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Executive Summary

The aims of the Focus group were to identify a benchmark of Head and Neck cancer patient experience, in terms of aftercare following discharge from RSCH and transfer to the local hospital, prior to Mars formation. 
Participants in the Royal Surrey County Hospital Macmillan Aftercare Rehabilitation Service focus group were overwhelmingly positive about their treatment and about the support that they received. Three patients and one carer attended the group, held at the Fountain Centre on the 16th December 2013. All of the patients had received treatment at more than one hospital. All patients underwent treatment at the Royal Surrey County Hospital and some received treatment at Frimley Park Hospital and East Surrey Hospital.
Two of the patients had received support from a Clinical Nurse Specialist (CNS). The patient who did not receive this support said that they felt well supported, but that it would have been beneficial to have a specialist nurse present when discussing treatment options on the ward. This person also reported feeling confused by the number of professionals involved in their treatment, which took place over three hospital sites. It was also suggested that having a CNS present would have been much more important for patients who do not have the support of friends and family.
The improvements that were suggested by patients and carers who took part in this group were they would like to see more CNS support as an awareness of how busy the CNS’s were was reported. It was also suggested that head and neck cancer specialist support should continue through the monitoring stage. 

About the focus group
Following Macmillan funding, MARS has been functional since April/ May 2013. The team consists of Specialist Head and Neck cancer Health Professionals, one full time Speech and Language Therapist (SLT), two part time Dietitians, two part time Nutrition Nurse Specialists and a Care Support Worker. 
MARS formed due to the recognition and subsequent funding of a need within the cancer pathway of Head and Neck patients that was not being addressed. The majority of patients underwent cancer treatment at the Royal Surrey County Hospital, returning for monitoring at their local hospital. Unfortunately those who did not continue to be treated and monitored at Guildford were excluded from benefiting from assessment from specialist SLT, Dietitian and Nutrition Nurse intervention as local hospitals did not have this specialist resource available. 
The Mars team provide specialist assessment and treatment through attendance at Out Patient clinics at St Peters Hospital in Chertsey, East Surrey Hospital in Redhill, Frimley Park Hospital and Basingstoke Hospital. 
Participants were recruited through Macmillan Focus Group information leaflets being given out to patients attending outpatient clinic appointments to enable fully informed consent.  All patients had finished treatment at RSCH or had been discharged. 
The MARS focus group was held at the Fountain Centre on Monday 16th December 2013 between 2.30 and 4.30pm and was facilitated by Jill Corbyn, Macmillan Involvement Coordinator for Surrey, Sussex and Kent, and Lizzie Seymour, MARS Care Support Worker. 
Participants were told about the MARS team and the purpose of the focus group. They were reminded that any feedback they provided would be treated confidentially and included in a report, and anonymised. They were also advised that any suggestions for improvement were encouraged and may be used to improve the service in future. 
Four people attended the focus group, three were patients and one person was a carer. Unfortunately 14 participants cancelled that were due to attend, however the majority of participants said that they would like to be involved in future feedback groups of this type.

What participants told us
The patients who attended the focus group told us they had received treatment at East Surrey Hospital, the Royal Surrey County Hospital and Frimley Park Hospital. 
We asked the focus group participants to draw out their cancer experience, from diagnosis to present. We asked that people write down: 
· what treatment they received
· what support they received
· if and when they had support from the Nutrition Nurse Specialist, SLT and Dietitian.

We then asked people to comment on their journey, specifically when they would have liked, or would have benefitted from this support, if different from when they received it.
Where and when people were treated
Treatment received
Contact with Specialist Health Professionals – what difference this made? 

All three patients reported some ongoing changes to their neck, oral cavity or voice following surgery or Radiotherapy treatment. Two of the three participants received support from a SLT and a Dietitian at the RSCH. All participants reported having the support of a CNS at the RSCH. All participants said that they felt initially well supported but could not recall seeing a Nutrition Nurse, SLT or Dietitian when transferred to their local hospital. Two participants reported having the support from a CNS at their local hospital.
All three patients reported a range of side effects as a result of treatment – ranging from ‘a little tired’ to ‘everything going’. All participants reported that they would have liked the option of this support to continue for longer in order for them to manage and seek advice for ongoing symptoms.

What people said about the service
The group were asked what was good about the service and what could have been improved, with particular emphasis on post-acute treatment. Participants were overwhelmingly positive about the support they had received, although felt that support tailored off following post-acute treatment.
‘The hospital were brilliant’
‘All the people I had contact with were very approachable.’
‘Once you don’t have the cancer I suppose it’s expected that you wouldn’t need as much support’

Information 

 All three patients said that they had had sufficient treatment information. The carer suggested that having a Macmillan nurse is critical in ensuring that patients have the right information and support.
‘I was given information but nothing prepares you for it. You’ve just got to experience it 
for yourself.’
One person said ‘I’ve got some questions that are not answered now!’ This person was encouraged to ask these questions to the team.
Support
All of the participants reported that the health professionals that they had access to for post-surgery monitoring and treatment were contactable within an adequate time scale. 
‘(My CNS) was absolutely amazing.’
‘I was asked during phone calls if I wanted more support. I didn’t need it.’
Two of the three participants said that they felt supported at all times. Two patients said that they needed most support directly after their operation, and that this was the time that they received most support, and both noticed a reduction in support when first returning back to their local hospital. 
One patient told us that they had to travel to another part of the country to stay with family post operatively as they were not able to manage living on their own. This person was also admitted to hospital during radiotherapy treatment as they struggled to manage living alone. This person also decided not to complete chemotherapy treatment. 
‘I had 2 sessions of chemo, I should’ve had 6. It was too much on top of the radiotherapy. It was too much physically. I thought I’d be able to keep working. I fell through the gaps. There was nobody to pick me up. I was in hospital 5 weeks for radiotherapy, I couldn’t look after myself. Then I went to stay with my parents for 2 months, I couldn’t manage.’
This suggests that if people have support of family and friends nearby they are better able to manage the impact of treatment. Although hospital admissions may be unavoidable, due to individual reactions to treatment, access to appropriate specialist services are crucial, this is in addition to having the access to specialist aftercare services and ongoing support through the post treatment phase and beyond.

Rehabilitation Survivorship and Aftercare

One person identified that the point that they most needed support was post treatment. This person said that they received most support during and before treatment. The person identified that they felt unsupported in ‘getting back to normal’ following treatment, when the need for support did not simply diminish because treatment had finished. This highlights perfectly where the MARS team are able to continue with supporting Head and Neck patients beyond treatment, where often the after effects of treatment can be just as unpleasant as the initial treatment itself.
One person said that they would have benefitted from specialist psychological support. ‘It feels like last week. There’s nobody to talk to about it.’ This emphasises the crucial importance of the provision of Psychological support in aftercare in Head and Neck patients, and raises the issue that support of this type is not currently adequate within cancer rehabilitation aftercare. It also highlights that patients need ongoing support through close monitoring and specialist advice to contribute to reducing the risk of recurrence, where there are risk taking behaviours, and to increase quality in survivorship 
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What could be improved?
We asked workshop participants to include any comments about how we could improve the service and received the following feedback:
· having more CNS interventions 
· specialist nurses involved at early stage and afterwards 
· Psychological support. ‘It feels like last week. There’s nobody to talk to about it.’
· Car parking – cost and problems with parking at RSCH 
· Consultant talking to patients on ward – should be at same level not stood over patient.
Nurse present at this time would have been helpful to reassure patient and carer
· Confusing going to different hospitals and being seen by different people. The person who said this didn’t have a CNS, usually regarded as the first point of contact and coordinator of care. 
· One person identified that the point that they most needed support was post treatment. This person said that they received most support during and before treatment. The person identified that they felt unsupported in ‘getting back to normal’.
· Two of the patients said that they received most support from family. The person who did not have family nearby required a hospital admission during treatment, did not complete all treatment and had to leave home to stay with family in another part of the country post treatment. 

Summary
The focus group has highlighted that there has been a lack of support and continuity following discharge to the local hospital in Head and Neck cancer patients, from Specialist Head and Neck Health Professionals.  
The reported experiences of participants also emphasise the distinct lack of Psychological support for patients, seemingly both during treatment and during the aftercare period. Further research and focus groups regarding how, where, and when patients would benefit from psychological intervention may be useful in determining the level of importance in future care needs.  
A major limiting factor regarding the validity of the findings within this report are the low number of participants who have taken part in this group. Further patient feedback groups are required and will be conducted in the near future.
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