-wk and involved one-on-one
consultations between trained cancer nurses and participants, either
face-to-face or via telehealth (phone or videoconference) depending on
participant preference. Nurse training in motivational interviewing,
self-efficacy enhancement techniques and videoconference was deliv-
ered by an investigator who is a Professor of Psychiatry with expertise
in psycho-oncology, and informed by the CSPCCSM framework,® to
ensure nurses were confident and capable of delivering the interven-
tions via telehealth. The same investigator provided ongoing clinial
supervision to the nurses after their first 10 consultations and every 3
mo thereafter. After group allocation, participants were trained in the
effective management of a videoconference call and hardware and vid-
eoconference connectivity testing were undertaken.

Prior to the initial consultation, the intervention cancer nurse met
with the participant’s treating hematologist to discuss their planned
follow-up care, develop a schedule of medical follow-ups, referrals,
cancer surveillance, and late effects monitoring plan (frequency of
follow-up and the clinician responsible) which were documented in
the survivorship care plan (Fig. 2). The intervention cancer nurse
included the participant’s general practitioner (GP) contact details,
health professional contacts, participant medical history, cancer diag-
nosis and treatment summary (received and ongoing) in the care
plan. The initial nurse-led consultation (1 h) utilized a structured
approach to undertake collaborative goal setting with the participant.
This strategy involved identifying up to 4 key distressing issues
through discussing the participant’s responses to the distress ther-
mometer (DT) survey which was undertaken at baseline and prior to
each consultation at 4 wk, 8 wk and 12 wk.>>*® Personal health goals
were developed collaboratively with the participant and participants
were referred to sections of the evidence-based educational booklet
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CARE PLAN PREPARATION

Meet with participant’s treating
medical oncologist/ hematologist

to plan care:

o Follow-up care
o Schedule medical follow ups
o Referrals
o Cancer surveillance
o Late effects monitoring
o  GP details
e  Health professional contacts
e  Medical history
e (Cancer diagnosis and treatment
received
NURSE-LED CONSULT
COMPONENTS
e Assess and promote self-efficacy
e Motivational interviewing
CONSULT ONE CONSULT TWO CONSULT THREE
(1-hour) (20-minutes) (20-minutes)
Establish rapport e Assess distress as per DT Assess distress as per DT
Complete full physical survey responses and survey responses and
and psychosocial identify new distressing identify new distressing
assessment problems problems
Discuss DT survey e Review distressing Review distressing
responses problems from previous problems from previous
Select up to 4 key consult, explore consult, explore
distressing problems with achievements and barriers achievements and barriers
participant e Identify up to 4 key Identify up to 4 key
Discuss each issue distressing problems distressing problems
individually, set goals e Discuss each issue Discuss each issue
with participant, barriers individually, set new individually, set new goals,
to achieving ggals and goals, 1F)arriers apd barriers and strategies to
strategy to achieve goal strategies to achieve goal B —
ACTION ACTION ACTION
Update care plan and e Update care plan and send Update care plan and send
send to participant and to participant to participant, GP and

GP

treating hematologist

GP — General Practitioner, DT — Distress Thermometer

FIG 2. Nurse-led consultation and care plan development process. DT, distress thermometer; GP, general practitioner.
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according to their identified goals. The evidence-based booklet was
posted to the participant and a copy of the completed care plan was
emailed or mailed to the GP immediately following the first consulta-
tion. Participants were encouraged to discuss the care plan with the
GP during their follow-up appointments (Fig. 2).

After the initial consultation, the cancer nurse provided 2 addi-
tional 20-minute consultations per participant a month apart. During
these consultations, the nurse evaluated progress in achieving the
predetermined participant care plan goals and addressed any new
unmet needs as nominated in the participant’s updated DT measures
(mailed to the participant prior to the follow-up). The nurse also re-
endorsed the collaborative goals previously set using the same moti-
vational interviewing and self-efficacy enhancement techniques in
the first consultation (Fig. 2).

Data Collection

Following informed consent and prior to randomization, a
research nurse collected baseline data from the participant and their
electronic health record which included clinical and demographic
characteristics. Outcome measures were collected at baseline by pro-
viding a hardcopy questionnaire to the participant prior to discharge
from hospital with a replied paid envelope and at 12-wk from the
electronic health record with hardcopy questionnaires, including a
reply-paid envelope, posted to participants a week before the final
timepoint to minimize dropout. The intervention group received a
satisfaction survey at the end of 12 weeks.

Feasibility, Process, and Acceptability Outcomes
Feasibility was measured through:

(i) recruitment rate (numbers of people screened and participants
consented),

(ii) retention rate (completed 3 consults as per the intervention),

(iii) fidelity to the intervention (completed as per the planned sched-
ule),

(iv) preferred mode of contact (phone, videoconference, or face-to-
face) and

(v) DT survey completion.

A structured care plan containing up to 4 priority unmet needs and
self-managed goals were completed during each nurse-led consultation
with the participant. All participants (including usual care, information
only and information and ENGAGE intervention groups) completed the
DT at baseline and 12-wk. The DT is a brief clinical tool that is reliable
and valid and commonly used, with strong international utility.>¢=°
The DT is responsive to change in cancer populations and includes a 0
(no distress) to 10 (extreme distress) point Likert scale to rate distress
levels over the past week and a problem list for cancer survivors to
identify practical, family, emotional, spiritual, religious, and physical
problems they are experiencing.>®> The ENGAGE intervention arm com-
pleted additional DTs prior to 4-wk and 8-wk consultations to inform
discussion content during the session.

Acceptability of the intervention was measured using a satisfac-
tion of care survey at 12 wk that included 5 questions and an open-
text question related to intervention delivery. A researcher external
to the study contacted participants after the final consult to discuss
the survey questions. Participants rated their overall satisfaction of
care on an 11-point scale (0-10) and could also provide a comment
on what aspects of post-treatment care the participants found useful,
or not useful.

Sample Size

A sample of 10 to 15 cancer survivors per study arm (usual care,
education booklet, ENGAGE intervention, n=30-45) were deemed
appropriate to assess feasibility and acceptability of the ENGAGE
intervention. Aligning with the purpose of testing feasibility and
acceptability, sample size calculation is irrelevant, and the proposed
sample size was expected to provide useful insights to inform future
research.*’

Randomization

Following completion of baseline assessments, participants were
randomized to 1 of the 3 arms using a computer-generated randomi-
zation sequence by an investigator with no involvement in partici-
pant care. To ensure even allocation across 3 study arms, participants
were allocated according to a block randomization schedule held by
the central registry (1:1:1 ratio).

Data Analysis

Descriptive statistics were performed for all measures including
clinical and demographic information, frequency of problems identi-
fied in the DT problem checklist, and mode of consult delivery (tele-
health or face-to-face).

Results
Participant Recruitment and Characteristics

Of the 152 people screened for eligibility, 43 (28%) were excluded
as they either went on to receive additional treatment or the treating
oncologist chose to continue monitoring the patient’s response to the
initial treatment before confirming whether treatment had finished
(Fig. 3). Forty-four HL or NHL cancer survivors were approached over
the 15-mo recruitment period to take part in the study, of which 77%
(34/44) consented. Ten people declined (10/44; 23%) as they did not
feel it was necessary or felt too unwell to participate. This resulted in
34 people with HL or NHL randomized to the trial: n=11 the ENGAGE
intervention; n=11 to information only, and n=12 to usual care
(Fig. 3).

Participants were aged between 21 and 79 y (median 49). Half
(n=17, 50%) of the participants were female. Most participants were
Caucasian (n=30, 88%); had 1 or more comorbidities (n =20, 59%);
approximately half were overweight (n=7, 21%) or obese (n=11,
32%); had aggressive (n=17, 50%) or indolent (n=12, 35%) NHL; and
had received chemotherapy (n =34, 100%) to treat their cancer. Most
people lived with a partner (n = 20, 59%), family or friend (n=7, 21%)
and had completed secondary or tertiary education (n=65%)
(Table 1).

Feasibility and Process Outcomes

Retention

Of the 34 participants, 27 (79%) completed all time points from
baseline to 12 wk. Three participants in the ENGAGE intervention
arm were lost to follow up (2/11, 18%) or withdrew (1/11, 9%), 1 par-
ticipant in the information only group was lost to follow up (1/11,
9%) and 3 (3/12, 25%) participants in the usual care group were lost to
follow up (Fig. 3).
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[ Screened for eligibility n=152 ]

Approached to participate (n=44)

A

e Declined (n=10)

Excluded (n=108)

e Received further treatment (n=34)
Determining treatment plan (n=9)

Not recommend by hematologist (n=9)
Unable to contact (n=18)

Transfer to another hospital to complete
treatment (n=12)

[ Randomized }

A\ 4 +

Allocated to intervention (n=11)
e Received all 3 sessions (n=7) .

e Completed 2 of 3 sessions (n=1) (n=11)

Allocated information only (n=11)
Received allocated intervention .

Allocated to usual care (n=12)
Received allocated intervention
(n=12)

A4

12-week follow up

A

Lost to follow up; unable to contact;

withdrew (n=3) (n=1)

Lost to follow up; unable to contact

Lost to follow up; unable to contact
(n=3)

FIG 3. CONSORT diagram.

Fidelity to Number and Timing of Consultations

Of the 11 participants in the ENGAGE intervention arm, 7 (64%)
completed all 3 consultations, 1 (9%) received 2 consultations, and 3
(27%) participants did not receive nurse-led consultations as they
were either lost to follow up or withdrew (Fig. 3).

Care Plan and Shared Goals

In the intervention group, the median distress thermometer rat-
ings were 2 (IQR 5, 0-8) at baseline, 0 (IQR 3, 0-5) at 4 wk, 2 (IQR 2.5,
0-6) at 8 wk and 1.5 (IQR 3, 0-7) at 12 wk. The highest number of
issues (Median 8, IQR 7.5, 1-20) reported through the DT problem

checklist occurred prior to commencing the first nurse-led consulta-
tion (baseline or 12 wk after completing treatment), and at the first
consultation (4 wk following baseline, Median 0, IQR 7, 0-27) and col-
laborative healthcare goals were established for the proceeding 4 wk.
At the second consultation for the intervention group (8 wk following
baseline, Median 2, IQR 5, 0-15), goals from the first consultation
were revisited and updated and either carried over for the following
4-wk period (3/8, 38%) or new priority issues (5/8, 63%) and health-
care goals were developed. At the third consultation for the interven-
tion group (12 wks post baseline), a median of 1 (IQR 6, 0-13) issue
was identified on the DT problem check list, 2 participants (2/8, 25%)
had new issues to discuss with new healthcare goals developed while
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TABLE 1
Demographic and Clinical Characteristics of Participants
Total Intervention Information only Usual care
N (%) N (%) N (%) N (%)
n=34 n=11 n=11 n=12
Age 52.1(SD 14.9) 56.55 (SD 17.0) 53.6 (SD 12.2) 46.8 (SD 15.4)
49 (IQR=22,21-79) 65 (IQR =26, 25-79) 47 (IQR =20, 44-77) 49 (IQR=27,21-74)
Gender
Female 17 (50) 5(45.5) 5(45.5) 7(58.3)
Ethnicity
Caucasian 30(88.2) 7 (63.6) 11(100) 12 (100)
Other® 4(11.8) 4(36.4) 0 0
Current smoker
Yes 4(11.8) 2(18.2) 1(9.1) 1(8.3)
BMI
Normal weight 16 (47.1) 6 (54.5) 5(45.5) 5(41.7)
Overweight 7(20.6) 3(27.3) 2(18.2) 2(16.7)
Obese 11(324) 2(18.2) 4(36.4) 5(41.7)
Previous cancer diagnosis 12(35.3) 3(27.3) 4(36.4) 5(41.7)
Comorbidities
None 14 (41.2) 2(18.2) 6(54.5) 5(41.7)
1 7(20.6) 3(27.3) 4(33.3)
2 8(17.6) 2(18.2) 3(27.3) 2(16.7)
>3 5(14.7) 4(36.4) 2(18.2) 1(18.2)
Living arrangements
With partner 20(58.8) 5(45.5) 6(54.5) 9(75)
With other family/friend 7(20.6) 3(27.3) 3(27.3) 1(8.3)
Alone 7(20.6) 3(27.3) 2(18.2) 2(16.7)
Income
<$20,000 10(29.5) 4(36.4) 2(18.2) 4(33.3)
$20,000-$40,000 7(20.5) 4(36.4) 3(27.3) 0
$40,000-$60,000 7(20.5) 2(18.2) 2(18.2) 3(25)
>$60,000 10(29.5) 1(9.1) 4(36.4) 5(41.7)
Marital status
Married 16 (47.1) 6(54.5) 4(36.4) 6(50)
Divorced 3(8.8) 1(9.1) 1(9.1) 1(8.3)
De facto 7(20.6) 1(9.1) 3(27.3) 3(25)
Widowed 3(8.8) 1(9.1) 1(9.1) 1(8.3)
Single 5(14.7) 2(18.2) 2(18.2) 1(8.3)
Education level
7-12 years 8(23.5) 2(18.2) 3(27.3) 3(25)
Completed high school 4(11.8) 2(18.2) 1(9.1) 1(8.3)
Postsecondary 7(20.6) 3(27.3) 2(18.2) 2(16.7)
Tertiary education 15 (44.1) 4(36.4) 5(45.5) 6(50)
Disease type
Aggressive NHL 17 (50) 8(72.7) 3(27.3) 6(50)
Indolent NHL 12(35.3) 2(18.2) 6(54.5) 4(33.3)
HL 5(14.7) 1(9.1) 2(18.2) 2(16.7)
Treatments received
Chemotherapy 34(100) 11(100) 10(90.9) 9(81.8)
Radiation 10(294) 5(45.5) 3(27.3) 2(18.2)
Stem cell transplant 8(23.5) 2(18.2) 3(27.3) 3(27.3)
Surgery 5(14.7) 0 4(36.4) 1(9.1)
HL, Hodgkin’s lymphoma; NHL, non-Hodgkin’s lymphoma.
2 Ethnicity — Other includes Asian, Aboriginal and Torres Strait Islander and Polish.
TABLE 2
Top 10 Issues Identified in the Problem Checklist at Baseline and 12-Wk
Distress thermometer Intervention Information only Usual care
problem checklist N (%) N (%) N (%)
(n=11) (n=11) (n=12)
Baseline 12 wk Baseline 12 wk Baseline 12 wk
Fatigue 6 (54.5) 3(27.3) 9(81.8) 7(63.6) 9(75) 6(50)
Sleep 7(63.6) 1(9.1) 9(81.8) 6(54.5) 7(583) 4(33.3)
Nausea 3(27.3) 3(273) 8(72.7) 2(182) 7(58.3) 0
Eating 6(54.5) 2(16.7) 4(36.4) 3(273) 5(41.7) 2(16.7)
Memory/concentration 5 (45.5) 2(18.2) 5(45.5) 2(182) 5(41.7) 5(41.7)
Nose dry/congested 2(18.2) 1(9.1) 5(45.5) 2(18.2) 8(66.7) 1(8.3)
Tingling in hands/feet 6(54.5) 5(45.5) 5(45.5) 4(364) 3(25) 1(8.3)
Skin dry/itchy 4(36.4) 3(273) 4(364) 4(364) 5(41.7) 3(25)
Worry 4(364) 2(18.2) 4(36.4) 5(45.5) 4(33.3) 4(33.3)
Sadness 3(27.3) 1(9.2) 2(18.2) 3(45.5) 6(50) 4(33.3)
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TABLE 3

Mode of Contact During Consultations with the Cancer Nurse

Participant number

Consult 1

Consult 2

Consult 3

N A WN =

8

Videoconferencing
Videoconferencing
Face-to-face
Videoconferencing
Videoconferencing
Phone
Face-to-face
Videoconferencing

Videoconferencing
Videoconferencing
Face-to-face
Videoconferencing
Videoconferencing
Phone

Phone
Videoconferencing

Videoconferencing
Videoconferencing
Face-to-face
Videoconferencing
Phone

Phone

Unable to contact
Videoconferencing

Note: Two participants were lost to follow up and 1 participant withdrew.

5 (5/8, 63%) participants continued working on their previous health-
care goals (Table 4).

Mode of Intervention Delivery

Intervention group participants (n=11) completed 23 consulta-
tions in total, using various modes to communicate with the nurse.
Most consultations were conducted using telehealth via videoconfer-
ence (13/23, 57%), followed by telehealth via phone (5/23, 22%) or
face-to-face consultations (4/23, 17%). Most intervention group par-
ticipants (5/8, 63%) chose to receive the same mode of contact for all
consultations while others (3/8, 37%) utilized up to 2 different modes
of contact (eg, phone and face-to-face consultations) to receive con-
sultations (Table 3).

Problems Identified

The most prevalent issues identified in the problem checklist at
baseline across the 3 groups were fatigue (ENGAGE intervention
arm: 6/11, 55%; Information Only arm: 9/11, 82%; and Usual Care
arm: 9/12, 75%) and trouble sleeping (ENGAGE intervention arm: 7/
11, 64%; Information Only arm: n=9/11, 82%; and Usual Care arm:
n=7/12, 58%). At 12 wk, while fatigue remained high amongst study
groups, other issues became prevalent in varying levels across groups
such as tingling in the hands/feet and memory/concentration deficits
indicating that issues change over time (Table 2).

Participant Satisfaction with Nurse-Led Consultations

Overall, participants who received the ENGAGE intervention (8/
11; 73%) were very satisfied with the nurse-led intervention (average
score =9/10). Participants who received telehealth using videoconfer-
encing described it as a suitable way to remain connected with their
specialist care team and were satisfied and relaxed using it. One
intervention group participant found the timing difficult with having
to get organized and wait for the videoconferencing call. Aspects of
the nurse-led interventions that participants found useful included:
regular and ongoing connection and contact; information, advice and
ideas provided; and referrals. One participant commented that they
are independent and did not need much assistance. Other positive
feedback from the intervention included: “awareness, professional
and helpful care,” “it was beneficial to be able to talk to someone gener-
alist about a lot of stuff, not just someone who only knows about their
topic (i.e., dietitian)”, “all amazing, useful, I feel like I was given the best
care and attention that I deserved”, “very satisfied, the quality and com-
munication was excellent and very sympathetic.” One participant men-
tioned they would like to be able to contact a health professional via
phone or videoconferencing if they are concerned, and for urgent
needs, rather than waiting for the next consultation.

Discussion

While completion of treatment and transition into survivorship is
a significant milestone for cancer survivors, they express feelings of

abandonment as they deal with the late effects of treatment with sig-
nificantly reduced access to resources and support from the health-
care team.?! Like previous studies,®!%4>43 our research showed that
HL and NHL survivors have several healthcare needs in the initial
stages following treatment which change and evolve over time war-
ranting a need for follow up care. Our study findings indicate that the
ENGAGE intervention is feasible and acceptable, and also provides
insights into the timing of survivorship care initiation and how
healthcare professionals can support people surviving HL and NHL.

This pilot trial provides valuable understanding of the recruitment
and retention of participants receiving the ENGAGE intervention. Due
to the natural clinical course of lymphoma and need to carefully
observe disease response, challenges were encountered when deter-
mining treatment completion, which was seen with 152 HL and NHL
potential survivors screened and only 44 survivors considered eligi-
ble for recruitment. Unlike other cancers, hematological cancer tra-
jectories may change, posing challenges with determining when
treatment is judged to have finished, and when to initiate survivor-
ship care.** Enhancing ongoing communications between a hematol-
ogist acting as a champion and updating on health status in real time
may help resolve some of these challenges to an extent. For instance,
factors such as the proliferation and stage of the cancer and response
to treatment will influence whether cancers are treated intensively,
monitored with or without non-invasive chemotherapy, or managed
supportively requiring palliative care rather than survivorship care.*®
Flexibility is required when offering survivorship interventions for
people with lymphoma who experience different treatment regimens
for the various types of disease, and unexpected complications post-
treatment.

Interestingly, 10 people with HL or NHL who were eligible for the
study declined consent as some survivors were keen to move on and
forget their cancer experience, and saw no benefit with follow-up
care, while others felt uncomfortable by one-on-one sessions with a
nurse via telehealth despite other modes of consultation delivery
being available. Three participants randomized to the ENGAGE inter-
vention arm withdrew or were not contactable prior to commencing
nurse-led consultations. Individuals completing treatment will have
varying levels of readiness for survivorship care, which needs to be
recognized to successfully engage people in these types of interven-
tions.'* While previous work has shown that motivational interview-
ing around health behaviors when introduced early can ensure
uptake of initiatives occurs synergistically with treatment thereby
improving uptake of survivorship care post-treatment, our findings
suggest that some cancer survivors would benefit from the initiation
of survivorship more than 12 wk following treatment completion. As
a person moves through their illness trajectory, nurses are in a
unique position to be able to assess and coordinate the timing of the
introduction of survivorship care following treatment completion
due to their ongoing contact with people and coordination role they
play in the outpatient setting.

Consistent with previous research, our findings identified that
hematological cancer survivors experience many late effects follow-
ing treatment.® The most prevalent issues were fatigue and trouble



TABLE 4

Issues and Shared-Care Goals Discussed During 3 Consultations with a Cancer Care Nurse

No Consult One Consult Two Consult Three
No. DT items Issues Goals No. DT items Goals revisited New issues New goals No. DT items Goals revisited New issues New goals
1 2 Fatigue Energy 2 Energy High blood sugar Diet control 1 Energy N/I N/A
Anxiety Be informed Be informed Memory loss Information recall be informed
Overweight Diet control Diet control Tingling and Comfortable Diet control
numbness Information recall
Comfort
2 0 Sedentary Exercise N/C Exercise N/I N/A 0 Exercise N/I N/A
Overweight Balanced diet Balanced diet Balanced diet
3 N/C Sedentary Mobility 4 Mobility Concentration Brain exercises 6 Mobility Nausea Medical review
Overweight Weight gain Weight gain Weight gain Pain Medication plan
Fatigue Return to work Fatigue Fatigue
4 27 Finance Return to work 6 Finance N/I N/A 6 Finance Numbness Comfort
Worry/fear Reduce fears Reduce fears Reduce fears and pain
Lifestyle Diet control and Diet control and Diet control and
exercise exercise exercise
5 11 Overweight Weight gain 7 Weight gain Anxiety Feel calm 8 Weight gain N/I N/A
Fatigue More energy More energy Insomnia Feel rested More energy
Loss of interest ~ Resume hobbies Resume hobbies Resume hobbies
Feel calm
6 4 Leg swelling Ride motorbike 3 Ride motorbike Housing/ finance Sell house and 2 Ride motorbike N/I N/A
Disc protrusions Ride motorbike business Sell house and
Back pain Ride motorbike business
7 10 Anxiety Feel calmer 15 Feel calmer Family issues Support network 13 N/C N/C N/C
Fatigue More energy
Memory Remember appts
Concentration ~ More focussed
8 0 Poor diet Diet control 1 Diet control N/I N/A 0 Diet control N/I N/A
Sedentary Exercise Exercise Exercise
Insomnia 8hrs sleep/ night 8hrs sleep/ night 8hrs sleep/ night

N/A, Not applicable; N/C, Not completed; N/I, None identified.
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sleeping. A study of hematology cancer survivors in the United King-
dom found pain or discomfort and performing usual activities to be
the highest rated unmet need following treatment leading to long
term impairments hindering efforts to return to work and quality of
life.*5%® In the ENGAGE intervention arm, healthcare problems and
priorities changed over time, with the most frequent issues occurring
immediately after and up to 16 wk following treatment completion,
requiring the establishment of defined healthcare goals. Early imple-
mentation of survivorship care is warranted in this cancer survivor
cohort and has the potential to reduce long term distress and avoid
increased need for healthcare use long term. Overall, cancer survivors
who received the ENGAGE intervention found it to be beneficial and
indicated long-term follow up was needed.

Nurse-led consultations were offered to HL or NHL cancer survi-
vors via telehealth (videoconferencing or phone), enabling them to
attend sessions from home, thus avoiding hospital visits or incur-
ring travel and parking expenses. Most participants (75%, 18/23)
chose to receive nurse-led consultations via telehealth. Since the
COVID-19 pandemic, there has been significant advances in the
uptake of telehealth by clinicians and cancer survivors.*® Without
the need for physical assessment, telehealth shows great potential
for the provision for cancer survivorship.* Despite the advantages
and potential for telehealth some cancer survivors chose to meet
face-to-face for nurse-led sessions. Some cancer survivors received
nurse-led consultations using several modes of communication
(videoconferencing, telephone, and face-to-face) indicating that
preferences can differ over time and demonstrating flexibility with
modes of contact when conducting consultations may improve
attendance rates, which was demonstrated in this study with only
1 consultation missed of the participants that received the inter-
vention.”® It is important that future trials offer sufficient flexibility
in terms of the mode of care.

This is a pilot with a small sample size, thus comparisons of out-
comes including satisfaction between study arms were not planned
and could not be performed. Furthermore, the pilot was conducted at
a single site, thus the results may not be generalized to other hospi-
tals or centers that treat people with HL and NHL. Despite these limi-
tations, this research provides valuable information to inform future
studies and indicates that nurse-led consultations in this cancer sur-
vivor cohort is acceptable and feasible. Based on this pilot, we suggest
a Type I hybrid effectiveness and implementation trial to test the
effectiveness of the ENGAGE intervention for lymphoma survivors.

Conclusions

This pilot RCT indicates that the nurse-led, ENGAGE intervention
is feasible and acceptable in people surviving HL and NHL. The
ENGAGE intervention was able to identify several clinical problems
experienced by lymphoma survivors over 3 time points, with the
intervention nurse responding to them in collaboration with the sur-
vivor. These findings can be used to further develop a Phase III trial
testing this unique nurse-led model of care for HL and NHL survivors
which considers the variability in treatment plans and survivor readi-
ness to commence survivorship care.
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