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Abstract

The goal of post treatment survivorship care is primarily to promote the health of an individual. This goal has clear
resonance with theories and practice of nursing, where the essence of specialised nursing knowledge is directed
towards helping individuals regain health, at a time when they are unable to, or lack an appreciation of the importance
of doing so. With impressive improvements in survival rates, survivors of Hodgkin’s Lymphoma constitute a large
cohort of survivors who are at risk of developing long-term and late effects related to treatment. Late effects include
secondary malignancies, cardiac dysfunction, endocrine dysfunction, infertility, functional decline and psychosocial
morbidity. Many late effects are avoidable or amenable to amelioration by early detection or risk modification. This
paper describes the development of an innovative model of nurse-led care, delivered within the context of a multi-

disciplinary, haematology, late effects clinic.

The provision of follow-up care to cancer survivors is an
essential component of excellent cancer care.! Essential
features of high quality models of survivorship care
include comprehensiveness, a coordinated approach and
individualised care provision." Models differ based on the
needs or risk-determinants of specific cancer patients,
however their intent is the same — the delivery of multi-
disciplinary follow-up care to optimise survivor wellbeing
and improve treatment outcomes.

As role boundaries between health professionals become
increasingly blurred in response to a changing and
diminishing workforce, an increase in numbers of cancer
patients and survivors,? and a desire to deliver patient
centred care,® new models of care delivery are becoming
increasingly prevalent. However, the potential contribution
of any new model of care must be considered according to
its capacity to optimise patient outcomes during treatment
and survivorship. For patients with cancer, life beyond
treatment is affected by physical, psychological, social and
spiritual needs.*5 Fatigue, sterility, loss of sexual function,?
anxiety, uncertainty, social isolation,®” financial hardship and
search for meaning in life,® can all impact survivorship. This
plethora of needs indicates the importance of providing
effective survivorship care across a range of domains and
reinforces the importance of multidisciplinary care provision.
Furthermore, this complexity of need highlights the difficulty
of designing and implementing models of follow-up that are
both responsive to the needs of cancer survivors, but are
also feasible and achievable in practice. Nurse-led services
have been proposed as one means to help address some
of these challenges.?®

Nurse-led services

Nurse-led services are characterised by the delivery of
evidence based, patient-centred care, focused on patient-
centred outcomes and delivered by advanced practice
nurses.'® Patient centred care is defined as the provision
of information by a health care provider in a manner that:

educates patients; is inclusive of family and friends; meets
a person’s emotional and physical needs; is respectful of
individuals’ preferences; and is delivered in a coordinated
and cohesive manner." These characteristics have strong
resonance with recommendations for survivorship care
articulated in the Institute of Medicine's report, From
Cancer Patient to Survivor: Lost in Transition.® They also
resonate with an evolving paradigm of cancer survivorship
in which the traditional focus on disease orientation and
physical dysfunction is replaced by a multi-disciplinary,
rehabilitative approach to the promotion of healthy living.’
Patient centred outcomes include health related quality of
life, functional status, emotional wellbeing, optimism and
motivation to engage in health promoting activities.'?

Nurse-led clinics

One of the ways in which nursing is attempting to
respond to the drive for new models of care is through
the development of nurse-led clinics. Current treatment
review appointments are generally a very brief focus on the
detection of cancer recurrence and physical side-effects,
but do not adequately deal with patients’ needs, nor do
they realise the opportunity for health promotion.'® To date
there have been no robust, empirical studies that report
the potential of nurse-led, cancer survivorship clinics to
enhance long-term survivor outcomes. There is however,
a steady growth in literature that claims a positive impact
from nurse-led, follow-up care on patient outcomes in the
period immediately after treatment completion. Studies
published over the past decade indicate that nurse-led
follow-up results in:

a greater number of referrals and liaison with other
support services than traditional models of follow-
Up14,15

increased satisfaction with provision of follow-up,
including organisation of care, information and advice,
reassurance and overall rating of support'®7:18
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greater capacity to respond to individual need through
more flexible models of follow-up, for example, by
telephone or patient driven needs initiated follow-up'®

capacity to maximise opportunities for behavioural
change through targeting interventions to a “teachable
moment”2°

provision of individualised, tailored self-care information,
linked to a reduction in patient-reported physical
problems.®

Crucially, nurse-led clinics have been shown to be safe,
with no difference found between nurse-led and medical
follow-up of patients with early stage breast cancer in
terms of disease outcomes, such as overall survival or
time to detection of recurrence.®>'*'° In a randomised,
equivalence trial of study to compare hospital versus
nurse-led telephone follow-up for women with breast
cancer (n=374), telephone follow-up was well received
by women in the intervention arm, with no physical or
psychological disadvantage.” Similarly, no statistically
significant difference was reported for time to symptom
detection in a sample of 400 men with prostate cancer
randomised to hospital nurse-led follow-up (n=200)
versus conventional follow-up (n=200)," and in a
randomised control trial to compare hospital nurse-led
follow-up (n=99) versus conventional follow-up (n=103)
for patients with non-small cell lung cancer.”” However,
results from a recent systematic review of nurse-led
versus conventional physician follow-up for patients with
cancer concluded that the current evidence available was
characterised by methodological limitations, including
inadequate randomisation processes, lack of blinding,
poorly reported statistical tests and underpowered
studies.?? Further research is needed to demonstrate
benefits in terms of survival, patient wellbeing and cost-
effectiveness.??

Quality nurse-led care

A review of theoretical and descriptive papers on the
evolution of nurse-led services,*%223|ed to the identification
of five essential characteristics of quality, nurse-led follow-
up care.

1. Nursing expertise

Care planned and led by specialists with cancer site/
disease specific expertise.

2. Nurse-led care coupled to a robust evaluation
framework

Care that is focused on achieving specific results. There
are clearly articulated, measurable outcomes.

3. Driven by a theoretical framework

The nature and choice of interventions offered, their dose,
frequency, intensity, duration and proposed outcomes
should be based on sound theoretical propositions.

4. Multidisciplinary collaboration

Patient eligibility criteria for the nurse-led clinic, care
pathways and protocols for the clinic should be based on
an agreed, service-wide model of care delivery.

5. Evidence-based care

The nurse-led clinic should function according to evidence
based protocols/best available evidence and practice
driven by best practice guidelines.

Below, we describe how these characteristics have been
applied to the development of nurse-led care for patients
who have completed treatment for Hodgkin’s lymphoma
at the Peter MacCallum Cancer Centre in Melbourne,
Victoria.

Haematology late effects and nurse-led
survivorship care

Long-term survivors of childhood, adolescent and adult
Hodgkin’s Lymphoma (HL) are an expanding patient
group who encounter a wide range of survivorship
issues. With advances in multimodality therapy, survival
rates from HL now exceed 90%.2* However, among
patients who do not survive, approximately half die as a
direct result of HL, 20% from new cancers and 14% from
cardiovascular complications.?® In addition to physical
effects, evidence from a qualitative survey of 1024
cancer survivors of mixed diagnoses, indicated that
the transition from treatment to long-term survivorship
is marked by significant emotional and psychosocial
concerns.?® One hundred and twenty two respondents
(12%) were diagnosed up to one year, 42% between two
to five years and 45% over five years. Almost half, (49%),
reported emotional concerns, 60% relationship problems
and a third (338) having trouble coping with emotional
concerns. Over half of the study sample, (53%) reported
their emotional needs harder to cope with than their
physical needs.?®

Data from a recent study of 1040 cancer survivors,
two to five years after completing treatment, (39% of
whom were survivors of haematological malignancies),
demonstrated a lack of awareness of heightened health
risks following treatment completion and inadequate
information provision to enable people to manage future
health needs.? Information needs were prevalent among
the total study sample, with unmet information needs
reported in relation to: follow-up care and surveillance
(71%); health promotion (68%); late effects of treatment
(63%); psychosocial issues (54%) and sexual function
and fertility (31%). Similar findings were reported from a
study of 266 cancer survivors regarding their knowledge
of increased vulnerability to health problems following
treatment completion.?” The authors concluded that the
knowledge deficits identified limited survivor awareness
of their health risks and the importance of adopting
healthy lifestyle behaviours. As the numbers of HL
survivors grow, it is imperative that they are able to adopt
healthy behaviours in order to maximise quality of life and
longevity.* Nurse-led care has the capacity to improve
survivors’ outcomes by recognising and dealing with
psychosocial distress, ensuring survivors have adequate
information and support and by promoting sustained
behavioural change.?°
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Nurse-led care in the context of a
multidisciplinary, haematology late effects
clinic

The Late Effects Clinic at Peter MacCallum Cancer Centre
was established in 2000 and is one of three known late
effects units for adult survivors in Australia. Referrals
come from all over Australia and include hospitals,
advocacy groups, primary care physicians and survivors
who may self-refer. Patients are accepted into the unit
five years after completion of treatment. Despite an
acknowledgement that survivors experience unmet
informational and emotional needs during early stages
of survivorship (for example, from time of diagnosis or
during treatment),?® the clinic was developed to address
the needs of the growing population of longer term
survivors, who experience increased risk from and impact
of late effects at a time when the frequency and intensity
of follow-up decreases.>?*%° Currently, there are 396
patients on the late effects unit database, of whom
36% are survivors of haematological malignancies. The
team includes a haematologist, transplant physician,
radiation oncologists, fellow and registrar, cardiologist,
endocrinologist, primary care liaison officer, psychologist
and a specialised late effects social worker. In 2008, a
late effects nurse consultant was appointed to the team
to work specifically with survivors of haematological
malignancies. The position was motivated by recognition
of the considerable health deficits experienced by survivors
of heamatological malignancies.

Prior to each late effects clinic, all patients scheduled to
attend are considered in detail by the multidisciplinary
team in order to consider anticipated health risks, review
relevant past disease and treatment issues and relevant
or potential areas of risk. Any screening investigations
required are identified in advance of the clinic appointment.
This preparatory work is undertaken to maximise
efficiency of the review appointment for the individual and
multidisciplinary team. The model of care in the late effects
clinic is strongly patient orientated, with outcomes directed
at sustained or enhanced wellbeing of each attendee. Al
relevant practitioners meet with the patient on the same
day. Patients remain in one location throughout the visits
and are not required to move from room to room for
consultations with the relevant practitioners.®’

A model of nurse-led, late effects
consultations

Referral for nurse-led consultation is a core element of
the late effects model of care at Peter MacCallum Cancer
Centre, based onevidence that nurse-led consultations may
improve survivor outcomes. Nurse-led consultations aim
to address patient needs through systematic assessment
of supportive needs and identification of dominant patient
concerns in order to deliver individualised, comprehensive,
education packages to promote a healthy lifestyle.®> The
structure of the nurse-led service is based on quality
components of nurse-led care as defined above. Care is
planned and delivered by an expert haematology nurse
with 13 years experience in the specialty. All consultation
interactions, interventions and patient outcomes are

recorded in a dedicated database to assess the impact
of the late effects nurse consultant contribution to
survivor outcomes. The choice of interventions offered
are targeted at relevant, patient centred concerns and are
amenable to nursing intervention (ie. there is adequate
indication of the capacity of the intervention to improve
patient reported outcomes). Patient eligibility criteria for
nurse-led consultation, evidence based care pathways
and protocols for the clinic have been developed in
consultation with the multidisciplinary, late effects team.

Since the incidence of emotional distress is significant
in cancer survivors,® screening for emotional distress
is undertaken at every consultation, with timely referral
for specialist support as needed. The late effects
nurse consultant has undergone training in eliciting
and responding to emotional cues and uses a locally
developed supportive care needs screening tool in all her
consultations.

The nursing consultation focuses on six key domains,
informed by best available evidence, to indicate prominent
health related needs for cancer survivors: physical activity;
healthy eating; smoking status; alcohol consumption; self
examination; and sun protection.®33343% The information
is presented to each individual within the context of an
education package directed specifically at their concerns,
problems or health risks. Concerns or risks are identified
during completion of the screening tool and through
data provided by patient self-report measures completed
by each individual prior to attending the consultation.
Measures include the General Health Index,® a 22 item self-
report instrument that assesses perceptions of personal
health and the Health Promoting Lifestyle Profile 11,% a 56
item self-report tool to assess frequency of engagement in
health promoting activities. The purpose of the education
package is to inform survivors about the importance of
healthy lifestyle behaviors in a manner that motivates and
promotes sustainable, behavioural change.®” In response
to evidence indicating lack of awareness of where to find
additional supportive information, each individual is given
details of recommended websites to access information
when at home.®

As gender, age, primary diagnosis and treatment history
all impact the nature of late effects experienced and risks
associated with them, the ability to undertake screening
and assessment is essential to the success of the
nursing consultation.®” Education provision is tailored to
each person’s social context, personal beliefs and health
requirements. The interventions form part of a cohesive,
multidisciplinary survivorship care package.®

Survivorship care plans are recognised as an important
element of comprehensive survivorship care and as a
means of raising survivors’ awareness of the importance
of surveillance, healthy living and a coordinated plan of
follow-up care.’In response to evidence that indicates
that as few as 30% of survivors know they are at risk
of developing late effects and that as many as 15%
of cancer survivors choose not to attend long-term
follow-up clinics,*® each survivor attending for nurse-led
consultation receives an individualised care plan. This
includes details of medical history, treatments received,
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potential for late effects, requirements for follow-up
appointments, tests and reasons for them. The care
plan focuses on health promotion and highlights the
need for and how to adopt healthy behaviours. It also
addresses psychosocial issues, how to identify them
and where to get help. A copy of the care plan is sent
to each person’s primary care physician to ensure
they are kept up-to-date with information essential
to monitoring the health of a cancer survivor and to
provide the cancer survivor with a knowledgeable
source of support and advice close to home.

Conclusion

This innovative nurse-led model of survivorship follow-
up is in its infancy. Data is currently being gathered to
evaluate its contribution to the outcomes of survivors
of haematological malignancies and findings will be
published in 2010. The interventions are informed by
patient reported concerns and common concerns of this
survivor group, are delivered by an advanced practice
haematology nurse, have been based on best available
evidence and endorsed by a multidisciplinary team of
experts in the field. As such, the initiative demonstrates
an evolution in the thinking around the development of
nurse-led follow-up and may offer a useful model for
the development of other nurse-led models of cancer
survivorship care.
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