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Background  

Chronic Fatigue Syndrome/Myalgic Encephalomyelitis (CFS/ME) is a relatively common 

condition that is thought to affect between 0.1 and 2% of children aged under 18 years 

(Chalder et al. 2003; Farmer et al. 2004; Jones et al. 2004; Jordan et al. 2000; Patel et al. 

2003 & Rimes et al. 2007). Although diagnosis can often be difficult there is no doubt that 

the condition itself can be profoundly distressing not only for the young person but also for 

their family and friends.  Moreover failure to identify and treat CFS/ME early can have a 

profound impact upon the life-long well being and quality of life of those affected and their 

families.  Hence, in August 2007 the National Institute for Clinical Excellence published 

guidance on the assessment and management of adults and children with Chronic Fatigue 

Syndrome/Myalgic Encephalomyelitis (CFS/ME) (NICE, 2007). These guidelines made 
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clear recommendations on the provision of specialist services for children and young 

people with CFS/ME which include immediate access to specialist paediatric CFS/ME 

services for all children and young people who are housebound with CFS/ME as well as 

treatment for those who are mildly to moderately affected.  

At the time NICE guidance was published the North East and Cumbria had four 

multidisciplinary teams to provide assessment and treatment for adults and a Clinical 

Network Co-ordinating Centre. Paediatricians throughout the region did provide a 

paediatric service to children with fatigue but were not supported by a specialist service 

apart from in Cumbria. This means that children and young people were unable to access 

the range of service provision as recommended by NICE. In the Durham area, there was 

no specialist service for children and young people to access. Although occupational 

therapy and physiotherapy services in Durham did accept and treat children with CFS/ME 

there was not sufficient funding to provide the service as detailed in the NICE guidelines. 

In other parts of the region, children were refused entry to any service. Therefore in the 

Durham and Chester-Le-Street area a focus group was formed, consisting of various 

health professionals, consultant paediatricians, psychiatrists, colleagues from education as 

well as representatives from ME North East. The aim was to provide a robust sustainable 

service for children and young people with CFS/ME aged 0-18 years.  From this a pilot 

study of specialist intervention was implemented by the paediatric service and the need for 

a specialist service was identified. Following consultation with commissioners the funding 

was secured in September 2011 and work began on forming a specialist service across 

County Durham in accordance with the clinical guidelines (e.g. NICE 2007).  Figure 1 

shows the Outcome Based Care Pathway for Children & Young People with Symptoms of 

CFS/ME. 
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Since funding was secured in September 2011 the team has worked hard on developing a 

service delivery model able to implement NICE guidance.  The team is also grateful to 

advice and guidance offered by other national ‘gold standard’ services such as Bath 

Paediatric CFS/ME Team.  Service development in Durham and Darlington has attempted 

to emulate these evidence based services / treatments with best use of our significantly 

lower levels of resourcing.  At present the team comprises of 0.125 Consultant 

Paediatrician, 0.5 Paediatric Physiotherapy, 0.5 Paediatric Psychology and additional input 

from the Home and Hospitals Education Service in County Durham.  Funding for Specialist 

CFS/ME Occupational Therapy is still uncertain and dependent upon commissioning.  

Referrals for this part of the service are currently being recorded as an unmet need. 

Additionally both Physiotherapy and Psychology input are under review and without 

continued funding no input for children with CFS/ME can be provided.  Overall, the team 

aims to offer evidence based Graded Exercise Therapy and Cognitive Behavioural 

Therapy for CFS/ME as specified in NICE guidance and as delivered by other established 

services. 

The aim of this evaluation is to identify areas of particular strength, weakness or need to 

inform future service developments, as well as to begin to demonstrate the clinical efficacy 

and value for money on a concrete, quantitative level.  The proposal for this extensive 

outcomes based evaluation has now been approved by the County Durham and 

Darlington NHS Foundation Trust Research and Development and Information 

Governance departments, and data collection has started.  We have also gained approval 

to supply data to the ‘National Outcomes Database for CFS/ME’ which will secure long 

term systems for routine clinical evaluation. This interim report provides an overview of 

progress so far. 
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Figure 1: Outcome Based Care Pathway for Children & Young People with Symptoms of CFS/ME 

 

 

Specialist Services 
Triage of referrals / CAF 

Central Childrens & Young Peoples Database 
H&HSS when a child is temporarily 
unable to attend school:       
Advice/Consultancy to school 

 Teaching at home where 
necessary 

 Support for re integration in to 
school 

 MDT case conference for the severely affected once assessed by team 

 Inter team communication, monthly, for all young people, to monitor intervention and problems: 
o Severity level agreed 
o Action plan 
o Management plan 
o Rehabilitation plan and goals 
o Timescales for review 

Children’s Therapy Services:                                
Physio and OT assessment - intervention as 
appropriate: GET, activity management, pacing, 
relaxation, sleep hygiene, moving & handling 
advice, equipment provision, social care 

 Use of MDS screening tools 

 Patient details recorded by adult service to 
monitor position in transition pathway 

 Continued management with regular MDT communication 

 MDT meetings held to manage severely affected cases 

 Flare plan developed 

Outcome measures recorded 

 Function 

 Activity 

 Education 

 Pain 

 Psychological wellbeing 

  ME North East: 

 Advocacy and Family 
Support 

 Social interaction 

 Carers support 

 Welfare benefit 
support 

 Counselling 

Paediatric Psychology:     
Evidence based Psychological 
assessment and treatment for 
CFS/ME as specified in NICE 2007 
guidance: 
Evidence based CBT for CFS/ME 
focussed on the relationships 
between thoughts, feelings, 
behaviours and symptoms, 
distinguishing between causal and 
perpetuating factors. 
 
  

Young person presents to GP with fatigue AND other symptoms 

GP Assessment: Full history – exacerbating and alleviating 
factors 

 Medical examination 

 Assess psychological wellbeing 

 Blood screening 

 Give tailored advice to young person and their family on managing symptoms, aiming to minimise impact on 
daily life 

 Do not delay advice until diagnosis 

Refer child or young person to a paediatrician for assessment within 6 weeks of presentation 

S/B Paediatrician: 

 If symptoms have lasted 3 months and other diagnoses have been excluded, diagnosis is made or 
confirmed 

 Management plan discussed and agreed with family 

 Mood assessed by paediatrician & psychology 

 Tailored advice given regarding diet, sleep, activity scheduling, and school attendance 

 Assessment & consideration of educational status 

 Severely affected – offer immediate referral to specialist services 

 Moderately affected – offer referral to specialist services 

 Mildly affected – offer referral to specialist services  

 Initial MDS screening obtained 

Discharge from active treatment where 
necessary with open access. 

Transition into adult services where 
appropriate 
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Aim of Evaluation 

To conduct a comprehensive evaluation of the CFS/ME service across a range of clinical, 

educational and organisational outcome measures. 

Objectives 

1. To assess clinically significant change using a battery of standardised 

assessment tools.  

To assess clinical outcomes based on pre- and post- measures of CFS/ME, co-

morbid symptoms, educational attendance and quality of life. 

 

2. To identify broadly whether the service meets National Guidance and 

Standards for the assessment and treatment of people with CFS/ME. 

For example, to identify whether the services offered by the CFS/ME team match 

those recommended by the NICE and other national guidance. 

 

3. To assess team performance on the basis of national and organisational 

objectives and targets. 

To assess team performance across organisational measures of efficiency and 

effectiveness e.g. waiting times, time to diagnosis, time from diagnosis to initiation 

of treatment. 

 

4. To assess client satisfaction and experience of the service 

Capturing the experiences of clients (where possible) and their families using self-

report service satisfaction measures. 
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Methodology 

Participants 

All patients and families referred into the CFS/ME service since January 2012.     

Design 

The evaluation employs a mixed qualitative and quantitative pre- and post-intervention 

design using a number of standardised questionnaires. 

Measures 

1. Chalder Fatigue Questionnaire (Chalder et al. 1993). 

The Fatigue Scale is a 14-item self-report measure of fatigue intensity with a four-

choice response format. 

 

2. Spence Children’s Anxiety Scale (Spence, 1994). 

 The Spence Children's Anxiety Scale assesses the severity of anxiety symptoms 

on 6 dimensions of anxiety including generalized anxiety, panic/agoraphobia, social 

phobia, separation anxiety, obsessive compulsive disorder and physical injury fears.  

 

3. General Health Questionnaire SF36:Physical Functioning Scale (Stewart, 

Hays & Ware, 1988) 

The SF-36 is a self-report, multi-purpose, short-form health survey with 36 

questions.  It is planned that the Physical Functioning Scale (10 questions) will be 

used to evaluate everyday physical functioning. 
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4. The Short Mood and Feelings Questionnaire (SMFQ):  (Sharpe et al. 2010). 

The SMFQ is a 13-item self-report measure of mood/depression recommended by 

NICE for use with children and adolescents. 

5. Paediatric Quality of Life Inventory PedsQL : Generic Core Scale. 

The PedsQL  Inventory is a 23 item self-report/parent report questionnaire 

measuring health-related quality of life (HRQOL) in healthy children and 

adolescents and those with acute and chronic health conditions. The PedsQL  

breaks down into 4 domains (Physical, Emotional, Social, School Functioning). 

6. Visual Analogue Pain Rating Scale 

The Visual Analogue Pain Rating Scale comprises of a 10cm (100mm) line. The 

patient makes a mark on this line according to the severity of the patient’s pain. The 

distance from the left-hand end of the line to the mark is measured using a ruler and 

the distance (in millimetres) is entered into the database. 

7. EQ-5D  

EQ-5D™ is a standardised instrument for use as a measure of health outcome. The 

paediatric version is worded slightly differently. Applicable to a wide range of health 

conditions and treatments, it provides a simple descriptive profile and a single index 

value for health status. 

8. Self-Efficacy 

The self-efficacy assessed the young persons confidence in coping with their 

symptoms of CFS/ME. 
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9. Time in Education 

Time in education was assessed on the basis of weekly time engaged in school 

and/or home tuition expressed as a percentage of attendance.  

10. Experience of Service Questionnaire: A standardised measure of service 

experience devised by the Bath CFS/ME Service. 

Service Measures 

1. Time from receiving referral to initial assessment. 

2. Time from the initial assessment to the first session of treatment. 

3. Number of new referrals. 

4. Descriptives of assessment and intervention etc. 

Procedure 

Questionnaires were administered during assessment, 6 months post-assessment and at 

1 year or discharge.  Questionnaires were routinely given to families as part of the initial 

assessment process.  Follow up questionnaires were given during routine review 

appointments.  Where this was not possible questionnaires were sent through the post.  All 

questionnaires were given as part of routine clinical practice. 
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Results / Progress 

 

1. To assess team performance on the basis of national and organisational 

objectives and targets. 

To assess team performance the following information displays results from the Paediatric 

CFS/ME service on a number of key areas. 

 
 
Table 1: Number of New Referrals into the Specialist CFS/ME Team 
 

*Monthly average displayed in brackets, rounded up to nearest whole number 

 

Figure 2: Number of Males and Females referred 
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Table 1 and Figure 2 show that the team has accepted a total of 156 referrals between 

September 2011 and July 2013.  A large percentage of these referrals relate to patients 

who were held on existing paediatric case loads (N= 103).   Figure 2 shows that over two 

thirds of referrals have been female. Referrals ranged in age from 4 years, 4 months to 17 

years, 11 months.  All patients have been seen by paediatrics and psychology in joint 

clinics.  Treatment is delivered by psychology or physiotherapy or a combination of both. 

Time Period No. of new 
diagnoses 

No. of referrals 
accepted* 

No. of males 
(from those 
accepted) 

No of females 
(from those 
accepted) 

Sept 2011 – 
July 2013 

43 156 (7.1) 32 124 
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Table 2: Average Times Based on Psychology waiting times 
 

Referral / 
Diagnosis to 
Treatment 

 17 days 
 

Based on Paediatric Psychology Data 

 
From Table 2 the average time between referral / diagnosis to initiation of treatment was 

just 17 days compared to the trusts target of 10 weeks.  Normally, for those diagnosed 

with CFS/ME, treatment begins on the day of assessment, with the provision of 

psychoeducational advice and materials.  Since diagnostic appointments are conducted by 

Paediatrician and Psychologist any new patients diagnosed with CFS/ME will meet both 

on the day of assessment. 

 

Table 3: Types of Interventions Completed  
  

Time Period No. of 
Children 
helped by 
the CFS/ME 
Service  

No. of Patients 
referred for GET 
/ Pacing for 
CFS/ME 

No. of Patients referred 
for  Psychology input 
(including family 
focussed CBT for 
CFS/ME) 

No. of Children 
receiving specialist 
support from 
education  

Sept 2011- 
July 2013 

156 51 75 67 
 
 

 
Since its conception in September 2011 the team has helped 156 children with CFS/ME. 

Although all children on the caseload have received psychology input 75 have received 

more extensive input in the form of psychological therapy, further diagnostic assessment, 

joint working or consultancy.  All patients on the caseload have received or been offered 

GET, CBT or a combination of both.  67 patient received input from the Home Hospitals 

Support Service and there specialist teachers.  All active patients still receive regular MDT 

reviews with a Psychologist and Paediatrician in order to evaluate any current needs.   
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2. To assess clinically significant change using standardised assessment 

measures.  

To begin to assess clinical outcomes, the section below provides the data collected 

during the first year of outcome monitoring.  All data has been collected using 

measures approved by the ‘National Outcomes Database (NOD) for CFS/ME’ in 

accordance with NOD research protocols. 

 

Data relates to those newly diagnosed with CFS/ME who received psychological 

intervention (e.g. CBT) or a combination of psychological and physiotherapy 

interventions. 

 

 Figure 3: Initial and follow-up of children’s self report data on the Chalder 

Fatigue Scale. 
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High Score = High Fatigue (max = 30)  Low Score = Low Fatigue 
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Figure 3 demonstrates that children reported that their overall levels of fatigue had 

reduced at their 6 month and 1 year follow-up appointments after treatment from the 

CFS/ME service. 
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Figure 4: Initial and follow-up of children’s self report data on the Spence 

Children’s Anxiety Scale. 

Spence Children's Anxiety Scale

31.6

21.1

12.5

0

5

10

15

20

25

30

35

Initial 6 Months 1 Year

M
e

an
 S

co
re

 

 

High Score = High Anxiety   Low Score = Low Anxiety 

 

Figure 4 shows that after active treatment by the specialist CFS/ME team, on average, 

children reported experiencing lower levels of anxiety in their daily life. This included 

reduced scores on the following subscales; generalized anxiety, separation anxiety, 

social phobia, panic disorder, obsessive compulsive disorder and physical injury fears. 
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Figure 5: Initial and follow-up of children’s physical functioning on the General 

Health Questionnaire (SF-36). 
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Figure 5 shows that on average, children reported an improvement in physical function 

at their 6 month and 1 year follow ups after active treatment. 
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Figure 6: Initial and follow-up of children’s Short Mood and Feelings 

Questionnaire (SMFQ) self-report data. 

Short Mood & Feelings Questionnaire (Child)
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Figure 6 shows that after active treatment by the Specialist CFS/ME Team children 

reported an improvement in their mood at 6 month and 1 year follow-ups.  It is also 

noteworthy that scores of >8 represent clinically significant difficulties with mood.  

Hence, on average, children in this group moved out of the clinical and into the normal 

range of function.  Additionally, all children in this group reported improvements in 

mood after treatment. 
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Figure 7: Initial and follow-up of children’s Short Mood and Feelings 

Questionnaire (SMFQ) parent-report data. 
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Figure 7 shows that after active treatment by the Specialist CFS/ME Team parents 

rated their child’s mood as improved at 6 months and 1 year follow-up.  Again a score 

of 8 or above represents clinical cut off.  
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Figure 8: Initial and 6 month follow up of Children’s self report data on the 

Paediatric Quality of Life Scale (PedsQL). 

High Percentage = Higher Level of Function      Low Percentage = Lower Level of Function 

 
Figure 8 shows that after active treatment by the CFS/ME Team children reported 

improved physical functioning, social functioning and educational functioning at 6 

month follow-up.  
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Figure 9: Initial and 6 month follow up of children’s self report data on the Visual 

Analogue Pain Scale 
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Figure 9 shows that on average children’s experience of pain dropped at 6 month and 1 

year follow-up after intervention by the CFS/ME team. 
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Figure 10: Initial and 6 month follow-up of children’s self report data on health 

outcome (EQ-5D). 
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Figure 10 shows that following intervention by the CFS/ME team patients reported higher 

levels of function across all five domains measured by the EQ5D.
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Figure 11: Initial and 6 month follow up of children’s self confidence in coping with 

their symptoms of CFS/ME using the Self Efficacy Scale. 

 

High score = High Self Efficacy Low Score = Low Self Efficacy 

 

Figure 11 suggests that following intervention by the CFS/ME team children felt more 

able to cope with their condition. 
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Figure 13: School Non-Attendance 2010 - 2103 
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Figure 13 shows that in academic year 2009 - 2010 42% of children with CFS/ME were 

not attending school at all.  In 2012 – 2013 this number has dropped to just 16%.  

Moreover, total time in education also rose during this time. 
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3. To identify broadly whether the service meets National Guidance and Standards 

for the assessment and treatment of young people with CFS/ME. 

In order to meet national guidance the following levels of provision have been specified 

and are currently being delivered: 

NATIONAL GUIDANCE STANDARDS MET 

comprehensive Paediatrician led multi-disciplinary assessment and 

diagnostic pathway 

Yes 

education around symptoms, function and quality of life including sleep 

management, relaxation strategies and diet 

Yes 

specialist advice around education provision and support from the Home 

and Hospitals Education Service 

Yes 

individualised, person-centred programme / care plans that aim to:– 

sustain and gradually extend, if possible, the person’s physical, 

emotional and cognitive capacity – manage the physical and emotional 

impact of their symptoms 

Yes 

choice of comprehensive cognitive behavioural therapy (CBT) and/or 

graded exercise therapy (GET) for people with mild to severe CFS/ME 

Yes 

if a full CBT or GET programme is inappropriate, components of CBT or 

GET are offered, either individually or (more effectively) together with 

activity management strategies, sleep management strategies and 

relaxation techniques 

Yes 



 
 

Ref: CFS/ME Service Evaluation 2013 - 24 - 2013 
 

An Evaluation of County Durham and Darlington NHS Foundation 
Trust ‘Chronic Fatigue Syndrome / Myalgic Encephalomyelitis 
(CFS/ME) Service: Service Review (July 2013) 

 
regular MDT reviews and the option for adhoc telephone consultations. Yes 

option of home based intervention delivery for those severely affected Yes 

relapse prevention and management planning Yes 
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4. To assess client satisfaction and experience of the service 

Service satisfaction has been measured using the Bath Experience of Service Questionnaire. The average 

ratings are shown in figure 3 below. Satisfaction levels are high, with an average rating of 86% satisfaction. 

 

Figure 12: Average ratings of satisfaction 
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Figure 12 demonstrates that overall satisfaction levels were high.  That said, ratings of satisfaction were 

reduced by two outlier questionnaires which gave some high ratings and some lower ratings e.g. for overall 

satisfaction.  Since questionnaires were anonymous and no comments were made it is difficult to comment 

further. 

 

One area of highest satisfaction was to do with improved knowledge. This presumably means that the 

information the team gave helped families better understand and manage the condition.  Positively, 91% of 

families would recommend this service to another.  
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The lowest area of satisfaction was to do with the quality of information we gave out during this period.  The 

team has listen to this feedback and we have recently developed and had approved a comprehensive range 

of 10 service information and self-help booklets. 

 

There were many positive comments from people who have used the service, including the 

following: 

 

 ‘Fantastic service: Has had an amazingly positive effect.  Always listened to, always felt we 

could ask any question, however ridiculous, and be valued.  The knowledge base is massive.  

Wonderfully caring, honest, positive staff that always make a positive impact.  Without their 

support and knowledge we would be in a very very dark, painful place right now.’ Carer 

 

 ‘Thank you XXXX for all you have done’ Child 

 

 ‘I would like to extend my thanks for a prompt diagnosis on our first appointment and swift 

follow up by the team.’ Carer 

 

 ‘She (CFS/ME team member) is an invaluable member of the team.  She is supportive, helpful 

and has understanding and extensive knowledge.  I am aware of her workload but feel if there 

were two staff in her role weekly support for the first 6 weeks would be beneficial.’ Carer 

 

 ‘Very helpful’ Child 

 

 ‘CFS/ME team member also very helpful in getting ME children well.’ Carer 

 

 ‘Home and hospitals was a great help by understanding my condition and helping with 

transport to and from school.’ Patient 

 

 ‘Mrs X (HHSS Teacher) was excellent, very patient with my daughter who has ME , learned 

about the illness and encouraged my daughter on good and bad days.’ Carer 
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 ‘The ME team have been exceptional in looking after X but also allowed time for us as a 

family dealing with ME. There have been many times I have contacted the team and it has 

never been a problem. We are very Thankful’. Carer 

 

Points for improvement generally centred around: 

 

 sending appropriate information about the service before the first appointment.  

 

 giving written informational support about the effects and management of CFS/ME. 
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Key Findings and Next Steps 

 

 The service is currently meeting all organisational targets for performance 

and waiting times. 

 

 The team currently receive an average of 4 referrals per month and has 

helped 156 children with CFS/ME over the last year. 

 

 The service is currently meeting national standards for the Paediatric 

assessment of CFS/ME (e.g. NICE Guidance on CFS/ME).  

 

 The service is currently meeting national guidance for the delivery of 

evidence based treatment for CFS/ME including options for GET and CBT.   

Activity management strategies, sleep management strategies and 

relaxation techniques are also an integral part of the treatment pathway. 

 

 Clinical outcomes data demonstrates significant improvements in terms of 

fatigue, mood, anxiety, pain, self-efficacy, quality of life, physical function, 

emotional functioning, social functioning and educational functioning at 6 

month and 1 year following Psychological intervention.  (Variables 

measured by a battery of nationally approved questionnaires used by the 

national CFS/ME outcomes database). 

 

 School attendance has also improved since creation of the Service: In 

2009-2010, 42% of children were not attending school, whereas in 2012-
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2013, this dropped to 16%, with no children being bed bound since the 

Service began.  

 

 Service satisfaction, as measured by the Bath Experience of Service 

Questionnaire, showed an average of 86% satisfaction, with 92% stating 

they would recommend the Service.  

 

 Approval has also been gained to be the second service to enter data into 

the ‘National Outcomes Database for CFS/ME’. 

 

 While service development data and provisional outcomes are favourable 

clearly further evaluation is required to establish the clinical effectiveness, 

efficacy and value for money of this service.   

 

 The team is still only partially resourced with: Consultant Paediatrician 

(0.125 WTE), Specialist Physiotherapy (0.5 WTE), Paediatric Psychology 

(0.5 WTE) and input from Home and Hospitals Education Service. 

 

 Occupational Therapy has not as yet been commissioned. 

 

 Psychology input is currently under review and a business case is being 

submitted.  Input will stop if this case is unsuccessful. 

 

 Physiotherapy input is currently under review and a business case is 

being submitted.  Input will stop if this case is unsuccessful. 
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