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INTRODUCTION:

Pain is a debilitating consequence of a cancer diagnosis, af-
fecting approximately 50.7% of patients'- Often going be-
yond the physical threshold, cancer pain is a multidimen-
sional experience affecting the psychological, social and
spiritual domains of patients’ lives. Nonetheless cancer pain
is not inevitable; it is estimated that pain can be controlled
in up to 90% of cases. In the United Kingdom (UK), this
under-treatment of cancer pain is widely recognised to be
due to human factors, rather than a lack of available treat-
ment options. Inadequate assessment is a major barrier to
pain control, and this evaluation can be limited by patient,
provider and system challenges; optimising these factors is
likely to bring the greatest improvements to pain manage-
ment.

CANCER PAIN ASSESSMENT:
CURRENT GUIDANCE

Pain is a complex phenomenon and varies widely both
across the cancer continuum and the patient population. Dur-
ing cancer treatment 55% of patients experience pain®. The
aetiology of this is multifaceted, involving interactions be-
tween tumour, treatment and psychological factors, as well
as pre-existing comorbidities patients may have. After re-
mission, 40% of cancer survivors continue to have pain and
treatment-related factors (e.g. post-radiotherapy fibrosis)
play an important role*. The experience of pain also differs
between cancer patients: pain may be acute, chronic or inter-
mittent; neuropathic or nociceptive, and can affect patients’
sleep, mood and even cancer prognosis to varying degrees’*.

The assessment provides a basis for inferring the individual
pathophysiology and consequences of pain, helping to guide
diagnostic and treatment decisions. Current guidance recom-
mends that cancer pain should be evaluated at every clini-
cal visit, incorporating a pain history, physical examination,
psychosocial assessment and appropriate diagnostic investi-
gations”. Throughout assessment, ‘total pain’ should be as-
sessed, looking beyond the tumour to address the psycholog-
ical, cultural, spiritual and social influences of pain'®. As pain
is inherently subjective, self-report is the gold standard of
assessment, however validated assessment tools can be used
to aid systematic evaluation and communication. While the
National Institute of Health and Care Excellence (NICE) rec-
ommends unidimensional tools (e.g. visual analogue score),
The British Pain Society (BPS) advocates for the use of mul-
tidimensional tools (e.g. McGill Pain Questionnaire)®?.
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PATIENT CHALLENGES:
Misconceptions and misinformation:

The assessment of pain relies on patients’ self-reports, how-
ever in practice patients may be reluctant to accurately report
their pain. This may be due to concerns about side effects
or addiction to pain medications; not wanting to ‘complain’
about pain; trying to ensure that doctors prioritise cancer
treatment over symptom control; or misconceptions about
the inevitability of pain”!'. Older patients, those with a lower
education level, and Asian patients have been reported to
have higher prevalence of common cancer misbeliefs. Chen
et al. found that Asian patients were particularly worried
about opioid tolerance and had fatalistic views about cancer
pain'>. Lee et al. found in systematic review that patient
education programmes can help to correct misconceptions
and in turn reduce cancer pain, albeit slightly. In one study,
Koh et al. found that the use of an educational booklet had
the greatest effect on changing misconceptions around opi-
oids, whereas views on pain ‘distracting doctors from cancer
treatment’ changed the least. This reduced pain however did
not improve satisfaction with pain management, suggesting
changes in pain are not substantial and resonating that ‘total
pain’ is multidimensional 5.

RECALL BIAS:

The retrospective nature of pain histories may also lead to
inaccurate reporting, with retrospective recall generally
overestimating pain'®!’. Lindberg et al. found that negative
emotion at the time of recall also lead to an overestimation
of pain in a group of breast cancer survivors'®. Electronic
diaries collecting real-time, patient-reported pain measures
(PROMs) can help to minimise recall bias. Electronic dia-
ries are easy to use and improve symptom recording, includ-
ing the level of detail of pain reports and analgesia use'*2!.
PROMs have shown to increase the frequency of pain dis-
cussions, improve patient satisfaction and reduce pain inten-
sity?.

CANCER SURVIVORSHIP:

Advancements in cancer screening and treatment have im-
proved cancer survival. In the UK there are currently over
two million people living with or beyond cancer, with 62%
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living beyond five years after diagnosis®. There is a lack of
guidance and research however into pain assessment in this
population. Nijs et al. suggests that pain in cancer survivors
should first be assessed for a neuropathic component, fol-
lowed by classification as either nociceptive or central sen-
sitisation pain®*. However, this model fails to acknowledge
the holistic nature of pain (e.g. spiritual and psychological
distress) and is based on non-systematic evidence (i.e. expert
opinion).

Moreover, with the chronic nature of pain in survivors, con-
cerns around opioid tolerance and addiction need to be ad-
dressed. Vizthum et al. found that 8.3% of veteran cancer
survivors in the United States had persistent opioid use, with
2.9% being classified as being opioid-dependent®. The ‘pain
medication questionnaire’ (PMQ) and ‘screener and opioid
assessment for patients with pain’ (SOAPP) tools can be used
to predict opioid misuse in those with chronic pain, however
further research needs to assess the validity of these tools
in those with cancer pain. Pain management needs to bal-
ance optimising pain control with harm reduction principles,
and should consider how changes in the processing of pain
stimuli and the stigma of addiction can affect assessment’.

HEALTHCARE PROVIDER CHALLENGES:
Improving undergraduate education:

Several studies have outlined that the frequency and qual-
ity of cancer pain assessment by healthcare professionals
(HCPs) is inadequate: the ‘EPIC’ report showed that 22%
of patients were not asked about pain; Berry et al. found that
doctors omitted addressing emotional issues; and El Rahi et
al. demonstrated that nurses failed to examine pain intensity
and characteristics in cancer patients**?’. Poor knowledge,
insufficient experience and common misbeliefs around can-
cer pain, particularly opioid addiction, are the most pervasive
challenges to assessment for both nurses and doctors’ 1328,

In the UK, the topic of pain, including cancer pain, is under-
represented in both medical and nursing school, with students
only receiving 13 and 10.2 hours of teaching respectively;
only 4.8% of time was devoted to pain assessment for medi-
cal students®. The International Association for the Study of
Pain recommends that pain education should be integrated
across different modules and use a diverse range of teaching
methods, including online-learning, interprofessional learn-
ing and patient stories. This has shown to improve student
knowledge and beliefs around pain, setting the foundation
for effective pain management®3!,

PAIN ASSESSMENT TOOLS:

However, education alone is unlikely to lead to substantial
improvements and should be combined with changes to
working practice. The use of pain assessment tools, particu-
larly multidimensional tools, are limited. In one nationwide
Swedish study, 97% of cancer departments reported using
history alone to assess pain®?. Reported barriers to use of as-
sessment tools include time constraints, lack of policies and
guidelines and insufficient training in using pain assessment
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scales®. It has been proposed that pain assessment should be
incorporated as the ‘fifth vital sign’ in patient records as a
means to promote HCPs in assessing pain regularly and sys-
tematically'***. However, unlike heart rate or temperature,
pain is not an objective measure and over-relying on these
tools takes away the individual voices from patients express-
ing their pain.

INFORMAL CAREGIVERS:

Family members, and other informal caregivers, play a key
and often overlooked role in cancer pain management. This
responsibility is only expected to increase with an ageing
population, increasing prevalence of chronic illness and care
being moved towards the community. However caregiver
reports of pain are not always congruent with those of the
patient; over-reporting being associated with patient con-
cealment of pain and poor patient-caregiver communication,
whilst under-reporting can result from caregiver fears about
opioid addiction and ‘distracting’ doctors from curative
treatment®38. Caregiver misconceptions have also shown
to influence patient beliefs around cancer pain®*. Moreover,
caregivers may not have the knowledge or skills to assess
pain and educational programmes should address this®.
Mehta et al. found that caregivers particularly struggled with
identifying pain that they did not have direct experience of
and distinguishing between pain types*. Furthermore com-
munication may be poor between caregivers and HCPs, with
one study finding that only 24.3% of hospice interdisciplin-
ary meetings about pain included caregivers*'. Shared-deci-
sion making can be facilitated by actively involving caregiv-
ers in care plans and team meetings*#*. Nonetheless, greater
involvement in decision-making should not add undue stress
to caregivers. Watching their loved ones experiencing pain is
deeply distressing, and holistic support needs to be offered to
all those involved in patient care.

SYSTEMIC CHALLENGES:
Inter-disciplinary collaboration:

In the UK, cancer services are divided across community
and hospital-based care, involving multidisciplinary input
from primary care, oncology, surgical, palliative care and
allied health services. The role of pain medicine specialists
however is surprisingly limited®. For example, despite 92%
of palliative care units in England having access to specialist
pain services, only 16% regularly use them’. While special-
ist-input is not efficient in every case, partnership between
cancer and pain services may help in the assessment of more
complex cases (e.g. chronic pain and substance use disor-
ders). Partnership between oncology and pain specialists can
be facilitated through greater crossover in training and fund-
ing for joint-services, including research projects and out-of-
hours pain services.

In contrast, general practitioners (GPs) are already known
to be heavily involved in cancer care. More recently, their
role in survivorship care, particularly pain management, is
being increasingly recognised**#. However, a key area of
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concern for GPs is providing surveillance testing for can-
cer survivors, where new-onset and increasing pain may
indicate recurrence'*#. Likewise, improving partnership be-
tween oncologists and primary care can help improve this
aspect of pain assessment for cancer survivors. This can be
facilitated through shared data management systems, treat-
ment summaries and survivorship care plans*“. However,
cancer survivors are a heterogenous group and collaboration
is unlikely to suit all patients. For example, Hudson et al.
found that while prostate cancer survivors preferred primary
care follow-up, breast cancer survivors preferred care from
oncologists*’. Moreover, Cheung et al. found that the major-
ity of oncologists were resistant to a shared-care model*.

RESEARCH CHALLENGES:

Cancer services are underpinned by the values of evidence-
based medicine. However the quality of research on cancer
pain assessment is often poor, particularly in the develop-
ment of pain assessment tools where few are validated and
tested®. Multiple studies do not adequately describe their
methodologies, with the risk of bias often being unclear.
Furthermore, recruitment into research studies is as low as
5.5%, limiting the generalisability of results'**. Ransom
et al. found that barriers to participation included patients
having non-cancer related pain syndromes and participant
perception of study burden®. It is imperative that research-
ers improve the transparency of their work, recruit from a
broader patient base and collaborate with each other to im-
prove the quality of their research.

There are also key research gaps that need to addressed, in-
cluding the assessment of cancer survivors and culturally
diverse groups, as well as developing a unanimous classi-
fication system for cancer pain®'. In more recent times, the
COVID-19 pandemic has undoubtedly disrupted services
and increasing time constraints, staff burnout and psycholog-
ical stress among patients may contribute to inadequate pain
assessment in the future. Further research needs to assess the
impact of COVID-19 on cancer services and the effective-
ness of pain assessment with changes to working practice
(e.g. telemedicine).

CONCLUSION:

Pain is a distressing and often feared consequence of a can-
cer diagnosis, disrupting all aspects of patients’ and their
families’ lives. The assessment of pain forms the foundation
of successful management, however the multidimensional
nature of cancer pain makes this a complex task. Effective
pain assessment needs to address common misconceptions
and knowledge deficits; improve clinical recording; and fa-
cilitate HCP, caregiver and researcher collaboration around
cancer pain. As HCPs, we all have an ethical duty to strive
towards an improved standard of care and only by working
together, can we provide hope to numerous patients suffering
with cancer pain.

UMI is an open access publication of the Ulster Medical Society (http://www.ums.ac.uk).
The Ulster Medical Society grants to all users on the basis of a Creative Commons Attribution-NonCommercial-Share Alike
4.0 International Licence the right to alter or build upon the work non-commercially, as long as the author is credited

and the new creation is licensed under identical terms.

REFERENCES:

1. vanden Beuken-van Everdingen MH, Hochstenbach LM, Joosten EA,
Tjan-Heijnen VC, Janssen DJ. Update on prevalence of pain in patients
with cancer: systematic review and meta-analysis. J Pain Symptom
Manage.2016;51(6): 1070-90

2. Nersesyan H, Slavin KV. Current approach to cancer pain management:
Availability and implications of different treatment options. Ther Clin
Risk Manag.2007;3(3): 381-400.

3. RussoMM, Sundaramurthi T.An overview of cancer pain: epidemiology
and pathophysiology. Semin Oncol Nurs. 2019;35(3): 223-8.

4. Glare PA, Davies PS, Finlay E, Gulati A, Lemanne D, Moryl N, et al.
Pain in cancer survivors. J Clin Oncol. 2014;32(16): 1739-47.

5. Mantyh PW. Cancer pain and its impact on diagnosis, survival and
quality of life. Nat Rev Neurosci. 2006;7(10): 797-809.

6.  Kroenke K, Theobald D, Wu J, Loza JK, Carpenter JS, Tu W. The
association of depression and pain with health-related quality of life,
disability, and health care use in cancer patients. J Pain Symptom
Manage. 2010;40(3): 327-41.

7.  FinkRM,Gallagher E. Cancer pain assessment and measurement. Semin
Oncol Nurs.2019;35(3): 229-34.

8.  NICE Clinical Knowledge Summaries (CKS). Palliative cancer care
— pain. London: National Institute for Health and Care Excellence;
[Internet] 2020 [cited Dec 2020]. Available from: https://cks.nice.org.
uk/palliative-cancer-care-pain.

9. The British Pain Society. Cancer pain management. London: The
British Pain Society [Internet] 2010 [Cited Dec 2020]. Available from:
https://www.britishpainsociety.org/british-pain-society-publications/
professional-publications/

10.  Scarborough BM, Smith CB. Optimal pain management for patients
with cancer in the modern era. CA Cancer J Clin.2018;68(3): 182-96.

I1. Jacobsen R, Liubarskiene Z, Mgldrup C, Christrup L, Sjggren P,
Samsanavi¢iene J. Barriers to cancer pain management: a review of
empirical research. Medicina (Kaunas). 2009;45(6): 427-33.

12.  Chen CH, Tang ST, Chen CH. Meta-analysis of cultural differences in
Western and Asian patient-perceived barriers to managing cancer pain.
Palliat Med. 2012;26(3): 206-21.

13. Pargeon KL,Hailey BJ. Barriers to effective cancer pain management: a
review of the literature. J Pain Symptom Manage. 1999;18(5): 358—68.

14. LeeYJ,Hyun MK, Jung YJ,Kang MJ,Keam B, Go SJ. Effectiveness of
education interventions for the management of cancer pain: asystematic
review. Asian Pacific J Cancer Prev.2014;15(12): 4787-93.

15. Koh SJ, Keam B, Hyun MK, Ju Seo J, Uk Park K, Oh SY, et al.
Cancer pain management education rectifies patients’ misconceptions
of cancer pain, reduces pain, and improves quality of life. Pain Med.
2018;19(12): 2546-55.

16.  Shi Q, Wang XS, Mendoza TR, Pandya KJ, Cleeland CS. Assessing
persistent cancer pain: a comparison of current pain ratings and pain
recalled from the past week. J Pain Symptom Manage. 2009;37(2):
168-74.

17.  Schoth DE,Radhakrishnan K, Liossi C. A systematic review with subset
meta-analysis of studies exploring memory recall biases for pain-related
information in adults with chronic pain. Pain Rep.2020;5(2): e816. doi:
10.1097/PR9.0000000000000816.

18. Lindberg P, Netter P, Koller M, Steinger B, Klinkhammer-Schalke M.
Breast cancer survivors’ recollection of their quality of life: Identifying
determinants of recall bias in alongitudinal population-based trial. PLoS
One.2017;12(2): ¢0171619. DOI: 10.1371/journal .pone.0171519

19. Baggott C,Gibson F, Coll B, Kletter R, Zeltzer P, Miaskowski C. Initial
evaluation of an electronic symptom diary for adolescents with cancer.

©0Re




40

20.

21.

22.

23.

24.

25.

26.

217.

28.

29.

30.

31.

32.

33.

34.

35.

36.

37.

The Ulster Medical Journal

J Med Internet Res.2012;1(2) e23. doi: 10.2196/resprot.2175.

Oldenmenger WH, Echteld MA, de Wit R, Sillevis Smitt PA, Stronks
DL, Stoter G, et al. Analgesic adherence measurement in cancer patients:
comparison between electronic monitoring and diary. J Pain Symptom
Manage. 2007;34(6) :639—47.

Gendreau M, Hufford MR, Stone AA . Measuring clinical pain in chronic
widespread pain: selected methodological issues. Best Pract Res Clin
Rheumatol.2003;17(4): 575-92.

Adam R, Burton CD, Bond CM, De Bruin M, Murchie P. Can patient-
reported measurements of pain be used to improve cancer pain
management? A systematic review and meta-analysis. BMJ Support
Palliat Care.2017;7(4): 0. doi: 10.1136/bmjspcare-2016-001137.

Watson EK, Rose PW, Loftus R, Devane C. Cancer survivorship: The
impact on primary care. Br J Gen Pract. 2011;61(592): €763-5. doi:
10.3399/bjgp11X606771.

Nijs J, Leysen L, Adriaenssens N, Aguilar Ferrdndiz ME, Devoogdt
N, Tassenoy A, et al. Pain following cancer treatment: Guidelines for
the clinical classification of predominant neuropathic, nociceptive and
central sensitization pain. Acta Oncol. 2016;55(6): 659-63.

Vitzthum LK, Riviere P, Sheridan P, Nalawade V, Deka R, Furnish T, et
al. Predicting persistent opioid use, abuse, and toxicity among cancer
Survivors. JNCI J Natl Cancer Inst. 2019;112(7):720-27.

Cherny N. How well are we doing in treating cancer pain in Europe:
key findings of the European Pain in Cancer report. Eur J Hosp Pharm.
2012;19: 31-3.

El Rahi C,Murillo JR. Pain assessment practices in patients with cancer
admitted to the oncology floor. J Haematol Oncol Pharm. 2017;7(3):
109-13.

Bouya S, Balouchi A, Maleknejad A, Koochakzai M, AlKhasawneh
E, Abdollahimohammad A. Cancer pain management among
oncology nurses: knowledge, attitude, related factors, and clinical
recommendations: a systematic review. J Cancer Educ. 2019;34(5):
839-46.

Briggs EV, Carr EC, Whittaker MS. Survey of undergraduate pain
curricula for healthcare professionals in the United Kingdom. Eur J
Pain. 2011;15(8): 789-95.

‘Watt-Watson J, Hunter J, Pennefather P, Librach L, Raman-Wilms L,
Schreiber M, et al. An integrated undergraduate pain curriculum, based
on IASP curricula, for six health science faculties. Pain. 2004;110(1-
2): 140-8.

Carr EC, Briggs EV, Briggs M, Allcock N, Black P, Jones D.
Understanding factors that facilitate the inclusion of pain education in
undergraduate curricula: Perspectives from a UK survey. Br J Pain.
2016;10(2): 100-7.

Rawal N, Hylander J, Arnf S. Management of terminal cancer pain in
Sweden: a nationwide survey. Pain. 1993;54(2): 169-79.

Deldar K, Froutan R, Ebadi A. Challenges faced by nurses in using pain
assessment scale in patients unable to communicate: a qualitative study.
BMC Nurs.2018;17: 11. doi: 10.1186/s12912-018-0281-3.

Clark WC, Yang JC, Tsui SL, Ng KF, Bennett Clark S. Unidimensional
pain rating scales: A multidimensional affect and pain survey (MAPS)
analysis of what they really measure. Pain. 2002;98(3): 241-7.

Meeker MA, Finnell D, Othman AK. Family caregivers and cancer pain
management: a review. J Fam Nurs. 2011;17(1): 29-60.

Ovayolu O, Ovayolu N, Aytac S, Serce S, Sevinc A. Pain in cancer
patients: pain assessment by patients and family caregivers and problems
experienced by caregivers. Support Care Cancer.2015;23(7): 1857-64.

Miller LM, Lyons KS, Bennett JA. Incongruent perceptions of pain
and physical function among families living with lung cancer. Support

©0Rle

38.

39.

40.

41.

42.

43.

44.

45.

46.

47.

48.

49.

50.

51.

Care Cancer. 2015;23(9): 2755-62.

Chi NC, Demiris G. Family caregivers’ pain management in end-of-life
care: a systematic review. Am J Hosp Palliat Med.2017;34(5): 470-85.

Ferrell BR. Family caregiving and cancer pain management. Anesth
Analg.2019;129(5): 1408-13.

Mehta A, Cohen SR, Ezer H, Carnevale FA, Ducharme F. Striving to
respond to palliative care patients’ pain at home: a puzzle for family
caregivers. Oncol Nurs Forum. 2011;38(1): E37-45. doi: 10.1007/
s00068-011-0117-2.

Oliver DP, Wittenberg-Lyles E, Demiris G, Washington K, Porock D,
Day M. Barriers to pain management: caregiver perceptions and pain
talk by hospice interdisciplinary teams. J Pain Symptom Manage.
2008;36(4): 374-82.

Washington KT, Oliver DP, Gage LA, Albright DL, Demiris G.
A multimethod analysis of shared decision-making in hospice
interdisciplinary team meetings including family caregivers. Palliat
Med. 2016;30(3): 270-8.

Wittenberg-Lyles E, Oliver DP, Demiris G, Baldwin P. The ACTive
Intervention in hospice interdisciplinary team meetings: exploring
family caregiver and hospice team communication. J Comput Commun.
2010;15(3): 465-81.

Lawrence RA, McLoone JK, Wakefield CE, Cohn RJ. Primary care
physicians’ perspectives of their role in cancer care: a systematic review.
J Gen Intern Med.2016;31(10): 1222-36.

Walter FM, Usher-Smith JA, Yadlapalli S, Watson E. Caring for people
living with, and beyond, cancer: an online survey of GPS in England.
Br J Gen Pract. 2015;65(640): 761-8.

Blanch-Hartigan D, Forsythe LP, Alfano CM, Smith T, Nekhlyudov
L, Ganz PA, et al. Provision and discussion of survivorship care plans
among cancer survivors: results of a nationally representative survey
of oncologists and primary care physicians. J Clin Oncol 2014;32(15):
1578-85.

Hudson SV, Ohman-Strickland PA, Bator A, O’Malley D, Gundersen
D, Lee HS, et al. Breast and prostate cancer survivors’ experiences of
patient-centered cancer follow-up care from primary care physicians
and oncologists. J Cancer Surviv. 2016;10(5): 906—14.

Cheung WY, Aziz N, Noone AM, Rowland JH, Potosky AL, Ayanian
JZ, et al. Physician preferences and attitudes regarding different models
of cancer survivorship care: a comparison of primary care providers
and oncologists. J Cancer Surviv. 2013;7(3): 343-54.

Situ D, Wang J, Shao W, Zhu Z-H. Assessment and treatment of cancer
pain: From Western to Eastern. Ann Palliat Med.2012;1(1): 32—44.

Ransom S, Azzarello LM, McMillan SC. Methodological issues in
the recruitment of cancer pain patients and their caregivers. Res Nurs
Heal.2006;29(3): 190-8.

Knudsen AK,Aass N, Fainsinger R, Caraceni A, Klepstad P, Jordhgy M,
et al. Classification of pain in cancer patients -- a systematic literature
review. Palliat Med.2009;23(4): 295-308.

UMI is an open access publication of the Ulster Medical Society (http://www.ums.ac.uk).

The Ulster Medical Society grants to all users on the basis of a Creative Commons Attribution-NonCommercial-Share Alike
4.0 International Licence the right to alter or build upon the work non-commercially, as long as the author is credited
and the new creation is licensed under identical terms.





