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Improving the patient journey through the specialist tertiary adolescent chronic fatigue service back to primary and secondary care

AHP Service Improvement Project

	Service Improvement Lead - Catherine Carey – Clinical Specialist Occupational Therapist

	Service Improvement Team - Vathana Sackett – Clinical Specialist Physiotherapist

                                                   Dr Jo Begent – Consultant Paediatrician


Box 1: Big Picture Success Story 

The SIP has enabled the service to:

· Create an improved and equitable patient pathway for all adolescent patients with Chronic Fatigue Syndrome at UCH.
· Set up a therapy led group programme for outpatients and parents thus reducing waiting times for treatment from 14 weeks to 4 weeks and simultaneously skilling up Band 6 staff and freeing up 8A time for complex 1:1 interventions.

· Increase patient throughput from seeing 7 outpatients a month (4.3 weeks) to 12, an increase of 58% more direct patient contacts by adding one session of 90 minutes (60 min group and 30 min preparation/evaluation) for a Band 6 OT/PT every 3 weeks, in conjunction with pre-existing 1:1 sessions with Band 8A therapist.

· Increase inpatient throughput from 5 admissions for 7 patients in 1 year to 38 admissions for 15 patients during 1 year. (Admittedly after discharging one very severe case who had blocked a bed for a considerable period)
· Improve satisfied/highly satisfied ratings regarding support, access and waiting times for outpatients 25%, 5% and 47% respectively to 90%, 76% and 76%.
· Evaluate patient perceptions of the pre-existing input and the newly established group input. Although not a controlled trial, this seemed to indicate that there is a place for both group work and more specialist and tailor made 1:1 work, and that the approach taken to begin treatment early via more general groups initially seems to be serving its purpose in reducing waiting times, providing better access to all and reducing the need for all referred patients to be seen for specialist individual input.

· Quantify as far as possible the cost of group work versus individual input set against the economic cost of CFS in adulthood in order to make decisions about service provision and show this data to commissioners where necessary. The cost of group therapy is relatively small, at £80 for 3 groups per patient (after one-off training costs of £1417). This is less expensive than one month of individual therapy (£108 per patient – inclusive of all work related to the patient). The extent of the cost difference between group and individual therapy depends on the duration of individual therapy that can be substituted by group therapy, and generally this would be for a more intensive burst for the initial 3 months and for a minimum of 6 months, although this may be shorter after group work. At present both are running concurrently, so the group cost is in addition. However as outlined in the literature, the cost of suffering from long-term fatigue in adults is substantial (£3515 per patient for 3 months – McCrone et al, 2003), particularly the costs of informal care and lost employment. Appropriate management of fatigue in childhood may help to avoid these costs. 

· Devise and run conference days for 3 key referring localities to enhance their knowledge and skills about CFS and its management, and to facilitate their working together as a network in the most collaborative manner to optimise patient care. It is anticipated that this will, in time, reduce the number of referrals to UCH and facilitate earlier discharge, relieving the current bottleneck.
· Bring together networks interested in improving patient care for adolescents with Chronic Fatigue Syndrome.
Box 2: Service Context (background to improvement activities)

The adolescent chronic fatigue service at UCH provides specialist tertiary level assessment and treatment for young people aged between 13-18 years. Occupational therapy input is provided in an outpatient or inpatient setting as required  (alongside physiotherapy, psychology, medical, nursing and social work input) in order to fulfil the NICE guidance for the management of CFS.  The service aims to provide the young person with the skills and confidence to cope with set backs in their condition and ultimately to work towards improved function and recovery, thus allowing them to achieve their full potential and reducing the need for ongoing input from health, education and social services. There is a strong commitment to providing the necessary liaison and consultation to the patient's local services to ensure their condition is acknowledged, understood and a consistent approach taken.

Box 3: Strategic priorities to be addressed by the SIP 

In reviewing the existing pathway it became clear that there was inequitable access to therapies

; long waiting lists for therapy input (with potential for patients to deteriorate further)

; limited services and experience in the community to support these complex adolescent patients and an undefined system to discharge patients, causing a bottleneck at both ends of the pathway (for assessment and discharge).

Our improvement aims were therefore to:

· reduce referral to treatment times for outpatient occupational therapy from 14 weeks to 4 weeks (aim for AHP RTT definition but part of med-consultant led 18 wk pathway).
· provide more equitable access to outpatient occupational therapy (mild cases previously not referred due to the number of moderate/severe cases on the waiting list).
· increase outpatient and inpatient throughput by 20%.
· shorten the outpatient pathway for mild to moderate cases, aiming to discharge 50% to the community after 12 months.
· evidence 80% outpatients rate they are satisfied/highly satisfied with support/access/waiting times.
· evidence improved scores in self management post intervention.
Box 4: What they did and what they changed as a result of the SIP (actions taken to achieve change)

Working with our stakeholders, we have transformed our service by:

· Redesigning the patient pathway, adding guidelines on the types of intervention based on the level of need to spread treatment more fairly.

· Developing a 3 group programme and training junior therapists to run this in order to provide a more equitable and timely service and ensuring that more senior specialist individual input is targeted in the best way. 
The groups provide education (for patient and parent), the opportunity to clarify understanding, ask questions, share concerns as well as a limited opportunity to problem solve the application of the ideas with each other and the therapist, in relation to their own situation. The 3 topics are how to use graded exercise, how to pace activity, how to improve sleep and can be attended in any order. 

· Identifying 3 community teams (the most common referrers) to target for training and establishing a useful network. These were Hertfordshire, Essex and Surrey. There were approximately 22 attendees per day. These were made up of occupational therapists, physiotherapists, Social Workers, GPs, psychologists and psychiatrists from CAMS, Community Paediatricians and Head teachers and support workers from schools.
· Devising a conference study day programme to provide training about CFS and assessment/treatment techniques for use with adolescents as well as provide attendees with the opportunity to spend time problem solving how their network can best provide care within their existing structure and resources. It is anticipated that this will help reduce the numbers needing tertiary support and also facilitate swifter discharge, although this cannot be measured yet.

· Collecting baseline data from 1) a sample of outpatients (some of whom were receiving individual outpatient occupational therapy and a few who were not – after piloting the tool), collecting 2) evaluative data for each group run, from 3) the 3 conference days and 4) from patients who received group therapy input, then allowed for evaluation of the effectiveness, perceived satisfaction and any other support required.
· Adapting the ‘Skills and Strategies Chart’ originally created to capture self management ratings in relation to chronic pain, following the permission of Phil Sizer from Pain Association Scotland.

· Quantifying as far as possible the cost of group work versus individual input set against the economic cost of CFS in adulthood in order to make decisions about service provision and show this data to commissioners where necessary.

Box 5: Demonstration of achievements (results/findings)

Waiting Times

Previously 14 week wait for outpatient Occupational Therapy for moderate cases of CFS. Now access to first therapy group within 4 weeks for moderate but also mild cases, who previously did not receive therapy input. Specialist senior OT individual input is therefore more available for complex patients

NB: The waiting time did reduce to 2 weeks at one stage but the numbers attending the groups were too small, so the frequency was subsequently adjusted to balance numbers and waiting time. This 4 week waiting time is well within the 18 week deadline given that this service falls within the med-consultant led pathway but also would qualify as first definitive treatment and therefore stop the clock for AHP RTT.

Productivity

By adding one session of 90 minutes (60 min group and 30 min preparation/evaluation) for a Band 6 OT/PT every 3 weeks, in conjunction with pre-existing 1:1 sessions with Band 8A therapist patient throughput has increased from seeing 7 outpatients a month (4.3 weeks) to 12, an increase of 58% more direct patient contacts.

While a 12 month period has not yet passed (since the group programme began) to know if 50% of mild to moderate cases have been discharged to the community, it is known that only 3 of the 13 have since been referred on for further 1:1 occupational therapy input to date. While a few of these are at the beginning of the group cycle, this suggests it may be possible to discharge at least 50% and perhaps even 77%. 
Quality

At baseline (for those outpatients receiving 1:1 occupational therapy or no therapy, before the groups were introduced) the percentages for satisfied/highly satisfied ratings were as follows:
support  
11/17
65%
access 
12/17
71%
waiting times
5/17
29%
For those outpatients accessing input after the groups had been introduced, the percentages for satisfied/highly satisfied ratings were as follows:
Support
19/21
90%
An increase of 25%
access 
16/21
76%
An increase of 5%
waiting times
16/21
76%
An increase of 47%
The scores for self management can be seen for individual and for group work below.

Patients were asked to mark on the spider diagram their ability to understand and self manage in the defined categories, with 10 being the score representing the best understanding and management.

(permission to adapt the ’Skills and Strategies Chart’ 2007 from Phil Sizer Pain Association Scotland)
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Although not conclusive there does not appear to be a significant difference between those receiving group treatment and those receiving individual treatment. Interestingly while 1:1 work is tailor made to the patient's needs those in group treatment rated themselves more highly in the exercise, pacing skills, sleep and managing setbacks categories– the first three of which were the subjects of the Group treatment. This indicates the group treatment has been effective in the categories it addressed, and suggests further gains could be realised by running groups on other topics, especially the understanding of medication and triggers.

NB: It is worth noting that the ones who received no treatment had been offered it so one hypothesis might be that they did not accept treatment because they were managing and did not need it. Another consideration is that the relatively small sample sizes are affecting the results; in both understanding triggers and understanding medication a response of zero has brought the group average down substantially. A further consideration was this was not a controlled trial and patients may have been receiving other inputs such as psychology, community input, changed medication, alternative therapy etc

[image: image1.emf]Moderate responses

0

1

2

3

4

5

6

7

8

9

10

Everyday activity Building up exercise and fitness

Pacing skillsGoalsSleep

Understanding triggers Managing setbacks Understanding medication Understanding condition Problem solving Dealing with thoughts Accepting fatigueMean

Group (n=5)

1:1 (n=14)


In 10 of the 13 categories patients with moderate CFS rated themselves as better able to manage following individual work, than following group work. This is not an unexpected result. 

It is also worth mentioning that of the 13 patients who attended the groups, 3 have then been referred for further individual work due to their continued difficulties. There therefore appears to be a place for both group work and more specialist and tailor made 1:1 work, but that the approach taken to begin treatment early via more general groups initially seems to be serving its purpose in reducing waiting times, providing better access to all and reducing the need for all referred patients to be seen for specialist individual input. It is also likely to prevent deterioration which may occur while waiting for treatment.
The results from the evaluation surveys (completed after each group session) demonstrate an overall satisfaction with the content/usefulness/running of the session.
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On a scale from one (not useful) to five (very useful) we see from this bar chart that responses were generally positive. Of the 17 responses 11 (65%) ticked either 4 or 5. 

[image: image3.emf]Recommend to others

0

2

4

6

8

10

12

14

1 2 3 4 5

On a scale from one (not at all) to five (definitely) we see from this bar chart that the participant would recommend it to others. Of the 16 responses 100% ticked either 4 or 5. 
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On a scale from one (not good) to five (very good) we see from this bar chart that the participant found the therapist clear and helpful at explaining things. Of the 16 responses 100% ticked either 4 or 5. 
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On a scale from one (Not useful) to five (Very useful) we see from this bar chart that the participants thought it was very useful to meet with others. Of the 16 responses 100% ticked either 4 or 5. 
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On a scale from one (not at all) to five (definitely) we see from this bar chart that the participant were more contained in their responses compared to the responses from to the other questions. Of the 17 responses 9 (53%) ticked 4. However, none ticked 5.

When asked what additional support would be helpful, of the 8 participants who answered 3 requested more information on how to manage school.

“I would like support on when I start college how would I go about being able to manage all my lessons”

Other suggestions included, “Sleep patterns”and“implementing pacing to my specific timetable, rather than a generic approach”.

With regard to the 3 conference study days the feedback from the evaluation surveys also demonstrates an overall satisfaction with the content/usefulness/running of the days.
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On a scale from one (not useful) to five (very useful) we see from this bar chart that responses were positive. Of the 56 responses 48 (86%) ticked either 4 or 5. Overwhelmingly, the day was considered to be useful. 
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Again, the responses are positive, with only 4 respondents out of 56 claiming they didn’t learn helpful things.  On a scale from one (not at all) to five (definitely) we see from this bar chart that the participants would recommend it to others. Of the 56 responses 84% ticked either 4 or 5. 
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When asked to rate their understanding of CFS and how to manage it before and after the conference day the participants have indicated a significant improvement. On a scale from one (very limited) to five (comprehensive) we see from this bar chart that the participants gained substantial understanding of the condition. From a fairly equal distribution across the 5 levels of understanding there is a concerted shift towards high or very high levels of understanding (32% becomes 86%).  This is particularly important as it shows the day is fulfilling its objective to improve the understanding of the condition.
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From this bar chart, we can see that the respondents would almost universally recommend the day to others. On a scale from one (not at all) to five (definitely) 45 out of 51 (88%) ticked either 4 or 5.

This is useful to know, as it suggests further days will be as well, if not better, attended.
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On a scale from one (Not useful) to five (Very useful) we see from this bar chart that the participants thought it was very useful to meet with others. Of the 53 responses 79% ticked either 4 or 5. 

Attendees across two of three conference days

	Attendees (across 2 conference days)
	Number

	Senior occupational therapist
	7

	Senior physiotherapist
	6

	Head schoolteacher
	1

	Senior schoolteacher
	10

	Support teacher
	1

	Social worker
	2

	GP
	1

	Registrar
	1

	Mental health worker
	1

	Consultant psychiatrist
	1

	Assistant psychologist
	2

	Clinical psychologist
	4

	Consultant psychologist
	1

	Clinical nurse specialist
	2

	Consultant paediatrician
	4

	Total number of attendees
	44

	Total number of attendees per day
	22
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When asked how this study day would impact on the participants practice 17 out of the 46 responses (37%) said the day would will lead to improvements in the co-ordination of local structures in dealing with CFS. This was closely followed by the 15 responses indicating their CFS treatment strategies would be improved due to the study day.
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When asked if there was any further support that would be useful the responses were fairly varied. 38% of 26 respondents indicated having someone to contact for advice would be appreciated.  A number of respondents wished for more guidelines, with comments such as “I would like specific guidelines underpinning OT intervention for children with CFS/chronic pain.” 

An anticipated but significant finding was that there is no one pathway for adolescents with CFS in the community in practice. They may be under the care of a Consultant Paediatrician but if they are more troubled by the psychological difficulties associated with CFS they may be under CAMS, or if more troubled with the physical aspects of the condition they may be under musculoskeletal physiotherapy services and a full assessment of their overall health and function may not be carried out  or their care overseen. It is unlikely therefore that they will receive the gold standard of multidisciplinary work outlined in the literature, which ideally should consist of occupational therapy, physiotherapy and psychology.

Costs of chronic fatigue and chronic fatigue syndrome

McCrone et al (2003)
 undertook a detailed economic analysis to assess the impact of chronic fatigue and chronic fatigue syndrome. The conditions were identified using standard measures. They sampled 141 patients aged 16-75 years (note adults only) presenting to 22 GP surgeries in London for fatigue that had lasted for at least 6 months. They measured the impact of fatigue on service (including NHS) use and on lost employment over a three-month period using interviews and questionnaires. The characteristics of the patients are in Table 1.
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Source: McCrone et al (2003)

Service resource use and lost employment among the sample is summarised in Table 2. Most patients saw their GP during the three-month period, around one half of patients received informal care by family and friends, and a quarter experienced lost employment. Rates were generally higher for chronic fatigue syndrome patients than for chronic fatigue patients. 
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Source: McCrone et al (2003)

Table 3 shows the three-month costs. Service costs were computed by multiplying the service use in Table 2 by unit costs per item of service use. Informal carers were deemed to cost the same as home care workers because it was assumed that if the friend or relative was able to provide care for the patient in the sample they could also provide this care as a paid professional. Alternatively, if the informal carer were not available then a paid professional would be required to perform these tasks. Lost employment costs were computed by multiplying days off work by the prevailing wage rate multiplied by a factor 0.8 to account for the fact that reduced work time results in a less than proportionate reduction in productivity. 
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Overall, mean NHS costs per patient were £177 per patient over the three month period. Mean service costs per patient (i.e., NHS costs plus informal care costs) were £1630; £962 in the chronic fatigue patients and £3105 in the chronic fatigue syndrome patients. Total mean costs per patient, also including lost employment, were £1906, £1176 and £3515, respectively. Note that these costs are calculated in 2000/1 prices. To convert them to 2009/10 prices (which is the base year used to calculate the costs of treatment, above) these costs ought to be multiplied by a factor of 271.5/196.5 = 1.381679. The largest contributor to total costs was informal care, followed by lost employment.

On the basis of their findings the authors concluded: 

“Chronic fatigue imposes substantial economic costs on society, mainly in the form of informal care and lost employment. Treatments need to be developed which recognize these impacts.” (McCrone et al, 2003 p.253)

Interpretation

The cost of group therapy is relatively small, at £80 for 3 groups per patient (after one-off training costs of £1417). This is less expensive than one month of individual therapy (£108 per patient– inclusive of all work related to the patient). The extent of the cost difference between group and individual therapy depends on the duration of individual therapy that can be substituted by group therapy, and generally this would be for a more intensive burst for the initial 3 months and for a minimum of 6 months, although this may be shorter after group 
work. At present both are running concurrently, so the group cost is in addition. However as we have seen from the literature, the cost of suffering from long-term fatigue in adults is substantial, particularly the costs of informal care and lost employment. Appropriate management of fatigue in childhood may help to avoid these costs. 
 Curtis L. Unit Costs of Health and Social Care 2010. Personal Social Services Research Unit, 2010.

Box 6: What have been the benefits? 

The changes we have made will bring benefits to our patients by providing a more equitable care pathway and more timely input from occupational therapy. As this patient group is generally isolated due to their level of disability, the new group programme also enables patients with the same condition (and their parents) to come together and share concerns, learn from and give support to each other. However, it is worth mentioning that via individual work there is also access to an expert patient if wanted. 

The group treatment pathway naturally gives another option to referring consultants and the range of 2 outpatient pathways and one inpatient pathway and the flexibility of potentially moving between them as required may be of interest to commissioners. Particularly given the positive response to the groups, the complex care needed by these patients and its lack of availability elsewhere. Although some sort of controlled trial should ideally be carried out to confirm these initial findings are accurate.

From an organisational point of view managers will be encouraged that while there is an additional cost in having a Band 6 for 1.5 hours every 3 weeks, this frees up the clinical specialist to concentrate their time on the more complex cases, allows equitable access to all as well as reduced waiting times.

Regarding the conference study days, this has already improved collaborative links with professionals working with the same patient group in the 3 localities, and most importantly within each of the localities. As shown in the data above, a number of attendees felt that the study day had impacted on their practise and wanted to work more closely with their community colleagues as well as the professionals at UCH to improve practise for adolescents with CFS, perhaps considering the ideal community pathway.
During the process of working on the SIP the MDT and divisional manager have had to work more closely together, allowing greater understanding of demand and capacity, individual roles and skills and thus improved morale. The junior staff involved have benefited from training regarding CFS, its management and in running groups, as well as some knowledge of service improvement and the 3 people involved in running the SIP have developed increased knowledge and skills about the process of service improvement (project management, involving stakeholders, data management and analysis, presenting etc) as well as increased leadership skills and have benefited from networking with other services, Frontline, Access Partnerships NHS for London and the DOH.

Box 7: What next? 

Following the completion of the SIP project the plan is that the intention is for both group and individual input to be offered and further evaluated.  The SIP lead participated in the recent teleconference about the NHSI sustainability tool and it is anticipated this will be utilised to help ensure that the changes achieved are sustained as far as possible. One consideration is that both of the Band 6's involved in the groups have moved on. One post has not yet been cleared to be re-advertised and if the staffing quota changes or the re-running of training cannot be justified this will clearly impact on the sustainability.

A group programme has already been introduced with separate patient and parent support groups in the adolescent chronic pain service at UCH and this service may in turn also benefit from evaluation.

The SIP project group is currently considering the benefits of presenting the data from the SIP in other forums, particularly to GP commissioners relevant to our UCH service.

There is also potential for the conference day programme to be 'rolled out' and for the emerging networks to progress the NICE guidance, to establish more coordinated pathways in the community, if this is something the DOH wanted to support and help coordinate.

Box 8: Project Outcomes

Other services can achieve what we have achieved by:

· Identifying a project where improvement is anticipated and that bridges several agendas (political, fits trust targets, suitable given current climate). 

· Taking time to define the exact focus and establishing a clear time line.
· Ensuring there is 'sign up' from the key group, service and from the management of the key group.
· Ensuring that the key group are likely to remain in post for the duration.
· Identifying others who can fill the skill gaps within your key group or provide support in these areas. 

· Identifying some strategic links to assist with working with key stakeholders.
· Being aware that you are unlikely to complete the project without giving up some of your own time.
�	 McCrone, P., Ridsdale, L., Darbishire, L. & Seed, P. (2003). The economic cost of chronic fatigue and chronic fatigue syndrome in UK primary care. Psychological Medicine 33, 253–261.
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