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ABSTRACT

PURPOSE

METHODS

RESULTS

CONCLUSION

The number of cancer survivors living with and beyond cancer treatment is
rising globally. It is fundamental to understand the extent and type of psy-
chosocial care services offered worldwide. We evaluated models of cancer
survivorship care, psychosocial care practices in the post-treatment survi-
vorship phase, and barriers/facilitators to delivery of psychosocial care services,
including in low- and middle-income countries (LMICs).

The International Psycho-Oncology Society (IPOS) Survivorship Special In-
terest Group led a cross-sectional online survey between March and November
2022. Health care professionals and researchers in psycho-oncology were in-
vited through the IPOS global membership, social media, and snowballing. The
survey was administered to individuals but included questions related to
practices in their country at a national level.

Two hundred eighty-three respondents from 37 countries participated (40%
from LMICs), with a median of 12 years of experience (IQR, 6-20) in the
psycho-oncology field. Participants reported that the most common ele-
ments of routine survivorship care were related to the prevention/
management of recurrences/new cancers (74%), physical late effects
(59%), and chronic medical conditions (53%), whereas surveillance/
management of psychosocial late effects (27%) and psychosocial/
supportive care (25%) were least common. Service availability was more
commonly reported in high-income countries (HICs) than LMICs related to
reproductive health (29% v 17%), genetic counseling/support (40% v 20%),
and identifying/managing distress (39% v 26%) and pain (66% v 48%). Key
barriers included providers focusing on treatment not survivorship (57%),
medical not psychosocial care (60%), and a lack of allied health providers to
deliver psychosocial care (59%).

The psychosocial needs of people living with cancer are not adequately available
and/or provided in post-treatment survivorship even in HICs, because of
barriers at patient, provider, and system levels.
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Advances in earlier diagnosis and treatment worldwide have
resulted in a burgeoning population of individuals living with
and beyond cancer.”> The global burden of cancer is esti-
mated to account for 250 million disability-adjusted life
years lost because of premature mortality and years lived
with disease-related physical or mental functional

ASCO JCO’ Global Oncology

limitations.? In the years and decades post-treatment
completion, cancer survivors face substantial long-term
physical (eg, cardiac dysfunction, subsequent cancers) and
mental health complications (eg, fatigue, pain, distress, fear
of cancer recurrence) associated with cancer and its
treatment.“® Similarly, cancer in early childhood or during
adolescence can substantially affect a young person’s health
and psychosocial development, well into adulthood.*™
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CONTEXT

Key Objective
What are the characteristics of survivorship care and psychosocial care in the post-treatment phase worldwide and the
barriers/facilitators related to the delivery of psychosocial care in high-income and low- and middle-income countries?

Knowledge Generated

The International Psycho-Oncology Society conducted a cross-sectional online survey examining cancer survivorship care
models, psychosocial practices, and barriers/facilitators to service delivery. Survey results suggest that routine survi-
vorship care predominantly emphasizes physical aspects like preventing recurrences (74%) and managing late physical
effects (59%), with comparatively less focus on psychosocial elements. Critical barriers identified included health care
providers prioritizing treatment over survivorship, emphasizing medical rather than psychosocial care, and grappling with a
shortage of allied health providers.

Relevance

The growing global population of cancer survivors necessitates a comprehensive evaluation of psychosocial care services
on a worldwide scale. This research highlights the global challenges in addressing psychosocial needs during post-
treatment cancer survivorship, warranting ongoing collaborative efforts worldwide to improve psychosocial care for cancer

survivors.

Considerable attention has focused on psychosocial care
during cancer treatment, showing direct improvements in
quality of life (ie, psychological, social, personal, relational,
and vocational well-being) and indirect improvements in
quantity of life (ie, symptom control, reduced emergency
department visits and hospitalizations, improved overall
survival, and health care—related costs).*> Despite increasing
global awareness of the psychosocial needs of cancer sur-
vivors, including advocacy for psychosocial cancer care as a
human right, many patients with cancer face unmet psy-
chosocial needs in the post-treatment survivorship phase
globally.’>'* Traditional models of oncologist-led follow-up
care are not sustainable for the growing population of
survivors, and evidence suggests that they are ineffective in
meeting the complex psychosocial needs of cancer
survivors.’>'7 Alternative survivorship care approaches have
been developed for both pediatric and adult cancer
survivors.>'7*® Although these models are more psychoso-
cially grounded, a recent meta-review highlighted that
studies were primarily conducted in breast cancer and co-
lorectal cancer survivors and in Western/high-income
countries (HICs).'”

A substantial knowledge gap remains in how psychosocial
care is provided to cancer survivors across different
cancer types internationally, particularly from those in
low- and middle-income countries (LMICs).!® A recent
survey highlighted psychosocial support issues as a key
challenge in survivorship care,?® although it did not
explore psychosocial issues in depth and was limited to
the care of breast and colorectal cancer survivors, and
respondents included only one representative with ex-
pertise in survivorship care per country. Greater

2 | © 2024 by American Society of Clinical Oncology

knowledge is needed about psychosocial care for cancer
survivors worldwide, across cancer sites, and particularly
in LMIC settings. We conducted an international survey of
health professionals to

1. Characterize models of survivorship care in the post-
treatment phase and psychosocial care practices.

2. Identify patient-, provider-, and system-level barriers
and facilitators related to the delivery of psychosocial care
in HICs and LMICs.

METHODS
Study Design

This international online cross-sectional survey was
developed by the International Psycho-Oncology Society
(IPOS) Survivorship Special Interest Group (SIG). The SIG
is a geographically and culturally diverse group com-
prising psycho-oncology care providers, health care
professionals, researchers, and academics. The survey
was developed to align with the recently published quality
of cancer survivorship care framework* to ensure that
they reflected the evidence-based domains identified as
critical for the optimal delivery of psychosocial care.
Survey questions included a combination of purpose-
built items and questions from (or adapted from) pre-
vious surveys addressing models of survivorship care?®
and barriers/facilitators to care.>> 24 We invited repre-
sentatives from culturally diverse backgrounds and HICs
(n = 17) and LMICs (n = 11) to provide feedback on the
draft survey, to ensure that the content was culturally
appropriate and relevant. Ethics approval was obtained
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from the University of New South Wales (reference:
HC220079).

Participants/Recruitment

Health care providers, researchers, and other professionals
in the field of psycho-oncology and survivorship were
eligible to participate, including oncologists, nurses, psychol-
ogists, psychiatrists, social workers, and general practitioners/
primary care physicians. We invited participants via e-mail
through the global membership of IPOS, which has >700
psychosocial oncology professional and early career/student
members from >100 countries including LMICs. Targeted
sampling methods helped to ensure representation from
LMICs, for example, via the IPOS Federation Societies
networks—which comprises representatives from national
psycho-oncology societies globally—and through other
relevant IPOS SIGs (eg, the LMICs SIG). We also used
snowball techniques to maximize recruitment efforts, by in-
cluding a shareable link in the survey invitation and at the end
of the survey for participants to forward to others. The survey
was advertised to members of charities/nongovernment or-
ganizations and via social media.

TABLE 1. Description of Survey Data Collected for This Analysis

Data Collection and Measures

We collected data between March and November 2022.
Participants completed the 15- to 20-minute survey
online via Qualtrics (Provo, UT). Table 1 shows an overview of
the survey outcome measures including demographic in-
formation (eg, participant’s role, field of specialization),
current models of survivorship care, practices (eg, referral
pathways, providers), and key elements of psychosocial care
(eg, identifying/managing distress) in the post-treatment
survivorship phase specifically (for a full copy, see the Data
Supplement).

Data Analysis

Data were analyzed using SPSS version 27.0 (IBM Corp
2020, Armonk, NY). We analyzed quantitative responses
descriptively and conducted planned comparisons between
groups (ie, by income category) using t-tests and chi-
squared tests. Countries’ income status was classified for
analysis according to the World Bank classifications
for LMICs and HICs.?> Results were considered significant if
P < .05 (two-tailed).

Domain

Description

Demographic data
their field
Health insurance

Including participants’ role, field of specialization, primary setting, country, and years of experience in

Coverage type (eg, public, universal funding)
Extent of coverage using three response options ranging from “Many cancer patients do not have
coverage” to “All cancer patients are fully covered”

Survivorship definition

Definition of survivorship typically used nationally

Models of survivorship care

Primary model used (eg, oncologist-led, shared care) using five response options dichotomized for

analysis as “Not used at all" and “used a little” v “Commonly used” and “very commonly used”

Elements of survivorship care

The extent to which various elements are routinely included in care (eg, health behavior promotion,

surveillance for second cancers) each using five response options ranging from “Not at all” to

“Always included”

Post-treatment psychosocial services

Use of psycho-oncology guidelines

The primary source of psychosocial care guideline use (eg, national, institutional)
How frequently guidelines are used in their country ranging from “None” or “Just a few (1%-10% of
clinicians)” to “Almost all/most (>90% of clinicians)”
Screening and referrals for psychosocial services
The extent to which psychosocial services are offered, in what setting, referral pathway (eg, by their
primary care physician, self-referrals), and providers of psychosocial care (eg, oncologists, social
worker) each using five response options ranging from “Never” to “Always”
Setting and mode of psychosocial care delivery
Routine settings for follow-up care (eg, treating hospital, cancer centers) and mode of delivery (eg, in
person, online) using five response options ranging from “Never” to “Always”
Psychosocial care services
The extent to which various services for psychosocial care are available (eg, support to self-manage
care, support for caregivers) each using five response options ranging from “Not at all” to “Always

available”

Barriers and facilitators to delivering optimal post-
treatment psychosocial care

The extent to which various patient-, provider-, and system-level barriers and facilitators to delivering
psychosocial care in the post-treatment survivorship phase exist

Alist of 27 barriers were rated using three responses options ranging from “Not at all a barrier” to
‘A frequent barrier”

A list of 17 facilitators were rated on the basis of the extent of agreement with each statement
using four response options ranging from “Strongly disagree” to “Strongly agree”

Confidence in responses

Participants’ self-rated confidence that their responses are representative of the average practices in

their country using 4 response options ranging from “Not at all confident” to “Very confident”

NOTE. A copy of the full survey can be found in the Data Supplement.

JCO Global Oncology
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TABLE 2. Survey Respondents’ Characteristics (N = 283) TABLE 2. Survey Respondents’ Characteristics (N = 283) (continued)
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Characteristic No. (%) Characteristic No. (%)

Primary country of residence/practice by region? No. of years of experience
Europe 109 (39) Median 12.0
Asia 58 (21) IQR 6-20
Neilh Armerics 45 (16)
South America 29 (10) NOTE. Numbers and percentages may not add up because of rounding
o — 26 (9) errors or missing data. . .

- 2See the Data Supplement for the full list of countries.
Africa 16 (6) b . . .
: Participants were able to select multiple response options.

Country World Bank income category, US dollars (USD) °Other responses included psycho-oncologist (n = 5), psychosexual
Low income (<81,135 USD Gross National Income per capita) 8 (3) therapist (n = 4), consumer or patient advocate (n = 3), general
Lower-middle—income ($1,136 USD to $4,465 USD) 44 (16) practitioner/family or primary care physician (n = 3), physiotherapist
Upper-middle—income ($4,466 USD to $13,845 USD) 62 (22) (0 =2) or policy maker (n = 3).

High income (313,846 USD Gross National Income per capita) 169 (60)
Current role®
— . Consent
Clinical/health psychologist 123 (44)
Reseamher 7928 Al survey respondents provided written consent at the
Academic 40(04)  commencement of the survey before proceeding to complete
Nurse 39(04)  the survey.
Counselor 27 (10)
Psychiatrist 22 (8) RESULTS
Oncologist 16 (6)
Sontel werler 12 (4) Sample Characteristics
Other® 45 (16) ) .
Area of specialization by age® Four I}undred and e}ght surveys were star‘Fed or submlt.ted,
— of which 283 were included in the analysis on the basis of
Pediatric cancers (<18 years) 40 (14) .
data completeness (>70% of items). Of these, respondents
Adolescent and young adult cancer (15-45 years) 55 (19) . . . .
were from 37 unique countries across six global regions
Adult cancer (>18 years) 195 (68) (Table 2). Sixty percent of participants were from HICs
Older adults (65+ years) 6122  (n = 170), including 28 (9.9%) responses from the
All/multiple ages 72(25  United States and 25 (8.8%) from Australia (n = 25, Data

Area of specialization by cancer type® Supplement). Participants representing LMICs resided
Breast cancer 33 (33) primarily in India (n = 21, 7.4%) and Brazil (n = 15, 5.3%).
Leukemia/myeloma 45 (16)  Most respondents were in patient-facing roles (68%) and
Colorectal cancer 39 (14)  based in hospital settings or cancer centers (63%). The
Gynecologic cancers 3g(13) majority reported specializing in adult cancers (68%),
e 35 (12) with diverse specialization by cancer type (primarily all or

i 0, - -
Lung cancer 34.(12) multiple cancers, 53%). Seventy-seven pfzrcent of re
; spondents reported that they were confident or very
Brain cancers 27 (10) . . .
confident that their responses were representative of
Prostate cancer 27 (10) . . . . o
. average practices in their country, with at least 50% of
e i) el diieidl eeines 2 respondents within each country confident/very confident
Upper gastrointestinal (liver, pancreatic, gastric) 25 (9) in all but four countries.
Sarcoma/bone 19 (7)
Urologic (kidney, bladder) 14 (5) Definition of Survivorship
Skin cancers (including melanoma) 12 (4)
All/multiple cancers 153 (53)  Participants reported a diverse range of responses regarding

Primary setting of work/practice the definition of survivorship used in their country, in-

Hospital/cancer center 179 (63) cluding all patients from diagnosis through to the end of life
o . ..
Primary care setting (eg, general or private practice) 31 (11) (41%) ar_ld cured patients beglnnlng aF the. end of treatment
— , completion (34%). A small proportion included patients
Nongovernment organization or charity 43 (15) .. . R . . . .
University or academc 82 29) receiving palliative care or end-of-life care in their defini-
MersTy tion (7%). Twenty-five percent of respondents acknowl-
Academic medical center 29 (10)

edged that there was no uniform definition of survivorship
used nationally.
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Models of Survivorship Care

Participants reported that the models of survivorship
care commonly and very commonly used in their country
were oncologist-led care (86%), primary care—led care
(46%), shared care (32% ie, joint participation of
tertiary and primary providers), nurse-led clinics
(31%), or multidisciplinary survivorship clinics (22%).
Oncologist-led models of care and multidisciplinary
survivorship clinics were reported at similar levels
among HICs and LMICs. The following models were
more common in HICs: primary care—led (51% v 40%,
x> = 12.867, P = .005), shared care (34% v 29%,
x> = 13.194, P = .004), and nurse-led (34% v 27%,
x> = 48.470, P < .001).

Elements of Survivorship Care

Respondents reported the following elements of cancer
survivorship care as the most common: the prevention/
management of recurrences and new cancers (74%),
physical late effects (59%), and chronic medical condi-
tions (53%, Fig 1). Among the lowest endorsed elements
were referral to allied health services (eg, psychologists,
counsellors; 28%), followed by the surveillance/
management of psychosocial late effects (27%) and
psychosocial and supportive care (25%). The proportion
of participants endorsing each element of care was
similar across HICs and LMICs, although higher in HICs
related to general health advice (50% v 38%, x> = 9.501,
P =.002) and the surveillance/management of late effects
(64% v 50%, x*> = 5.550, P = .018) and of second cancers
(82% v 60%, x> = 15.309, P < .001).

Post-Treatment Psychosocial Services
Use of Psycho-Oncology Guidelines

Reported guideline use varied greatly. Fifteen percent of
participants reported that just a few (ie, 1%-10%) of clini-
cians in their countries use guidelines to inform post-
treatment psychosocial care, followed by 15% who
reported that most (60%-89%) clinicians use guidelines.
Thirteen percent of respondents equally reported that some
(10%-39%) or about half (40%-59%) of clinicians used
psychosocial guidelines. Only 7% reported that most (>90%
of clinicians) used guidelines. Guideline use appeared to be
similar in HICs and LMICs. The primary reported source of
psycho-oncology guidelines used by clinicians was national
or international guidelines (18%) or a mix of guidelines
(30%). The type of guidelines used was also similar across
HICs and LMICs (all P >.05). Some respondents reported that
there were no available guidelines (9%) or that they were
unsure of what was used (16%) in their country.

Screening and Referrals for Psychosocial Services

For patients able to access post-treatment psychosocial
care, needs were assessed by an oncologist (45%), a psy-
chologist (38%), a nurse specialist (34%), or a questionnaire
(30%) and less frequently assessed by a psychiatrist (17%) or
a counselor (16%). Assessments by nurse specialists were
higher in HICs (44%) than in LMICs (26%, x> = 8.743,
P = .003), whereas assessments by psychiatrists and
counsellors were higher in LMICs (34% v 24%, x*> = 4.846,
P = .028 and 54% v 34%, x*> = 4.846, P = .028, respectively).
Overall, 34% of respondents reported that there were no

Prevention/Surveillance for Recurrence/New

Cancers?

Surveillance/Management of Physical Late Effects®

General Health Advice (eg, lifestyle, vaccination)?

Surveillance/Management of Chronic

Medical Conditions

Treatment Recommendations (eg, medication)

Referral for Further Evaluations (eg, specialty care)

0

Risk-Reducing Health Promotion/Prevention —————

Psychosocial or Supportive Care —l HICs

Surveillance/Management of Psychosocial =
Late Effects

Referral to Allied Health (eg, psychologists) m—

m LMICs

m Overall
20 40 60 80 100
Percentage

FIG 1. Key elements of routine survivorship care endorsed by participants overall and by income category
(HICs v LMICs). Participants were able to select more than one response option. 2Significant difference

between HICs and LMICs, P < .05.
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standard assessments of patients’ psychosocial needs in
survivorship in their country, similar in HICs and LMICs.

Participants reported that patients often or always access
psychosocial services by referral from their treating cancer
team or specialized survivorship service (55%), by self-
referral (38%), or less commonly via community
organization/charity (27%), or by their general practitioner/
primary care physician (25%). Referral to psychosocial
services was similar by countries’ income status (all P > .05)
except for self-referral, which was higher in HICs (44%)
than in LMICs (28%, x> = 19.311, P < .001).

Setting and Mode of Psychosocial Care Delivery

When access to post-treatment psychosocial care was
available, it was often or always delivered in treating hos-
pitals or cancer centers (53%), followed by palliative care
centers (37%). Less common settings included community
organizations or charities (32% overall, higher in
HICs = 37% v 23% LMICs, x> = 25.870, P < .001) and primary
care (19% overall, higher in HICs = 21% v 15% LMICs,
x> = 14.908, P = .005).

Participants reported that the most common medium for
psychosocial care delivery (before COVID-19 disease)
was in person/face-to face (73%) and less often via
telephone (13%) and videoconferencing (6%), similar
across HICs and LMICs (all P > .05). Clinical psycholo-
gists or psychiatrists delivered psychosocial care in most
cases (57%), followed by social workers (34% overall,
HICs = 41% v LMICs = 23%, x> = 10.352, P = .035),
counsellors (31% overall, HICs = 34% v LMICs = 26%,
x> = 11.272, P = .024), nurses (33%), oncology providers
(27%), or general practitioners/primary care physicians
(19%).

Psychosocial Care Services

The most common post-treatment psychosocial services
available were reported to be for psychosocial aspects of
end-of-life care (40%) and the identification/assessment
and management of pain (39%, Fig 2). The lowest en-
dorsed services available were related to vocational (em-
ployment/educational) support (18%) and sexual health
(13%). The proportion of participants endorsing each service
were higher in HICs related to pain (66% v 48%, x> = 7.104,

Psychosocial Aspects of End-of-Life Care

Identify/Manage Pain®

Identify/manage distress®

Identify/Manage Depression

Genetic Counseling and Related Support?

0

Support to Self-Manage Care p———
Identify/Manage ANXiely m——
Identify/Manage Fatigue m—
Identify/Manage Sleep Problems m——
Lifestyle and Health Promotion m—"
Identify/Manage SIress m—"
Identify/Manage WorTy n—
Identify/Manage Fear of RECUITENCES m——
Financial SUPPOM m—
Reproductive Health? m——
Identify/Manage Post-Traumatic Stress/Growth m—
Complementary/Integrative Therapy —
Family/Caregiver Relationships
Identify/Manage lliness INtrusiveness
Support for Caregivers m—
Vocational (employment/educational) SUPPOIt
Sexual Health m—

m LMICs
HICs
W Overall
20 40 60 80 100
Percentage

FIG 2. Psychosocial and supportive care services available to survivors in the survivorship phase endorsed
by participants overall and by income category (HICs v LMICs). Participants were able to select more than
one response option. 2Significant difference between HICs and LMICs, P < .05.

6 | © 2024 by American Society of Clinical Oncology



Downloaded from ascopubs.org by 193.61.0.82 on June 6, 2024 from 193.061.000.082
Copyright © 2024 American Society of Clinical Oncology. See https://ascopubs.org/go/authors/open-access for reuse terms.

Global Survey of Post-Treatment Psychosocial Care

P = .008), identifying/managing distress (39% v 26%,
x> = 4.446, P = .035), genetic counseling/support (40% v
20%, x> = 10.095, P = .001), and reproductive health (29% v
17%, x* = 4128, P = .042).

Barriers and Facilitators to Delivering Optimal
Psychosocial Care for Cancer Survivors

Barriers to Delivering Psychosocial Care

Almost all respondents (98%) endorsed at least one barrier
to delivering optimal psychosocial care to cancer survivors in
their country (Data Supplement). The most commonly re-
ported patient-related barriers (ie, a frequent barrier) were
incidental costs of accessing care (eg, travel, time off work,
49%) and that patients have poor access to care (eg, dis-
tance, timing, 48%). Among provider-level barriers, most
commonly reported was that providers’ focus is on treat-
ment not survivorship (57%) and on medical not psycho-
social care (60%). The highest reported system-level
barriers were related to the fragmentation of care (50%) and
lack of services to meet patient numbers (49%). The pro-
portion of each barrier reported by participants in HICs and
LMICs was similar (Fig 3). However, patients lacking prompt
access to care was reported more frequently by participants
in HICs (96% v LMICs = 88%, x> = 4.897, P = .027), whereas
both the absence of psychosocial care within the national
cancer plan and lack of clinical guidelines for psychosocial
care were reported more frequently in LMICs (77% v

HICs = 50%, x> = 13.788, P < .001; LMICs =
HICs = 56% x> = 9.513, P = .002, respectively).

78% v

Facilitators of Psychosocial Care Delivery

Most participants (89%) reported at least one facilitator of
delivering optimal psychosocial care to cancer survivors in
their country (Data Supplement). The three highest reported
patient-level facilitators (ie, strongly agree and agree) were
good rapport between patients and psychosocial care pro-
viders (70%) and timely access to care, services, and results
(67%). The most common provider-level facilitators were
the availability of telehealth (66%) and rapid screening tools
(59%). Among system-level factors, availability of psy-
chosocial clinical practice guidelines (64%) and the em-
phasis of psychosocial care in the national cancer plan (60%)
were most commonly highlighted. There were significant
differences in several facilitators reported by participants in
HICs and LMICs (Fig 4), for example, related to patients
health literacy (HICs = 55% v LMICs = 39%, x> = 4.863,
P = .027), financial support to access care (HICs = 54% v
LMICs = 29%, x> = 11.510, P < .001), and patient satisfaction
with care (HICs = 72% v LMICs = 58%, x> = 4.340, P = .037).

DISCUSSION

In this international online survey of psycho-oncology
health professionals, participants reported that compre-
hensive psychosocial care is generally not available and/or

System-Level Factors

The Geographic Distribution of Services Limits Provision

There Is Fragmentation of Complex Care

There Is No Uniform Model of Survivorship Care Nationally

There Are No Clinical Practice Guidelines for Psychosocial Care?
There Are Too Many Patients Compared With Available Services
Psychosocial Care Is Not Included Within the National Cancer Plan?
Provider-Level Factors

Providers Rarely Refer to Psychosocial Services

Provider's Focus Is on Medical, Not Psychosocial, Care

Providers' Focus Is on Treatment, Not Survivorship

Providers Do Not Perceive Psychosocial Care as a Priority
Providers Are Time Poor or Work Part-Time Only

The Role of Providers in the Delivery of Psychosocial Care Is Unclear

Providers Generally Communicate Poorly to Patients About Availability/Value of Services

Barriers

Providers Generally Communicate Poorly About Patient's Psychosocial Needs/Care
Providers Are Inexperienced/Uncomfortable Discussing Psychosocial Concerns

There Is a Lack of Allied Health Providers (e.g. psychologists, social workers)

There Is a Lack of Trained General Practitioners/Primary Care Physicians

Providers Lack Appropriate Reimbursement/Compensation for Psychosocial Care
Patient-Level Factors

Patients Lack Prompt Access to Psychosocial Care, Services, or Results?

Patients Are Dissatisfied With the Health Care Delivery Setting

Patients Have Poor Access to Care (e.g. distance, timing)

Patients Experience Costs Associated With Accessing Care (e.g. travel, taking time off work)
Does Not Align With Patient's Cultural/Religious Beliefs or Preferences

Patients Perceive a Stigma/Negative Perception Associated With Psychosocial Symptoms/Care

Patients Have a Low Perceived Need or Understanding of Psychosocial Care Available to Them

O HICs
E LMICs

10 20 30 40 50 60 70 80 920 100

Participants Reporting a Barrier (%)

FIG 3. Barriers to delivering optimal psychosocial care in the survivorship phase endorsed by participants. 2Significant difference between

HICs and LMICs, P < .05.

JCO Global Oncology

ascopubs.org/journal/go | 7


http://ascopubs.org/journal/go

Downloaded from ascopubs.org by 193.61.0.82 on June 6, 2024 from 193.061.000.082
Copyright © 2024 American Society of Clinical Oncology. See https://ascopubs.org/go/authors/open-access for reuse terms.

Signorelli et al

System-Level Factors

Psychosocial Care Is Emphasized in the National Cancer Plan®

There Are Clinical Practice Guidelines for Psychosocial Care®

Services Are Available at Reasonable Cost to Patients®

There Is Recurrent/Stable Funding to Support Psychosocial Care®

Provider-Level Factors

Telehealth Is Available for the Delivery of Psychosocial Care®

Rapid Psychosocial Screening Tools Are Available®

Good Communication With Patients About Availability/Value

Health Professionals Are Qualified/Trained in Psycho-Oncology

There Are Clear Provider Responsibilities for Care Delivery®

Facilitators

Good Communication Between Providers About Patient's Care

Patient-Level Factors

Patients Have a Good Rapport With Psychosocial Care Providers

Patients Have Timely Access To Care, Services, and Results®

Patients Are Satisfied With the Health Care Delivery Setting®

[ HICs

Patients Are Aware of the Available Services

[ LMICs

Patients Have Good Health Literacy®

Patients Have Sufficient Finances/Support to Access Care®

20 30 40 50 60 70 80 90 100

Participants Reporting a Facilitator (%)

FIG 4. Facilitators to delivering optimal psychosocial care in the survivorship phase endorsed by participants. ®Significant difference

between HICs and LMICs, P < .05.

provided in the post-treatment survivorship phase, even in
HICs. When psychosocial services were available, the focus
tended to be on end-of-life care and pain management, with
little to no attention given to other aspects of psychosocial
care. Respondents reported several key barriers, which
hindered the optimal delivery of psychosocial care in sur-
vivorship, particularly provider-related barriers, or low
prioritization of psychosocial care at the national level. The
most common facilitators were primarily related to patient-
level factors such as patients’ rapport with psychosocial care
providers and satisfaction with health care delivery.

Participants in our study reported varying models of
survivorship and psychosocial care, which likely re-
flected varying resources, infrastructure, and availability/
use of clinical guidelines. Psycho-oncology guideline use
appeared lower in our study (22% reporting almost all/most
clinicians use guidelines) compared with approximately
one third in other studies.?®27 This may be attributable to
the diversity of participants in our sample who had ex-
pertise across various cancer diagnoses, whereas estab-
lished guidelines are typically targeted at a single diagnosis
and/or psychological condition (eg, distress). Further effort
is needed to effectively implement psycho-oncology
guidelines and maximize their uptake particularly in
lower-resource settings, given that guideline awareness is
associated with increased clinician screening practices.?”
Yet, in some countries, addressing the need for psycho-
social care and initiating changes in policy and practice is

8 | © 2024 by American Society of Clinical Oncology

particularly complex. For example, the concept of survi-
vorship in developing countries represents a relatively new
and emerging concept, which, coupled with the potential
stigma associated with a cancer diagnosis and/or psycho-
social care, presents additional challenges in some
LMICs.?®2° In these countries, a change in practice may first
require increased awareness of psychosocial care in sur-
vivorship and take into account cultural factors that may be
poorly understood, such as stigma.

Psychosocial care was commonly delivered in hospitals and
cancer/palliative care centers and less commonly reported to
be delivered in community organizations or in the primary
care setting. The focus on end-of-life care and pain man-
agement is expected as patients and families prioritize
minimizing pain and suffering, health professionals typi-
cally receive more training, and there is growing awareness
for improving patient quality of life especially through
palliative care initiatives. The concentration of psychosocial
services in hospitals and cancer centers means that survivors
living in rural or remote areas are less likely to access these
services than if they were offered in community settings.>*:*
Community and nongovernment organizations play an
important role in filling these gaps in the health care system,
yet systematic referrals to their services may be underutil-
ized. Further efforts are needed to understand their potential
role in the delivery of psychosocial care for cancer survivors
and how best to bridge this gap and facilitate communication
with tertiary care providers.*®
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Common reported barriers to delivering optimal psycho-
social care were primarily provider-related, indicating that
the capacity building of the cancer workforce might help to
fill service gaps. In addition, training of oncology providers
should ideally be ongoing and focus on identifying at-risk
individuals, effective communication, and conducting psy-
chosocial screening/assessments. Accreditation may be an
important driver of improved care, as used in the European
Union (eg, the Quality Assurance Scheme for Breast Cancer
Services). Emerging evidence suggests that a shared/
collaborative care model—integrating multidisciplinary
psychosocial services in routine oncology care, with clearly
defined roles—may also offer better support for health care
providers, facilitate more equitable and timely access to care,
and are effective in diverse settings, although are yet to be
implemented widely.>>

Most participants endorsed a national cancer control plan
(NCCP) that addresses psychosocial care in survivorship as a
facilitator to optimal care. A recent analysis demonstrated
that only 24% of countries addressed psycho-oncology
in survivorship in their NCCP.>* Given the emerging
evidence that NCCPs can improve outcomes to guide
resource prioritization and targeted resource development/
implementation,343> inclusion in NCCPs is a critical step
toward improving the psychosocial outcomes of cancer
survivors. Although many countries in the European Union
have addressed psychosocial care in their NCCPs,** there
remains an implementation gap in the development of ad-
jacent policies with clear deliverables and the integration of
clinical practice guidelines, which is a common challenge
internationally.>® Recently, the World Health Organization
published the package of interventions for rehabilitation
including a module specifically focused on cancer, high-
lighting the diverse psychosocial needs of cancer survivors
(eg, fatigue, sleep problems, pain) and the importance of
ongoing rehabilitation to address these.>* This module is a
welcomed step to address the significant gaps in care
worldwide that have been identified in our survey.

A sustained global initiative is now needed to ensure that
resource-stratified psychosocial care guidelines for the
post-treatment survivorship phase are promoted and rou-
tinely included in global, national, and local cancer control
plans with essential resources and attention directed to
implement them. Improving access to psycho-oncology
guidelines in LMICs involves addressing various challenges
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related to health care infrastructure, resources, awareness,
and cultural considerations. This relies on collaborations
between health professionals and organizations globally
including LMIC health care providers. The IPOS Survivorship
SIG is committed to improving equitable psychosocial care
for cancer survivors worldwide to propel change in the field
through continuous global collaborations, by promoting
resource-stratified guidelines and the inclusion of specific
objectives in NCCPs that refer to psycho-oncology in the
post-treatment survivorship phase.

This global survey of psychosocial care practices captured
diverse responses across cancer types, age at diagnosis, and
countries including LMIC representation and allowed for
multiple responses in each country. This approach invited
respondents to respond on a national, not local, level, which
may not capture the diversity of practices within countries. It
is also possible that participants might not have been aware
of national practices although 77% reported that they were
confident/very confident in their responses. It is also pos-
sible that clinician perspectives may not match patients’
lived experience of the health system. Of the responses re-
ceived, 30% (n = 125) were incomplete and excluded
from analysis and we were unable to calculate a response rate
given our recruitment methods. We are not able to ascertain
the specific reason/s for noncompletion although it might
have been due to the survey length or that participants with
low confidence commenting on a national level might have
opted out. Given our recruitment approach, we are unable to
assess nonresponse bias although hope that our varied and
broad recruitment strategy maximizes the diversity of re-
sponses in our sample. We received insufficient responses
from those specializing exclusively in pediatric or adult
cancer to be able to investigate potential differences al-
though the distinct developmental stages, coping mecha-
nisms, and family dynamics warrant further research
comparing adult and pediatric practices.

In conclusion, our findings reveal that the needs of cancer
survivors are generally unaddressed, even in HICs, and
barriers exist on system, provider, and patient levels. This
highlights the urgent need to increase national and global
efforts to improve the quality of psychosocial care in sur-
vivorship. These efforts should be directed toward (inter)
national research initiatives, collaborative models of care,
early intervention/screening, and the development and
implementation of resource-stratified guidelines.
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