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The Unmet needs of cancer survivors in Ireland:

For too long, the needs of people who survive cancer have not been prioritised.
This is because the focus has been on survival, rather than the lives of those who
have survived.

There is often an expectation cancer survivors will return to “normal life” once their
treatment has stopped. However, many experience long-term side effects and
other challenges for years afterwards. Others, with currently incurable cancers, may
remain on treatment for the rest of their lives.

Short- and long-term effects of cancer treatment can affect every aspect of daily
life. Physical issues include incontinence, bowel problems, sexual dysfunction,
weight changes, sleep disturbance and fatigue. Emotional and psychological
effects include shock, distress and fear of recurrence, low self-esteem and
depression. Social and intimacy issues include lack of support, fear of burdening
family and friends, loss of identity and altered relationships. And financial issues
include increased stress due to financial difficulties, lack of or reduced household
income, and an increase in costs to help manage side effects of treatment.

Understanding where support services could help address these issues is a first
step in transforming the lives of the almost 200,000 people in Ireland living with or
after a cancer diagnosis. To that end, this report considers the needs of survivors
of adult cancers. A separate piece of work has been carried out into the needs of
survivors of childhood cancers.

This research shows it is critical cancer survivors are provided with tailored
support programmes specific to their cancer and treatment type, to meet their
unigue personal, emotional, practical and social needs. Survivorship care must be
individualized and reflect our research finding that no ‘one-size fits all’.

This report also highlights that we need to learn more about what is important
to cancer survivors, particularly amongst the less common cancers. However,
it is important we act on what we already know and do not delay in making real
changes and enhancing services.

For many years, the Irish Cancer Society has highlighted the lack of State support
for cancer survivors. We were pleased the National Cancer Strategy 2017 — 2026
recommended significant improvements in this area and are currently pushing for
the strategy to be delivered in full. This, together with the full implementation of the
recommendations of this report, would make a big difference for cancer survivors
and their families.

Cancer survivors in Ireland deserve world-class State supports and there should
be no delay in making improvements that are needed right now by thousands of
families all over Ireland.

The Irish Cancer Society’s own services also have a key role to play in helping
people improve their quality of life. Currently, we help survivors through our
Freephone Nurseline, Daffodil Centres, specialist nurses for prostate cancer
survivors, counselling and patient conferences. We have also funded programmes
to help people improve their quality of life after treatment through physical exercise.
In addition, our peer support programme provides survivors with invaluable support
from others who understand what they are going through.
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This report will help us improve those services and inform the development of new
ones. It should therefore help to deliver tangible improvements in supports for
cancer survivors and their families.

At the same time, further research is needed, particularly into the needs of survivors
of less common cancers. Otherwise, there is a risk of widening inequality between
survival rates, treatment options, research investment, stage of diagnosis and
socio-economic profile of different cancers. Indeed, it is the survivors of cancers
not included in this report that arguably have the greatest need for support.

Advances in cancer research and services mean more people are surviving cancer
than ever before. Now we must do more to ensure each and every one of them has
the support they need to live life to the full. Ireland’s growing community of cancer
survivors, and their families, deserve nothing less.

M KW& ; N

Averil Power
CEO
Irish Cancer Society
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More than 40,000 people are diagnosed with
cancer in Ireland every year. The arrival of
better treatments and medicines means that
more people are either being cured or living
much longer after their diagnosis. The number
of such survivors is growing rapidly. In 2016,
the number of survivors stood at 173,000
which means that in 2019 that figure is over
200,000 people.

Cancer treatments such as surgery,
radiotherapy, and chemotherapy may have a
long-term impact on people’s health and result
in day-to-day practical difficulties. Because of
this, many people who have been through a
cancer diagnosis may require ongoing medical
and non-medical care and support.

The National Cancer Strategy 2017-2026
was developed by the Department of Health
together with a large number of stakeholders.
Part of this strategy seeks to identify and
address the needs of everyone who has been
diagnosed with cancer in Ireland.

Some work to improve supports for cancer
survivors is underway but more needs to be
done. Working closely with the Irish Cancer
Society and the National Cancer Control
Programme (NCCP), the National Cancer
Registry Ireland (NCRI) were asked to assess
what is already known about the needs of
adults who have been through a cancer
diagnosis, with emphasis on the needs that
are not being met. It should be noted that
the challenges facing adolescents, young
adults, and children with cancer are likely to
be considerably different from adult cancer
survivors. Therefore, the unmet needs of
young people were examined by the NCCP as
a separate piece of work, not included in this
report.

By understanding the unmet needs of these
cancer survivors, decisions can be made on
how best to implement and deliver a model for
survivorship care here in Ireland The first stage
in this process and the purpose of this report
is to understand what is already known from
previous research regarding the unmet needs
of adult cancer survivors.

The NCRI have therefore examined all available
research studies that have previously reported
on the needs of adult cancer survivors in
Ireland.

This review showed that there has not been

a lot of research in this area previously. Most

of the research looked at the more common
cancers in Ireland, such as prostate, colorectal,
and breast. There was some research
completed about the needs of people with
head and neck, blood, and gynaecological
cancers. Some of the unmet needs identified
where specific to certain cancer types, such as
swallowing difficulties in head and neck cancer
survivors or erectile dysfunction in prostate
cancer survivors.

The research also showed that some unmet
needs are shared between different cancer
types. These more shared needs included
physical and psychological problems, as well
as a lack of information about their healthcare.
Overall, the research revealed that there

are obvious gaps in what is known about
survivors’ care and support needs. There was
a lack of research into the unmet needs of
those with rarer or more aggressive types of
cancer. These findings show the importance
and urgency in assessing the needs of
survivors with less common cancers and in
developing support programmes to meet
these needs. Further research is therefore
needed to get a more complete picture of
the care needs of everyone in Ireland living
with or after a cancer diagnosis. Because of
continued improvements in treatment and
care, these needs are also likely to change
over time. Therefore, a key recommendation
from this research is to begin to regularly
collect important information about the needs
of cancer survivors directly from survivors. In
the next phase of this research project, the
NCRI, supported by the Irish Cancer Society,
will kick-start this process by completing

a national survey of cancer survivors. It is
hoped that this survey will greatly help with
motoring survivor’s needs as well as planning
programmes to improve cancer patient
experience.
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Advances in cancer detection and treatment have resulted in continued
improvements in life-expectancy for many. However, the ever increasing numbers
of people living with a cancer diagnosis has brought about appreciation that their
needs go far beyond the treatment of cancer itself. This emphasis on treating

a disease, while undeniably important, can come at the expense of the person
living with or beyond cancer. This time period, following a cancer diagnosis or
following treatment, is described as survivorship.

Although some people diagnosed with cancer will recover substantial functional
capacity and can resume their everyday activities, evidence is accumulating
that others experience significant morbidity. This morbidity is associated with
ongoing, and often unmet, needs for support and care.

In recognition of this, the National Cancer Strategy (2017-2026)" has specifically
determined that addressing the unmet needs of cancer survivors should be a key
area of focus. Specifically, recommendation 41 of the National Cancer Strategy
charged the National Cancer Control Programme to undertake a survivorship
needs assessment and subsequently develop a model of survivorship care. In
advancement of this recommendation, and in support of the National Cancer
Control Programme, the National Cancer Registry and the Irish Cancer Society
undertook a scoping review of the available research evidence of adult cancer
survivors’ unmet needs in Ireland.

It is recognised that the needs of childhood, adolescent, and young adult cancer
survivors can be distinct to the needs of adult cancer survivors, and therefore,

a review of the available research on this specific cohort was examined by the
NCCP as part of a separate report?.

Scoping studies are a form of literature review, which examine the extent,
range, and nature of research activity on a particular topic and identify gaps in
the existing literature. The current review identified 34 eligible papers from 27
individual research studies from Ireland, published since 1998.

The findings can be summarised as follows:

> Evidence of unmet needs in cancer survivors were observed across a
spectrum of cancer types and domains of unmet needs.

> Some unmet needs were observed across multiple cancer types, in particular:
— physical needs (specifically, pain, fatigue, and sleep disturbances);
— psychological needs such as the fear of recurrence;
— need for greater access to support services;
— sexuality related needs;

— information deficits;

1 Department of Health. (2017). National Cancer Strategy (2017-2026). Department of Health; Dublin.

2 Barrett P, Mullen L, McCarthy C. (2018). Survivorship after childhood cancer — health needs assessment
2018. National Cancer Control Programme; Dublin.



The Unmet needs of cancer survivors in Ireland:

— the need for increased information from health professionals;
— financial hardship (actual and perceived hardship).
> However, other unmet needs were cancer-specific, for instance:
— urinary incontinence and erectile dysfunction in men with prostate cancer;
— bowel dysfunction in colorectal cancer survivors;
— eating difficulties in head and neck cancer.

> Unmet needs did not exist in isolation, but were related to one another
(e.g. long term psychological effects can be linked to physical needs), and
commonly related to the treatment rather than the disease itself (e.g. men who
received radiotherapy were likely to experience worse bowel symptoms than
those who underwent surgery).

It is therefore clear that the needs of people living with and beyond cancer
in Ireland are not currently being met.

While the cancer itself can lead to unmet needs, it must be also recognised that
the treatment of cancer is not without its consequences. The needs of people
in Ireland are multifaceted and complex; some needs are common among
different cancer types, while others are cancer-specific. A model of care that
truly addresses the needs of all people living with and beyond cancer in Ireland
must recognise that one size does not fit all. Such a model of care must also
recognise that the needs of patients are not static but fluid, and that there are
significant gaps in our knowledge-base.

While some cancers and some domains of unmet needs have been relatively
well studied in Ireland, others have not. Therefore, this review also identifies the
considerable need for further research. Prostate cancer was the most commmonly
researched cancer type, followed by colorectal, breast, and head and neck
cancer. However, other cancers types were underrepresented in the research
literature and not all cancers could be included in this review. In particular, there
was a lack of evidence on some cancers with low population numbers and

high mortality rates (e.g. pancreatic cancer). The needs of survivors with these
rarer types of cancers are likely to be different to those of survivors of more
common cancers, and they are currently poorly understood. Focusing resource
investment and research on the more common cancer types, which already
have strong funding streams and often good treatment regimens, may widen the
gap between cancers in terms of unmet needs and deepen the disadvantage
experienced by people with less common cancers.

Additionally, little is known about the family-related, patient-clinician
communication, cognitive, and spiritual needs or Irish cancer survivors, and
there is a dearth of research on the specific needs of people with metastatic and
hereditary cancer. Furthermore, no population-based longitudinal studies exist
which would inform how the needs of survivors change over time.

Thus, the planning and design of survivorship strategies in Ireland, and in the
underrepresented cancers in particular, would benefit from routine and serial
collection of detailed information, with specific and standardised unmet need
survey instruments. This would allow accurate, representative, and timely
monitoring of the needs of cancer patients in Ireland, and should inform the
model of care being developed by the NCCP.
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As a result of this scoping review, the following recommendations have been
made in addressing the unmet needs of people with and beyond cancer in
Ireland:

1. Survivorship care programmes should be tailored to address the specific
needs (physical, psychosocial, practical, and spiritual) of individual cancer
survivors as ‘one size does not fit all.’

2. Specific survivorship care services are required to address unmet physical,
practical and psychological needs across most cancers. These include: social,
sexual, practical, quality of life, information, communication, family and spiritual
needs.

3. Research on specific aspects of cancer survivors’ unmet needs is lacking.
These include: particular cancer types (e.g. rarer cancers) which are under-
represented in the existing literature, hereditary and genetic cancers,
metastatic cancers; the impact of treatment side-effects on survivors,
longitudinal data on unmet needs, financial needs of cancer survivors and
relationships between unmet needs and socio-economic status. Prioritisation
of research in these areas is required by relevant organisations.

4. Survivorship care evidence is required for the acute care phase as well as
beyond treatment.

5. Survivorship care services should be evaluated at population level to measure
progress in quality of life outcomes and routine monitoring tools are required.

6. Service performance monitoring is required to provide evidence of deficits
in services for population subgroups (e.g. geography, deprivation levels,
comorbidity, or sexual orientation).

7. Health economic research will be valuable to assess the cost of survivorship
services and the quality of life benefits for patients.

8. A comprehensive unmet needs work programme (incorporating a national
survey of cancer survivors) is required to address the gaps in evidence
on cancer survivor’s unmet needs identified in this review and support the
implementation of national cancer survivorship care strategies. Such work
programmes should be undertaken on an ongoing basis in order to continually
and consistently monitor progress and success of these survivorship
strategies.
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The global cancer survivor population is
growing steadily due to increasing incidence
as a consequence of population ageing

and improving survival which is in part due
to earlier cancer detection and therapeutic
advances. The International Agency for
Research on Cancer estimated that, in 2018,
the total number of people who are alive
within 5 years of a cancer diagnosis, called
the 5-year prevalence, is estimated to be
43.8 million compared to 2012 figures of
32.6 million [1].

In Ireland, the Annual Report of the National
Cancer Registry Ireland published in
November 2018 [2] reported rising annual
incidence, with the total numbers of cancers
diagnosed annually having increased by
about 85% since the mid-1990s mainly due
to population growth and ageing. Although
cancer is now the most common cause of
death in Ireland with an average of 8,875
deaths from invasive cancer occurring
annually between 2013 and 2015, survival
has increased significantly since the mid-
1990s. Over 62% of patients diagnosed
with cancer (excluding non-melanoma skin
cancer) between 2010 and 2014 survived
at least 5 years compared to less than 45%
of patients diagnosed between 1994 and
1998. These patterns have contributed
significantly to cancer prevalence. In
survivors, the most prevalent cancers
(excluding non-melanoma skin) were: breast
cancer (23% of all cancer survivors), prostate
cancer (20%), colorectal cancer (12%)

and skin melanoma (7%). In contrast, lung
cancer, a common but high-fatality cancer,
accounted for only 3% of survivors while
less common, high-fatality cancers such as
liver, pancreatic, oesophageal and stomach
cancers combined comprise less than 3%
of total cancer survivors. Figure 1 presents
the number of cancer survivors in Ireland
alive at the end of 2016 by cancer type and
gender. A total of 173,000 cancer survivors
(including those still undergoing active
treatment or palliative treatment in addition
to longer-term survivors) were estimated to
be alive at the end of 2016; this number is
estimated to have increased to over 200,000

by the end of 2019. The National Cancer
Registry also forecasts a potential doubling
of annual cancer incidence between 2015
and 2045 assuming that 2011-2015 cancer
incidence rates persist over the next 30
years. Even if we assume a decreasing
incidence rate to reflect the recent pattern
for some cancers, the overall increase by
2045 could still be approximately 50% [2].
Appendix 1 presents a projection applying
the average annual age-specific cancer
incidence rates for 2011-2015 to the
estimated population in Ireland to 2045.
Such an increase in incidence will bring with
it an increasing burden of prevalent disease
in Ireland for patients, their families and the
Irish healthcare system [2].

While many people diagnosed with cancer
can expect to regain their health-related
quality-of-life [3] and return to ‘normal

life’ [4-6], survivors often experience
problems resulting from the cancer and

its treatment. This may include functional
and psychological issues, social, sexual
and relationship difficulties, and financial
problems [4-10]. Consequently, they may
need medical and non-medical support
and care, but these needs often go unmet
[11, 12]. Quantifying how many survivors
have poor outcomes, experience difficulties,
limitations, or unmet needs, and which
subgroups are at greatest risk, is a first step
in developing supportive interventions and
services.

Unmet needs of cancer survivors are
needs which are currently lacking the

level of support required for an individual

to achieve optimal wellbeing [13]. These
needs can occur in a range of areas (e.g.
physical, financial, psychological, social,
health system/information needs). They can
also occur throughout the patient journey
before, during, and well beyond treatment.
International research across cancer types
has identified common unmet needs in
cancer survivors related to intimacy, physical,
psychological/emotional, social needs,
information sharing, and communication
needs [14,15].
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However, the supportive care needs of
international survivors may differ from those
of cancer survivors in the Irish healthcare
system.

Research has examined unmet needs of
cancer survivors in lreland. However, the
breadth and depth of this research, in terms
of the cancer types investigated, as well as
the type and extent of unmet need of cancer
survivors in Ireland has not been assessed.
Furthermore, the extent to which there are
gaps in the evidence base for specific unmet
needs is also unclear.

To address the challenge of managing

the growing needs of those living with

and beyond cancer, the recent Irish
National Cancer Strategy (2017-2026) [16]
recommended that designated cancer
centres working with the National Cancer
Control Programme, the Irish College of
General Practitioners, primary care services,
patients, and voluntary organisations should
develop and implement cancer survivorship
programmes [16]. These programmes

will emphasise physical, psychological,

and social factors that affect health and
wellbeing, while being adaptable to patients
with specific survivorship needs following
their treatment. In order to achieve this
recommendation, it is important to establish
what the major needs in cancer survivorship
care are in Ireland. A ‘needs assessment’

of those living with and beyond cancer in
Ireland is required.

The National Cancer Registry have been
commissioned by the Irish Cancer Society
to undertake a scoping review of the
current literature on the unmet needs of
Irish cancer survivors. This was undertaken
in collaboration with the National Cancer
Control Programme (NCCP). The overall
aim of this review was to establish an
understanding of the unmet needs for those
living with and beyond cancer in Ireland.

1"

The specific objectives of the review are to:

> Undertake a scoping review of the
current evidence on the unmet physical,
emotional, practical and social needs of
those living with and beyond cancer in
Ireland.

> Develop a comprehensive evidence base
for future phases of research around
unmet needs; specifically focus groups
and patient surveys among cancer
survivors exploring their unmet needs.

> Facilitate the identification of future
research priorities in the area of cancer
survivorship in Ireland.
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Figure 1: Number of cancer survivors: prevalence by cancer type and gender

Male
Prostate I 35,125
Colorectal | 11420
Melanomaskin | 4,666
Testis | ] 4424
Bladder | 3.466
Leukaemia | 3,002
Kidney | 2,898
Lung | 2814
Mouth & pharynx | 1,884
Stomach | 1,329
Brain &CNS | 1,047
Multiple myeloma | 959
Oesophagus | 770
Thyroid | 646
Liver | 422
Pancreas | 354
0 10,000 20,000 30,000 40,000
Fixed duration Estimated prevalence
prevalence (1994-2016) (pre-1994)
Female
Breast Bl 30539
Colorectal l 9205
Melanoma skin J 7628
Corpus uteri | 5423

Cervix I 419
Ovary | 3,025
Lung | 2,923
Thyroid | 2,196
Leukaemia | 2,193
Kidney | 1,844
Bladder ] 1,613

Mouth & Pharynx | 1,053
Other gynae’ || 965
Brain & CNS | 908
Stomach | 808
Multiple myeloma || 682

Oesophagus | 475
Pancreas | 410
Liver | 172

0 10,000 20,000 30,000 40,000

Fixed duration Estimated prevalence
prevalence (1994-2016) (pre-1994)

Only the most common cancers are shown. The numbers reflect the combined height of the stacked bars (complete
prevalence), i.e. the number surviving with a particular cancer on 31/12/2016. The higher the stacked bar, the greater the

number of survivors with that cancer type.

T Other gynaecological: vulva, vagina, uterus and placenta
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Scoping studies represent an increasingly
popular approach to reviewing health
research evidence [17]. They are used to
examine the extent, range, and nature

of research activity, determine the value

of undertaking a full systematic review,
summarise and disseminate research
findings and identify gaps in the existing
literature [18]. As such, this method is
appropriate for the aims and objectives of
this research. For this study, we adhered
to the Preferred Reporting ltems for
Systematic reviews and Meta-Analyses
extension for Scoping Reviews (PRISMA-
ScR) [19] reporting guidelines (Appendix
2). The scoping review is registered on the
Open Science Framework (OSF; an open
source software project that facilitates
open collaboration in science research).
Specific aims of the scoping review and the
accessible summary are available to view at:
https://osf.io/ax7r2/. Appendices contain
review materials with additional information
such as detailed tables and figures.

Search strategy

Database search strategies were defined

by Conan Donnelly (CD), Mairead O’Connor
(MO’C) and Bernadine O’Donovan (BO’D)
(see Appendix 3). We searched five
databases (Embase, PubMed, PsychINFO,
CINAHL Complete and Cochrane Library)

to identify studies, published between
January 1998 and September 2018, which
were conducted in Ireland. Search terms
were developed by the research team

in consultation with a specialist librarian.
Combinations of disease terms, survivorship
terms and terms related to care needs were
adapted from previous research and in
consultation with a specialist librarian (See
Appendix 3). These included the National
Cancer Survivorship Needs Assessment [20]
and an earlier systematic review [15].
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Reference lists from papers of eligible studies
and relevant journals were checked to
identify any potentially eligible articles that
might have been missed by the electronic
searches. The search was restricted to
English language papers only.

Eligibility criteria

The specific scope of this review is to
examine the care needs of patients who
were diagnosed with adult cancer (18 years
or over) and are currently post-treatment
(e.g. finished chemotherapy, radiotherapy,
surgery, hormonal therapy). Full details of
inclusion and exclusion criteria are presented
in Table 1. To be included, studies had to
report on one or more patient outcomes
related to cancer survivorship in the Irish
context (Table 2 presents examples of
outcomes). Studies reporting on adult
survivors of childhood cancer, those
including participants aged <17 years, and
those which reported on palliative care
services were excluded. Studies on the

care needs of patients living with metastatic
cancer (cancer which has spread from where
it started to another body organ) were not
specifically evaluated in isolation for this
review; however, information on the unmet
needs within this cohort were included as
part of overall larger studies. Individual case
studies, intervention studies, randomised
controlled trials, pilot studies, opinion pieces,
editorials, commentaries and narrative
literature reviews (reviews that are not done
in a systematic way) were not eligible.
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Table 1: Details of inclusion/exclusion criteria

Criteria Inclusion Exclusion

Population Age 18 years or older Age 17 years or younger
Any cancer type Survivor of childhood cancer
Any cancer stage (e.g. early/advanced stage - Stage 3 | Awaiting/currently
or 4)" receiving treatment AN
Cancer treatment completed (e.g. finished Palliative care services
chemotherapy, radiotherapy, surgery) Cancer survivors in
Cancer survivors in the Republic of Ireland Northern Ireland **

Intervention | Survivorship care services

Outcomes

Any patient outcomes related to survivorship care

Any patient outcomes related to ongoing/unmet needs
of cancer survivors

Patient health outcomes

Late effects/consequences which are result of
cancer treatment

Quality of life/patient wellbeing
Physical needs/concerns e.g. symptom burden, fatigue
Psychosocial needs/concerns e.g. anxiety, depression

Socioeconomic needs/concerns e.g. financial burden,
return to work issues

Fear of recurrence

Survivor information needs e.g. health utilisation needs

Studies testing the
psychometric properties of
patient health measures

Views of survivorship care

Healthcare professional
(HCP) experience and views
of survivorship care

Carers’ experience and
views of survivorship care

Study Design

Systematic reviews

Qualitative & Quantitative studies
Mixed methods studies

Population based studies
Prospective & retrospective studies
Cross-sectional studies
Longitudinal studies
Thesis/dissertations

Grey literature e.g. conference abstracts, reports etc.

Individual case studies
Intervention studies
RCTs

Pilot studies

Opinion pieces
Editorials
Commentaries

Narrative literature review

Reporting

English language
Sufficient detail on supportive/unmet care needs

Sufficient detail on results*

Not Applicable

N metastatic cancer patients were not specifically evaluated in isolation for this review but were assessed as part

of larger studies; A Data were reported for whole study populations when it could not be extracted separately by
treatment status (e.g. metastatic cancer patients in receipt of ongoing treatment); “enough data reported in the
results to be extracted from the paper and reported on in a meaningful manner according to our specified data
extraction format; **PiCTure whole Ireland study (70% of respondents from Republic of Ireland, 30% from Northern
Ireland). Seven papers report on data from this study. Of the seven papers, four of these present data separately for
ROI and NI [21-23, 42]. For these papers only Republic of Ireland data are reported in this review. For the remaining
three PICTure papers, all Ireland (Republic of Ireland and Northern Ireland) data are reported.
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Supportive care needs were classified into eleven primary domains, which included physical;
psychosocial/emotional; cognitive; family-related; social; intimacy/interpersonal; practical;
quality of life/needs related to daily living; spiritual/existential; health system/information and
patient-clinician communication needs. See Table 2 for the supportive care domains.

Table 2: Eleven domains of supportive care needs”

Primary domains

Physical needs

Definition

Experience of physical
symptoms

Examples

Pain, fatigue

Psychosocial/emotional needs

Experience of psychosocial/
emotional symptoms

Anxiety, depression, fear of
recurrence

Cognitive needs

Experience of cognitive
impairments; cognitive
distortions

Difficulties in concentration,
memory loss, catastrophizing,
emotional reasoning

Family-related needs

Experience of fears/concerns
for the family

Dysfunctional/negative family
relationships

Social needs

Experience of reduced social
support

Loneliness, isolation

Intimacy/interpersonal needs

Experience of difficulties with
self-image and gender roles

Fertility, reduced libido,
compromised intimacy with
partner

Practical needs

Experience of difficulties with
practical issues

Access to HCPs (and/or out
of hours access to HCPs),
sufficient time with HCPs
during consultations, financial
difficulties/financial support

Quality of life/needs related to
daily living

Experience of difficulties with
active daily living (ADLs) or
instrumental activities of daily
living (IADLS)

Work related issues, problems
with exercise/housekeeping

Spiritual/existential needs

Existential concerns/issues

Spiritual questioning, fear of
death

Health system/information
needs

Experience of health
information deficits

Lack of information or
uncertainty about treatment
effects/follow-up care e.g.
treatment summaries

Patient-clinician communication
needs

Quality of communication
between patients and HCPs

*adapted from Paterson et al., 2015 [15]
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Shared decision making,
satisfaction with care
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Quality appraisal

The papers were critically appraised using
one of two checklists depending on study
design. The 14-item National Institutes

of Health Quality Assessment Tool for
Observational Cohort and Cross-Sectional
Studies was used to appraise the quality

of quantitative studies [25]. See Appendix
4. There are three response options for
each question — “Yes = 1”7, “No = 0” and
“other (cannot determine, not reported, not
applicable) = 0” — which were then summed
to get an overall score. Thus, a paper was
scored between 0 and 14 with a score of <4
classified as ‘Poor’, 5-9 as ‘Fair’ and =10 as
‘Good’. Qualitative studies were assessed
using the 10-item Critical Appraisal Skills
Programme (CASP) Qualitative Checklist
[26]. See Appendix 5. This tool also has
three response options for each question

- “Yes =17, “Can’t Tell = 0” and “No = 0”
which are then summed giving a score of
0-10 with a score =< 3 being ‘Poor’, 4-6
‘Fair’, and = 7 ‘Good’. The methodological
quality of the papers was appraised
independently by three reviewers (BO’D
and Francis Drummond (FD) assessed 27
papers). FD is an author on seven papers
included in this scoping review — therefore
BO’D and MO’C assessed the remaining
seven papers). Any differences were resolved
through discussion.

Data extraction and synthesis

Two reviewers (MO’C, BO’D) independently
screened titles and abstracts of records. Full
text versions of papers considered potentially
eligible for inclusion were read by both
reviewers and their suitability for inclusion
independently assessed. The reviewers
then compared results and resolved any
discrepancies. Data were extracted from
each eligible paper on: (a) authors and

year of study, data collection time period;

(b) study population; (c) unmet need
investigated,; (d) data collection method and
instruments used, and (e) main results.
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In the few papers which contained results
for populations from different countries
(including Ireland), every effort was made

to extract Irish data only where available.
However where it was not possible to extract
the data separately for Republic of Ireland
and Northern Ireland, all Ireland data (i.e. the
Republic and Northern Ireland combined)
was reported. Some eligible papers reported
data from patients that were still undergoing
treatment (e.g. metastatic patients in receipt
of treatment) and patients who had finished
their treatment. In such cases, it was not
possible to extract the data separately for
the different treatment groups. In order not
to exclude valuable data from the limited
research available among Irish populations,
we reported data from these mixed papers,
for the whole study population, regardless
of patients’ treatment status. Appendix 6
provides an overview of the characteristics of
eligible studies.

A narrative synthesis of the data was
undertaken, with a structure based on (i) the
overall needs of cancer survivors in Ireland
and (ii) evidence of unmet supportive care
needs by domain (11 domains of supportive
care needs [see table 2]). Where appropriate,
illustrative quotes from study participants are
included in the results section.
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A total of 4,189 records were attained from databases and hand searches. Of these, 4,066
remained following removal of duplicates. Once abstracts and titles were reviewed, 188 records
were selected for full text review. An additional paper was identified through hand searches of
relevant journals. This resulted in 34 papers and six conference abstracts that met the inclusion
criteria. Figure 2 shows the number of papers identified, screened and included.

Figure 2: PRISMA flowchart

5 Records identified through database searching (n = 4,189)
2 Date: Sept 2018
E Databases: Embase (n = 143), CINAHL Complete (3881), Pubmed (n = 132),
= PsycINFO (n = 11), Cochrane Library (n = 22)
&
a
123 Duplicates Removed
(O]
Z
2z .
w 1st stage screening:
e Records excluded on
o 1st stage screening: 4,066 records . .
= (titles and abstracts) screened ' screening of titles
and abstracts
(n = 3878)
2nd stage screening:
_ Full text papers assessed
E Full text papers excluded (n = 154) | €—— for eligibility
[ (n=188)
o
-l
i
Papers included in data Hand searches of
synthesis (n = 34) plus relevant journals n=1)
6 conference abstracts & grey literature
databases (n = 1)
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Characteristics of Studies

34 papers (26 quantitative and eight
qualitative papers) reporting 27 individual
studies were included. In addition to the
eligible studies, six conference abstracts
were also reviewed (see Appendix 8 for the
main findings). There were no population-
based longitudinal studies. The research
was conducted in Ireland from 2008 to the
most recent study in 2018. Sample sizes
varied across studies ranging from eight to
2,567 participants. Recruitment details were
not reported in all papers but nine studies
recruited participants through the National
Cancer Registry. Some studies recruited

in outpatient clinics/hospitals (n = 10), with
cancer support groups/organisations (n = 4),
and from hospital databases (n = 2). Most
of the research conducted at clinical sites
were single-centre studies (n = 6). There
were a range of clinical and demographic
characteristics across the studies. Most

of the studies were in mixed gender
populations (n = 15); five studies with males
only and seven with females only. A variety
of cancer types were investigated: prostate
cancer (n = 11 papers); colorectal cancers
(n = 6); breast cancer (n = 5); head and neck
cancers (n = 4); mixed cancer populations
(n = 2; cancers investigated in mixed cancer
populations included breast, prostate, lung,
gastric, sarcoma, lymphoma and leukaemia);
gynaecological cancer (n = 2); oesophageal
cancer (n = 1); myeloma (n = 1); lymphoma
(n = 1); and ostomates (n = 1). Nine studies
were nationwide (National Cancer Registry/
the PiCTure study); ten in hospitals/centres
in Southern lreland, one in the Midlands,
and one in the Southeast. See Table 3

for a summary of demographic and study
characteristics.
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Needs of cancer survivors in Ireland

Unmet needs across a range of domains
including physical, emotional, practical,
social, or information were extensively
reported across the included studies. See
Appendix 7 for summary of supportive care
needs reported in eligible studies.

Supportive care needs were not ranked

or assessed for importance by survivors

in these studies i.e. number of responses
on supportive care needs does not reflect
importance of these needs. Research
focused on the following areas: physical
needs (n = 25 papers; 74%); psychosocial/
emotional (n = 17 papers; 50%); quality

of life (n = 14 papers; 41%); intimacy/
interpersonal (n = 12 papers; 35%); practical
(n = 11 papers; 32%); social (n = 10 papers;
29%); health system/information (n = 11
papers; 32%); family-related (n = 1 paper;
3%); patient-clinician communication (n = 2
papers; 6%); cognitive (n = 2 papers; 6%);
and spiritual (n = 1 paper; 3%).
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Evidence of unmet supportive care
needs by domain

Physical needs

Survivors reported considerable physical
effects as a result of their cancer and its
treatment. Nine papers from three studies
described physical needs in cancer survivors
affected by prostate cancer [21-23, 32, 36,
42, 47, 53, 56]; four studies of breast cancer
[31, 43, 44, 50]; three studies with head and
neck cancer [34, 45, 54]; four studies with
colorectal cancer [24, 33, 41]; one study of
myeloma [40] ; one study of oesophageal
[35]; one study of lymphoma [37]; one study
with ostomates [30], and one study with
mixed cancer survivors [49].

As expected, symptom burden was cancer
specific with long term effects frequently
linked to treatment. Symptoms particular
to prostate cancer survivors were reported
such as urinary incontinence (ranging

from 14.3% among men with early stage
disease symptoms to 22.2% among men
with late stage disease symptoms), erectile
dysfunction (56.1 — 66.9% of men), loss of
libido (41.3 — 51.6% of men), bowel problems
(11.5 - 14.2% of men) and hot flushes (9 —
18.8% of men) [21, 22, 32, 36, 47, 53, 56]
Many of the physical effects experienced
by prostate cancer survivors were linked

to treatment [21, 32, 53]. Survivors who
received radiotherapy experienced worse
bowel symptoms than those who had
surgical treatment [32]; while survivors
who underwent radical prostatectomy
(removal of prostate) were at a higher risk
of incontinence, libido loss and impotence,
regardless of disease stage [53]. However,
less well known physical changes were
also reported by prostate cancer survivors
such as loss of body hair, penile shrinkage
and muscle wastage [47]. Prostate cancer
survivors reported that these ‘lesser’
treatment effects could have significant
psychological impact [47].
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Many breast cancer survivors experienced
distressing physical symptoms such as
pain (38% of survivors), sleep disturbance
(44%), and fatigue (51%) [44]; weight
changes and hair loss [43, 50]. They
reported that management of these chronic
symptoms was an important aspect of their
survivorship [43]. One small study of breast
cancer survivors identified the significant
psychological impact of treatment induced
hair loss [50]:

‘| can’t say that losing the breast
affected me...because there were
other issues going on at the time.
| think my hair was worse. | think
that’s more visible you know...

it’s more in your face, and you’re
just like “Oh my God...YEUCHY’
(laughs) (pause) ...It’s like, oh here
comes the cancer patient!”

Postmenopausal breast cancer survivors
reported treatment effects such as weight
gain and arthritis which limited their mobility
[43]:

‘| found when | was put on my
tablet my arthritis went very, very
bad and my weight started to
go on. | have 4 stone on now at
the minute which | don’t want
because it’s bad, my knees are
gone, my back, | have problems
with my back and I'm trying to
lose get this weight off now.”



The Unmet needs of cancer survivors in Ireland:

Head and neck cancer survivors also

have specific treatment effects which can
persist, such as dry mouth, pain, lack of
energy, communication problems or eating
difficulties. Two studies found that half of
head and neck cancer survivors reported at
least one unmet need, with many reporting
unmet physical needs [45, 54]; across

the two studies, 20 to 29% of head and
neck cancer survivors experienced a lack
of energy. In one of these studies 38%
experienced dry mouth, 28% had difficulties
with swallowing and 24% had eating
difficulties [54]. Survivors who experienced
financial hardship were at increased risk

of unmet physical needs; almost twice

as many patients with financial difficulties
reported higher levels of unmet physical
needs compared to those without financial
issues: 48% compared to 25% [45]. One
study found that when head and neck
cancer survivors experienced persistent
physical effects, they frequently used
adaptive strategies - such as adapting their
diet or carrying a water bottle [34]. Common
symptoms reported by colorectal cancer
survivors included bowel dysfunction (74%
of survivors), gastrointestinal problems (29%
experienced nausea/vomiting), and appetite
loss (38% of female colorectal survivors;
26.9% of male colorectal cancer survivors)
[33, 41, 55]. Research which focused on
bowel symptoms after surgery found that
many survivors reported an average of four
such symptoms [41]. A later study of acute
stage colorectal cancer survivors found

the most common symptoms were fatigue
(81%), insomnia (56%) and pain (48%) [55].
Some colorectal cancer survivors (18%)
experienced long term treatment effects with
persistent bowel symptoms beyond the two
year post-operative period [41]. While the
majority of ostomates who had colorectal
cancer reported no/minor problems, just
under 10% of ostomates reported severe
physical issues. These included treatment
effects such as skin problems, leakage, and
gas/wind problems [30].
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Some common physical needs were
identified across cancer types which
included pain (ranging from 31% to 91%

of survivors across cancer types), fatigue
(ranging from 17% to 81%), and sleep
disturbances (ranging from 44% to 76%) [33,
43-45, 49, 50, 54, 55] A mixed population
of cancer survivors reported unmet needs
with lack of support regarding cancer-related
fatigue [49]. Gaps in communication and
understanding of this type of fatigue were
identified; among survivors’ family/friends as
well as their healthcare professionals (HCPs)
[49]:

“People often say to me ‘We

all get tired’. This really annoys
me, because | know what the
difference [sic] between a long
day at work and THIS feels like!
And they (thankfully) DON’T.”

Psychosocial/emotional needs

Survivors reported considerable
psychological effects as a result of their
cancer and its treatment. Eight studies
described psychosocial needs in cancer
survivors affected by prostate cancer [21-
23, 29, 32, 42, 47, 56]; breast cancer [31,
43, 44, 50]; head and neck cancer [45,

54, 56]; lymphoma [37]; and ostomates
[30]. Reported psychological effects across
cancer types included fear; shock; distress
(10% to 29% of survivors); a feeling of loss,
regret, or anxiety (16.1% to 29%); and low
self-esteem and depression (16.3% to 36%)
[29, 40, 45, 47, 56].
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For many survivors, fear of recurrence was
the most common psychological issue [40,
43, 44]. For example, fear of recurrence was
experienced by approximately 70% of breast
cancer survivors in one study [44]. Factors
that acted as psychological triggers for fear
of recurrence included: attendance at review
clinics and hearing about disease progression
in other patients [40]:

“That [fear of recurrence] worries
me when the time is coming near
for going back to the hospital.

| would be wondering what the
cancer was doing. Was it coming
back?”

Survivors reported vigilance for physical
symptoms which could indicate recurrence
[56]:

“Every time you get a pain in
your tummy or whatever you’re
wondering is that the prostate
cancer coming around again.”

Survivors identified an unmet need that they
felt should be prioritised in survivor care — the
need to have a contact person if they had

a worrying symptom, or were experiencing
pain/discomfort between their review visits
[43]. A direct contact route was described as
a valuable and reassuring aspect of survivor
care [37]:

“Like having an alarm in your
house.”

A study with a mixed cancer population also
found that fear of recurrence was linked to
persistent cancer related fatigue [49]. Survivors
reported a perceived lack of support, interest
and/or knowledge from HCPs about how
cancer related fatigue contributed to their
distress and often resulted in maladaptive
health behaviours such as catastrophizing [49].

Breast cancer survivors reported high levels of
satisfaction (75%) with the emotional support
they received during care [31]. However the
same survivors identified an information gap in
their care. Information was not provided about
psychological treatment effects that they might
experience [31]:
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“| felt that | didn’t get enough
information about possible
changes in my emotions. Chemo
affects the brain, your whole
personality. | lost my confidence.”

An earlier breast cancer study also reported
that the emotional effects of treatment induced
hair loss were not addressed by HCPs [50].
Survivors felt that the psychological impact

of their hair loss was not being highlighted

and emotional support was lacking from their
HCPs [50]:

“| think with the hair. Yes...| think
there is really a need for somebody
to be involved when you lose your
hair, it [is] growing back and just
dealing with it. At the hospital
maybe, because at the time | feel.
You know, you’re in shock...you
don’t feel up to going places...

It should be something that’s
brought to you in the hospital. ..l
feel that there is a big gap there
you know...for hair loss.”

While many survivors reported sufficient
emotional support, some prostate cancer
survivors reported high levels of unmet needs
and the need for further psychological support
[47]:

“I seem to go from numb to feeling
emotional about my body image
and lack of sexuality all the time,
so | would like to change that.”

As expected, long term psychological effects
could be linked to symptoms [41] or treatment
[30]. Many rectal cancer survivors were worried
(45%), anxious (41%), or embarrassed (45%)
about their symptoms [41]. Ostomates - of
whom 22% were colorectal cancer survivors -
reported being somewhat/very depressed six
months post-stoma. Nearly half reported that it
took an extended time period - over 6 months
- for them to feel comfortable with their stoma
care with under 10% reporting they never felt
comfortable [30].
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Social needs

The most common support that survivors
received came from family/friends and
extended social networks [30, 34, 37, 40,
47, 50, 56]. One study of ostomates, which
included 55 colorectal cancer survivors,
reported that more than half (59%) belonged
to a support group [30]. A small study
among head and neck cancer survivors also
found that many used social support (n = 24)
and most received support from family/
friends (n = 20) [34]. The importance of social
support and strong supportive relationships
were commonly identified across cancer
types [30, 34, 37, 40]. Prostate cancer
survivors in one study reported that all
survivors needed social support with peer
support considered by all participants to be
the most important type of support [56]:

“I mean tis the personal
experience of the thing that
would be beneficial to know that
maybe ya know you’re going to
be sore here...”

Some survivors reported their partners as
their best support; survivors with partners
were less likely to experience distress or
issues related to their masculinity [47]. Breast
cancer survivors identified participation

in peer support programmes as greatly
beneficial in terms of emotional and appraisal
support [50]:

“It's like a jigsaw....you know
you go to the support group and
everything comes together...the
penny drops!”

A majority of ostomates - 22% were
colorectal cancer survivors - had the
opportunity to talk to someone with a stoma;
while over half belonged to a support group
[30]. Self-care strategies were commonly
used by mixed cancer populations and
included seeking social support and
managing social activities [34, 41].

Unmet social needs were reported in a
number of studies; with over half of breast
cancer survivors (55%) reporting inadequate
support group services [44].
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While survivors valued social support and
reported its importance, they also felt the
conflicting need to protect/not burden
their loved ones [34, 40, 56]. This desire to
protect others could often lead to distress
and anxiety [40]:

“l used to cry and a lot...on my
own. | wouldn’t tell them bad
news if | could help it. | wouldn’t
like to upset them.”

Less social support was identified as a
significant factor for head and neck cancer
survivors and associated with an increased
risk of unmet needs across the following
domains: physical/daily living, psychological,
and health system/information [45]. Prostate
cancer survivors’ experiences of peer and
HCP support also varied; some had positive
interactions, while others described a lack of
information on support groups and lack of
support from HCPs [56]:

“There was nobody here that |
could talk to about it.”

Intimacy/interpersonal needs

Sexuality-related needs were investigated

in a number of studies [21, 22, 27-30,

32, 45-47, 56]. Both male and female
survivors reported distressing alterations in
their sexuality, and adverse effects in their
sexual relationships [27-29, 46, 47, 56]. In
one study among gynaecological cancer
survivors, over half (54%) reported negative
changes in their sexual relationships [27].
Overall survivors reported that long term
treatment effects had a significant impact on
intimacy and altered relationships [28, 30,
47, 56]. Sexual dysfunction associated with
prostate cancer treatment was reported by
many survivors and identified as a key area
of concern [21, 22, 32, 53]. Impaired sexual
functioning could be associated with a loss
of masculine identity [56]:

‘I mean well | felt anyway I’'m
going in a whole man and not
coming out a whole man”
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Sexuality issues may have not have seemed
important at diagnosis [28]:

“...at diagnosis, your head is
spinning and | think any other
information would probably be
too much to take on board.”

However issues related to intimacy
increased in significance for survivors as
they progressed through treatment [27,

28]. It is noteworthy that many female
survivors experienced decreased confidence
as a result of alterations in their sexual
self-concept, functioning, or fertility after
treatment [27, 28]:

“The fact that | couldn’t have
kids, | thought | wasn’t normal.”

Negative changes in sexual functioning
were an area of concern for many survivors
[28, 29, 46, 47, 56]. However, unmet
intimacy needs did not feature in the top ten
unmet needs reported by head and neck
cancer survivors [45]. Survivors reported
varied experiences of addressing sexuality
concerns with HCPs [27, 56]. Negative
interactions were reported, with survivors
believing barriers to addressing their intimacy
issues with HCPs existed. These included
survivors’ perceptions that HCPs were
reluctant to talk about sexuality [27] or had
negative attitudes towards intimacy-related
discussions with their patients [56]:

“ED [erectile dysfunction] is
something that no one not
even the consultants want

to talk about... Of course |
wanted to but it didn’t happen
and no one ever said to me
there’s medication there, there’s
counselling there.”
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Practical needs

Survivors reported unmet practical needs
which included loss of income/lack of
financial independence/support [37, 39,

40, 45, 51, 55] and issues such as access
to HCPs (and/or out of hours access to
HCPs) and sufficient time with HCPs during
consultations [24, 31, 40, 43]. Financial
hardship was reported across cancer types.
In particular cancer-related financial stress
and strain were measured. Financial strain
reflects an individual’s subjective perception
of financial hardship (which may be unrelated
to their income) while financial stress is

a measure of the financial burden on an
individual or household (incorporating illness-
related financial costs) [51]. A study among
mixed cancer survivors found increased
financial stress (49%) and increased financial
strain (32%) associated with cancer [51].

Head and neck cancer survivors (47 %)

also reported financial stress and increased
concerns about finances (49%) due to
cancer [45]. Similarly, large studies among
colorectal cancer survivors have found
financial difficulties (36%) [55]; financial
stress (40.9%) or strain (39.4%) [39].
Survivors experiencing financial stress/strain
were more likely to experience adverse
psychological outcomes such as depression
(36%) and/or anxiety (29%) [51]. Among
prostate cancer survivors, those who were
treated by radical prostatectomy reported

a significantly higher financial difficulty

score than those who were treated by
brachytherapy [32]. Many survivors reported
satisfaction with their general healthcare [40,
43] and considered they received high quality
care during their treatment [31]:

“The team was exceptional! They
made the journey as easy as
possible.”

However some specific issues for survivors
were also identified - these included lack

of consistent contact between patient and

HCPs and no specific contact details if
assistance is required between visits [43]:

“Somebody that we can ring or
phone or follow up ...”
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Survivors’ perception that HCPs were too
busy had adverse outcomes for instance,
important health issues/questions were not
addressed [40]:

“Well, | would love to have asked
if | had enough time with the
doctor... even the nurses...

they are just so busy... but they
haven’t got time and | think that’s
a huge minus.”

Quality of life/Daily living needs

There was variation in quality of life scores
for survivors, suggesting difficulties with daily
tasks [21, 24, 32, 33, 54]. In one study of
ostomates, of whom 22% were colorectal
cancer survivors, 69% reported good to
excellent quality of life [30]. However a study
of colorectal cancer survivors found that
76% of survivors with pain had poor quality
of life [33]. Global health status (self-reported
health-related quality of life) scores ranged
from 67.2 in colorectal cancer survivors

to 71.15 in prostate cancer survivors [21,

24] and across prostate cancer treatment
groups from 64.1 - 79.4 [32]. This variation
in global health status scores was also
reflected in variation among survivors in
general functioning across domains. These
included low emotional functioning for
oesophageal cancer survivors [35]; low
cognitive functioning and low role functioning
(i.e. ability to work) for prostate cancer
survivors [21, 22]. Quality of life varied greatly
across prostate cancer survivors and was
often associated with symptom burden,
treatment effects as well disease stage

[22, 32, 35]. Breast cancer survivors also
experienced unmet daily living needs in the
areas of exercise and diet [43]:
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“Nobody in the clinic wants

to give you advice [on diet or
exercise]. | don’t know, | get the
impression that either they are
not convinced themselves that
diet makes any difference or it’s
not conclusively researched so
they are not sure ... but it’s [diet]
probably one of the things when
| do come off the treatment, it’s
one of things I'd like advice on.”

Many colorectal cancer survivors reported
significant disruption to their quality of life
which was linked to pain [33]. A study of
urban and rural head and neck cancer
survivors found many common quality of life
issues such as communication difficulties,
lack of energy and difficulties eating across
the urban/rural divide. However, the study
also found poorer quality of life scores in
urban survivors compared to rural survivors
[54].

Studies with colorectal cancer, head and
neck cancer, and lymphoma survivors
reported work related issues with many
taking time off work or reducing their working
hours [37, 38, 48]. Male colorectal cancer
survivors were more likely to return to work
on reduced hours than female survivors;
average weekly reduction in hours following a
return to work of 22.1 hours for males versus
12.4 hours for females. This higher reduction
in hours for males may be a result of their
higher working hours before diagnosis and/
or less opportunities for females to reduce
their hours as a result of their lower income
before diagnosis [38]. Survivors reported
difficulties adjusting to the loss of their work
identity [37]:

“When | was working | was a very
good worker, | really loved my job
[...] There’s a big gap there.”
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An important finding was the extended
period before returning to work — greater
than 12 months - experienced by 15% of
head and neck cancer survivors [48]. Head
and neck cancer survivors can experience
specific challenges with daily activities,
which can lead to decreased quality of

life. These challenges include difficulties

in communication/eating which can be
persistent/long-term. Many head and

neck survivors (over 90%) reported self-
sustaining strategies - such as customising
dietary practices - as their most common
self-management strategy [34]. In addition,
difficulties with daily activities could be
overcome with social support - myeloma
survivors described the assistance they
relied on from family members to perform
household tasks [40].

Health system/information needs

Several information needs were identified
across studies [23, 31, 37, 40, 43-45, 49,
50, 52, 56]. One study among head and
neck cancer survivors found that 21% of
respondents reported at least one unmet
need in the health system domain [45].
Survivors identified information deficits, with
a lack of readily available information as well
as the necessity of increased information
from HCPs [37, 56]. Some survivors reported
the need for HCPs to recap information [56]:

“When | was being told about
the side-effects all | wanted to
be was above ground so | didn’t
take much of what he said away
with me.”

This information ranged from treatment
summaries - with 59% of Irish breast cancer
survivors reporting that a treatment summary
would be useful [44] - to details of treatment
options to physical, psychological, and
social information [37, 44, 50, 56]. Breast
cancer survivors specifically identified gaps
in terms of continuity and co-ordination of
their care. These included lack of information
about possible emotional effects related

to treatment [50] and lack of nutritional
information.
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Other issues included lack of practical
information on managing treatment effects
[50]. Unmet information needs were reported
— low levels of breast cancer survivors

(59%) received adequate information about
their nutritional needs [31]. This study also
identified a lack of personal contact or a
patient-nurse relationship in their oncology
care [31]:

“You think at times that you’re
the only one experiencing such
symptoms! | couldn’t call my
breast care nurse as her job is

to look after patients before and
after surgery. You're kind of left to
learn as you go along.”

A recent study with breast cancer survivors
highlighted the change in information needs
that occurs over time for survivors and the
importance of addressing these evolving
needs [52]. These survivors preferred HCPs
as information sources (66%), followed by
leaflets (18%) and the Internet (6%) [52].
Some prostate cancer survivors addressed
their unmet information needs by using

a variety of information sources. These
information sources included peers, GPs,
specialised HCPs, leaflets, urologist, the
Irish Cancer Society, internet, books,
newspapers, and alternative therapists [56].
The value of peer support programmes as a
method of consolidating relevant and useful
health information was also reported by
survivors [50]:

“You know | found by being in
the group that there were major
gaps in the information people
were given...you know | was

told one thing, and XXX would

be told another...yeah...gaps in
information. The group...it filled in
a lot of the gaps.”
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Patient-clinician communication needs

Many survivors reported unmet
communication needs which included
negative HCP interactions with time
constraints; and insufficient/inadequate
information about important aspects of
treatment, such as emotional changes,

and long term/persistent effects, such as
cancer related fatigue [49, 56]. Survivors’
perceptions were that HCPs frequently
displayed inadequate communication which

could be a result of a lack of knowledge [49].

Prostate cancer survivors also identified
the attributes/characteristics of a HCP who
could communicate effectively. Meeting
patient-clinician communication needs were
linked to HCP knowledge and attitudes [56]:

“The GP has no idea how to
respond and is offering no
aftercare... There seems to be a
complete lack of understanding
of fatigue by the medical
professionals and by other
health related folks/voluntary
organisations.”

“I think it would have to be a
very special person to talk about
these things. They’d have to
have a great understanding
themselves and none of that
word taboo or any of these
things. Twould be quite normal
like.”

Cognitive needs

There was a lack of information on

survivors’ cognitive functioning as cognitive
impairments were generally not reported.
The themes of distorted cognition and
cognitive avoidance were reported as

salient to cognitive needs. Survivors with
cancer-related fatigue linked their persistent/
unexplained fatigue to catastrophizing about
cancer recurrence [49]:
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“Sometimes fear would take over
me with the fatigue as the only
symptom | had of breast cancer
originally was fatigue. This fear is
that the cancer has returned.”

Adaptive strategies such as cognitive
avoidance were frequently used by head

and neck cancer survivors to cope with the
specific challenges and long term effects
associated with head and neck cancer [34].
In one study, head and neck cancer survivors
(n = 16) used the specific cognitive strategy
of avoiding thinking about cancer and its
consequences [34].

Family-related needs

One study described family-related issues for
prostate cancer [56]. The key focus for many
survivors was to maintain normal life by
preserving family relationships as they were
before diagnosis:

“...by the time | got into hospital.
| still hadn’t told my wife or
children. | just didn’t want to
worry them about something that
no one could put a name to.”

Support from the family was reported as
essential by some survivors; however,
survivors also wanted to protect their family
members and were reluctant to cause them
distress [56].

Spiritual/existential needs

Limited research has been conducted in
this area and just one Irish study with breast
cancer survivors, which investigated spiritual
needs, was identified by this review. A
majority of breast cancer survivors reported
no concerns about loss of faith (89%) and
felt they did not need religious support
(84%) [44]. However, 34% of participants in
this study felt that they required additional
spiritual information. This may reflect a desire
among these participants for information
about informal spiritual support options
rather than formal pastoral care.
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Discussion

This scoping review, the first of its kind
conducted among lrish studies, investigated
the unmet needs of cancer survivors
following recommendation by the National
Cancer Strategy 2017-2026 [16]. A total of
27 studies (34 papers) were included in the
review. Quality appraisal of included studies
can be found in Box 1. The majority of
studies looked at unmet needs between 1-3
years post-treatment (n = 9), while, prostate,
colorectal, and breast cancer survivors were
the most frequently studied populations
(prostate cancer survivors = 11 papers
(from four studies), colorectal = 7 papers,
and breast = 5 papers). This distribution
reflects the burden of prevalent disease in
the Irish population with breast, prostate,
and colorectal cancer accounting for over
55% of total cancer prevalence. Head and
neck cancer, blood and gynaecological
malignancies were also represented in

the literature. Although testicular cancer,
melanoma, bladder, and kidney cancers
contribute significantly to total cancer
prevalence, these cancers have received little
attention in the Irish survivorship literature.

In addition, lung cancer has also received
relatively little attention (though survival is
poor); given its high incidence and physical
challenges associated with treatment and
the disease itself, it ought to receive more
attention in unmet need research. This is also
true for less common cancers and those with
poor survival - the review found a striking
lack of evidence on some cancers with low
population numbers and high mortality rates
(e.g. pancreatic cancer, gynaecological
cancers, head, mouth and neck cancers,
oesophageal and stomach cancers).
Survivors of some of the cancers for which
the evidence is lacking may have particular
unmet needs which have not being identified
in this review. The albsence of some cancers
in this scoping review does not detract from
the urgent needs of many cancer survivors
about which we know little about. Arguably,
there is a case to be made for prioritising
these groups which suffer acute physical,
social and emotional consequences of
surviving cancer.
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As part of this scoping review, the
survivorship needs of metastatic cancer
patients (cancer which has spread from
where it started to another body organ)
were not looked at specifically in isolation.
However, studies that had patients with
advanced stages of disease (Stage 3 or 4)
were examined as part of the overall picture
of cancer survivors in Ireland. It is likely

that the needs of those with metastatic
cancer differ to those who have finished
their cancer treatment(s) and are in the
survivorship phase. A cursory look at the
available literature on the needs of those
living with metastatic cancer in Ireland
highlights that there is a significant dearth
of evidence available. One recent report
described findings from a study on quality
of life, fatigue, and cognitive concerns in
twelve women with metastatic breast cancer
in Ireland [57]. This study found that the
physical and psychosocial needs of these
women were not being meet by existing
services. The data on the numbers of people
living with metastatic cancer in Ireland have
only begun to be looked at by the National
Cancer Registry. Establishing a broad
picture of the burden of metastatic cancer
in Ireland is needed — this will help inform
research around the patient experience and
unmet needs of those living with metastatic
cancer. Investigation into this area is urgently
required to help inform the development of
metastatic cancer specific support services.

The following unmet needs were common
across cancer types: physical symptoms

(in particular pain, fatigue, and sleep
disturbances); psychological needs;
information deficits and need for increased
information from health professionals;
recognition among cancer survivors of the
importance of social support; conflicting
desire to shield family/friends; and

financial hardship (financial stress linked to
depression/anxiety). The review also found
clear evidence of inter-relationships between
various unmet needs. For example, in the
case of physical and psychosocial/emotional
needs, long term psychological effects could
be linked to physical symptoms [41] or
treatment [30].
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There was also evidence of a link between
social needs (particularly social support)
and health system/information needs, while
cancer survivors experiencing financial
stress (a common practical unmet need)
were more likely to experience adverse
psychological outcomes such as depression
and/or anxiety. While the evidence in this
review was limited, there may be specific
need profiles associated with specific
diseases and treatments. Therefore, the
planning and design of survivorship services
will benefit from additional research which
gathers detailed information across multiple
diseases. Unmet needs were not ranked

or assessed for importance by survivors

in the studies reported on for this review.
Future research is required to determine if
survivor’s rank particular supportive care
needs as more important than others and

if these rankings change over time. Some
evidence on the impact of cancer treatment
side-effects on survivors was available in
this review. However, the available research
suggests that the impact of side-effects have
been primarily investigated among prostate
cancer survivors in Ireland (see results
reported from the PiCTure study e.g. [21-
24]. The impact of side-effects on survivors’
quality of life, requires fuller investigation,
across cancer types, in future research on
unmet needs.

In addition to gaps in the literature related
to specific cancer types, there is also a
lack of information on variation in unmet
needs depending on socio-demographic
characteristics. Only one study included

in the review specifically investigated
unmet need differences in urban and rural
cancer survivor populations [54] and no
studies investigated unmet needs related
to deprivation status. Cancer incidence

is higher in the most deprived 20% of the
population compared with the least deprived
20% of the population. In addition, survival
rates are also poorer in the most deprived
populations, and treatment patterns

may also vary [568]. Consequently, unmet
needs and the burden of unmet needs

are likely influenced by deprivation status.
Further work should focus on investigating
differences in unmet needs by deprivation
status.
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With the exception of one study which
reported that feeling pain after treatment

for colorectal cancer was associated with
younger age [33], no other studies examined
the extent to which age impacts on unmet
needs or whether unmet needs differ by age.
While cancer is in many respects a disease
of older age, one in seven cancer survivors
alive at the end of 2016 were under 50
years of age [2] and many more would be of
working age. With working age increasing
and cancer incidence increasing in younger
populations, examining care needs of
people at working age will be of particular
importance [2].

Another major limitation of the evidence-
base identified in the scoping review is the
fact that almost all of the quantitative studies
included were cross-sectional in design.
There is a lack of longitudinal data on the
unmet needs of cancer survivors following
treatment and how these needs may vary
over time. However, the studies that have
been included in this report do vary by time
since diagnosis. Although these do not
facilitate a meaningful comparison of health
and quality of life in individual patients over
time, they do allow a certain understanding
of the burden of disease in the population
and the services required to support them.
These studies are particularly important for
prostate and breast cancers where a large
proportion of patients survive over 10 years
after diagnosis and beyond. Seven studies
(n = 11 papers) investigated physical effects
which included long term treatment effects
[21-23, 32, 36, 41-45, 55]. Long term
effects were linked to adverse psychological
outcomes and poor quality of life. Cancer
survivors were not prepared by their health
professionals for the psychological impact
of treatment effects. In addition, it is also
important to monitor unmet need during
the acute treatment phase when physical,
psychological, and information needs may
be at their greatest. Studies investigating
need during the acute treatment phase

of the patient experience were excluded
from this review, as acute survivorship

has very specific patient needs which are
often specific to the cancer treatment

and considered distinct from extended or
permanent survivorship needs.
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However, acute care needs represent an
important phase of the survivorship pathway
for support services and the first opportunity
to address health and quality of life deficits
in cancer patients. While it is likely that
there are specific physical, psychological
and social needs particularly after surgery
relating to pain, wound management, and
information, this is not available in the
literature. All of the large population-based
studies focused on patients diagnosed

at least two years after diagnosis. This

is largely due to the timeliness of cancer
registry data which is only considered
complete around 18 months after the end
of the year of diagnosis. The timeliness of
registry data presents a significant challenge
in terms of capturing routine data on unmet
need and patient reported outcomes
generally during the acute phase of patient
care. Future studies should aim to collect
information on the patient care experience
and increase understanding of unmet

need at the acute phase of care. Increased
information on this particular aspect of
patient care could lead to the development
of targeted interventions that address
survivors’ needs and lead to downstream
improvements in health and quality of life.

A key observation in this review was that
most of the quantitative studies (survey-
based) which were eligible for inclusion in
this scoping review did not use standardised
cancer unmet need instruments to assess
outcomes. With the exception of two studies
[29, 45], which used the Supportive Care
Needs Survey, studies either used cancer-
related quality of life measures (e.g. the
EORTC QLQ instrument) and/or authors

of studies developed their own measures

for assessing outcomes. Quality of life
instruments while useful for assessing quality
of life are not designed to capture specific
unmet needs of cancer patients. While these
instruments provide useful insights into the
needs of patients, they restrict the extent

to which explicit statements can be made
about the volume of unmet need that exists
in the Irish population. Future studies should
specifically include standardised unmet
need survey instruments and ensure that
meaningful meta-analysis of the data can be
conducted.
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It is unlikely that the unmet needs of patients
diagnosed in 2018 would be comparable
to those of patients diagnosed 20 years
previously. Not only has the demography
of cancer survivors changed over that
period, but surgical and oncological
treatments for most diseases have also
changed considerably, with an increased
emphasis on quality of life. In addition,
cancer services have become increasingly
centralised and screening programmes
have been introduced for breast, bowel,
and cervical cancer. These changes may
have significantly impacted on supportive
care needs at a population level. Of the 27
studies included in this review, the majority
were published after 2010; however, they
often relate to patients diagnosed earlier
and may not provide the most up to date
evidence to support development of cancer
support services in Ireland. This suggests
a requirement to routinely monitor the care
needs of cancer patients in Ireland, both
to design and evaluate cancer survivorship
strategies in Ireland.

With an ageing population and increasing
numbers of patients diagnosed with cancer,
comorbidity management is set to play an
increasing role in modern health services

in Ireland. Comorbidity is a disease or
illness affecting a cancer patient in addition
to, but not as a result of, their current
cancer. Comorbidity potentially affects the
development, stage at diagnosis, treatment,
and outcomes of people with cancer.
Despite the intimate relationship between
comorbidity and cancer, there is limited
consensus on how to record, interpret,

or manage comorbidity in the context of
cancer, resulting in patients with comorbidity
being less likely to receive treatment with
curative intent.
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Evidence in this area is lacking because Collecting patient-reported data on
of the frequent exclusion of patients with comorbidity among the growing Irish cancer
comorbidity from randomised controlled survivor population is important.

trials [59]. Few studies included in this
review reported the impact of comorbidities
on cancer survivors (n = 3) [59]. In one
study [53] of prostate cancer survivors, the
presence of comorbidities was associated
with a higher risk of four “current” side-
effects (incontinence, libido loss, bowel
problems, and fatigue) of cancer treatment.

Such data can not only help support
treatment decisions but it can also facilitate
the monitoring and management of
comorbidity as a consequence of cancer
and its treatment.

Box 1 Quality appraisal of data available on cancer unmet needs and potential
sources of bias

The National Institutes of Health Quality Assessment Tool for Observational Cohort and
Cross-Sectional Studies was used to appraise the quality of quantitative studies [25].
Quallitative studies were assessed using the 10-item CASP (Critical Appraisals Skills
Programme) Qualitative Checklist [26]. The methodological quality of the majority of
studies was rated as fair (n = 18). Thirteen papers were rated poor and three assessed
as good. The majority of quantitative studies were rated as fair (n = 16), poor (n = 8), or
good (n = 2). Many of these papers had a high risk of potential bias and did not control
for confounding variables. Diverse instruments were used to assess survivor needs and
some papers did not use validated measures. In addition, there are multiple papers
reporting on data from the same populations (e.g. the PICTure study; n = 7 papers)
consideration must be given to this in the overall interpretation of the results. The
majority of qualitative studies were rated as poor (n = 5) or fair (n = 2), with one study
rated as good. Many of the qualitative papers had a high risk of bias and problems
with generalisability due to small sample sizes. Poor reporting of results and limited
descriptions of analysis were also common across these studies. Future studies in the
Irish setting should focus on consistent measurement of unmet needs, with validated
measures and robust methodologies.
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The overarching aim of this research

was to inform survivorship healthcare by
assessing the available research on unmet
needs of cancer survivors in Ireland. The
results from this review indicate current
research in this area is limited and that more
detailed information is required for strategic
development. Overall the available research
indicates that survivors’ needs are frequently
complex, with multidimensional relationships
and affected by both intrinsic and extrinsic
factors. It is clear that appropriate
survivorship care programmes need to be
adaptable and assist survivors with a range
of both short-term and long-term effects
which can be related to cancer and its
treatments. These effects relate to physical,
psychological, social, and financial issues.

Cancer prevalence is rising with increasing
incidence and improving survival rates,

and as a result, survivorship care in Ireland
requires a fundamental review. Traditional
perceptions of cancer as a life-threatening
condition have changed to the current
awareness that cancer can be considered a
chronic illness, with attendant implications
for healthcare services. The National Cancer
Strategy has identified survivorship care as
a key challenge until 2026 and beyond. This
report further reinforces the importance of
enhancing survivorship services to address
the unmet needs of cancer survivors.
Survivorship strategies should be focused on
services that will help achieve the greatest
gains in quality of life of cancer survivors.
Innovative methods will be required to
address the growing burden of unmet need
in the Irish cancer patient population in a
cost-effective way.

The results of this report highlight significant
gaps in evidence in the understanding of
the extent to which services are currently
addressing unmet needs among cancer
survivors. The unmet needs of survivors are
extensive and vary by geography, socio-
demographic grouping, and by cancer type.
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A broad research programme around the
unmet needs of Irish cancer survivors
including an up to date large-scale national
survey is required to help address the
gaps identified in this review. As is evident
from the following recommendations
emerging from this scoping review, and as
is highlighted within the National Cancer
Strategy 2017-2026, a comprehensive
approach needs to be undertaken in order to
implement the following recommendations
and fully address the needs of all cancer
survivors within Ireland.

Summary of recommendations:

Recommendations 1-8

1. Survivorship care programmes should
be tailored to address the specific needs
(physical, psychosocial, practical, and
spiritual) of individual cancer survivors as
‘one size does not fit all.’

2. Specific survivorship care services are
required to address unmet physical,
practical and psychological needs across
most cancers. These include: social,
sexual, practical, quality of life, information,
communication, family and spiritual needs.

3. Research on specific aspects of cancer
survivors’ unmet needs is lacking. These
include: particular cancer types (e.g. rarer
cancers) which are under-represented
in the existing literature, hereditary and
genetic cancers, in addition to metastatic
cancers; the impact of treatment side-
effects on survivors; longitudinal data on
unmet needs; financial needs of cancer
survivors; and relationships between
unmet needs and socio-economic status.
Prioritisation of research in these areas is
required by relevant organisations.

4. Survivorship care evidence is required for
the acute care phase as well as beyond
treatment.
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. Survivorship care services should be
evaluated at population level to measure
progress in quality of life outcomes and
routine monitoring tools are required.

. Service performance monitoring is
required to provide evidence of deficits
in services for population subgroups
(e.g. geography, deprivation levels,
comorbidity, sexual orientation).

Health economic research will

be valuable to assess the cost of
survivorship services and the quality of
life benefits for patients.

. A comprehensive unmet needs work
programme (incorporating a national
survey of cancer survivors) is required
to address the gaps in evidence

on cancer survivor’'s unmet needs
identified in this review and support

the implementation of national cancer
survivorship care strategies. Such work
programmes should be undertaken on
an ongoing basis in order to continually
and consistently monitor progress and
success of these survivorship strategies.
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Activities of daily living: activities of

daily living are basic tasks that must be
accomplished for an individual to live
independently. Basic activities of daily living
include tasks such as personal care/hygiene,
feeding, and dressing. Instrumental activities
of daily living are more demanding tasks, such
as managing finances, shopping, managing
medications, and cooking.

Care plan: is a plan of care for survivors of
cancer which should include treatment care
plan, patient treatment summary and follow up
plan. In 2006 the Institute of Medicine issued a
report recommending that every cancer patient
receive an individualised survivorship care plan
that includes guidelines for monitoring and
maintaining their health. In response to that
report, many groups have now developed
various types of “care plans” to help improve
the quality of care of survivors as they move
beyond their cancer treatment.

Cognition: a mental process that allows
people to acquire knowledge, experience and
interact with their environment, experience
consciousness, etc. For example, language
and memory are domains of cognition.

Comorbidity: the existence of one or more
conditions in addition to the primary condition.

Disease trajectory: course of disease/illness.

Fear of recurrence: a fear that cancer may
return post-treatment.

General practitioners/primary

care physician: physician or medical doctor
who specialises in internal medicine, paediatric
medicine or family/general practice.

Healthcare professional (HCP): an individual
working in a health care environment. Includes,
amongst others, the disciplines of medicine,
nursing, psychology, physiotherapy, speech
and language therapy, dietetics, etc.

Post-treatment: the stage of cancer
trajectory where a person has completed
their treatment such as chemotherapy,
radiotherapy, surgery, hormonal therapy or
combinations of these.
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PROMs (Patient-Reported

Outcome Measures): PROMs are
standardised questionnaires completed by
patients to measure their functional and health
status.

Scoping review: scoping studies are a form
of literature review. They are used to examine
the extent, range, and nature of research
activity, determine the value of undertaking

a full systematic review, summarise and
disseminate research findings and identify
gaps in the existing literature

Survivor: a person with any type of cancer
who has undergone treatment, completed
the intervention and is living. The National
Cancer Institute’s (NCI) Office of Cancer
Survivorship states that “an individual is
considered a cancer survivor from the time of
diagnosis, through the balance of his or her
life.” For the purpose of this review, research
was undertaken on any cancer survivor who
was an adult (18 years or over) and currently
post-treatment (e.g. finished chemotherapy,
radiotherapy, surgery, hormonal therapy).
Some studies included in this report also
incorporated cancer survivors living with
advance cancer (metastatic), who were likely in
receipt of ongoing treatment.

Survivorship pathway: a depiction of

the process involved in survivorship care
maintaining the key principles of survivorship
care which should be available to all cancer
Survivors

Qualitative research: qualitative research
gathers data in non-numerical format e.g.
interviews, focus groups. Qualitative research
is concerned with words, meanings, or
experiences.

Quality of life: perceived quality of an
individual’s everyday life, usually stratified
under subdomains e.g. health-related quality
of life.

Quantitative research: quantitative research
gathers data in numeric format e.g. age, score
on a questionnaire, counts of certain cancer
types.
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Abbreviations and symbols used in tables and figures throughout appendices

ADT
BC

BT
CASP
Cl

CRC
CRF
DASS
ED
ERB
EORTC
EuroQoL
FACT
FOR
GHS
GP
GLOBOCAN
HCP
HNC
HRQoL
HT

LRT

Mdn

NB

NCRI

Androgen deprivation therapy

Breast cancer

Brachytherapy

Critical Appraisal Skills Programme
Confidence intervals

Colorectal cancer

Cancer related fatigue

Depression anxiety stress scales

Erectile dysfunction

External beam radiation therapy

European organization for research and treatment of cancer
European quality of life scale

Functional Assessment of Cancer Therapy
Fear of recurrence

Global health status

General practitioner

Global cancer incidence mortality and prevalence
Healthcare professional

Head and neck cancers

Health-related quality-of-life

Hormone therapy

Likelihood ratio tests

Median

Number (total sample/population)

Number (subsample)

Important

National Cancer Registry Ireland
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NI Northern Ireland

NICR Northern Ireland Cancer Registry
NR Not reported

OR Odds Ratio

P Significance value

PC Prostate cancer

PD Permanent disability

PM Premature mortality

PiCTure Prostate Cancer Treatment, your experience
PROMs Patient reported outcome measures
QoL Quality of life

ROI Republic of Ireland

RP Radical prostatectomy

SCN Supportive care need

SD Standard deviation

SE Side-effects

SRH Self-rated health

TD Temporary disability

X Mean

< Less than

> Greater than
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Appendix 1: Projected cases and incidence rates of all invasive cancers,
excluding non-melanoma skin cancer, for the estimated population in Ireland up

to 2045 (Source: NCRI)
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The demographic incidence projections were generated by applying the average
annual incidence rate for the period 2011-2015 to the projected population up to 2045.
Projections were generated using five additional models using different assumptions

to project recent trends in incidence rates into the future. The median of all six models
(five models and the demographic model) was then calculated. The demographic

and median projections are presented here, as well as the minimum and maximum
incidence projected using the other five models.
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Appendix 2: PRISMA-ScR Checklist

Preferred Reporting Items for Systematic reviews and Meta-Analyses extension for Scoping
Reviews (PRISMA-ScR) Checklist

Section Item PRISMA-ScR Checklist Item Reported
on Page #
Title
Title 1 Identify the report as a scoping review. Front
Cover
Abstract
Structured 2 Provide a structured summary that includes (as applicable): 6
summary background, objectives, eligibility criteria, sources of evidence,
charting methods, results, and conclusions that relate to the
review questions and objectives.
Introduction
Rationale 3 Describe the rationale for the review in the context of what is 10to 12
already known. Explain why the review questions/objectives
lend themselves to a scoping review approach.
Objectives 4 Provide an explicit statement of the questions and objectives 11
being addressed with reference to their key elements (e.g.
population or participants, concepts, and context) or other
relevant key elements used to conceptualise the review
questions and/or objectives.
Methods
Protocoland |5 Indicate whether a review protocol exists; state if and where it | 13; https://
registration can be accessed (e.g. a Web address); and if available, provide | osf.io/
registration information, including the registration number. axrr2
Eligibility 6 Specify characteristics of the sources of evidence used 13 and 14
criteria as eligibility criteria (e.g. years considered, language, and
publication status), and provide a rationale.
Information 7 Describe all information sources in the search (e.g. databases 13
sources* with dates of coverage and contact with authors to identify
additional sources), as well as the date the most recent search
was executed.
Search 8 Present the full electronic search strategy for at least 1 48
database, including any limits used, such that it could be
repeated.
Selection of 9 State the process for selecting sources of evidence (i.e. 13to 16
sources of screening and eligibility) included in the scoping review.
evidence’
Data charting |10 Describe the methods of charting data from the included 15
process sources of evidence (e.g. calibrated forms or forms that have
been tested by the team before their use, and whether data
charting was done independently or in duplicate) and any
processes for obtaining and confirming data from investigators.
Data items 11 List and define all variables for which data were sought and any | 16
assumptions and simplifications made.
Critical 12 If done, provide a rationale for conducting a critical appraisal 16
appraisal of of included sources of evidence; describe the methods used
individual and how this information was used in any data synthesis (if
sources of appropriate).
evidence§
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Synthesis of 13 Describe the methods of handling and summarising the data 16
results that were charted.
Results
Selection of 14 Give numbers of sources of evidence screened, assessed 17
sources of for eligibility, and included in the review, with reasons for
evidence exclusions at each stage, ideally using a flow diagram.
Characteristics | 15 For each source of evidence, present characteristics for which | 18
of sources of data were charted and provide the citations.
evidence
Critical 16 If done, present data on critical appraisal of included sources of | 16, 19, 20
appraisal evidence (see item 12). and 33
within sources
of evidence
Results of 17 For each included source of evidence, present the relevant 59 to 77
individual data that were charted that relate to the review questions and
sources of objectives.
evidence
Synthesis of 18 Summarise and/or present the charting results as they relate to | 59 to 77
results the review questions and objectives.
Discussion
Summary of 19 Summarise the main results (including an overview of concepts, | 30 to 33
evidence themes, and types of evidence available), link to the review
questions and objectives, and consider the relevance to key
groups.
Limitations 20 Discuss the limitations of the scoping review process. 30 to 33
Conclusions 21 Provide a general interpretation of the results with respect 34 and 35
to the review questions and objectives, as well as potential
implications and/or next steps.
Funding
Funding 22 Describe sources of funding for the included sources of 3
evidence, as well as sources of funding for the scoping review.
Describe the role of the funders of the scoping review.

* Where sources of evidence (see second footnote) are compiled from, such as bibliographic databases, social media
platforms, and Web sites.

T A more inclusive/heterogeneous term used to account for the different types of evidence or data sources (e.g.
quantitative and/or qualitative research, expert opinion, and policy documents) that may be eligible in a scoping
review as opposed to only studies. This is not to be confused with information sources (see first footnote).

§ The process of systematically examining research evidence to assess its validity, results, and relevance before
using it to inform a decision. This term is used for items 12 and 19 instead of “risk of bias” (which is more applicable
to systematic reviews of interventions) to include and acknowledge the various sources of evidence that may be used
in a scoping review (e.g. quantitative and/or qualitative research, expert opinion, and policy document).

Table from: Tricco, A. C., Lillie, E., Zarin, W., O’Brien, K. K., Colguhoun, H., Levac, D., ... & Hempel, S. (2018).
PRISMA extension for scoping reviews (PRISMA-ScR): checklist and explanation. Annals of internal medicine, 169(7),
467-473.doi: 10.7326/M18-0850 [19]
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Appendix 3: Search terms and strategy for databases

Databases
1998-2018

Search strategy

EMBASE

CINAHL Complete
Pubmed
Psychinfo
Cochrane Library

cancer OR neoplasm OR oncol*

AND

survivor* OR survivorship OR “follow up” OR follow-up

AND

“unmet needs” OR “care needs” OR “patient* needs” OR “needs assessment”
OR “family needs” OR “supportive care needs”

AND

“physical needs” OR “psychosocial needs” OR “emotional needs” OR “social
needs” OR “interpersonal needs” OR “intimacy needs” OR “practical needs”
OR “daily living needs” OR “spiritual needs” OR “existential needs” OR
“health information” OR “health system information” OR “patient clinician
communication needs” OR “cognitive needs”

AND

‘ireland’ OR ‘irish (citizen)’

Hand searchingt

Journal of Cancer Survivorship; The Irish Medical Journal

Adapted from Paterson et al., 2015 [15] & Hegarty et al., 2018 [20]; $Relevant journals identified from reference lists

of eligible papers.
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Appendix 4: NIH Quality Assessment Tool for Observational Cohort and
Cross-Sectional Studies

12/11/2017 Quality Assessment Tool for Observational Cohort and Cross-Sectional Studies - NHLBI, NIH
N I H National Heart, Lung,
and Blood Institute

Quality Assessment Tool for Observational Cohort and Cross-Sectional Studies

Other
Criteria Yes No (CD, NR, NA)*
1. Was the research question or objective in this paper clearly stated?

2. Was the study population clearly specified and defined?

3. Was the participation rate of eligible persons at least 50%?

4. Were all the subjects selected or recruited from the same or similar populations (including the same time period)?
Were inclusion and exclusion criteria for being in the study prespecified and applied uniformly to all participants?

5. Was a sample size justification, power description, or variance and effect estimates provided?

6. For the analyses in this paper, were the exposure(s) of interest measured prior to the outcome(s) being measured?

7. Was the timeframe sufficient so that one could reasonably expect to see an association between exposure and
outcome if it existed?

8. For exposures that can vary in amount or level, did the study examine different levels of the exposure as related to
the outcome (e.g., categories of exposure, or exposure measured as continuous variable)?

9. Were the exposure measures (independent variables) clearly defined, valid, reliable, and implemented consistently
across all study participants?

10. Was the exposure(s) assessed more than once over time?

11. Were the outcome measures (dependent variables) clearly defined, valid, reliable, and implemented consistently
across all study participants?

12. Were the outcome assessors blinded to the exposure status of participants?

13. Was loss to follow-up after baseline 20% or less?

14. Were key potential confounding variables measured and adjusted statistically for their impact on the relationship
between exposure(s) and outcome(s)?

Quality Rating (Good, Fair, or Poor) (see guidance)

Rater #1 initials:
Rater #2 initials:
Additional Comments (If POOR, please state why):

*CD, cannot determine; NA, not applicable; NR, not reported

Guidance for Assessing the Quality of Observational Cohort and Cross-Sectional Studies

The guidance document below is organized by question number from the tool for quality assessment of observational cohort and cross-sectional studies.
Question 1. Research question

Did the authors describe their goal in conducting this research? Is it easy to understand what they were looking to find? This issue is important for any scientific
paper of any type. Higher quality scientific research explicitly defines a research question.

Questions 2 and 3. Study population

Did the authors describe the group of people from which the study participants were selected or recruited, using demographics, location, and time period? If you
were to conduct this study again, would you know who to recruit, from where, and from what time period? Is the cohort population free of the outcomes of interest
at the time they were recruited?

An example would be men over 40 years old with type 2 diabetes who began seeking medical care at Phoenix Good Samaritan Hospital between January 1, 1990
and December 31, 1994. In this example, the population is clearly described as: (1) who (men over 40 years old with type 2 diabetes); (2) where (Phoenix Good
Samaritan Hospital); and (3) when (between January 1, 1990 and December 31, 1994). Another example is women ages 34 to 59 years of age in 1980 who were in
the nursing profession and had no known coronary disease, stroke, cancer, hypercholesterolemia, or diabetes, and were recruited from the 11 most populous
States, with contact information obtained from State nursing boards.

In cohort studies, it is crucial that the population at baseline is free of the outcome of interest. For example, the nurses' population above would be an appropriate
group in which to study incident coronary disease. This information is usually found either in descriptions of population recruitment, definitions of variables, or
inclusion/exclusion criteria.

You may need to look at prior papers on methods in order to make the assessment for this question. Those papers are usually in the reference list.

If fewer than 50% of eligible persons participated in the study, then there is concern that the study population does not adequately represent the target population.
This increases the risk of bias.

Question 4. Groups recruited from the same population and uniform eligibility criteria

Were the inclusion and exclusion criteria developed prior to recruitment or selection of the study population? Were the same underlying criteria used for all of the
subjects involved? This issue is related to the description of the study population, above, and you may find the information for both of these questions in the same
section of the paper.

https://www.nhlbi.nih.gov/health-pro/guidelines/in-develop/cardiovascular-risk-reduction/tools/cohort 1/4
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Most cohort studies begin with the selection of the cohort; participants in this cohort are then measured or evaluated to determine their exposure status. However,
some cohort studies may recruit or select exposed participants in a different time or place than unexposed participants, especially retrospective cohort studies—
which is when data are obtained from the past (retrospectively), but the analysis examines exposures prior to outcomes. For example, one research question could
be whether diabetic men with clinical depression are at higher risk for cardiovascular disease than those without clinical depression. So, diabetic men with
depression might be selected from a mental health clinic, while diabetic men without depression might be selected from an internal medicine or endocrinology clinic.
This study recruits groups from different clinic populations, so this example would get a "no."

However, the women nurses described in the question above were selected based on the same inclusion/exclusion criteria, so that example would get a "yes."
Question 5. Sample size justification

Did the authors present their reasons for selecting or recruiting the number of people included or analyzed? Do they note or discuss the statistical power of the
study? This question is about whether or not the study had enough participants to detect an association if one truly existed.

A paragraph in the methods section of the article may explain the sample size needed to detect a hypothesized difference in outcomes. You may also find a
discussion of power in the discussion section (such as the study had 85 percent power to detect a 20 percent increase in the rate of an outcome of interest, with a
2-sided alpha of 0.05). Sometimes estimates of variance and/or estimates of effect size are given, instead of sample size calculations. In any of these cases, the
answer would be "yes."

However, observational cohort studies often do not report anything about power or sample sizes because the analyses are exploratory in nature. In this case, the
answer would be "no." This is not a "fatal flaw." It just may indicate that attention was not paid to whether the study was sufficiently sized to answer a prespecified
question-i.e., it may have been an exploratory, hypothesis-generating study.

Question 6. Exposure assessed prior to outcome measurement
This question is important because, in order to determine whether an exposure causes an outcome, the exposure must come before the outcome.

For some prospective cohort studies, the investigator enrolls the cohort and then determines the exposure status of various members of the cohort (large
epidemiological studies like Framingham used this approach). However, for other cohort studies, the cohort is selected based on its exposure status, as in the
example above of depressed diabetic men (the exposure being depression). Other examples include a cohort identified by its exposure to fluoridated drinking water
and then compared to a cohort living in an area without fluoridated water, or a cohort of military personnel exposed to combat in the Gulf War compared to a cohort
of military personnel not deployed in a combat zone.

With either of these types of cohort studies, the cohort is followed forward in time (i.e., prospectively) to assess the outcomes that occurred in the exposed
members compared to nonexposed members of the cohort. Therefore, you begin the study in the present by looking at groups that were exposed (or not) to some
biological or behavioral factor, intervention, etc., and then you follow them forward in time to examine outcomes. If a cohort study is conducted properly, the
answer to this question should be "yes," since the exposure status of members of the cohort was determined at the beginning of the study before the outcomes
occurred.

For retrospective cohort studies, the same principal applies. The difference is that, rather than identifying a cohort in the present and following them forward in time,
the investigators go back in time (i.e., retrospectively) and select a cohort based on their exposure status in the past and then follow them forward to assess the
outcomes that occurred in the exposed and nonexposed cohort members. Because in retrospective cohort studies the exposure and outcomes may have already
occurred (it depends on how long they follow the cohort), it is important to make sure that the exposure preceded the outcome.

Sometimes cross-sectional studies are conducted (or cross-sectional analyses of cohort-study data), where the exposures and outcomes are measured during the
same timeframe. As a result, cross-sectional analyses provide weaker evidence than regular cohort studies regarding a potential causal relationship between
exposures and outcomes. For cross-sectional analyses, the answer to Question 6 should be "no

Question 7. Sufficient timeframe to see an effect

Did the study allow enough time for a sufficient number of outcomes to occur or be observed, or enough time for an exposure to have a biological effect on an
outcome? In the examples given above, if clinical depression has a biological effect on increasing risk for CVD, such an effect may take years. In the other example,
if higher dietary sodium increases BP, a short timeframe may be sufficient to assess its association with BP, but a longer timeframe would be needed to examine its
association with heart attacks.

The issue of timeframe is important to enable meaningful analysis of the relationships between exposures and outcomes to be conducted. This often requires at least
several years, especially when looking at health outcomes, but it depends on the research question and outcomes being examined.

Cross-sectional analyses allow no time to see an effect, since the exposures and outcomes are assessed at the same time, so those would get a "no" response.
Question 8. Different levels of the exposure of interest

If the exposure can be defined as a range (examples: drug dosage, amount of physical activity, amount of sodium consumed), were multiple categories of that
exposure assessed? (for example, for drugs: not on the medication, on a low dose, medium dose, high dose; for dietary sodium, higher than average U.S.
consumption, lower than recommended consumption, between the two). Sometimes discrete categories of exposure are not used, but instead exposures are
measured as continuous variables (for example, mg/day of dietary sodium or BP values).

In any case, studying different levels of exposure (where possible) enables investigators to assess trends or dose-response relationships between exposures and
outcomes-e.g., the higher the exposure, the greater the rate of the health outcome. The presence of trends or dose-response relationships lends credibility to the
hypothesis of causality between exposure and outcome.

For some exposures, however, this question may not be applicable (e.g., the exposure may be a dichotomous variable like living in a rural setting versus an urban
setting, or vaccinated/not vaccinated with a one-time vaccine). If there are only two possible exposures (yes/no), then this question should be given an "NA," and it
should not count negatively towards the quality rating.

Question 9. Exposure res and t

Were the exposure measures defined in detail? Were the tools or methods used to measure exposure accurate and reliable-for example, have they been validated
or are they objective? This issue is important as it influences confidence in the reported exposures. When exposures are measured with less accuracy or validity, it is

https://www.nhlbi.nih.gov/health-pro/guidelines/in-develop/cardiovascular-risk-reduction/tools/cohort 2/4
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harder to see an association between exposure and outcome even if one exists. Also as important is whether the exposures were assessed in the same manner
within groups and between groups; if not, bias may result.

For example, retrospective self-report of dietary salt intake is not as valid and reliable as prospectively using a standardized dietary log plus testing participants'
urine for sodium content. Another example is measurement of BP, where there may be quite a difference between usual care, where clinicians measure BP however
it is done in their practice setting (which can vary considerably), and use of trained BP assessors using standardized equipment (e.g., the same BP device which has
been tested and calibrated) and a standardized protocol (e.g., patient is seated for 5 minutes with feet flat on the floor, BP is taken twice in each arm, and all four
measurements are averaged). In each of these cases, the former would get a "no" and the latter a "yes."

Here is a final example that illustrates the point about why it is important to assess exposures consistently across all groups: If people with higher BP (exposed
cohort) are seen by their providers more frequently than those without elevated BP (nonexposed group), it also increases the chances of detecting and documenting
changes in health outcomes, including CVD-related events. Therefore, it may lead to the conclusion that higher BP leads to more CVD events. This may be true, but
it could also be due to the fact that the subjects with higher BP were seen more often; thus, more CVD-related events were detected and documented simply
because they had more encounters with the health care system. Thus, it could bias the results and lead to an erroneous conclusion.

Question 10. Repeated exposure assessment

Was the exposure for each person measured more than once during the course of the study period? Multiple measurements with the same result increase our
confidence that the exposure status was correctly classified. Also, multiple measurements enable investigators to look at changes in exposure over time, for
example, people who ate high dietary sodium throughout the followup period, compared to those who started out high then reduced their intake, compared to those
who ate low sodium throughout. Once again, this may not be applicable in all cases. In many older studies, exposure was measured only at baseline. However,
multiple exposure measurements do result in a stronger study design.

Question 11. Outcome measures

Were the outcomes defined in detail? Were the tools or methods for measuring outcomes accurate and reliable-for example, have they been validated or are they
objective? This issue is important because it influences confidence in the validity of study results. Also important is whether the outcomes were assessed in the same
manner within groups and between groups.

An example of an outcome measure that is objective, accurate, and reliable is death-the outcome measured with more accuracy than any other. But even with a
measure as objective as death, there can be differences in the accuracy and reliability of how death was assessed by the investigators. Did they base it on an
autopsy report, death certificate, death registry, or report from a family member? Another example is a study of whether dietary fat intake is related to blood
cholesterol level (cholesterol level being the outcome), and the cholesterol level is measured from fasting blood samples that are all sent to the same laboratory.
These examples would get a "yes." An example of a "no" would be self-report by subjects that they had a heart attack, or self-report of how much they weigh (if
body weight is the outcome of interest).

Similar to the example in Question 9, results may be biased if one group (e.g., people with high BP) is seen more frequently than another group (people with normal
BP) because more frequent encounters with the health care system increases the chances of outcomes being detected and documented.

Question 12. Blinding of outcome assessors

Blinding means that outcome assessors did not know whether the participant was exposed or unexposed. It is also sometimes called "masking." The objective is to
look for evidence in the article that the person(s) assessing the outcome(s) for the study (for example, examining medical records to determine the outcomes that
occurred in the exposed and comparison groups) is masked to the exposure status of the participant. Sometimes the person measuring the exposure is the same
person conducting the outcome assessment. In this case, the outcome assessor would most likely not be blinded to exposure status because they also took
measurements of exposures. If so, make a note of that in the comments section.

As you assess this criterion, think about whether it is likely that the person(s) doing the outcome assessment would know (or be able to figure out) the exposure
status of the study participants. If the answer is no, then blinding is adequate. An example of adequate blinding of the outcome assessors is to create a separate
committee, whose members were not involved in the care of the patient and had no information about the study participants' exposure status. The committee would
then be provided with copies of participants' medical records, which had been stripped of any potential exposure information or personally identifiable information.
The committee would then review the records for prespecified outcomes according to the study protocol. If blinding was not possible, which is sometimes the case,
mark "NA" and explain the potential for bias.

Question 13. Followup rate

Higher overall followup rates are always better than lower followup rates, even though higher rates are expected in shorter studies, whereas lower overall followup
rates are often seen in studies of longer duration. Usually, an acceptable overall followup rate is considered 80 percent or more of participants whose exposures
were measured at baseline. However, this is just a general guideline. For example, a 6-month cohort study examining the relationship between dietary sodium
intake and BP level may have over 90 percent followup, but a 20-year cohort study examining effects of sodium intake on stroke may have only a 65 percent
followup rate.

Question 14. Statistical analyses

Were key potential confounding variables measured and adjusted for, such as by statistical adjustment for baseline differences? Logistic regression or other
regression methods are often used to account for the influence of variables not of interest.

This is a key issue in cohort studies, because statistical analyses need to control for potential confounders, in contrast to an RCT, where the randomization process
controls for potential confounders. All key factors that may be associated both with the exposure of interest and the outcome-that are not of interest to the research
question-should be controlled for in the analyses.

For example, in a study of the relationship between cardiorespiratory fitness and CVD events (heart attacks and strokes), the study should control for age, BP, blood
cholesterol, and body weight, because all of these factors are associated both with low fitness and with CVD events. Well-done cohort studies control for multiple
potential confounders.

Some general guidance for determining the overall quality rating of observational cohort and cross-sectional studies

The questions on the form are designed to help you focus on the key concepts for evaluating the internal validity of a study. They are not intended to create a list
that you simply tally up to arrive at a summary judgment of quality.

https://www.nhlbi.nih.gov/health-pro/guidelines/in-develop/cardiovascular-risk-reduction/tools/cohort 3/4
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Internal validity for cohort studies is the extent to which the results reported in the study can truly be attributed to the exposure being evaluated and not to flaws in
the design or conduct of the study-in other words, the ability of the study to draw associative conclusions about the effects of the exposures being studied on
outcomes. Any such flaws can increase the risk of bias.

Critical appraisal involves considering the risk of potential for selection bias, information bias, measurement bias, or confounding (the mixture of exposures that one
cannot tease out from each other). Examples of confounding include co-interventions, differences at baseline in patient characteristics, and other issues throughout
the questions above. High risk of bias translates to a rating of poor quality. Low risk of bias translates to a rating of good quality. (Thus, the greater the risk of bias,
the lower the quality rating of the study.)

In addition, the more attention in the study design to issues that can help determine whether there is a causal relationship between the exposure and outcome, the
higher quality the study. These include exposures occurring prior to outcomes, evaluation of a dose-response gradient, accuracy of measurement of both exposure
and outcome, sufficient timeframe to see an effect, and appropriate control for confounding-all concepts reflected in the tool.

Generally, when you evaluate a study, you will not see a "fatal flaw," but you will find some risk of bias. By focusing on the concepts underlying the questions in the
quality assessment tool, you should ask yourself about the potential for bias in the study you are critically appraising. For any box where you check "no" you should
ask, "What is the potential risk of bias resulting from this flaw in study design or execution?" That is, does this factor cause you to doubt the results that are
reported in the study or doubt the ability of the study to accurately assess an association between exposure and outcome?

The best approach is to think about the questions in the tool and how each one tells you something about the potential for bias in a study. The more you familiarize
yourself with the key concepts, the more comfortable you will be with critical appraisal. Examples of studies rated good, fair, and poor are useful, but each study
must be assessed on its own based on the details that are reported and consideration of the concepts for minimizing bias.

Last Updated March 2014
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Appendix 5: CASP Qualitative Checklist

‘ hS P ’ WAWW s Lk et
) nfoo ey vk net

Critical Appraisal
Skills Programme

Sunmertown Pavilion, Micdle
Wy Ostord QX 710

CASP Checklist: 10 questions to help you make sense of a Qualitative research

How to use this appraisal tool: Three broad issues need to be considered when appraising a
qualitative study:

N Are the results of the study valid? (Section A)
l\ What are the results? (Section B)
™ Will the results help locally? (Section C)

The 10 questions on the following pages are designed to help you think about these issues
systematically. The first two questions are screening questions and can be answered quickly.
If the answer to both is “yes”, it is worth proceeding with the remaining questions. There is
some degree of overlap between the questions, you are asked to record a “yes”, “no” or
“can’t tell” to most of the questions. A number of italicised prompts are given after each
question. These are designed to remind you why the question is important. Record your

reasons for your answers in the spaces provided.

About: These checklists were designed to be used as educational pedagogic tools, as part of a
workshop setting, therefore we do not suggest a scoring system. The core CASP checklists
(randomised controlled trial & systematic review) were based on JAMA 'Users’ guides to the
medical literature 1994 (adapted from Guyatt GH, Sackett DL, and Cook DJ), and piloted with
health care practitioners.

For each new checklist, a group of experts were assembled to develop and pilot the checklist
and the workshop format with which it would be used. Over the years overall adjustments
have been made to the format, but a recent survey of checklist users reiterated that the basic
format continues to be useful and appropriate.

Referencing: we recommend using the Harvard style citation, i.e.: Critical Appraisal Skills
Programme (2018). CASP (insert name of checklist i.e. Qualitative) Checklist. [online] Available
at: URL. Accessed: Date Accessed.

©CASP this work is licensed under the Creative Commons Attribution — Non-Commercial-
Share A like. To view a copy of this license, visit http://creativecommons.org/licenses/by-nc-
sa/3.0/ www.casp-uk.net

Critical Appraisal Skills Programme (CASP) part of Oxford Centre for Triple Value Healthcare Ltd www.casp-uk.net
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CNSP

Critical Appraisal
Skills Programme

Paper for appraisal and reference: ....

Section A: Are the results valid?

HINT: Consider

1. Was there a clear Yes

statement of the aims of e what was the goal of the research

the research? Can’t Tell e why it was thought important

its rel
No e its relevance
Comments:

2. Is a qualitative Yes HINT: Consider
methodology ) e If the research seeks to interpret or
appropriate? Can’t Tell illuminate the actions and/or subjective

N experiences of research participants
o - :

e |s qualitative research the right

methodology for addressing the

research goal

Comments:

| Is it worth continuing?

3. Was the research Yes HINT: Consider
design appropriate to e if the researcher has justified the
address the aims of the Can’t Tell research design (e.g. have they
research? discussed how they decided which

No method to use)

Comments:
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CNhSP

Critical Appraisal
Skills Programme

4. Was the recruitment Yes HINT: Consider
strategy appropriate to e If the researcher has explained how the
the aims of the Can’t Tell participants were selected
research? o |[f they explained why the participants

No they selected were the most
appropriate to provide access to the

type of knowledge sought by the study
o |f there are any discussions around
recruitment (e.g. why some people
chose not to take part)

Comments:

5. Was the data collected in Yes HINT: Consider

a way that addressed the « If the setting for the data collection was
research issue? Can’t Tell justified

e |fitis clear how data were collected (e.g.
focus group, semi-structured interview
etc.)

No

e |f the researcher has justified the methods
chosen

e If the researcher has made the methods
explicit (e.g. for interview method, is there
an indication of how interviews are
conducted, or did they use a topic guide)

o |f methods were modified during the
study. If so, has the researcher
explained how and why

o |f the form of data is clear (e.g. tape
recordings, video material, notes etc.)
e [f the researcher has discussed
saturation of data

Comments:
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6. Has the relationship Yes HINT: Consider
between researcher and
participants been

adequately considered?

o |[f the researcher critically
Can’t Tell examined their own role,
potential bias and influence
during (a) formulation of the
research questions (b) data
collection, including sample
recruitment and choice of
location

No

e How the researcher responded to
events during the study and
whether they considered the
implications of any changes in the
research design

Comments:

Section B: What are the results?

7. Have ethical issues been Yes HINT: Consider
taken into consideration? o [fthere are sufficient details of how the
research was explained to participants for
the reader to assess whether ethical
standards were maintained

Can’t Tell

No e If the researcher has discussed issues
raised by the study (e.g. issues around
informed consent or confidentiality or how
they have handled the effects of the study
on the participants during and after the
study)

e |fapproval has been sought from

the ethics committee

Comments:
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CNhSP

Critical Appraisal
Skills Programme

8. Was the data analysis Yes HINT: Consider
sufficiently rigorous? e |f there is an in-depth description of the
Can’t Tell analysis process

o [f thematic analysis is used. If so, is it clear

No how the categories/themes were derived

from the data

e Whether the researcher explains how the
data presented were selected from the
original sample to demonstrate the analysis
process

o [f sufficient data are presented to support
the findings

e To what extent contradictory data are
taken into account

o Whether the researcher critically examined
their own role, potential bias and influence
during analysis and selection of data for
presentation

Comments:
9. Is there a clear statement Yes HINT: Consider whether
of findings? o [f the findings are explicit
Can’t Tell e |If there is adequate discussion of the
evidence both for and against the
No researcher’s arguments
e |[f the researcher has discussed the
credibility of their findings (e.g.
triangulation, respondent validation, more
than one analyst)
e |[f the findings are discussed in relation to
the original research question
Comments:
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Skills Programme

Section C: Will the results help locally?

10. How valuable is the HINT: Consider
research? e |f the researcher discusses the
contribution the study makes to existing

knowledge or understanding (e.g. do they

consider the findings in relation to current

practice or policy, or relevant research-

based literature

o |[fthey identify new areas where research

is necessary

e [f the researchers have discussed whether

or how the findings can be transferred to

other populations or considered other

ways the research may be used

Comments:
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Appendix 8: Table of included conference abstracts

Abstracts (n = 6) Main findings

1.Cooney et al., 2012

(BC survivors; n = 34; post-treatment; focus
groups)

Physical effects (scars & lymphedema) linked to
distress

QoL difficulties with returning to work
Hidden economic costs of BC

2.Cooney et al., 2012
(BC survivors; n = 296; post-treatment; survey)

Physical needs not being met (pain)

3.Hegarty, 2015*
(Cancer survivors; n = 238; survey)

Unmet needs identified as follows: physical
symptoms (pain, fatigue, memory loss);
psychological effects of cancer and financial
issues

4.Hegarty, 2015

(Cancer survivors; n = 206; mixed treatment
group**; survey)

Survivor care identified as poor - less than 10%
had care plans/discharge plans

Poor functional and emotional well-being reported

5.Sharp et al., 2013*

(Cancer survivors; n = 625; interviews)

QoL needs - patterns of workforce participation
varied across cancer type

6.Timmons et al., 2012

(Cancer survivors; n = 17; post-treatment;
interviews)

Gaps in survivor care post-treatment: information,
psychosocial/emotional, practical, social and
financial needs unmet

“Treatment status (i.e. undergoing or post-treatment) not reported. ** Mixed treatment group includes some patients
undergoing treatment and those that have completed treatment — data in abstract presented for whole study
population and not by treatment status. Please see Page 42 for an explanation of the abbreviations used in this table.

References for abstracts included in
review synthesis (n = 6)

1. Cooney, M.A., Galvin, R., Stokes, EK., &
Connally, E. (2012). Impairment, activity and
participation after breast cancer: the lived
experience. Support Care Cancer, 20 (Suppl
1): S1-8283. DOI 10.1007/s00520-012-1479-
7

Cooney, M., Galvin, R., Connally, E., & Stokes,
E. (2012). Location and prevelance of pain in a
cohort of women up to 4 years after treatment
for breast cancer. Support Care Cancer, 21
(Suppl 1):51-S301 DOI 10.1007/s00520-013-
1798-3

Hegarty, J. (2015). The Experience of
Individuals Who Live With, Through and
Beyond Cancer in Ireland. Cancer Nursing, 38,
No. 45, 2015.
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Hegarty, J. (2015). Cancer survivorship: the
experience of patients and how the  services
ought to respond. Support Care Cancer, 23
(Suppl 1):51-S388 DOI10.1007/s00520-015-
2712-y

Sharp, L., O’ Driscoll, D., Higney. K., &
Bradley, C. (2013). Patterns and predictors of
workforce participation in cancer survivors 6
and 12-months post-diagnosis: a longitudinal
study. Support Care Cancer, 21 (Suppl 1):S1-
S301 DOI 10.1007/s00520-013-1798-3

6. Timmons, A., Gooberman-Hill, R., O’ Sullivan,
E., & Butow, P. (2012). The supportive care
needs of survivors of head and neck cancer in
Ireland: are needs being met? Support Care
Cancer 20 (Suppl 1):51-5283 DOI 10.1007/
s00520-012-1479-7
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Appendix 9: References for studies/papers included in review synthesis (n = 34)

Cleary V., Hegarty, J., & McCarthy, G. (2011). Oncol
Nurs Forum, 38(2):E87-96. doi: 10.1188/11.ONF.
E87-E96.

Cleary V., & Hegarty, J. (2013). How a diagnosis of
gynaecological cancer affects women’s sexuality.
Cancer Nursing Practice, 12(1); 32-37. doi: 10.7748/
cnp2013.02.12.1.32.e648

Cockle-Hearne, J., Charnay-Sonnek, F., Denis, L.,
Fairbanks, HE., Kelly, D., Kav, S., Leonard, K., van
Muilekom, E., Fernandez-Ortega, P., Jensen, BT., &
Faithfull, S. (2013). The impact of supportive nursing
care on the needs of men with prostate cancer:

a study across seven European countries. British
Journal of Cancer, 109, 2121-2130. doi: 10.1038/
bjc.2013.568.

Davidson, F. (2016). Quality of life, wellbeing and
care needs of Irish ostomates. British Journal of
Nursing, (Stoma Supplement) 25 (17): ):S4-S12. doi:
10.12968/bjon.2016.25.17.54

Droog E., Armstrong C., & MacCurtain S. (2014).
Supporting Patients During Their Breast Cancer
Journey: The Informational Role of Clinical Nurse
Specialists. Cancer Nurs. 37(6):429-35. doi:10.1097/
NCC.0000000000000109.

Drummond FJ., Kinnear H., Donnelly C., O’Leary

E., O’'Brien K., Burns BRM., Gavin A., & Sharp L.
(2015a). Establishing a population-based patient-
reported outcomes study (PROMSs) using national
cancer registries across two jurisdictions:the Prostate
Cancer Treatment, your experience (PiCTure)

study. BMJ Open. 17;5(4):e006851. doi: 10.1136/
bmjopen-2014-006851.

Drummond FJ., Kinnear H., O’Leary E., Donnelly, C.,
Gavin A, Sharp L. (2015b).. Long-term healthrelated
quality of life of prostate cancer survivors varies by
primary treatment. Results from the PiCTure (Prostate
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Surviv; 9(2):361-72. doi: 10.1007/s11764-014-0419-
6.

Drury, A., Payne, S., & Brady, AM. (2017). The cost of
survival: an exploration of colorectal cancer survivors’
experiences of pain. Acta Oncologica, 56(2) 205-
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Dunne, S., Mooney, O., Coffey, L., Sharp, L.,
Timmons, A., Desmond, D., Gooberman-Hill, R., O’
Sullivan, E., Keogh, I., Timon, C., Gallagher, P. (2017).
Self-management strategies used by head and neck
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Gannon, J.A., Guinan, E.M., Doyle, S.L., Beddy, P.
Reynolds, J.V., & Hussey, J. (2017). Reduced fitness
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Gavin, A.T., Drummond, F.J., Donnelly, C., O’Leary,
E., Sharp, L., & Kinnear H.R. (2015). Patient-
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