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CHAPTER 2. PHASE I

Chapter Two — Phase One

“You are not going to be left to your own devices when you are finished, there
will be someone to talk to. I think that would be good yeah” Male_HL
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2.0 Literature Reviews
Three manuscripts form this chapter. The literature reviews were an integral
aspect of Phase One and guided the design of the intervention to be tested in
the pragmatic randomised controlled trial used in this study.

The first integrative review was undertaken to examine the types of
survivorship models of care that are currently used in contemporary cancer
care in Australia and internationally as well as lymphoma-specific (if any)
models of care as reported in the published literature (Taylor, K., Chan, R.J.,
& Monterosso, L. (2015). Models of survivorship care provision in adult
patients with haematological cancer: An integrative literature review,
Supportive Care in Cancer, 23(5), 1447–1458). The complete PDF version is in
Appendix A.1.

An integrative review was also undertaken to assess the survivorship care
plans and treatment summaries (SCPTS) that are being used in lymphoma
patient cohorts (Taylor, K. & Monterosso, L. (2015). Survivorship care plans
and treatment summaries in adult patients with haematological cancer: An
integrative literature review, Oncology Nursing Forum, 42(3), 283–291). The
review provided an understanding of the types of SCPTS currently used
and/or tested including the barriers and facilitators to development and
delivery of such tools. This work facilitated the creation of a unique SCPTS
for this study. The complete PDF version is in Appendix A.2.

Lastly, a systematic literature review of the needs assessment measures that
have been used and tested for the assessment of unmet survivorship unmet
needs was undertaken (Taylor, K. & Monterosso, L. (2016). Systematic review
of the tools used to assess the informational and practical needs of acute
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leukaemia and lymphoma survivors, The Australian Journal of Cancer Nursing,
17(1), 6–12). This guided the selection of the Short-Form Survivor Unmet
Needs Survey (SF-SUNS) as the key survivorship-specific measure to assess
participants in the study. The complete PDF version is in Appendix A.3.
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2.1 Models of Survivorship Care
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Models of Survivorship Care Provision in Adult Patients with
Haematological Cancer: An Integrative Literature Review.

Abstract
Purpose: Increasing numbers of haematology cancer survivors warrants
identification of the most effective model of survivorship care to survivors
from a diverse range of haematological cancers with aggressive treatment
regimens. This review aimed to identify models of survivorship care to
support the needs of haematology cancer survivors.

Methods: An integrative literature review method utilised a search of
electronic databases (CINAHL, Medline, PsycInfo, PubMed, EMBASE,
PsycArticles, Cochrane Library) for eligible articles (up to July 2014). Articles
were included if they proposed or reported the use of a model of care for
haematology cancer survivors.

Results: Fourteen articles were included in this review. Eight articles
proposed and described models of care and six reported the use of a range of
survivorship models of care in haematology cancer survivors. No
randomised controlled trials or literature reviews were found to have been
undertaken specifically with this cohort of cancer survivors. There was
variation in the models described and who provided the survivorship care.

Conclusion: Due to the lack of studies evaluating the effectiveness of models
of care, it is difficult to determine the best model of care for haematology
cancer survivors. Many different models of care are being put into practice
before robust research is conducted. Therefore, well-designed high-quality
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pragmatic randomised controlled trials are required to inform clinical
practice.

Introduction
Internationally, survivorship care is recognised as a priority in the cancer
care continuum. This has been principally guided by the Institute of
Medicine (IOM) report in 2005, From Cancer Patient to Cancer Survivor: Lost in
Transition (Hewitt et al., 2005). By 2008, sixteen European countries had
defined national cancer plans, but to date very few have survivorship
services operating (McCabe, Faithfull, Makin, & Wengstrom, 2013). The
National Coalition for Cancer Survivorship (National Coalition for Cancer
Survivorship, 2014) defines survivorship as the experience of living with,
through and beyond a diagnosis of cancer and includes the impact on family,
friends and caregivers. It is recognised throughout the literature, based on
the IOM essential components of survivorship care, that survivorship care
should include the following components (Grant & Economou, 2008;
Landier, 2009):


Prevention; screening and interventions for recurrence, long-term and
late effects; early detection of new cancers;



Assessment, support, management and information provision of
physical, psychological, social and spiritual needs;



Monitoring, information, and promotion of healthy living behaviours and
disease prevention;



Coordination of care between providers to communicate overall health
needs.

Current conventional models of survivorship care, including routine followup, predominately focus on surveillance for recurrence and monitoring of
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physical side effects, rather than provision of supportive care, health
promotion, late effects monitoring and surveillance for new cancers (De
Leeuw & Larsson, 2013; Oeffinger & McCabe, 2006). With an increasing
awareness that communication between health care professionals and
patients is suboptimal and that information provided to patients and
primary care providers at treatment completion is often inadequate (DiciccoBloom & Cunningham, 2013; McCabe & Jacobs, 2012), there is a growing
movement to redesign how survivorship follow-up care is delivered.
Furthermore, cancer patients frequently experience multiple health problems
earlier than the general population (Panek-Hudson, 2013), suggesting a need
for early and ongoing, comprehensive approaches to management designed
to promote and support patient participation in maximising recovery.

Haematology cancer patients are underrepresented and understudied in
survivorship care (Swash, Hulbert-Williams, & Bramwell, 2014) despite
international figures indicating an increase in five year relative survival rates
(Sant et al., 2014). The most common haematological cancers are leukaemia,
lymphoma and multiple myeloma (MM) (National Cancer Institute, 2006).
Each of these has distinctive and complex treatment regimens that commonly
involve aggressive high dose chemotherapy agents, and/or targeted
therapies, radiotherapy and haematopoietic stem cell transplants (Carey et
al., 2012). Unfortunately, the consequence of largely aggressive treatment
includes long-term and late physical, practical and psychosocial effects
which

include:

fear

of

recurrence;

fertility;

relationship;

financial;

employment and insurance issues (Allart, Soubeyran, & Cousson-Gélie, 2013;
Arden-Close et al., 2011; Hall, Lynagh, Bryant, & Sanson-Fisher, 2013). A
qualitative study on specialist-led follow-up with haematology cancer
survivors reported a lack of preparation and support in finding information
and resources with poor continuity of care as patients transitioned into the
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survivorship phase (Parry, Morningstar, Kendall, & Coleman, 2010). These
patients therefore may require models of survivorship care with specific
components that differ from those designed for the more common cancers
(breast, prostate and colorectal).

Two systematic reviews (Howell et al., 2012; Sussman et al., 2012) and a
literature review (De Leeuw & Larsson, 2013) on survivorship models of care
have been recently published. Sussman et al. (2012) reviewed 12 randomised
controlled trials (RCTs) and four systematic reviews. De Leeuw and Larsson
(2013) reviewed 21 nurse-led follow-up studies and Howell et al. (2012)
evaluated 10 practice guidelines and nine RCTs. All primary outcomes in the
reviewed studies were related to recurrence detection and in some cases
health-related quality of life and/or patient satisfaction (De Leeuw & Larsson,
2013; Howell et al., 2012; Sussman et al., 2012). Importantly, all studies
included cancers with similar trajectories of care (breast, prostate, colon)
making generalisations to other complex cancers such as haematological
cancers difficult. Therefore, the haematology focus of this integrative
literature review will add to the limited body of knowledge currently
available in this cohort of survivors.

This integrative literature review undertook an analysis of the literature to
examine the following questions:
1. What are the common attributes of survivorship models of care
developed generally for cancer patients

and specifically for

haematology cancer patients?
a. What resources (human, financial, tools, care plans) are required to
support these models of care?
b. What are the potential benefits and shortfalls of these models of
care?
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c. What outcome measures have been used to evaluate these models
of care and what are the findings?

Method
The integrative literature review method was chosen as the theoretical
framework to guide this review. It is structured according to five stages:
problem formulation; literature search; data evaluation; data analysis and
presentation. This allows for an in-depth evaluation of the issues
encompassing the empirical, theoretical and clinical approaches within a
structured systematic methodology (Whittemore & Knafl, 2005).
Problem formulation
To date, the term ‘Model of Care’ (MOC) has not been well defined in
published literature. In this review, MOC, as defined by the Robert Wood
Johnson Foundation (Robert Wood Johnson Foundation, 2014), is a
conceptual outline of how to plan all current and future facility and clinical
services to guide and direct a patient’s experience within a health care
system. Essential elements of any MOC include: a clear identification of
health professionals responsible for planning and coordination of care; care
delivery setting (Sussman et al., 2012); promotion of health maintenance;
effective illness interventions; and establishing and evaluating expected
clinical outcomes (Gerber, Stout, Schmitz, & Stricker, 2012).

The medical specialist has traditionally led haematology cancer care followup, however other models of cancer survivorship follow-up are now
emerging (Weaver, Jessup, & Mayer, 2013). Therefore, the focus of this
integrative literature review was to identify models of care used by health
care providers to ensure quality survivorship follow-up for haematology
cancer survivors.
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Literature search
The primary search utilised the following electronic databases: Cumulative
Index to Nursing and Allied Health Literature (CINAHL); Medline; PsycInfo;
PubMed; EMBASE; PsycArticles and Cochrane Library from earliest records
to July 2014. Combinations of the following search terms were used: (model
of care or follow-up or nurse-led or shared care or primary care provider-led
or General Practitioner-led or oncology-led or end of treatment or post
treatment) and (survivorship or cancer survivor or survivorship care) and
(cancer or neoplasm or oncology) and (haematology or leukaemia or
lymphoma or multiple myeloma). A hand search of the reference lists from
full text articles was correspondingly employed. Searches were restricted to
the English language, humans and adults. Inclusion criteria used were:
clinician experiences of MOC for the post treatment phase of haematological
cancer; articles that reported on models of care; and articles that reported on
the structure of survivorship services. Exclusion criteria were: studies with
less than a 50% haematology cancer patient/haematologist cohort; studies
that reported MOC for patients who received curative surgery only (i.e. no
chemotherapy and/or radiotherapy treatment); studies reporting MOC from
child, adolescent or adult survivors of a childhood cancer; non-cancer MOC
studies; MOC studies that lacked provider of survivorship care information;
and opinion papers, letters, editorials, commentaries, conference abstracts,
conference proceedings or case studies.

Data evaluation stage
Abstract titles were reviewed by one author [KT] to assess eligibility. A
summary of the selection process (Moher, Liberati, Tetzlaff, Altman, & The
PRISMA Group, 2009) is provided in Figure 2.1.1. The initial search yielded
2907 abstracts. Following removal of duplicate articles and screening using
the exclusion and inclusion criteria, 61 full-text articles were retrieved. Of
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these, 14 articles met the inclusion criteria and were included in this review.
Methodological characteristics documented included: authors; publication
year; country; study design; model; provider; disease; years post treatment;
sample size and response rate; resources required; potential benefits;
potential deficits; outcome measures; results and level of evidence developed
by (Melynyk & Fineout-Overholt, 2011) shown in Table 2.1.1. Due to
variations in study population and methodologies used, meta-analysis was
not possible.

SCREENING

IDENTIFICATION

2907 abstracts identified:
CINAHL, EMBASE, Medline,
PsycInfo, PsycArticles,
Cochrane Library
January 1976 - June 2014

25 abstracts identified:
manual search of preliminary
literature

2910 abstracts after duplicates

2671 abstracts

removed

excluded

239 abstracts screened
using inclusion/ exclusion
criteria
47 articles excluded
No distinction between

ELIGIBILITY

treatment and survivors in
follow-up evaluated (n= 2)
61 full-text articles
assessed for eligibility

No model of care or follow-up
evaluated (n= 22)
Perception rather than

INCLUDED

experience of a survivorship
Studies included in
qualitative synthesis
N =14

MOC (n= 11)
Less than 50% haematological
cancer survivors (n=12)

2Figure 2.1.1. Flowchart of literature search results.
1
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Table 2.1.1 Levels of Evidence
Level

Evidence

I

Systematic review of all relevant randomised controlled trials

II

At least one well designed randomised controlled trial

III

Well-designed controlled trials without randomisation

IV

Well-designed cohort studies, case control studies, interrupted time
series with a control group, historically controlled studies, interrupted
time series without a control group or with case-series

V

Systematic reviews of descriptive and qualitative studies

VI

Single descriptive and qualitative studies

VII

Expert opinion from clinicians, authorities and/or reports of expert
committees or based on physiology

Results
Study characteristics
No systematic reviews of haematology cancer survivorship models of care
were found. In total, 14 articles were included in this review. Eight articles
described and proposed different models of survivorship care (Cooper, Loeb,
& Smith, 2010; Hahn & Ganz, 2011; Hewitt et al., 2005; Landier, 2009; Leigh,
2008; McCabe, Bhatia, et al., 2013; McCabe & Jacobs, 2012; Oeffinger &
McCabe, 2006) (Table 2.1.2). An additional six articles reported the use of a
range of models of care for haematology cancer survivors: two reported
nurse-led studies (Gates, Seymour, & Krishnasamy, 2012; John & Armes,
2013) and four referred to physician-led studies (Chubak et al., 2012; DiciccoBloom & Cunningham, 2013; Frew et al., 2010; Greenfield et al., 2009) (Table
2.1.3). The included articles reported views from Australia (n=1), United
States of America (USA) (n=10) and United Kingdom (UK) (n=3), shown in
Table 2.1.3. The eight articles that described and proposed various models of
survivorship care were categorised into three main settings: hospital-based;
primary care-based and shared care and included models, providers, and
characteristics. The results are shown in Table 2.1.2.
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These included articles used multiple terms to describe clinicians. For clarity,
the following terms have been used: primary care provider (PCP) to denote
community-based general practitioners (GP) or family physicians; specialist
to represent the main hospital consultant oncologist (medical, radiation,
surgical) or haematologist; and nurse which includes nurse specialist, nurse
practitioner (NP) or nurse coordinator.

Of the six studies that reported the use of specific models of survivorship
care, four were quantitative and two were qualitative studies. Studies
reflected moderate (IV) to low (VI) levels of evidence.

2Table 2.1.2 Existing or Proposed Models of Cancer Survivorship Care
Setting
Hospital

Model
Multi-

Provider
Oncologist, network

disciplinary

of consulting

survivorship

physicians, oncology

clinic

or haematology nurse

(Oeffinger &

practitioner (NP),

McCabe, 2006)

psychologist, social
worker

Model Characteristics
 Can be consultative or
ongoing


Multiple providers seen
at same visit



Complex and resource
intense



Co-morbid and treatment
related conditions can be
addressed



Can be extension of care,
embedded in treatment
team



Disease-specific specialist
defines follow-up plan



NP follow-up who
communicates with PCP
to initiate shared care



Large patient cohort
needed
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Consultative

Specialist



Ongoing (rarely

clinic (Cooper

Oncologist takes on

et al., 2010;

primary carer role)

Leigh, 2008)
Consultative

Specialist



clinic

One-time comprehensive
visit



(Oeffinger &
McCabe, 2006)

Treatment summary and
survivorship care plan



Review of
recommendations –
surveillance, screening,
health promotion

Survivorship

Specialist



follow-up

Separate from routine
care



clinic (Hewitt
et al., 2005;

Holistic assessment of
survivor



McCabe,
Bhatia, et al.,

End of treatment or on
maintenance therapy



2013)

Treatment summary,
survivorship care plan
and individualised
information provision



Can have telephone
follow-up

Late effects

Nurse and/or

clinic

specialist



Haematology /Oncology
treatment centres

[(McCabe &
Jacobs, 2012)
Nurse-led

Oncology nurse or NP



Comprehensive, long-

(Cooper et al.,

term follow-up to assess,

2010; Hewitt et

and provide primary care

al., 2005)

needs


ASCO surveillance
recommendations used



Clinic and/or telephone
follow-up

Primary

General

Nurse collaboration



Referral for services or
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Care

survivorship

with practice

clinic (Hahn &

specialist PCP (i.e.

Ganz, 2011;

breast care PCP)

refers to specialists

Landier, 2009)
PCP-led

PCP



Full transition to PCP

(McCabe &

after treatment

Jacobs, 2012)

completion


Can have communication
from specialist: late
effects management and
surveillance



Usually low risk for
recurrence or late effects

Shared

Shared care

Care

(Hewitt et al.,

Specialist & PCP

2005; Oeffinger



Oncologist for oncology
related issues



PCP for co-morbidities,

& McCabe,

other cancer screening

2006)

and prevention

Note. ASCO American Society of Clinical Oncology; NP Nurse practitioner; PCP
primary care physician

Data Analysis and Presentation
Cancer survivorship MOC
The first component of this integrative literature review was to identify
different models of survivorship care (Table 2.1.2). Characteristically,
hospital-based follow-up care is commonly specialist-led, with often no end
point (Cooper et al., 2010; Leigh, 2008). Survivors may acquire an impression
the specialist has become their primary carer, particularly if they have
assessed and treated co-morbid conditions during the treatment phase
(Oeffinger & McCabe, 2006). Multidisciplinary disease-specific clinics
(Landier, 2009; McCabe & Jacobs, 2012; Oeffinger & McCabe, 2006) and
survivorship clinics were most often a one-time consultation for an
assessment, plan of follow-up care provision and referrals to other health
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care providers (Hewitt et al., 2005; McCabe, Bhatia, et al., 2013). Clinics
within this framework frequently consulted on one aspect of post treatment
care, such as late effects (McCabe & Jacobs, 2012).

Nurse-led survivorship clinics, as described, were mostly hospital based and
delivered a number of interventions including: information; symptom
management; psychosocial support; allied health referrals and health
promotion strategies (Cooper et al., 2010). They can involve longer
consultations and more frequent patient contact (Cooper et al., 2010; De
Leeuw & Larsson, 2013). PCP-led models involved a complete transition of
all care from the hospital specialist to PCP (Hahn & Ganz, 2011; Landier,
2009; McCabe & Jacobs, 2012). This can be challenging for specialists who
decide to transition care, as the level of knowledge and experience amongst
PCPs can differ (Landier, 2009; McCabe, Bhatia, et al., 2013).

Shared care models involved more than two providers sharing care and
responsibility (Hewitt et al., 2005; McCabe & Jacobs, 2012). According to
Oeffinger and McCabe (2006) after treatment completion, the PCP assumes
responsibility for: maintenance of survivor health; management of any comorbid conditions; ongoing physical and psychosocial concerns; and health
promotion. The medical specialist provides a survivorship care plan and
treatment summary and ongoing consultation for recurrence or problematic
late effects if required. Both providers are to undertake monitoring, therefore
a clear delineation of responsibility for particular screening and surveillance
is important (Landier, 2009). Landier (2009) identified shared care as
appropriate for low risk and even some moderate risk patients, however
intensively treated patients (i.e. haematological cancers) require specialist
monitoring.
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Nurse-led
The two studies that evaluated nurse-led follow-up in lymphoma survivors
predominately targeted late effects and health promotion. Gates et al. (2012)
studied a nurse-led component of a haematology late effects survivorship
multidisciplinary team, whereas John and Armes (2013) reported on nurses
replacing specialist-led follow-up, independently delivering comprehensive
survivorship care. Both clinics assessed for supportive care needs and
concerns and delivered health promotion and information (Gates et al., 2012;
John & Armes, 2013). John and Armes (2013) provided an annual clinic with
nurse contact details, whereas Gates et al. (2012) delivered four consultations
over a six month period. Both studies measured different outcomes and
utilised different comparative groups, thereby making them difficult to
compare, especially as Gates et al. (2012) has only published preliminary
results. John and Armes (2013) prospective comparative study of 61 patients
concluded that patient satisfaction was equivalent in the nurse-led clinic
cohort compared with the medical-led clinic cohort and was in some cases
preferred. However, the number in each group was not reported and it is
possible patient satisfaction was related more to the decrease in wait times. It
would likewise be difficult to attribute lifestyle changes to the clinic as
patients were seen annually.

Physician-led
The included physician-led studies (n=4) presented comparisons of selfreported practices in survivorship follow-up (Dicicco-Bloom & Cunningham,
2013) and clinician perceptions of survivorship follow-up (Chubak et al.,
2012; Frew et al., 2010; Greenfield et al., 2009). A qualitative exploratory
study by Chubak et al. (2012) reported the views of clinicians and
administrators (n=40) from 10 integrated cancer centres. All respondents
reported shared care was being practised. This was based on the assumption
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that all survivors have a PCP, and despite respondents reporting a lack of
standard approaches to sharing care between clinicians. Support for
survivorship-specific care appeared lacking, with 22% (n=9) observing it
would not add to current care and may decrease care integration. The
authors concluded that interviewing respondents from sites without
survivorship care would give an unbiased account. However, there may
have been a lack of awareness related to the benefits of survivorship care.

Dicicco-Bloom and Cunningham (2013) qualitatively assessed the feasibility
of a shared care survivorship model with 21 primary care clinicians. The
overall perception was that primary carers are already involved in survivor
follow-up, despite poor information provision from specialists. They
perceived electronic medical records are often inaccessible. The authors
further concluded survivorship care plan reasearch is limited. PCPs felt
excluded once patients entered the hospital system, especially when followup extended well past treatment, to healthy patients with no recurrent
cancer. This was reflected in the study by Greenfield et al. (2009) who
reported the views of clinicians (n=475) regarding long-term follow-up and
found only 5% (n=14) of haematology cancer survivors are discharged after
two years, and only 42% (n=45 lymphoma) and 32% (n=10 leukaemia) are
discharged after five years. This finding may be explained by the complex
and ongoing late effect sequelae in haematology patients and their
expectation of long-term specialist follow-up. Although respondent numbers
were not reported, it was perceived that long-term specialist follow-up gave
survivors false reassurance and perpetuated the illness role. Whereas the
PCP-led model was perceived as normalising the survivors’ experience, with
a corresponding increase in co-morbid disease management. The authors
concluded by proposing a risk stratification process whereby low risk
survivors are transitioned early to PCP and high risk survivors stay within
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the hospital model or become part of a shared care model supported by
survivorship care plans.

Frew et al. (2010) studied survivor (n=626) and clinican (n=2302) views on
different models of care. Respondents could choose from a number of followup models, but were not asked if they would reject a particular model. What
was evident in the study by Frew et al. (2010) was specialist follow-up was
the most experienced by survivors (84% n=528) and clinicians (95% n=2167).
However specialists who had experienced non-specialist models of follow up
(60% n=819) preferred this model over all others including specialist-led
(87%).
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3Table 2.1.3 Methodological Characteristics of Models of Haematological Cancer Survivorship Care (n=6)
Author
Year

Study
Design

MOC

Disease

Provider

Years' PostTreatment

Country

2012
USA
VI

Potential
Benefits

Potential
Deficits

Outcome
Measures

Results

SCP—only 5
responders
identified the
use of Support
groups

Time and lack
of specialists to
follow-up
survivors

Clearer
evidence to
support
survivorship
care needed

Perspectives
on: survivor
needs; current
survivorship
practices;
barriers; areas
for future
research

Only 2/10 sites had
formal survivorship
programs (1 nurse-led,
1 physician assistantled)

Sample Size
(Response
Rate %)

Level of
Evidence
Chubak et al.

Resources
Required

Exploratory
study

Shared care

Semistructured
telephone
interviews

10 Cancer
Research
Network sites
Cancer types
not identified

6/10 sites
survivorspecific tools
not being used

40/48 (83%)
Administrators
/clinical
leaders/provid
ers in
oncology,
primary care

Responses for
survivorship care
needs: address fear
recurrence 35%;
information on longterm effects 40%;
nutritional and
exercise support 27%;
psychosocial support
62.5%
Overall uncertainty
about best models of
survivorship care

DiCicco-Bloom

In-depth

Shared care

21 Primary

Electronic

Primary care

No guidelines

Understand

Absence of systematic

38

&
Cunningham
2013
USA
VI

interviews
on
information
sharing
to/from
specialist &
patients

care clinicians
(PCC) (11 PCP
& 10 NP)

medical
records access
SCP

Unknown
patient types
or
survivorship
period

perspective
Information
sharing
ensures
effective care
transitions

or consensus
for many
cancers on
screening,
surveillance,
late effects (LE)

nature of
interactions
between
primary care,
specialist &
patient

information sharing
among PCP, patient,
specialist
Some patients continue
to see PCC during
treatment
Reliance on patients to
provide clinical
information from
specialists (not always
reliable for complex
conditions/treatment)
Academic hospital
settings were worst in
communication to PCC
SCP effect on patient
outcomes—limited
evidence

Frew et al.
2010
UK
IV

Comparison
survey on
models of
follow-up

Models
presented for
perception &
experience:
hospital-based;
telephone;
non-specialist;
group; patient
managed; no

Cancer
diagnosis or
treatment not
disclosed
Range to over
10 years
626 (21%)
survivors/carer

Nil described

Non-specialist
models tend to
provide more
psychological
support

Survey did not
ask for
survivor
diagnosis &
treatment
which may
alter model
preference
Survey did not

Perceptions of
reasons for
follow-up;
levels of
preference for
different
follow-up
models; effect
of individual
experience on

Reasons for follow-up:
monitoring for early
complications;
detecting recurrence;
detecting LE,
providing information
& support (70%)
Preference for model of
follow-up experienced:

39

follow-up

940 (32%) PCP

ask if any
models would
be rejected so
potential
deficits not
identified

804 specialists
including
haematology
558
nurses/allied
health (47%)

follow-up
model
preference

86% survivors
preferred hospitalbased follow-up,
which was experienced
most (84%)
Clinicians had
experience of more
models of follow-up
Specialists endorsed
non-specialist or
patient managed
follow-up (87%)
PCP endorsed
hospital-based and
patient managed
follow-up (83%)

Gates et al.
2012
Australia
IV

Quasiexperimental
comparison
healthy
cohort versus
Hodgkin
lymphoma
(HL)
survivors

Late effects
MDT
haematology
transplant
physician,
radiation
oncology,
cardiology,
endocrinology,
primary care
liaison,
psychology,

HL
5 years
30 HL + 30
healthy
participants
(91%)

Education
package

Health
promotion

Screening tools

Psychosocial
issues
identified &
resources and
support given

(Late Effects
Supportive
Care Needs
Screening Tool;
The General
Health Index;
The Health
Promoting

Importance of
surveillance
Survivor sees
all relevant

SCP not given
until 2nd visit
(at 4 months)

Primary
outcome:
health
promotion
intervention
from nurse to
improve HL
survivors
knowledge
and motivation
to adopt health
promoting

No final published
results from this study
Anecdotal analysis
shows appreciation of:
SCP; screening
assessment

40

LE social
worker, LE
CNC)

Lifestyle
Profile II)

2009
UK
IV

E-survey
comparison
of clinician
views on
long-term
follow-up

PCP-led

behaviours
Secondary
outcomes:
improved
perception of
health status;
reduced LE
unmet needs;
reduced LE
worry

SCP copy to
survivor/PCP

Nurse-led
clinic for
health
promotion: 2
visits + 2
phone calls
Greenfield et
al.

providers on
same day

18–45-year-old
breast,
lymphoma,
leukaemia, or
germ cell
survivors
>2 years
421 cancer
clinicians (36%
haematologist,
33%
oncologist,
18% surgeon,
10% nurse, 2%
other)
54 PCP

Communicatio
n
Specialist
nurse support
(91% most
important
resource)
Risk
stratification—
low risk to
PCPs, high risk
hospital
follow-up
SCP & TS

Specialists can
focus on acute
care
Lower costs
PCP: existing
relationship
with survivor;
accessible;
convenient;
knowledge of
local support;
expertise in
chronic health

Potential loss
of outcome
data, LE
information to
specialists
PCP: Lack
expertise in
survivor-ship
issues,
increases
survivor
anxiety, time
issues
No tumour
specific followup guidelines

Compare longterm followup: reasons for
follow-up;
advantage/disa
dvantage of
PCP-led
follow-up;
current
practice;
resources and
support
required

Specialists rated
clinical reasons for
follow-up higher
Nurses and PCP rated
both clinical &
supportive reasons
higher
Reasons for follow-up:
PCP rated recurrence
(96%)
Specialists rated LE
(76%) recurrence (71%)
Haematologist use of
follow-up protocol for
leukaemia and
lymphoma 19%
Discharge to PCP: 5%
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at 2 years
42–32% by 5 years
John & Armes
2013
UK
IV

Prospective
comparison
specialist-led
versus nurseled

Survivorship
follow-up
clinic
Nurse-led
(replaces
specialist
follow-up)

Lymphoma

2 CNS

3 years

Information
prescription

50 notes
audited (25 per
group)
120 survivors
(60 per group)
assessed wait
time
61 (82%)
survivors
assessed
patient
satisfaction

Longer
consultations
Written
information
provision
Holistic needs
assessment
Monitoring for
late effects
Health
promotion
Post-treatment
contact

Annual clinic
visit Preferred
clinic not
assessed

Documentatio
n
Wait time
Patient
satisfaction

Documentation
improved—50% of
psychological & sexual
issues still not
recorded
Wait times reduced
from average 65 mins
(specialist) to 10 mins
(Nurse)
Nurse-led was equal to
specialist-led clinic and
preferred in some
areas
Nursing telephone
workload increased

(unclear split
medical-led
versus nurseled)
Note. CNC Cancer Nurse Consultant; CNS Cancer Nurse Specialist; HL Hodgkin Lymphoma; LE Late effects; MDT multi-disciplinary team; MM multiple
myeloma; NHL Non-Hodgkin Lymphoma; NP Nurse practitioner; PCP primary care provider; SCP survivorship care plan; TS treatment summary
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Discussion
Deciding upon a model of survivorship follow-up care for haematology
cancer survivors is difficult due to the considerable variability between the
types of haematological cancers, range of treatment regimens and long-term
and late effects that impact the survivorship phase of the cancer continuum
(Hall, Lynagh, et al., 2013). For haematology cancer survivors, different
models have been proposed and utilised. However, we are unable to
determine the best or the most appropriate model. This finding is consistent
with those of Campbell et al. (2011), reporting that no model was identified
as better than any others. The reasons for these findings are that most of the
articles were not evaluative in nature, and do not allow comparison. Patients
who have only received a single model of care would not be able to comment
on potential benefits of other models of care, therefore further research in
understanding survivors’ perspectives of follow-up care is required.

The transition of survivor care to the PCP requires PCP willingness. A study
involving PCP views reported the willingness to accept exclusive care for
lymphoma patients was three years after treatment completion (Del Giudice,
Grunfeld, Harvey, Piliotis, & Verma, 2009). This may be due to the complex
nature and length of the treatment regimens (Allart et al., 2013) and a lack of
tumour specific follow-up protocols used by haematologists (Greenfield et
al., 2009). With a lack of guidance and comprehensive information
communicated from the haematologist (Dicicco-Bloom & Cunningham, 2013;
Greenfield et al., 2009), PCPs may be reluctant to accept exclusive care of
what they perceive as complex and ‘high risk’ patients (Del Giudice et al.,
2009). Shared care maybe more satisfatory to haematologists, survivors and
PCPs as it encompasses the strengths and expertise of providers from more
than one discipline. As a study of follow-up care providers has reported, a
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high proportion of survivors are followed up by multiple providers
(Forsythe et al., 2014). Therefore, it is important that good coordination and
communication is in place to reduce the possibility of either incomplete or
duplication of services between multiple providers. Cooper et al. (2010)
proposed that patients’ transition into survivorship phase and out to primary
care through specialist nurses so that monitoring for recurrence, psychosocial
needs and health promotion are addressed and communicated to survivors
and health care providers. This too has implications with John and Armes
(2013) demonstrating that increased nurse workload occurred with patients
utilising telephone contact between the scheduled clinic visits.

Establishing survivorship care provision will require careful planning and
robust prospective evaluations. It is important to note that coordinated
survivorship care interventions are complex interventions (Medical Research
Council, 2000) and can be resource intensive, requiring robust evaluations
using patient and system outcomes. This integrative review identified the
three models of care: physician-led, nurse-led and shared care models.
Ultimately, high quality pragmatic RCTs are required to test the effectiveness
of these models. There is an urgent need for health research funders to
understand the need for good survivorship cancer care and fund the
development and evaluation of the effects of various models of survivorship
care.

To the best of our knowledge, this review is the first that examines the
characteristics, resources required and effectiveness of survivorship care
models specifically for patients with haematological cancer. A number of
limitations of this review are acknowledged. The search revealed only a
relatively small number of articles that met the inclusion criteria.
Furthermore, the variation of study methodology, range of measures,

44

CHAPTER 2. PHASE I

populations and follow-up approaches made it difficult to compare models
of care and enabled only tentative conclusions (Gates et al., 2012; John &
Armes, 2013). Additionally, short-term follow-up or the timing of
interventions may have been insufficient to report whether different models
have impacted survivorship care. Finally, an inherent bias in interpretation
might be due to the evaluator.

Conclusion
There is a paucity of effectiveness research related to haematology cancer
survivors and specifically models of survivorship care in this cohort. Shared
care models have been suggested as an alternative to exclusive specialist
care. For shared care to work effectively ongoing communication channels
need to be established and maintained. Nurse-led models have been
proposed as another feasible model, where a specialist nurse intervenes
directly and acts as the conduit between patient, hospital-based treatment
team and PCP. However, more research is needed to define how these
models should be best configured and evaluated for their effectiveness. For
future

development,

a

haematology-specific

survivor-based

needs

assessment tool, individualised treatment summary and survivorship care
plan would be integral. These would assist in guiding survivor-centred
screening, health promotion and identification of needs to be monitored and
managed. This approach may address many of the barriers that have been
postulated.

Future research will need to account for increasing cancer incidence and
survival rates, making extensive specialist follow-up care more difficult to
maintain for new patients and survivors. To provide quality survivorship
care, new and innovative models of haematology survivorship follow-up are
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required that address the need for long-term follow-up that accounts for
potential late treatment effects, risks of secondary cancers, development of
treatment related co-morbid conditions and psychosocial well-being. This
review revealed a lack of high quality evidence suggesting the effectiveness
of any single model of care. A well-designed pragmatic randomised
controlled trial, assessing patient and system outcomes including costs, is
required to inform clinical practice.
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Literature Review Update
The same search criteria, terms and databases were reviewed to ascertain
recent developments or research in lymphoma models of survivorship care
in the published literature. The search period was 2014 to January 2018. In
this period, no new models of haematology or lymphoma-specific
survivorship care were proposed or tested.

Results revealed 10 abstracts worthy of further assessment. Five articles
either did not include lymphoma cohorts (Downs-Holmes, Dracon,
Svarovsky, & Sustin, 2014; Hebdon, Abrahamson, McComb, & Sands, 2014;
Jefford et al., 2016; Ye, Cheung, Goddard, Horvat, & Olson, 2015) or used a
lymphoma cohort of less than 50% (Sharp et al., 2014). One article reported
the perception of quality care rather than a model of survivorship care
(Tzelepis et al., 2015). Of the remaining articles reviewed, three studies were
related to follow-up care that was already occurring with survivors (Christen
et al., 2016; Franco et al., 2017; Matheson et al., 2016), and the fourth article
reported a study of

nurses opinions

regarding

survivorship care

(Langbecker, Ekberg, Yates, Chan, & Chan, 2016). Although these articles
would not have met the original inclusion criteria, they have been described
below as they continue to inform current follow-up practices which may not
be meeting the needs of lymphoma survivors.

Two articles reported studies of survivors who had been diagnosed with
cancer, including lymphoma, when they were aged between 16–39 years
(Christen et al., 2016; Matheson et al., 2016). Christen et al. (2016) reported
the preferences for support from survivors who were more than five years'
post-diagnosis and showed that 92 (57%) were still receiving follow-up with
a medical focus. There was a clear preference for oncology specialist follow-
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up. Conceivably this could be due to a lack of exposure to other models of
survivorship care and the need for late effects monitoring. A study of HL
survivors (n=10), two and seven months' post-treatment (Matheson et al.,
2016) described the loss of security when treatment completed. Survivors
wanted better preparation and information for the future regarding recovery,
such as mitigating the effects of fatigue; body image; fertility; sexuality;
employment; socialising; and how to assess for lymphoma recurrence. No
model of survivorship care was proposed; however, the authors suggested
informal peer support and use of patient navigators as a worthwhile support
mechanism when treatment completes.

Two qualitative studies examined specialist-led discussions (Franco et al.,
2017) and haematology cancer nurses’ opinions on survivorship care
(Langbecker et al., 2016). The specialist-led qualitative study recorded 21
discussions led by doctors who were transitioning their lymphoma patients
into the survivorship phase (n=40 patient visits recorded) (Franco et al.,
2017). The study revealed a lack of consistency in discussion content or
format. Data revealed that patients were seeking normalisation of their
current health problems and trying to understand their general health in the
future. Doctors did not provide reassurance or predictions of long-term
outcomes. Patients were encouraged by their doctors to seek routine followup with other health care providers once specialist follow-up ceased after
five years. Health promotion discussions were haphazard, with few specific
recommendations, assistance or referrals. Social issues and emotional health
and well-being were not widely discussed. The authors indicated that if
discussions on the important areas of health promotion and psychosocial
issues had occurred, it might have decreased fear of recurrence, distress and
uncertainty. Likewise, the authors suggested these types of discussions may
have acknowledged and supported patients who have experienced a major
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life event which could have ongoing impacts on personal relationships,
finances and employment (Franco et al., 2017). The study of haematology
cancer nurses’ opinions (n=136) of survivorship care (Langbecker et al., 2016)
revealed two main themes; the ongoing focus on active treatment, and which
health professional should be responsible for providing survivorship care.
The authors indicated nurses were interested in developing models of
survivorship care; however, there were many challenges to overcome before
this type of survivorship care could be utilised.

These articles support the continuing need to explore survivorship models of
care that are patient-centred, structured and address concerns of perceived
importance to the survivor when treatment is completed.
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2.2 Survivorship Care Plans and Treatment
Summaries
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Survivorship Care Plans and Treatment Summaries in Adult
Patients with Hematological Cancer: An Integrative Literature
Review.

Abstract
Problem Identification: Survivorship care plans [SCPs] and treatment
summaries [TS] have been recommended by the Institute of Medicine as
facilitators to deliver holistic survivorship follow-up care. An integrative
literature review was undertaken to identify current SCPs and TS to meet
haematological cancer survivors needs.

Literature Search: A search of relevant electronic databases for eligible
articles was executed. Included articles described SCP and/or TS use with
haematological cancer survivors or haematologists.

Data Evaluation: Four articles that reported on experience, dissemination or
components of SCPs and/or TS were included. Haematology-specific
literature was limited and no randomized control trials or literature reviews
were found for the haematological cancer survivor cohort.

Synthesis: Content analysis was used to summarize the findings.

Conclusions: This review revealed a lack of high quality evidence evaluating
the effectiveness of SCPs and/or TS on haematological survivorship followup care. Nurses have established expertise in health promotion, information,
support and resource provision, and therefore can develop and disseminate
SCPs and TS to facilitate communication between the survivor, specialist and
primary care.
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Implications for Practice or Research: Well-designed randomized control
trials on SCPs and TS are required, especially for cancers not well
represented in the literature.

Introduction
Survivorship, as defined by the National Coalition for Cancer Survivorship
(2014), is the experience of living with, through and beyond a diagnosis of
cancer including the impact on family, friends and caregivers. Survivorship
care is recognized as a priority in the cancer care continuum and, has largely
been driven by the Institute of Medicine [IOM] report in 2005, From Cancer
Patient to Cancer Survivor: Lost in Transition (Hewitt et al., 2005). A key
recommendation of this report was provision of a survivorship care plan and
treatment summary (SCPTS) for all survivors (Palmer et al., 2014). Following
the report many countries around the world developed and initiated national
cancer initiatives (McCabe, Faithfull, et al., 2013). Utilising IOM essential
elements,

SCPTS,

survivorship

care

should

include

the

following

components (Grant & Economou, 2008; Landier, 2009; Rechis et al., 2013):


Prevention; screening and intervention for recurrence, long-term and late
effects; early detection of new cancers or second malignancies (including
recommended surveillance guidelines such as colonoscopy, skin checks,
mammogram, pap smear); and co-morbidities;



Psychosocial

well-being

assessment,

support,

management

and

information provision for physical, psychological, social and spiritual
needs;


Monitoring, information, and promotion of healthy living behaviours and
disease prevention including: diet and exercise recommendations;
tobacco cessation; decreasing alcohol consumption; sun protection; and
healthy weight management; and
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Coordination of care between providers to communicate overall health
needs.

Currently, routine follow-up focuses largely on surveillance for recurrence
and monitoring physical side effects; thus, neglecting supportive care, health
promotion, late effects monitoring and surveillance for new cancers (De
Leeuw

&

Larsson,

2013). There

is an increasing

awareness that

communication between health care professionals, including primary care
providers [PCPs] and patients is suboptimal, and that important information
is

often not

provided

at

treatment

completion

(Dicicco-Bloom &

Cunningham, 2013; McCabe & Jacobs, 2012). Furthermore it is reported that
cancer patients frequently experience multiple health problems earlier than
the general population (Panek-Hudson, 2013). This suggests a need for
comprehensive early and ongoing approaches to management that should
take advantage of ‘teachable moments’ at the end of active treatment to
promote and support patient participation in maximising recovery by the
adoption of healthy lifestyle behaviours (Alfano et al., 2012; Grant &
Economou, 2008; Hewitt et al., 2005; Panek-Hudson, 2013).

The provision of SCPTS have been seen as important elements of
communication with survivors and the numerous multi-disciplinary health
care providers. What appears as an obvious solution to ensuring optimal
follow-up and recommendation adherence is hampered by the complexity of
cancer types and treatment. Especially evident within haematological cancers
which are made up of diverse blood, immune and bone marrow diseases that
make standardisation of inclusions very difficult (Rechis et al., 2013).
Furthermore, in this survivor cohort there is an absence of clear guidelines
for follow-up care (Earle, 2007; Phillips & Currow, 2010; Rechis et al., 2013).
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The most common haematological cancers are leukaemia, lymphoma and
multiple myeloma [MM] (National Cancer Institute, 2006). Each cancer type
has distinctive and complex treatment regimens that commonly involve high
dose chemotherapy agents, and/or targeted therapies, radiotherapy and
hematopoietic stem cell transplants (Carey et al., 2012), often at different
institutions. Unfortunately, the outcome of these largely aggressive
treatments is a number of long-term and late physical, practical and
psychosocial effects which commonly include: fear of recurrence; fatigue;
nutrition; exercise; fertility; relationship; financial; employment; and
insurance issues (Allart et al., 2013; Hall, Lynagh, et al., 2013). These patients
therefore require SCPTS that reflect disease-specific differences rather than
those designed for the more common cancers (breast, prostate and colorectal)
who follow similar patterns of survivorship and for whom SCPTS templates
are widely available.

Haematological cancer patients are understudied and underrepresented in
survivorship care (Swash et al., 2014) despite increasing five-year relative
survival rates internationally (Sant et al., 2014). Consequently, the
haematology focus of this integrative review will add to the limited body of
knowledge currently available in this cohort of survivors.

This integrative review undertook an analysis of the literature to examine the
following questions:
1. What are the common attributes of SCPs and TS developed for
haematological cancer patients?
a. What resources (human, templates) are required to develop
these SCPs and TS?
b. What are the potential benefits and limitations of these SCPs
and TS?
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c. What outcome measures have been used to evaluate these SCPs
and TS and what are the findings?

Method
The integrative review method was chosen as the theoretical framework to
guide this literature review as it allows for an in-depth evaluation of the
issues encompassing the empirical, theoretical and clinical approaches within
a structured systematic methodology (Whittemore & Knafl, 2005). The
method is structured according to five stages: problem formulation; literature
search; data evaluation; data analysis and presentation (Whittemore & Knafl,
2005).

Problem formulation
In this review, a SCP is defined as a personalised document that guides and
coordinates follow-up care, including recommended surveillance, screening,
and health promoting behaviours, in addition to providing information,
education and resources for management of potential long-term and late
effects of cancer treatment (Hausman et al., 2011; Salz et al., 2014). Within
cancer survivorship, TS specifically refer to comprehensively summarised
information on disease, procedures and treatments received for a particular
cancer (Hausman et al., 2011; Jabson & Bowen, 2013). The aim of these tools
is to provide written communication from the treatment team to survivor,
and current and future health care providers with clear delineation of
responsibility of care (Earle, 2006; McCabe, Bhatia, et al., 2013). A number of
components have been proposed for inclusion in SCPTS based on
recommendations from the IOM (Hewitt et al., 2005). An overview of
relevant components for haematological cancer survivors have been listed in
Box 2.2.1 and have been adapted from the published literature (Ganz et al.,
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2008; Hewitt et al., 2005; McCabe, Bhatia, et al., 2013; Palmer et al., 2014; Salz
et al., 2014).

There is consensus that responsibility for the creation and dissemination of
these tools rests with the treating team (Earle, 2007; Hausman et al., 2011;
Hewitt, Bamundo, Day, & Harvey, 2007; McCabe, Faithfull, et al., 2013; Salz
et al., 2014; Stricker et al., 2011). However, it has been identified that
development of such individualised tools are time consuming, especially if
treatment occurs across multiple sites and there is a lack of integration or
absence of electronic records (Earle, 2007; McCabe, Bhatia, et al., 2013; Parry,
Kent, Forsythe, Alfano, & Rowland, 2013; Rechis et al., 2013; Salz et al., 2014).
Accordingly, nurses have been suggested as the logical choice to create and
deliver SCPTS, not only to “free up” specialists time but also because of their
well-established role in providing information to patients that is holistic and
individualised (Jackson et al., 2013; Marbach & Griffie, 2011).
4Box 2.2.1 Components for Haematological Survivorship Care Plan and
Treatment Summary
Survivorship Care Plan


Follow-up schedule including all relevant health care providers responsibility



Recovery timeframes for treatment toxicities



Health care providers responsible for (including provision of referral/tests):
o

monitoring of long-term effects and onset of potential late effects

o

monitoring and screening for recurrence and second cancers

o

recommended cancer screenings (e.g. mammogram, pap smear, skin
checks, colonoscopy)

o


co-morbid conditions

Monitoring for potential physical, psychological, social issues and referrals for:
o

fear of recurrence

o

anxiety / depression

o

relationship issues (marital, parenting, family and friends)

o

fertility and sexual functioning

o

employment, financial assistance, insurance, legal aid
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o




counselling

Promotion of healthy lifestyle behaviours
o

smoking cessation

o

alcohol reduction

o

healthy dietary modifications, weight reduction

o

physical activity

Resource list and where to find information on:
o

support groups

o

other allied health providers

o

specific disease and treatment information

Treatment Summary


Diagnosis, tests performed, results



Disease characteristics, site, stage / classification



Date of treatment initiation and completion



Chemotherapy / targeted therapy drugs and cycles: amount, alterations
(reduction / escalation)



Type of Surgery (if applicable)



Radiotherapy: site, dosage, timeframe



Clinical trials



Blood product support



Transplant: Allogeneic / Autologous



Maintenance treatments and impact on health



Adverse reactions or complications



Contact information for each modality



Coordinator of continuing care contact information



Psychosocial, nutritional, and other supportive services used

Templates can reduce the time required to complete SCPTS, providing
information is readily accessible. The American Society of Clinical Oncology
[ASCO] and NursingCenter Prescription for Living provide three page
downloadable templates (McCabe, Partridge, Grunfeld, & Hudson, 2013).
Internet-based SCP tools such as the Journey Forward™ Survivorship Care
Plan Builder and LIVESTRONG™ Care Plan (Hausman et al., 2011) deliver a
comprehensive summary and detailed long-term follow-up plan of care once
pertinent information is provided. However their utility is limited by the
length (14 pages) of the tool (McCabe, Partridge, et al., 2013). For survivors
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and health care professionals outside the USA, educational and supportive
care resources may not be applicable. Hill-Kayser et al. (2013) studied use
and satisfaction of the LIVESTRONG Care Plan and found responding
survivors rated the provision and amount of information as good to excellent
(93% n=276). Interestingly it was reported that 65% (n=186) of responding
survivors had not been given information contained in the SCP by health
care providers after treatment completion. Furthermore, psychosocial
concerns or risks were often not addressed, thereby necessitating later
delivery after a health care professional had performed a follow-up needs
assessment (Belansky & Mahon, 2012). Ganz et al. (2008) and Stricker et al.
(2011) proposed a dedicated survivorship visit is ideal to assess needs and
deliver SCPTS, however, they did not stipulate when that visit should take
place.

The majority of studies on SCPTS are largely descriptive or exploratory and
have not established evidence that use of SCPTS improve survivor outcomes
(Grant & Economou, 2008; McCabe, Faithfull, et al., 2013). A randomised
control trial of breast cancer patients by Grunfeld et al. (2011) compared SCP
provision to PCPs with usual care (no SCP), and showed no difference in
patient-reported outcomes between the two groups. This study has been
criticised (Jefford, Schofield, & Emery, 2012; Stricker, Jacobs, & Palmer, 2012)
as control PCPs received a comprehensive discharge letter that may have
contained recommendations for follow-up. Since both groups may have
received similar information albeit in different formats, results should be
viewed with caution due to potential contamination of the control group.
Since published literature in haematological cancer survivorship is rare the
focus of this integrative review was to identify SCPTS used with
haematological cancer survivors to facilitate development of tools that can be
used with this unique survivor cohort.
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Literature search
The primary search utilised the following electronic databases: Cumulative
Index to Nursing and Allied Health Literature [CINAHL]; Medline; PsycInfo;
PubMed; EMBASE; PsycArticles and the Cochrane Library from January
2000 to July 2014. Combinations of the following search terms were used:
(survivorship care plan or treatment summary or follow-up care plan or post
treatment plan or written follow-up instructions) AND (survivorship or
cancer survivor) AND (cancer or neoplasm or oncology) AND (haematology
or leukaemia or lymphoma or multiple myeloma). A hand search of
reference lists from full texts was also employed. Searches were restricted to
the English language, humans and adults. Inclusion criteria were: studies
that reported on SCP and TS use in post treatment phase of haematological
cancer survivorship; and studies that reported usage perceptions of SCPTS
experienced by health care providers and/or survivors. Exclusion criteria
were: studies with less than a 25% haematological cancer patient cohort or
haematologist viewpoint; studies reporting SCPTS from child, adolescent,
adult survivors of a childhood cancer or non-cancer populations; and
opinion papers, letters, editorials, commentaries, conference abstracts,
conference proceedings or case studies.

Data evaluation stage
Abstract titles were reviewed by one author [KT] to assess eligibility. A
summary of the selection process (Moher et al., 2009) is provided in Figure
2.2.1. The initial search yielded 697 abstracts. Duplicate articles were
removed and abstracts were screened against the inclusion and exclusion
criteria. Abstracts that did not provide cancer or provider type were sought
for further screening. Twenty full-text articles were retrieved; of these four
articles

were

reviewed.

Documented

methodological

characteristics

included: authors and study information; intervention; sample characteristics
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including participant details, response rate and years' post treatment;
outcome measures; results; limitations and comments and level of evidence
as developed by (Melynyk & Fineout-Overholt, 2011). Due to variations in
study population and methodologies used, meta-analysis was not possible.
Results are shown in Table 2.2.1.

The haematology component in the majority of studies was low. No
systematic reviews on studies related to SCPTS were identified. The four
included studies were all from the USA. They assessed both survivor and
clinician views on the experience of receiving or disseminating SCPTS.
Included articles used various terms to describe treating clinicians. For clarity
in this integrative review, the term specialist will refer to the following
treating consultants: haematologist, medical or radiation oncologist. The
research studies all used quantitative approaches and reflected a low level
(IV) of quantitative evidence. Reviewed studies were related to the
survivorship phase of the cancer trajectory.
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3Figure 2.2.1. Flowchart of literature search results.

5Table 2.2.1 Levels of Evidence
Level

Evidence

I

Systematic review of all relevant randomised control trials

II

At least one well designed randomised control trial

III

Well-designed controlled trials without randomisation

IV

Well-designed cohort studies, case control studies, interrupted time
series with a control group, historically controlled studies, interrupted
time series without a control group or with case series

V

Systematic reviews of descriptive and qualitative studies

VI

Single descriptive and qualitative studies

VII

Expert opinion from clinicians, authorities and/or reports of expert
committees or based on physiology

(Melynyk & Fineout-Overholt, 2011)
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Data Analysis and Presentation

Characteristics of reviewed articles are detailed in Table 2.2.2.
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6Table 2.2.2 Methodological Characteristics of Haematological Cancer Survivorship Care Plans and Treatment Summaries (n=4)
Author
Curcio et al
2012
USA

Friedman
et al
2010
USA

Study
Design
Pre/posttest
questionnaire

Mailed
questionnaire

Intervention
Survivorship
protocol with
SCPTS
developed by
specialist and
NP (40–75
minutes to
complete)
Delivered by NP
using ASCOgeneric template
SCP and rating
of the most
important
informational
needs

Sample
Characteristics
30 survivors
convenience sample
included:
breast (53%); NHL
(26%); lung (10%);
gastrointestinal
(10%)
<2 years' posttreatment
10/24 (41%) PCP
8/10 (80%) staff
67/164 (41%) NHL
survivors
9 months–12.6 years'
post-treatment
22/76 (29%)
physicians involved
in survivorship care

Outcome Measures

Results

Improved disease
knowledge
Decreased anxiety
Satisfaction
Fidelity to NCCN
follow-up guidelines
Cost-benefit analysis

Increased knowledge: disease,
treatment, follow-up, signs of
recurrence, LE
Decreased anxiety
High satisfaction in survivors
(76%) and staff (100%)
PCP satisfied (100%)
Consistent fidelity to NCCN
guidelines

Informational SCP
needs of survivors /
physicians
Congruence between
survivors /
physicians

Survivor needs: recurrence
screening, LE, treatment,
overall health monitoring,
nutrition, exercise, insurance,
finances
Physician needs: treatment
complications
Higher concordance on
medical issues compared to
psychosocial issues

Limitations and
Comments
Low anxiety
scores at baseline
Small samples
No cost-benefit
analysis
SCPTS to
survivor/PCP

Level of
Evidence
IV

Small samples
Same questions
for
survivors/physicia
ns
Disease specific
cohort

IV
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Merport et
al
2012
USA

Mailed
questionnaire

SCPTS
developed /
delivered by
specialist
TS inclusions
reported:
diagnosis; stage;
treatment; start
dates; treatment
fields; drugs

108/369 (29%)
specialists
[Haematologist
(32%)]
400/3568 (11%) PCP
Cancers reported:
breast (44%); prostate
(36%); colorectal
(35%); lung (31%);
haematology (20%)

SCP and TS use and
obstacles among
specialists
SCP and TS receipt
and informational
preferences among
PCPs

Use: 56% prepare TS
14% prepare SCP (sent to
PCP/patient)
Obstacles: 47% no training;
46% no template; 40% no
reimbursement
Receipt of TS 54%
Information preferences: 95%
treatment summary; 89%
follow-up schedule; 89%
recommendations; 84%
potential side effects; 67%
treatment-related health risks

Sabatino et
al
2013
USA

2010
National
Health
Interview
Survey
[NHIS] data

Survivor
reported receipt
of TS or written
follow-up plan

1345 (60.8%)
survivors including:
breast (20%); prostate
(14%); cervix/uterus
(13%); melanoma
(11%); colorectal
(8%); other (31%)
[including
haematology]
<4 years and >4 years
post treatment

Receipt of TS and/or
follow-up
instructions
Recent surveillance
for recurrence, other
cancer screening

Survivors <4 years received:
38% TS
58% written follow-up
29.4% both
33.1% neither
More treatment modalities—
lower TS provision
Higher income and clinical
trial participation—higher
written instruction provision

Low response
rates
Self-reported
practices
Responder bias
(potential over
estimation of use)
Reported lack of
routine use of
TS/SCP

IV

Haematology
IV
sample % not
specified
Self-reported data
may not reflect
actual documents
received
Separate reporting
of survivors
diagnosed after
IOM report
(<4 years)
Note. ASCO-American Society of Clinical Oncology; IOM-Institute of Medicine; LE-late effects; NCCN-National Comprehensive Cancer Network; NHL-nonHodgkin lymphoma; NP-nurse practitioner
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The study by Sabatino et al. (2013) reported a subset of survivors (n=407)
who were within four years of diagnosis, a timeframe that corresponded to
the IOM report calling for all survivors to receive SCPTS. Survivors were
asked if they had ever received a SCP and /or TS. The authors found that 38%
(n=155) of survivors acknowledged receipt of a treatment summary and 58%
(n=236) written follow-up instructions or plan. The authors reported that
written follow-up instructions were received more often in those recipients
who were part of a clinical trial (85% n=346) and demographically were
reported as having a higher income (67% n=274). Hematopoietic stem cell
transplant survivors were included, however numbers were not reported.

Curcio, Lambe, Schneider, and Khan (2012) studied both survivors and
clinicians. Haematological cancer survivors accounted for 26% (n=8) of the
overall survivor cohort studied (n=30). Survivors were highly satisfied with
the provision of SCPTS and reported an increase in knowledge. Anxiety
levels decreased, although levels were not high at baseline, and may have
decreased naturally with time. Equally survivor satisfaction may have been
related to the survivorship visit and follow-up telephone call rather than SCP
provision. PCPs were reported as being satisfied (100% n=10) with SCPTS.
The authors reported PCPs appreciated the content, which aided
communication and were useful tools to provide clarification of the
survivor’s follow-up plan.

Friedman, Coan, Smith, Herndon II, and Abernethy (2010) studied nonHodgkin lymphoma survivors (n=67) and physicians (n=22) involved in
survivorship care. The informational needs on the SCP were reported as
being congruent between the PCP and survivor. Interestingly all respondents
rated medical content more important than psychosocial issues, perhaps
reflecting survivor expectations in the current model of survivorship follow-

65

CHAPTER 2. PHASE I

up. Furthermore, survivors ranked the plan to monitor overall health the
sixth most important element of the SCP compared to physicians who
ranked it thirteenth. This led the authors to conclude that survivors’ view
follow-up as part of general health maintenance, whereas physicians
separate cancer survivorship care and non-cancer related care.

Merport, Lemon, Nyambose, and Prout (2012) evaluated clinician (n=108) use
and PCP (n=400) receipt of SCPTS. Fifty-four percent (n=216) of PCPs
received a TS. However, the study reported that only 42% (n=46) of
specialists (including haematologists) prepared a TS. SCP preparation by
specialists was low at 14% (n=15), nonetheless the authors reported all SCP
were sent to survivors and PCPs. Barriers identified in this study included:
no template was provided; no training was given to health care professionals
on how to develop SCPTS; and specialists perceived no financial
reimbursement was given for their time in developing and delivering SCPTS.
Therefore, a lack of support from treating clinicians may mean development
and dissemination remains low, with the possibility SCP remains medically
focused.

All these studies showed a lack of routine use of SCP TS even though
survivors and PCPs valued the tools and the direction for survivorship
follow-up they provided.

Discussion
Published haematology research regarding SCPTS is limited. Currently no
randomised control trials or literature reviews exist for this understudied
cohort of cancer survivors. This is despite the current belief that SCPTS are
beneficial in complex and rare cancer survivor groups such as haematology
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(Mor Shalom, Hahn, Casillas, & Ganz, 2011) where health problems may take
many years to develop (Sabatino et al., 2013). With the increased risk of
psychosocial, physical and economic long-term and late effects from disease
and cancer therapy, patients often experience difficulties accessing post
treatment follow-up which may potentially lead to poorer overall health
outcomes (Friedman et al., 2010).

Within the literature that reported the development and dissemination of the
SCPTS (Curcio et al., 2012; Merport et al., 2012) there was a lack of
information regarding resources used by the specialist to develop the SCPTS
(Merport et al., 2012). Similarly, information on how generic ASCO templates
were tailored by the specialist and nurse practitioner for the different cancer
survivors was not provided (Curcio et al., 2012). Details on any evidencedbased guidelines for follow-up care used in SCP (Merport et al., 2012), and
the clinical expertise of the health professionals creating SCPTS was equally
lacking.

Standardised templates linked to electronic health records that would
directly populate TS have been proposed to provide health providers with
diagnosis and treatment information (Merport et al., 2012; Salz et al., 2014),
particularly relevant when survivors have had treatment across a number of
sites (Merport et al., 2012). Sabatino et al. (2013) similarly found low TS and
SCP delivery when survivors had more than one treatment modality.
Furthermore, the long duration of treatment that occurs in some
haematological cancer regimens can make it difficult to find and summarise
dose modifications and issues that have occurred over the entire treatment
phase. It is clear that haematology-specific cancer SCPTS templates and
guidelines are necessary as generic cancer templates cannot convey all the
appropriate information required, adding to the complexity of this issue
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(Friedman et al., 2010). As recommended by Curcio et al. (2012) and Sabatino
et al. (2013) provision of SCPTS soon after treatment completion is required
to assess the need for information and resources.

Friedman et al. (2010) argued that providing extra information to survivors
could overload and dilute the impact of the most important information that
needs to be conveyed. This view is supported by Cox and Faithfull (2013)
who

reported

clinicians

consider

late

effects

information

impacts

psychological adjustment and increases the amount of late effects through
autosuggestion. However, these authors reflect the perception of clinicians
rather than patients and as Hill-Kayser et al. (2013) argue this paternalistic
approach is no longer acceptable. Providing tailored SCPTS to cancer
survivors, empowers individuals to learn about their disease and treatment
and assume responsibility for future surveillance and disease management,
facilitating engagement in a future healthy lifestyle (Jackson et al., 2013). This
is particularly vital for younger survivors given the expectation of a longer
survivorship period (Jabson & Bowen, 2013).

Multidisciplinary collaboration has been suggested (Mor Shalom et al., 2011)
as a strategy for developing SCPTS. Interdisciplinary education needs to
acknowledge the value of each provider’s contribution within the team.
Recommendations that clearly detail provider responsibility can ensure
survivors are not over or under tested and adhere to recommendations that
are evidenced or consensus based (Curcio et al., 2012).

Nurses can be a key component in implementing care plans, and providing
comprehensive

information,

education

and

resources,

especially

in

preventative health and screening as reported by Curcio et al. (2012). Mor
Shalom et al. (2011) revealed nurse practitioner-developed SCP may not be
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read by PCPs, and indeed 100% PCPs (n=15) reported they would not act
upon expensive testing recommendations. Therefore, specialists need to
reinforce the importance of nurses as an essential element in survivorship
care planning (Hewitt et al., 2007).

It is important that SCPTS be developed in conjunction with a robust model
of haematological survivorship follow-up care that will address the issues
and barriers related to implementation. Many professional organisations are
calling for SCP development for accreditation, but there is risk that cancer
programs that develop SCP to meet professional requirements may be
reluctant to make the organisational changes necessary to actually deliver the
SCP to survivors and PCPs (Birken, Mayer, & Weiner, 2013). Institutions
and/or specialists who perceive a lack of financial reimbursement and
support for the additional time required to prepare and deliver SCPTS
maybe be disinclined to support widespread implementation (Earle, 2007;
McCabe, Partridge, et al., 2013; Salz et al., 2014).

A number of limitations of this review are acknowledged. The search
revealed a small number of articles meeting inclusion criteria. All studies
reviewed had low sample numbers and/or response rates, especially for
those studies which explored PCP experiences of SCPTS. Haematological
survivor and haematologist

numbers were limited, decreasing the

applicability to haematological cancer survivors. The reliance on selfreported practices in all the studies and a lack of comparison groups restricts
the conclusions that can be drawn. Study participants may have had more
experience with and/or a bias towards or against SCPTS implementation.
This lack of standardisation makes it difficult to compare and draw
conclusions regarding the benefits for survivors with the dissemination of
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these tools. Finally, an inherent bias in interpretation might be due to the
evaluator.

Conclusion and Implications for Nursing
This integrative review identified published literature on SCPTS and their
applicability to haematological cancer survivors. Treatment advances in
haematological cancer means patients are living longer (Sant et al., 2014),
however the extended recovery trajectory involves a heavier symptom
burden and post treatment complications due to the aggressive nature of
both the haematological disease and the treatment required. Therefore, these
haematological cancers are unlike the other cancers that are currently used as
benchmarks such as breast or prostate (Parry et al., 2010).

Nurses can influence and guide the development of relevant survivorship
care recommendations, thereby facilitating a paradigm shift to encompass all
aspects of the cancer trajectory. Nurses with advanced research skills (e.g.
PhD prepared) would be well placed to take the lead in adopting and
translating current follow-up guidelines for haematological cancer patients
into evidenced-based and disease-specific templates. Nurses are in a position
to provide and disseminate SCPTS comprising individualised and relevant
resources, information and education to ensure the needs of haematological
cancer survivors are met. Correspondingly nurses need to support and
empower survivors to take control of and ultimately self-manage their
ongoing needs.

This review revealed a lack of high quality evidence related to
haematological cancer survivor care. Addressing specific and ongoing
concerns of these patients, along with the dissemination of this information
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to survivors and clinicians, especially in primary care is important. As
survival

rates

continue

to

increase,

the

successful

integration

of

haematological survivorship care into the cancer continuum is vital.

Future Research
Further research will need to account for the inclusion of each component of
the SCP, the survivor’s desire for this knowledge and information, as well as
the best way to develop and deliver haematological cancer specific SCPTS.
Research is required on the types of models of care most suitable for
delivering SCPTS to haematological cancer survivors, including their
perspectives on follow-up provision. Nurse-led haematology survivorship
clinics that facilitate shared care between the treating team and primary care
may be the most appropriate model to deliver SCPTS to achieve the best
outcomes for patients transitioning into the survivorship period and require
further evidence-based research. Methods that will optimise communication
and clarity with provider responsibility, thereby decreasing over or under
use of surveillance and screening tests are fundamental aspects of this
research. Finally, research in how best to decrease the amount of time needed
to prepare SCPTS, and the ideal time to effectively deliver SCPTS is
necessary. Well-designed pragmatic randomised controlled trials are
required to inform clinical practice. As the amount of outcome-based
research increases so too will our understanding of providing optimal
survivorship care.
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Literature Review Update
The same search criteria, terms and databases were reviewed to ascertain
recent developments or research in lymphoma survivorship care plans and
treatment summaries in the published literature. The search period was 2014
to January 2018. Results found 17 abstracts worthy of further assessment.

Assessment of the articles revealed no new articles that meet the inclusion
criteria of the original integrative review (Behrend, 2014; Brennan, Gormally,
Butow, Boyle, & Spillane, 2014; Frick et al., 2017; Jabson, 2015, 2015;
Klemanski et al., 2016; Kvale et al., 2016; Maly et al., 2017; Mayer, 2014;
Mayer, Birken, Check, & Chen, 2015; Mayer, Green, et al., 2015; Palos et al.,
2014; Playdon et al., 2016; Rosenberg et al., 2016; van de Poll-Franse,
Nicolaije, & Ezendam, 2017). The majority of articles included breast cancer
cohorts and, therefore, predominantly female participants, which may not
accurately reflect the perceptions and use of SCPTS by lymphoma survivors
or men. Two articles of interest that did not meet the inclusion criteria have
been described (Brant et al., 2016; Mayer et al., 2016). Both articles relate to
SCP use and primary care, a specific area of interest examined in this thesis.

The study by Brant et al. (2016), reporting satisfaction with an SCP, evaluated
breast (n=52, 78%) and lymphoma (n=15, 22%) survivors, carers (n=39) and
n=23 primary care providers (PCP). Results from the lymphoma cohort
revealed higher quality of life (QoL) scores compared with breast cancer
survivors, and that PCPs of lymphoma survivors were highly satisfied with
the SCP. The authors suggested that an SCP may contribute to improved
patient confidence in PCPs who provide survivorship care. Conversely the
study of a breast cancer cohort (which may not be applicable to lymphoma
survivors) randomised 34 females into two groups; SCP only group, where
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an SCP was delivered by an oncology nurse practitioner (NP) and an SCP
plus PCP group, where participants received an SCP from the NP and
attended a six-week follow-up visit with their PCP. Both groups reported
improved confidence in survivorship information; however the SCP only
group were identified as having increased worry compared with the group
who were able to discuss the SCP with their PCP at the six-week follow-up
visit (Mayer et al., 2016).
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2.3 Needs Assessment Measures
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Systematic

Review

of

the

Tools

Used

to

Assess

the

Informational and Practical Needs of Acute Leukaemia and
Lymphoma Survivors.

Abstract
Purpose: To identify validated measurement tools to assess the informational
and practical concerns of leukaemia and lymphoma survivors. Cancer nurses
have the potential to lead the way in providing quality post-treatment
survivorship care.

Method: This systematic review utilised a search of electronic databases for
eligible articles published to March 2014. Included articles described a tool to
assess informational and/or practical concerns of leukaemia and/or
lymphoma survivors.

Results: Seven full text articles were identified that described cancer-specific
tools used to assess informational and/or practical needs of this survivor
cohort. There was variation in the use of cancer survivor-specific tools and
generic cancer tools.

Conclusions:

No haematology-specific

needs assessment

tools

were

identified. Therefore, only tentative conclusions on the best tool for this
cohort can be made. Further research is required to develop reliable and
validated tools that will support the selection of the most appropriate tool for
leukaemia and lymphoma survivors.
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Introduction
Leukaemia and lymphoma are the most common blood and bone marrow
cancers (National Cancer Institute, 2006). Effective treatments are largely
aggressive and cause a number of long-term and late physical, practical and
psychosocial effects, which significantly impact lifestyle in the survivorship
phase (Arden-Close et al., 2011). Survivorship is defined as the experience of
living with, through and beyond a diagnosis of cancer (National Coalition for
Cancer Survivorship, 2014). As with other cancers the haematology cancer
health professional role has extended to include provision of patient care in
the survivorship phase. This important step forward has been driven largely
by the 2005 Institute of Medicine (IOM) report From Cancer Patient to Cancer
Survivor: Lost in Transition (Hewitt et al., 2005), considered the seminal paper
for cancer survivorship. The report recommended survivorship care as a
priority in the cancer trajectory with a number of specific issues relevant to
the survivorship phase. These issues can be categorised according to the
seven domains of Fitch (2008) supportive care framework; physical,
informational, emotional, psychological, social, spiritual and practical
concerns. The framework can be used across the cancer continuum including
haematology survivorship care (Hall, Campbell, et al., 2013). Whilst
survivorship care is developing for other cancers, haematology cancers
remain understudied in survivorship literature (Swash et al., 2014) despite
increasing five-year relative survival rates internationally (Hall, Lynagh, et
al., 2013; Rowland & Bellizzi, 2008; Sant et al., 2014).

The purpose of this review was to source tools that could be used to assess
two domains from the supportive care framework: informational and
practical concerns. These were chosen as a result of our findings from a
qualitative study undertaken with leukaemia and lymphoma patients that
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revealed a number of unmet needs, predominately informational and
practical (Monterosso et al., 2015), thought to relate in part to the extensive
nature of the treatment and the uncertainty around long term remission and
potential late effects.

The terms ‘informational needs’ and ‘practical needs’ are rarely considered
or defined as separate entities in the literature. For clarity and consistency
Fitch’s definitions (Fitch, 2008) of needs have been used. Informational needs
are defined as information to assist in decision-making and acquiring of
skills to decrease fear, anxiety and misperception (Fitch, 2008). Fear of
recurrence is often reported as an informational need for this cohort (Koch,
Jansen, Brenner, & Arndt, 2013). Two recent systematic reviews on this topic
reported tools used to measure fear of recurrence; tools to measure other
informational needs were not reported (Koch et al., 2013; Thewes et al., 2012).
Practical needs are defined as direct interventions or help that support the
survivor to complete a task or meet a concern (Fitch, 2008). Insurance and
employment issues are often cited as unmet needs for leukaemia and
lymphoma survivors (Chen et al., 2012). Other common informational and
practical needs reported in haematology survivorship literature include late
effects, fatigue, nutrition, exercise, fertility and sexual concerns, relationship
issues, financial issues, personal care and accessing support services (Allart
et al., 2013; Arden-Close et al., 2011; Beckjord, Arora, Bellizzi, Hamilton, &
Rowland, 2011; Behringer et al., 2013; Gates et al., 2015; Hall, Lynagh, et al.,
2013; Hawkins et al., 2008).

Gates et al. (Gates et al., 2015) argued that haematology cancer nurses have
an important role in this changing dynamic, especially in developing
sustainable, nurse-led survivorship care. If nurses are to take on a greater
role in survivorship care they require accurate, reliable and validated tools to
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assess patients entering the post-treatment phase (Muzzatti & Annunziata,
2013). Hawkins et al. (2008) proposed that tools designed for patients to selfidentify perceived needs are required to support survivorship care. These
tools could then guide the development of appropriate models of care,
resources and tailored support that are patient-centred rather than based on
the perceptions of health professionals (Fitch, 2008; McDowell et al., 2010).
The timing of patient needs assessments is equally important. Research
showing interventions and assessments undertaken in the early survivorship
phase (up to two years post-diagnosis) can lead to fewer unmet needs
moving into the extended survivorship phase (over five years)(Aziz, 2007;
McDowell et al., 2010).

There is a dearth of published literature that has critically evaluated tools
used to measure the perceived unmet needs of leukaemia and lymphoma
survivors (Arden-Close, Pacey, & Eiser, 2010; Muzzatti & Annunziata, 2013).
Tools specifically developed for these patients in the treatment phase such as
the Functional Assessment of Cancer Therapy: Lymphoma or Leukaemia
(FACT-LYM, FACT-Leu) have also been in the survivor population (Cella et
al., 2012; Hlubocky, Webster, Cashy, Beaumont, & Cella, 2013). Hence, it is
possible survivor-specific needs may not be captured.

Given that each cancer patient’s journey is unique it is important to measure
individual needs and match practical support to meet these needs. Therefore,
the leukaemia and lymphoma-specific focus of this paper will add to the
limited body of knowledge currently available in this survivor cohort.
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The following questions guided this systematic review:
1. What reliable and valid measurement tools are currently available to
measure the informational and practical needs of acute leukaemia and
lymphoma cancer survivors?
2. What are the implications of the findings from this review for future
research and clinical practice?

Method
A systematic review methodology was chosen to guide this review. To guide
literature searches and analysis of articles, a study protocol was devised. As
the use of needs assessment tools dictates a quantitative study method,
qualitative studies and the qualitative component of quantitative studies
were excluded. Mixed methods research was included with only the
quantitative element evaluated.

Literature search
The primary search utilised the following electronic databases: Cumulative
Index to Nursing and Allied Health Literature (CINAHL), Medline,
PsychInfo, PubMed, EMBASE, PsychArticles, and the Cochrane Library from
earliest records to March 2014. Search terms related to leukaemia and
lymphoma cancers, assessment, survivorship and needs. A hand search of
the reference lists from full text articles was also employed. Searches were
restricted to English and adult acute leukaemia or lymphoma survivors.
Inclusion and exclusion criteria are shown in Table 2.3.1. Studies with only
multiple myeloma participants were excluded as these patients are living
with cancer (Osborne et al., 2012). Likewise, studies with only allogeneic
transplant participants were excluded as they have ongoing conditions such
as Graft-versus-Host-Disease.
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7Table 2.3.1 Inclusion and Exclusion Criteria
Inclusion Criteria


Use of a cancer survivor-specific or generic cancer tool or instrument



Validity and reliability of tool tested with leukaemia and/or lymphoma
cancer survivors



Informational and/or practical needs reported



Adult leukaemia and lymphoma cancer survivors only

Exclusion Criteria


Tools used in the treatment or diagnostic phase



Tools used with relapse or secondary leukaemia or lymphoma cancer
survivors only



Studies reporting survivors of a childhood leukaemia or lymphoma cancer



Studies related to caregivers, or comparative studies between caregivers and
survivors



Studies with less than 50% leukaemia or lymphoma cancer survivor cohort



Opinion papers, letters, editorials, commentaries, conference proceedings, or
case studies

Quality appraisal and data extraction
Abstract titles were reviewed by author (KT) to assess eligibility. The
instrument/tool(s) used in eligible full text articles were then appraised (KT
and LM) to determine whether they measured informational and/or practical
needs of the leukaemia or lymphoma survivor. A summary of the selection
process using the PRISMA 2009 Flow Diagram (Moher et al., 2009) is
provided in Figure 2.3.1.
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IDENTIFICATION

5234 abstracts identified:
CINAHL, EMBASE, Medline,
PsycInfo, PsycArticles,
Cochrane Library

98 abstracts identified: manual

January 1970 - M arch 2014

search of preliminary literature

5285 abstracts after duplicates

5016 abstracts

removed

excluded

SCREENING

25 articles excluded
269 abstracts screened

Abstracts only (n= 3)

using inclusion/ exclusion
criteria

Haematology patients
comprised < 50% study
population or cohort not

ELIGIBILITY

identified specifically (n=8)
Treatment or clinical trial related
32 full-text articles
assessed for eligibility

(n= 2)
Focus not relevant (i.e. distress,
age, late effects, transplant,
spirituality, adaption, tool only

INCLUDED

comparisons (n= 9)
Studies included in
qualitative synthesis
N =7

Literature review did not target
informational / practical needs
(n= 3)

4Figure 2.3.1. Flowchart of literature search results.

The

methodological

characteristics

documented

included:

authors;

publication year; study design; comparison group; outcome measures;
disease; sample size and response rate; survivorship period; cancer-specific
and non-cancer specific tools; reported unmet informational and practical
needs; results and study quality (Fowkes & Fulton, 1991) shown in Table
2.3.2. Due to variations in study population, methodologies and tools used,
meta-analysis was not possible. Study quality was assessed using Fowkes
and Fulton (1991) guidelines and checklist for critically appraising
quantitative research. Assessment of the methodological quality of studies
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utilised a classification system of poor (under 40% of quality items), good
(40–70% of quality items) or very good (over 70% of quality items) as
reported by Hall, Lynagh, et al. (2013). In addition, the validity of each tool
was assessed according to: how the tool covered the informational and/or
practical needs of the participants; correlation with other generic cancer or
survivor-specific tools; and whether results confirmed study outcomes. Tool
reliability was determined by internal consistency of the items and whether
test–retest reliability had been performed. Generalisability of the tool to
leukaemia or lymphoma survivors was gauged from the study results, along
with the clinical usefulness of the tool for these survivors.

82

8Table 2.3.2 Methodological Characteristics of Selected Articles (n=9)
Authors
Year
Country

Study Design
Comparison Group
Outcomes Measured

Disease
Sample Size
(Response
Rate %)
Survivorship
Period

Tools
Cancer Survivorspecific
Non-cancer
Tools/Investigator
Questions

Unmet
Information/Pr
actical Needs
Reported

Results

Study
Quality

Arden-Close
et al
2011
UK

Cross sectional
Administered
questionnaires
Gender comparison
Health related quality
of life, late effects and
perceived vulnerability;
satisfaction with care;
expectations and
satisfaction of clinic
visit

Lymphoma
n=115 (79.9%)
>5 yrs

Only questions
related to
discussion of
topics, late
effects

No gender difference in late
effects or perceived vulnerability
Men: more late effects, worse
health related quality of life,
wanted to discuss more topics
(women discussed the topics)
Shorter wait time=more topics
discussed
Health related quality of life
dependent on whether survivors’
follow-up expectations are met

Good

Friedman et
al
2010
USA

Cross sectional
Mailed questionnaire
Comparison of
survivors and

Non-Hodgkin
lymphoma
n=67 (41%)
9 months–12.6

QoL-CS (Quality of
Life Cancer
Survivors)
Yes
SF-12v2 (Medical
Outcomes Study
Health Survey Short
Form 12 version 2)
Princess Margaret
Hospital Satisfaction
with Doctor
Questionnaire
18 late effects & 10
general issues at
consultation
Investigator
questionnaire

Informational
needs to be
included in
survivorship

Survivorship care plan tailored
for particular survivors
Survivor: survivorship care plan
inclusions: screening for

Poor
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Hall et al
2013
Australia
Canada

Hjermstad et
al
2003
Norway

physicians
Informational
survivorship care plan
needs of survivors and
physicians
Congruence between
survivors / physicians

years
Physicians
involved in
survivorship
care
n=22 (29%)

care plan

Cross sectional
Cross cultural
Mailed questionnaires
Comparison of
Australian and
Canadian haematology
survivors
Percentage of survivors
reporting unmet needs;
domain scores; 10 most
prevalent high unmet
needs
Prospective cohort at 4
time points
Administered
questionnaires
Comparison of
autologous lymphoma

Leukaemia,
lymphoma,
multiple
myeloma
Australia:
n=268 (37%)
>3 years
Canada: n=169
(45%)
1–5 years

SUNS (Survivors’
Unmet Needs
Survey)
Yes

Informational
needs: cancer
recurrence and
spread
Work &
financial needs

Leukaemia,
lymphoma
n=123 (94%)
<1 year posttransplant

CARES-SF (CAncer
Rehabilitation
Evaluation System
Short Form)
No
EORTC QLQ-C30

Financial,
insurance,
weight gain,
transport, fear
of recurrence,
employment,

recurrence/late effects; treatment
summary; monitor overall
health/nutrition/exercise;
insurance
Survivor/Physician concordance
higher on medical issues
compared to psychosocial issues
No differences reported between
survivorship length
Similar levels of unmet needs
Fatigue highest concern across
both cohorts
Multiple areas of need found in;
females, younger age, expense
due to cancer, vocational
education level, seeing Dr re
treatment or concerns
Work & financial needs higher for
Australian survivors

Few patients requested help with
any items
CARES-SF useful for assessing
sexual, marital, medical
interaction to address specific
issues at follow-up

Good

Good
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Lobb et al
2009
Australia

Parry et al
2012
USA

with allogeneic
leukaemia transplant
patients
Rehabilitation needs
and health related
quality of life; physical
function measures of
CARES-SF compared to
EORTC QLQ-C30
Cross sectional
Mailed questionnaire
No comparison group
Assessment of unmet
informational and
emotional needs after
treatment

Mixed methods
Cross sectional
Mailed questionnaire
No comparison group
Health service and
psychosocial needs of
adult leukaemia and

(European
Organization for
Research and
Treatment Quality of
Life Core
questionnaire)
No

fatigue

High correlation with physical
function between the two scales

Leukaemia,
lymphoma,
multiple
myeloma
n=66 (50%)
6 weeks–1 year
post-treatment

CaSUN (Cancer
Survivors Unmet
Needs Survey)
Yes

Concerns: fear
of recurrence;
care
coordination;
information on
services

Lymphoma,
leukaemia
n=477 (45%)
< 4 years

Houts et al Service
Need Inventory,
refined by Kornlith
et al.
14 items

Practical needs:
child care;
financial

Care coordination after treatment
important, significant for
unmarried or working patients
Fear of recurrence, emotional &
relationship needs greater in
younger patients
Top endorsed needs: managing
health with medical team;
communication between doctors;
best medical care
Unmet need highest in: sexual
issues; handling medical and
living expenses; emotional
difficulties; employment; health
insurance
Women more likely to report
unmet child care needs
Relationships were observed

Good

Poor
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lymphoma survivors
Zebrack
2000
USA

Mixed methods
Cross sectional
Mailed questionnaires /
semi structured
interviews
No comparison group
Experience of quality of
life in long term
survivors at various life
stages

Leukaemia,
lymphoma
n=53 (50%)
10 years

QoL-CS (Quality of
Life Cancer
Survivors)
Yes
27 in depth
interviews

Fear of
recurrence,
fatigue,
employment,
support,
financial, family

among service needs,
overlapping areas of unmet need
Fatigue, pain, fear of recurrence—
ongoing issues
Family distress and finances
continue to impact survivors
Financial issues worse in older
survivors
Relapse not related to quality of
life
Income rated significantly to
quality of life
Positive associations with ability
to cope after cancer

Good
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Data Analysis
The initial search yielded a large number of abstracts (n=5234). Following
removal of duplicate articles and abstract screening using exclusion and
inclusion criteria, 32 full text articles were sought and further appraised. Of
these, seven articles were reviewed and referred to one or more relevant
tools (Arden-Close et al., 2011; Friedman et al., 2010; Hall, Campbell, et al.,
2013; Hjermstad et al., 2003; Lobb et al., 2009; Parry, Lomax, Morningstar, &
Fairclough, 2012; Zebrack, 2000). No tool had been specifically developed for
exclusive use with leukaemia or lymphoma survivors. Two studies reported
researcher-developed questionnaires (Arden-Close et al., 2011; Friedman et
al., 2010).

The seven included articles reporting haematological cancer survivor cohort
studies from Australia (n=2), Canada (n=1), the United States of America
(USA) (n=3), Norway (n=1) and United Kingdom (UK) (n=1). The periods of
survivorship ranged from six weeks post-treatment through to 12 years after
diagnosis (Arden-Close et al., 2011; Friedman et al., 2010; Hall, Campbell, et
al., 2013; Hjermstad et al., 2003; Lobb et al., 2009; Parry et al., 2012; Zebrack,
2000). Of the reviewed studies, four utilised comparative groups related to
unmet needs among different: treatment types (Hjermstad et al., 2003);
countries (Hall, Campbell, et al., 2013); gender (Arden-Close et al., 2011); and
survivors and physicians (Friedman et al., 2010). Outcome measures varied
across all studies, although the majority related to unmet needs after
treatment completion (Table 2.3.2). The assessment of methodological quality
(Fowkes & Fulton, 1991) revealed most studies (n=5) were ‘good’; two were
classified as ‘poor’. Two studies (Parry et al., 2012; Zebrack, 2000) utilised
mixed method designs, six studies (Arden-Close et al., 2011; Friedman et al.,
2010; Hall, Campbell, et al., 2013; Lobb et al., 2009; Parry et al., 2012; Zebrack,
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2000) were cross sectional and one (Hjermstad et al., 2003) was prospective.
Methodological quality varied with sample sizes ranging from 22 to 477
participants and response rates varying from between 29% and 94%.

Results
Five tools were identified and could be dichotomised as either those
designed for cancer survivors (survivor-specific) or those developed for
cancer patients undergoing treatment and used with a cancer survivor cohort
(generic cancer tools). Utilising the definitions of informational and practical
needs as previously described ensured consistency with the data extracted
from the articles. Comparisons of the five main assessment tools identified in
this review are shown in Table 2.3.3.
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9Table 2.3.3 Comparison of Assessment Tools
Tool

Cancer
Survivorspecific

Content

Scale
Scoring

Information
Needs

Practical
Needs

CARES-SF (CAncer
Rehabilitation Evaluation
System Short Form)
CaSUN (Cancer Survivors
Unmet Needs Survey)

No

5 point
Lower scores =
fewer problems
5 point
Higher scores =
greater needs

No

Yes

Yes

Yes

EORTC QLQ-C30 (European
Organization for Research
and Treatment Quality of
Life Core questionnaire)

No

59 items—degree problem applies
5 summary scales: physical; psychosocial;
sexual; marital; medical interaction
35 supportive care needs items, 6 positive
outcome items, 1 open ended item
5 needs domains: existential survivorship;
comprehensive cancer care; information;
quality of life; relationships
5 functioning scales: physical; role;
emotional; social; cognitive
3 symptom scales: pain; fatigue; nausea &
vomiting
6 items: dyspnoea; sleep; appetite; diarrhoea;
constipation; financial impact

No

Yes

QoL-CS (Quality of Life
Cancer Survivors)

Yes

8 point
Function: higher
scores = better
function
Symptom: higher
scores = more
problems
10 point
Higher scores =
best QoL

No

Yes

SUNS (Survivors’ Unmet
Needs Survey)

Yes

5 point
Higher scores =
greater need

Yes

Yes

Yes

4 domains: physical well-being (8 items),
psychological well-being (18 items), social
well-being (8 items), spiritual/existential
well-being (7 items)
5 domains: informational needs (8 items),
financial concerns (11 items), access &
continuity of care (22 items), relationships (15
items), emotional health (33 items)
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The generic cancer tools: CAncer Rehabilitation Evaluation System Short
Form (CARES-SF); and European Organization for Research and Treatment
Quality of Life Core questionnaire (EORTC QLQ-C30) were not survivorspecific and no data in relation to previous use in any haematology survivor
cohorts was described (Hjermstad et al., 2003). Reliability scores and validity
information was variable in the detail reported. Similarly, the three cancer
survivor-specific tools: Cancer Survivors Unmet Needs Survey (CaSUN);
Quality of Life Cancer Survivors (QoL-CS); and Survivors’ Unmet Needs
Survey (SUNS) provided variable reliability and validity data (Arden-Close
et al., 2011; Hall, Campbell, et al., 2013; Lobb et al., 2009; Zebrack, 2000).

All studies documented tool domains and scoring scales. Only two tools
addressed both informational and practical needs (CaSUN, SUNS) (Hall,
Campbell, et al., 2013; Lobb et al., 2009). The SUNS is the only tool developed
using a mixed cohort that included haematological cancer survivors (Hall,
Campbell, et al., 2013). All reviewed articles reported the clinical usefulness
of the tools to the haematological cohort studied.

The majority of studies (n=5) assessed the informational needs of survivors
(Table 2.3.2). Of the survivor-specific tools used to assess informational
needs, the CaSUN (Lobb et al., 2009) includes an explicit information domain
with response items such as: “I need up to date information”; “I need
understandable information”. It is assumed that follow-up is required for
those patients who score highly for such items. The SUNS tool similarly
includes an informational domain with questions targeted to “Finding
information …” or “Dealing with fears … or feelings…”(Hall, Campbell, et
al., 2013). In general, a high score allows the assessor to identify areas of
need. However, neither tool explicitly asks if the survivor would like help
with their issue or concern.
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Arden-Close et al. (2011) measured gender-related informational needs using
the cancer survivor-specific tool QoL-CS. Although this article made genderspecific recommendations, it did not provide insight into what assessment
tools best identify gender differences. Friedman et al. (2010) developed a
questionnaire that focused on information that should be included in
survivorship care plans such as: specific information about cancer
recurrence; nutrition and exercise; screening plan; information for family
members. This questionnaire both identified needs and enquired whether
respondents wanted information. On the other hand, the CARES-SF
(Hjermstad et al., 2003) does enquire if patients would like assistance with
their

concerns.

However,

it

does

not

explicitly

identify

survivor

informational needs. In contrast, Parry et al. (2012) used a non-validated
survey that identified informational and practical needs of haematology
survivors examining if participants received the help they required.

The definition of `practical need’ differed between authors, making
identification of suitable tools somewhat difficult. The QoL-CS tool (ArdenClose et al., 2011; Zebrack, 2000) examined practical concerns including:
employment; sexuality; financial burden and fatigue. Unlike the other cancer
survivor-specific tools, a higher score indicated a better quality of life
outcome. It was unclear if the tool recommended users to follow-up concerns
that generated low scores. Similarly, the EORTC QLQ-C30 assessed the
practical need of financial concerns but focused on more treatment related
concerns that are unlikely in the survivorship phase (Hjermstad et al., 2003).
Needs relating to fatigue management, fertility, sexuality, nutrition, exercise,
insurance, finances and employment were explored by the majority of tools
or investigator-derived questionnaires to varying degrees. The late effects of
treatment were reported as both an informational need and a practical area
where a plan for screening should occur (Arden-Close et al., 2011; Friedman
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et al., 2010). Likewise, fear of recurrence issues were similarly reported
(Friedman et al., 2010; Hall, Campbell, et al., 2013; Hjermstad et al., 2003;
Lobb et al., 2009; Zebrack, 2000).

Although a variety of tools were used, there was consensus regarding the
most prevalent leukaemia and lymphoma survivor informational and
practical needs. The commonly reported informational needs were: treatment
late effects; cancer recurrence including fear of recurrence; care coordination;
and information on available resources (Friedman et al., 2010; Hall,
Campbell, et al., 2013; Hjermstad et al., 2003; Lobb et al., 2009; Zebrack, 2000).
The most consistently identified practical needs were: fatigue management;
employment; financial; insurance; family; and sexuality (Hall, Campbell, et
al., 2013; Hjermstad et al., 2003; Lobb et al., 2009; Parry et al., 2012; Zebrack,
2000). Arden-Close et al. (2011) addressed potential differences in gender and
found men wanted more information however were often unable to receive
this from the medical consultation. Women, on the other hand, were able to
discuss the topics they wanted. Other studies found women had higher
unmet needs related to family issues (Hall, Campbell, et al., 2013; Lobb et al.,
2009; Parry et al., 2012); similarly younger survivors had higher unmet
informational and practical needs (Hall, Campbell, et al., 2013; Lobb et al.,
2009). Conversely disease and treatment type did not identify those with
greater unmet needs.

Discussion
Providing information across the cancer continuum is one of the most
important aspects of care, yet it is a frequently reported unmet need
especially in the survivorship phase (Husson et al., 2013). Leukaemia and
lymphoma patients differ from other cancer patients in the considerable
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variability between their cancer types and the range of treatments affecting
many aspects of their lives (Hall, Lynagh, et al., 2013). With improving
survival rates, those diagnosed younger (18–45 years) can now expect to live
longer, raising additional concerns and unmet needs (Arden-Close et al.,
2011). Information provision must be individualised and tailored to specific
patients’ needs (Husson et al., 2013; Parry et al., 2012). As highlighted by
Friedman et al. (2010) survivorship care plans need to account for differing
informational and practical needs of survivors, primary care providers and
haematologists.

Generic cancer tools include items related to diagnosis and treatment issues,
which are not necessarily specific to the survivorship phase. This review has
shown that survivor-specific tools can be used to assess unmet needs of
leukaemia and lymphoma participants in the survivorship phase. Therefore,
tools specific to the survivorship phase would be more appropriate to assess
for unmet needs and concerns in this cohort.

Arden-Close et al. (2011) and Aziz (2007) have argued that survivors should
be afforded the opportunity to obtain support and access resources earlier in
the survivorship continuum. They assert survivors need information about
immediate and long-term impacts of the cancer, together with practical needs
related to fatigue, exercise, nutrition, fertility, sexuality, insurance, finances,
employment and late effects. Leukaemia and lymphoma survivors may also
want resources to address healthy lifestyle choices (Arden-Close et al., 2011;
Boyes, Girgis, D’Este, & Zucca, 2012) or support to deal with the
psychosocial aspects such as relationships, anxiety and fear of recurrence,
reported in many studies as the highest unmet needs (Hall, Campbell, et al.,
2013; Hjermstad et al., 2003; Lobb et al., 2009).
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We acknowledge a number of limitations. There was variation in tools used
across a wide range of survivors from the early survivorship phases (under
two years) (Hall, Campbell, et al., 2013; Hjermstad et al., 2003; Lobb et al.,
2009; Parry et al., 2012) through to 12 years post diagnosis (Friedman et al.,
2010; Zebrack, 2000). This made comparative generalisations of informational
and practical needs difficult and enabled only tentative conclusions. Our
findings are limited to comparing those areas surveyed with the assessment
tools. As such, the review could not determine a broader range of supportive
care needs for all haematological cancer survivors. Further, the relatively low
response rate reported for some studies reduces the likelihood of the sample
being representative of leukaemia and/or lymphoma survivor populations,
and sampling bias could result in distorted conclusions. Extracting the
psychometric properties of the tools was hampered by a lack of detailed data
to support validity and reliability (Hall, Campbell, et al., 2013; Hjermstad et
al., 2003; Lobb et al., 2009). Finally, an inherent bias in interpretation might
be considered.

Notwithstanding the limitations, this review identified a consensus on the
most prevalent informational and practical needs of leukaemia and
lymphoma survivors. This important finding can assist haematology cancer
nurses when making decisions regarding the most appropriate tools to use
and may assist in the development of haematology cancer survivor-specific
tools that measure: perceived informational and practical needs; the extent to
which needs are being met; and the survivors’ need for support across all
supportive care domains. In this way nurses are ideally positioned to
provide individualised information and resources to these survivors and
further this area of research.
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Conclusion
There is a paucity of studies related to leukaemia and lymphoma survivors
and specific validated tools that can be used to identify and measure the
informational and practical needs of this cohort. While cancer survivorspecific needs assessment tools do exist and have been used with more
common cancer groups, further research is required to determine their
relevance and applicability to leukaemia and lymphoma survivors to ensure
specific concerns are heard and addressed via appropriate support and
information. Equally, generating psychometric data will ensure valid and
reliable tools are utilised. As the only tool developed that included a
haematology cohort, the use of the SUNS tool in further leukaemia and
lymphoma survivor populations will allow a greater body of knowledge to
be developed.
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Literature Review Update
The same search criteria, terms and databases were reviewed to ascertain
recent developments and published research on needs assessment measures
used with lymphoma survivors. The search period was 2014 to January 2018.
Results found 30 abstracts worthy of further assessment, however no articles
met the original inclusion criteria.

Of these, six articles did not include lymphoma survivor cohorts (Burg et al.,
2015; Czerw, Marek, & Deptała, 2015; de Jong, Tamminga, de Boer, & FringsDresen, 2016; Faller et al., 2016; Smith, Klassen, Coa, & Hannum, 2016) or the
lymphoma survivor cohort was less than 50% (Klassen et al., 2017).

Seventeen articles did not discuss needs assessment measures and reported
health care provider perceptions (Coa et al., 2015; Daniel, Emmons, Fasciano,
Fuemmeler, & Demark-Wahnefried, 2015; Karvinen, Bruner, & Truant, 2015;
Spector et al., 2015) or measured only one informational or practical need,
such as fear of recurrence (van de Wal et al., 2016), distress (Hall et al., 2016;
Magyari et al., 2017; Mojs et al., 2017; Oerlemans et al., 2014; Raphael, Frey, &
Gott, 2017), fatigue (Daniels et al., 2014; de Lima et al., 2017; Kreissl et al.,
2016; Linendoll et al., 2016), cognition impairment (Krolak et al., 2017;
Zimmer et al., 2015) or employment (Arboe et al., 2017). Five articles assessed
the impact of cancer on the survivor rather than their practical and
informational unmet needs (Bryant et al., 2015; Drost et al., 2016; Jones et al.,
2015; Sarker et al., 2017; Smith, Samsa, Ganz, & Zimmerman, 2014).

Two articles included information from studies that had been identified and
reviewed in the systematic review article of this thesis (Hall, D'Este, Tzelepis,
Lynagh, & Sanson-Fisher, 2014; Jiao et al., 2017). Hall, D'Este, et al. (2014)
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undertook a sub-analysis of the participants who had indicated high or very
high unmet needs in the SUNS. Jiao et al. (2017) undertook a rapid review of
needs assessment measures for post-treatment survivors. The authors
identified six studies that described five needs assessment measures. Two
measures were specific to survivors of a childhood cancer, and the three
other measures had been used in studies previously examined in this review.

Chapter Summary
Published literature related to models of post-treatment follow-up cancer
care and cancer survivorship care was reviewed and discussed in the
published model of cancer survivorship care review and updated review.
There was a lack of robust evidence to guide development of evidence-based
survivorship models of care including recommendations for the health
professional best placed to lead and/or deliver this care. Therefore, as the
researcher is a nurse, it was important to develop and test the viability of a
nurse-led survivorship model of care.

Similarly, the second integrative literature review revealed a lack of evidence
in the published literature regarding the use of SCPTS with lymphoma
survivors, and the methods and frameworks that could be used to develop
and deliver these tools. Further, there was a lack of personalisation of the
SCPTS to the patient. Consequently, this prompted the researcher to develop
and test a unique lymphoma-specific SCPTS for this study, the detail of
which is outlined in Chapter Four.

There is still a need for strong research that tests the appropriateness of
currently validated cancer survivorship-specific measures that will best
assess unmet needs in lymphoma survivor cohorts. The final systematic
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literature review assessed validated needs assessment measures that had
been developed and/or tested with lymphoma survivors. This work resulted
in the Short-Form Survivor Unmet Needs Survey (SF-SUNS) being chosen as
the most appropriate measure for this study. Further details are outlined in
Chapter Four.

In summary, at the completion of these reviews, clear gaps were evident in
some areas: the most suitable model of care for lymphoma survivors; the
most appropriate SCPTS to use with this cohort; and the best measures to
capture lymphoma survivorship-specific unmet needs. The outcomes from
these reviews supported the need for high-quality research such as the
pragmatic randomised controlled trial used for this thesis. The following
chapter outlines the conceptual framework that guided this thesis.
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