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Is it feasible to routinely include holistic assessment using an item prompt list in surgical consultations following treatment for oral cancer 
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ABSTRACT

The head and neck cancer Patients' Concerns Inventory (PCI-HN), is a holistic, self-reported item prompt list that help patients disclose needs and concerns during their routine follow-up consultations. The aim of this study was to report the frequency of PCI use in the first three years of follow-up following oral cancer treatment and to reflect on the type of issues they raised. The sample comprised consecutive oral cancer patients treated over a 3-year period with curative intent. All clinic attendances were reviewed until October 2015 or until one of the following events occurred: recurrence, a subsequent primary, metastases, discharge, the start of palliative care, or discharge to peripheral follow-up. 92 patients were identified with  data available for 88. Median (IQR) age at treatment was 65 (57-76) years, and 55% (48) were male. Reviews alternate between surgeon and oncologist and there were on average 4.4 surgical review consultations in year one, 2.8 in year two and 1.6 in year three, with a total of 157 PCIs completed by the cohort. At least one PCI was completed for 71% of attendees during year one, 57% during year two and 37% during year three. Nearly half (41%, 7/17) of those not completing a PCI died within 12 months and another 6 were over 80 years of age. In conclusion, the diversity of concerns highlights the importance of holistic needs assessment as part of follow-up care. By integrating this approach into routine consultations, the majority of patients have the opportunity to repeated intervention.









INTRODUCTION
Oral cancer patients living beyond their cancer experience a number of physical, functional, social, and psychological concerns related to their treatment. 1  These concerns can be difficult to elicit in clinics due to barriers such as lack of time, resources, expectation or training. 2 The potential benefit of addressing patient concerns is part of individual patient centred care. It is a philosophy espoused in the concept of holistic needs assessment (HNA) which should be part of the care of every cancer patient. 3 There are various tools available to support HNA, and in head and neck cancer the Patients Concerns Inventory is a head and neck cancer specific instrument (PCI-HN). 4 

There is a body of evidence which supports the benefit to patients of including a condition specific item prompt list in clinical consultations. 5 This approach facilitates a structured discussion of patient needs and was applied in the development of the Patient Concerns Inventory (PCI). The PCI-HN is a holistic, self-reported 56 item prompt list to help patients disclose needs and concerns during consultations. 6  It's domains comprise physical and functional, social, treatment related, emotional and spiritual aspects. The combination of the PCI and the University of Washington Quality of Life head and neck cancer specific questionnaire (UW-QOL), is a useful way of focusing the consultation at the same time as providing HNA. The identification and discussion of these potential unmet needs is a form of clinical intervention itself and can lead to referral to other members of the multi-professional team. 7 

Post-treatment review is of course an essential component of care. There are recommendations with respect to frequency but in practice, allowing for events such as cancelled clinics, most patients are seen about 6 times in year one, 3 times in year 2, twice in year 3, twice in year 4, once or twice in year 5, and once yearly beyond year 5. 8 The frequency of consultation gives an excellent opportunity not only to check for recurrence but also give lifestyle advice and attempt to address concerns in a holistic framework. The inclusion of the PCI-HN has not shown to significantly increase consultation times and the possible benefit of including the PCI as a repeated intervention in consultations has led to a randomised trial, powered at just over 400 patients where the primary outcome is the percentage of participants with less than good overall quality of life at the final one-year (UWQOLv4) and secondary outcomes are the mean social-emotional subscale (UWQOLv4) score and Distress Thermometer (DT) score ≥4. 9

Although the use of the PCI has been shown to be appreciated by patients and feasible in a trail context 10  the frequency of completion as part of routine follow-up has not been investigated. Hence, the aim of this study was to follow through a consecutive group of oral cancer patients and report the frequency of PCI use in the first three years of their follow-up and to reflect on the type of issues they raised.

METHODS
 
The cohort comprised patients treated curatively for oral cancer between January 2008 and December 2011 inclusive at Aintree regional oral and maxillofacial centre within one consultant practice (SNR). Patients were identified retrospectively from the hospital cancer database. All clinic attendances and subsequent respective letters to GPs and to other members of the multi-professional team were reviewed until October 2015 or until one of the following events occurred: recurrence, a subsequent primary, metastases, discharge, the start of palliative care, or discharge to peripheral follow-up. Each clinic date was recorded, as were comments relating to reason and outcome for the clinic so that routine and non-routine appointments could be identified. 

The PCI is an item prompt list comprising 56 items of patient concern through which patients indicate items they are concerned about and want to discuss with the doctor during their consultation.11 Two items (dry mouth, sore mouth) were added to the PCI in the middle of 2012; otherwise most items date from 2007, and a few from March 2008.In this study clinic letters were scrutinised for any mention of the PCI, as was the actual use of the PCI by the patient at clinic. PCI touch screen technology (TST) was unavailable from November 2011-June 2012 during which time PCI completion was not possible. 

Results for the 'first' year of follow-up of patients having surgery were taken as one year on from surgery. Results for the 'second' and 'third' years followed on from the 'first' year. The total number of clinics per patient per year of follow-up was obtained for each patient as was the total number of routine clinics per patient. Non-routine clinics were typically those soon after surgery to check healing, dressing clinics. Appointments within 30 days of surgery were thus considered as non-routine and also if after 30 days the time lag from the previous clinic was less than 28 days. 

The data, which had been collected as part of a service audit rather than for research, met the criteria of the local Clinical Governance Department for service evaluation.

RESULTS 
 
Between January 2008 and December 2011 92 patients were identified, with data available for 88. Median (IQR) age at treatment was 65 (57-76) years, and 55% (48) were male. Primary tumour location was anterior 2/3rd of tongue for 43% (38), floor of mouth 20% (18), buccal 18% (16), lower gum 15% (13) and somewhere else 3% (3). Overall clinical staging was 1-2 for 66% (58), 3-4 for 34% (30). Treatment comprised either surgery alone for 61% (54), surgery and adjuvant RT for 36% (32) or chemoRT without surgery for 2% (2). Free-flaps were used for 57% (49/86) of operations, comprising 37 soft and 12 composite flaps.  Reasons for the end of study patient follow-up included discharge, death, palliative care and referral elsewhere (Table 1).  

For the 86 surgical patients, Table 2 shows the total number of clinics attended during the first three years after surgery, the number considered to be routine clinics and the number of routine clinics at which patients completed the PCI when available. There were 501 clinic attendances within year one, of which 308 were routine appointments. Overall this equates to 7.1 clinics per year per patient, of which 4.4 were routine appointments; for year two the corresponding figures were 3.5 total and 2.8 routine clinics per patient, and for year three 2.1 total and 1.6 routine. At least one PCI was completed at routine clinic within the three year follow-up period by 80% (69/86) of patients, and results from the first PCI completed, at a median (IQR) of 114 (41-227) days after surgery, are shown in Figure 1 which illustrates the wide range of issues that patients wished to discuss during their consultations. Nearly half (41%, 7/17) of those not completing a PCI died within 12 months compared to 9% (6/69) of those who completed a PCI.   The median age of the 17 not completing a PCI was 80 years, and 6 of the 10 not completing a PCI and alive at 12 months were aged over 80 years. Kaplan-Meier estimates of overall survival for the 86 patients was 85% (SE 4%) at 12 months, 74% (5%) at 24 months and 66% (6%) at 36 months. 

At least one PCI was completed at routine clinics where the PCI was available for 71% of attendees during year one, 57% during year two and 37% during year three (Table 2). Completion of the PCI as a percentage of all eligible clinics was lower at around one-third during years one and two and one-quarter during year three.  There were slightly lower rates of completion during year 1, and slightly higher during years two and three, for patients having adjuvant radiotherapy, reflecting the time lag required in waiting for and receiving radiotherapy treatment (Table 2). Table 3 relates the number of routine clinics in which the PCI was used to the number of routine clinics in which the PCI was available for use. Routine clinic letters made mention of the PCI 18 times in year one, 19 times in year two and 8 times in year three involving 28 patients in all. 

The two patients who were treated without surgery died at 7 and 15 months from diagnosis. They attended a total of 5 and 9 clinics respectively, with the PCI being used once only for the latter patient. 

DISCUSSION

Although the PCI-HN has been used in clinic for several years this is the first time that its frequency of completion by patients has been assessed. Ideally, the PCI could be used in every routine cancer review consultation but there are inherent difficulties to integrating this approach on a routine basis. This study reflects on these issues and informs clinical teams as to what realistic expectations might be in a busy clinical practice. The study assessed a consecutive cohort of oral cancer patients treated with curative intent, with reference to each out-patient surgical consultation. The consecutive nature removed response bias and gives a true indication of practice outside of a research setting. The intention was to analyse the use of the PCI in the first three years of follow-up, hence the sample is slightly historical. The iPAD has become the standard means to collect the PCI and most patients find this approach very acceptable and easier than table or desktop computer. 12 The data includes a period when the software was upgraded and the PCI could not be used for 6 months, so it would be expected that current utilisation is better than reported in this study. In recent years the system has been very stable and the only problem seems to be occasional loss of wi-fi signal or problems printing off the PCI summary for the patient and clinician. This might happen once a month affecting one or two patients only.

Most patients completed at least one PCI which is encouraging. We have published the high use of the PCI in the elderly, 13 however one fifth of the elderly never used the PCI notably the 80 and 90 year olds. This might be due lack of resources in clinic as we have noticed that the older patients prefer to have help to complete the PCI and take longer to do so. 12 In a busy clinic, there are time constraints and if the volunteer helping those patients who ask for assistance spends a lot of time, it can mean that other patients do not have the opportunity. Recently, we have started to use the iPAD in the waiting area as most patients find that acceptable with about 25%, typically the elderly, preferring to complete the PCI in a separate clinic room with the volunteer. Our experience is reflected in work by Polum and coworkers 14 who reported that QOL assessment using tablet devices in head and neck cancer patients was more challenging in elderly patients, benefiting from more assistance with electronic forms and therefore more time should be allotted for completing tablet-based QOL surveys.

It was a little disappointing that PCI completion rates were under three quarters in year one, over half in year two and more than a third in year three, however set in the context of HNA this offers a great opportunity. Obviously the more time a patient attends the clinic the more chance there is for them to complete at least one PCI in the year. Very few patients refuse to complete the PCI and most find it very helpful. 10 Rates of PCI completion should be as high as possible as there are high rates of distress, unmet needs and concerns in survivors in the first 5 years after treatment. 15 The range of concerns and unmet needs highlights the importance of holistic needs assessment as part of follow-up care for HNC survivors with tailoring of support for particular concerns, as shown in Figure 1. There is merit in enabling the assessment to be much more frequent than once before treatment and a couple of times post-treatment. Not only because issues can change over time but also there is benefit in repeated informal intervention by the clinician in the consultation regarding the commonest concern, that of fear of recurrence. 16 The clinic letter can provide a summary of the issues discussed in the consultation and provides a means by which to inform the GP and other colleagues in the multi-disciplinary team (MDT) about the PCI items and the action plan. The PCI approach can dovetail with routine consultations and other methods of holistic assessment made by other members of the multi-professional team (MDT). In this way patients can have the advantage of a holistic team approach to care. 

There are other reasons why patients might have missed their opportunity to compete the PCI in the clinic setting of this study. The iPAD system is only available in the afternoon part of the all-day oncology clinic. Routine reviews are scheduled for the afternoon but some will occur in the morning. It is possible to use the PCI as a paper sheet and this is useful in the consultation but lacks the aspect of screening dysfunction by the UW-QOL. 7 Also the iPAD administration is currently reliant on a volunteer.  Attempts have been made to train up a second volunteer to cover leave but volunteers having other commitments in the hospital, issues around patient confidentiality, and most importantly the suitability of the volunteer for this face to face patient interaction have not allowed this to move forward. Modest funds could allow time for a nurse or other health professional to assist in the PCI process. Hopefully soon, improvements in smart phone technology and patients ability to use the internet will allow for the PCI process to be completed more easily outside of the busy clinic setting, for example at home prior to the clinic appointment. This would also be extremely useful for those patients reviewed on the peripheral hospitals as they could benefit from multi professional expertise and support from the centre.

It is notable that some patients never had the opportunity to use the PCI. It would be possible to build in alerts into the computer system such that such patients are identified and efforts made to ensure that they have the opportunity. The potential patient benefit as reflected in the randomise control trial ,9 strengthens the case that every patient should have the chance to express any issues that otherwise might be missed in their recovery.

In conclusion, although most patients have the opportunity to take part in holistic needs assessment using the PCI during their first, second and third year post-treatment, there is scope for greater use. The PCI provides an important component of follow-up care and ensures patients have access to appropriate holistic multi-disciplinary support for the issues they specifically wish to raise. Its integration as part of the routine consultation gives a mechanism by which the frequency of holistic needs assessment can be optimised within the tight financial healthcare constraints.
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 Figure 1. Results of the first PCI completed by surgical patients 
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Table 1. Reasons noted for the last appointment in the patient follow-up 

	Reason
	%
	N

	Death 
	17
	15

	Discharge 
	32
	28

	Recurrence or 2nd primary
	25
	22

	Referral elsewhere 
	5
	4

	End of follow-up reached (October 2015) 
	6
	5

	No further clinic records 
	9
	8

	Palliative 
	5
	4

	Other 
	1
	1

	 Not known 
	1
	1

	Total 
	100%
	88






Table 2 Clinics attended and use of PCI at clinic in the three years after surgery for 86 patients
 
	
	Year 1
	Year2
	Year3

	Total clinics (patients) attended
	501 (86)
	180 (55)
	76 (38)

	Total 'routine' clinics (patients)attended
	308 (78)
	145 (54)
	59 (35)

	Total routine clinics (patients) when PCI available
	285 (77)
	123 (51)
	55 (35)

	Routine clinics (patients) when PCI used
	103 (55)
	40 (29)
	14 (13)

	% of  PCI to total clinics
	36% (103/285)
	33% (40/123)
	25% (14/55)

	% of patients using PCI
	71% (55/77)
	57% (29/51)
	37% (13/35)

	
	
	
	

	For patients treated with surgery alone:
	
	
	

	Total routine clinics (patients) when PCI available
	180 (49)
	74 (33)
	33 (23)

	Routine clinics (patients) when PCI used
	74 (36)
	23 (18)
	8 (8)

	% of  PCI to total clinics 
	41% (74/180)
	31% (23/74)
	24% (8/33)

	% of patients using PCI 
	73% (36/49)
	55% (18/33)
	35% (8/23)

	
	
	
	

	For patients treated also with adjuvant radiotherapy:
	
	
	

	Total routine clinics (patients) when PCI available
	105 (28)
	49 (18)
	22 (12)

	Routine clinics (patients) when PCI used
	29 (19)
	17 (11)
	6 (5)

	% of  PCI to total clinics 
	28% (29/105)
	35% (17/49)
	27% (6/22)

	% of patients using PCI 
	68% (19/28)
	61% (11/18)
	42% (5/12)






Table 3 Use of PCI relative to opportunity to use, for 86 surgical patients in routine clinics within 3 years of surgery

	Total routine clinics attended where PCI available*
	Total routine clinics attended where PCI used
	Total

	
	0
	1
	2
	3
	4
	5
	6
	7
	

	0
	8
	-
	-
	-
	-
	-
	-
	-
	8

	1
	1
	1
	-
	-
	-
	-
	-
	-
	2

	2
	3
	3
	1
	-
	-
	-
	-
	-
	7

	3
	4
	1
	2
	2
	-
	-
	-
	-
	9

	4
	-
	5
	1
	-
	-
	-
	-
	-
	6

	5
	1
	5
	2
	1
	1
	-
	-
	-
	10

	6
	2
	3
	2
	2
	-
	-
	-
	-
	9

	7
	-
	7
	2
	3
	-
	1
	-
	-
	13

	8
	-
	3
	1
	1
	1
	2
	-
	-
	8

	9
	-
	2
	-
	1
	1
	2
	-
	-
	6

	10
	-
	-
	-
	1
	-
	-
	3
	1
	5

	11
	-
	-
	1
	-
	2
	-
	-
	-
	3

	Total
	19
	30
	12
	11
	5
	5
	3
	1
	86



* years one (31-365 days), year two and year 3, apart from November 2011-June 2012 when PCI touch screen technology was unavailable. 
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