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    Abstract


Objectives Provision of National Health Service (NHS) specialist chronic fatigue syndrome or myalgic encephalomyelitis (CFS/ME) services in England has been deemed patchy and inconsistent. Our objective was to explore variation in the provision of NHS specialist CFS/ME services and to investigate whether access is related to measures of deprivation and inequality.




Design Survey of all CFS/ME clinical teams in England, plus cross-sectional data from a subset of teams.




Setting Secondary care.




Outcome measures We used clinic activity data from CFS/ME clinical teams in England to describe provision of specialist CFS/ME services (referral, assessment and diagnosis rates per 1000 adults per year) during 2008–2011 according to Primary Care Trust (PCT) population estimates, and to investigate whether use of services was related to PCT-level measures of deprivation and inequality. We used postcode data from seven services to investigate variation in provision by deprivation.




Results Clinic activity data were obtained from 93.9% (46/49) of clinical teams in England which between them received referrals from 84.9% (129/152) of PCTs. 12 PCTs, covering a population of 2.08 million adults, provided no specialist CFS/ME service. There was a six-fold variation in referral and assessment rates between services which could not be explained by PCT-level measures of deprivation and inequality. The median assessment rate in 2010 was 0.25 (IQR 0.17, 0.35) per 1000 adults per year. 91.9% (IQR 76.5%, 100.0%) of adults assessed were diagnosed with CFS/ME. Postcode data from seven clinical teams showed that assessment rates were equal across deprivation quartiles for four teams but were 40–50% lower in the most deprived compared with the most affluent areas for three teams.




Conclusions Two million adults in England do not have access to a specialist CFS/ME service. In some areas which do have a specialist service, access is inequitable. This inequity may worsen with the impending fragmentation of NHS commissioning across England.
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Article summary

Article focus

	
National Institute for Health and Clinical Excellence guidelines on chronic fatigue syndrome or myalgic encephalomyelitis (CFS/ME) service provision, published in 2007, recommended that all patients should have access to specialist CFS/ME services.

	
In 2010, the All-Party Parliamentary Group on ME reported that provision of specialist CFS/ME services in England was patchy and inconsistent.

	
Our aim was to conduct a national survey of specialist CFS/ME service provision in England, and to investigate whether access was related to deprivation.





Key messages

	
In total, 8% of Primary Care Trusts did not provide a specialist chronic fatigue syndrome or myalgic encephalomyelitis (CFS/ME) service.

	
Among PCTs that provided a specialist CFS/ME service, there was a sixfold variation in assessment rates.

	
In some service areas, patients from more affluent postcode districts were more likely to access specialist CFS/ME services than were patients from more deprived postcode districts.





Strengths and limitations

	
This is the first study that has collected data from almost all (94%) of the 49 specialist chronic fatigue syndrome or myalgic encephalomyelitis (CFS/ME) services in England.

	
We used data from specialist CFS/ME services rather than self-diagnosis or diagnosis by general practitioners  and we are therefore confident that diagnoses of CFS/ME were reliable.

	
Our Primary Care Trust-level and Lower Layer Super Output Area  level estimates were not adjusted for possible differences in age distributions within the adult population.






Background

Chronic fatigue syndrome or myalgic encephalomyelitis (CFS/ME) is an illness characterised by persistent or recurrent debilitating fatigue that is not lifelong, the result of ongoing exertion, alleviated by rest, or explained by other conditions and that results in a substantial reduction in activity.1–3 CFS/ME is heterogeneous4 and relatively common, with an estimated prevalence from population surveys of between 0.2% and 2.6% depending on diagnostic definition and study design.5–10 Only a small proportion (3–8%) of CFS/ME patients are expected to recover fully if untreated.11–13

National Institute for Health and Clinical Excellence (NICE) guidelines for diagnosis and treatment of CFS/ME recommend that referral to specialist care should be offered within 6 months of presentation for mild CFS/ME, within 4 months for moderate CFS/ME and immediately for severe CFS/ME.3 In 2010, the All-Party Parliamentary Group (APPG) on ME reported that the provision of specialist adult and paediatric CFS/ME services in England was patchy and inconsistent,14 in contrast to the UK Department of Health's stated aims in ensuring universal and equitable access to good quality healthcare.15 The APPG recommended that research be undertaken to determine accurately the numbers of patients with CFS/ME and take steps to remedy the ‘unacceptable’ variation in access to services.

We collected clinic activity data from CFS/ME clinical teams across England to investigate the utilisation of specialist CFS/ME services according to Primary Care Trust (PCT) population estimates, and to investigate whether access is related to measures of socioeconomic deprivation and inequality at PCT level. We assessed variation in utilisation by postcode-level measures of deprivation using data from a subset of specialist CFS/ME services.



Methods


Clinic activity data, PCT-level population estimates and deprivation indices

Specialist CFS/ME services were identified by means of an iterative search process, beginning with lists maintained by the CFS/ME National Outcomes Database team (University of Bristol), the British Association for CFS/ME (BACME) (www.bacme.info) and patient support groups, including Action for ME (www.actionforme.org.uk) and the ME Association (www.meassociation.org.uk). When a service could not be identified for a particular PCT, we enquired of known services in neighbouring PCTs whether a service existed. All PCTs that did not appear to have either a contract or service level agreement (SLA) were contacted to determine whether they provided a service. We defined PCTs that did not provide a service as those that did not hold a contract or SLA with a CFS/ME service. Each service was asked to confirm the identity of the PCT(s) with which they held contracts for CFS/ME service provision, and to provide clinic activity data (number of patients referred, number of patients assessed and number of patients diagnosed with CFS/ME) for each of the three financial years between 2008/2009 and 2010/2011 or for each calendar year between 2008 and 2010.

We used these numbers of patients to calculate, for each service, assessments as a proportion of referrals and diagnoses as a proportion of assessments. Adult population estimates for each PCT (mid-2008)16 were used as the denominator to calculate annual referral, assessment and diagnosis rates per 1000 adults (age 20–84 years) during the study period and separately for 2008/2009, 2009/2010 and 2010/2011 (or calendar years 2008–2010). Where services overlapped, data were aggregated into service areas by summing clinic activity and population data: Greater London (four teams), Greater Manchester (5), East Anglia (3), and North and West Yorkshire (2). Assessment rates within each PCT were mapped graphically using ArcGIS™ V.9.3 software (ESRI, Redlands, California, USA) based on PCT boundary data supplied by the Office for National Statistics.16 All statistical analyses were performed using Stata software (StataCorp, College Station, Texas, USA).

The index of multiple deprivation (IMD) 2007 and slope index of inequality (SII) for each PCT was obtained from the Association of Public Health Observatories.17 The IMD is a composite deprivation score derived from seven domains (income, employment, health and disability, education skills and training, barriers to housing and services, crime and disorder, and living environment).18 The SII is based on differences in life expectancy across deciles of IMD scores. For the purpose of our analysis (and because CFS/ME affects mainly women), we used SII for women as a proxy for survival inequality in the adult population. Mean values of these indices (weighted by population size) were calculated where clinic activity data covered more than one PCT. We used negative binomial regression models to estimate referral, assessment and diagnosis rates in IMD and SII quartile groups, and to investigate whether rates varied between these groups.




Full postcode data, population estimates and deprivation indices

Full postcode data for all patients assessed during 2009 and/or 2010 were obtained from seven adult CFS/ME services (four in the north, three in the south of England), covering 27 PCTs. Postcodes were mapped to 2001 Census Lower Layer Super Output Area (LSOA)19 using GeoConvert (Census Dissemination Unit, Mimas, University of Manchester). There are 32,482 LSOA in England, each comprising on average 1500 residents. We restricted our analysis to LSOAs within the boundaries of the PCTs served by each team. LSOA-level population data were used to estimate assessment rates within each LSOA using the mean number of assessments for 2009 and 2010. For each service, we used negative binomial regression to investigate whether assessment rates varied between quartiles of LSOA-level IMD. We obtained data on the numbers of adults from black and minority ethnic groups within each LSOA.16





Results


Clinic activity data

Data on numbers of patients assessed during at least one 12-month period between January 2008 and April 2011 were obtained from 46/49 (93.9%) specialist CFS/ME services in England (figure 1). These 46 services covered 129/152 (84.9%) of PCTs in England, representing ∼95% of the adult population (∼33 million people). The 46 services were grouped into 36 service areas because patients from some PCTs could be referred to more than one service, for example, in the metropolitan areas of Greater London and Greater Manchester. Data on referrals and diagnoses were available for 34 service areas (43 teams) and 24 service areas (31 teams), respectively. Three services, covering 11 PCTs with a combined population of 2.9 million adults, did not provide data for our study.
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Figure 1 Specialist chronic fatigue syndrome or myalgic encephalomyelitis  services that provided data for this study.







CFS/ME service coverage in England

In total, 12/152 PCTs in England, representing a population of 2.08 million adults, did not commission a specialist CFS/ME service in 2010. There was a sixfold variation in service provision between the specialist CFS/ME services, with assessment rates varying from 0.09 to 0.55 assessments per 1000 adults per year (table 1, figure 2). The median assessment rate was 0.25 per 1000 adults per year, interquartile range (IQR) 0.17 to 0.35 per 1000 adults per year. Approximately 11.85 million adults lived in the 40 PCTs in the bottom quartile of assessment rates (overall rate=0.14 per 1000 adults per year); 6.33 million adults lived in the 25 PCTs in the top quartile of assessment rates (overall rate=0.45 assessments per 1000 adults per year). The median proportion of adults assessed out of those referred was 92.2% (IQR 81.4%, 100.0%). The median proportion of adults diagnosed with CFS/ME at assessment was 91.9% (IQR 76.5%, 100.0%). These proportions varied considerably between services: range 33–100% for assessments as a proportion of referrals and range 60–100% for diagnoses as a proportion of assessments. The four services with the lowest proportion of assessments were in the bottom quartile of assessment rates.

View this table:	View inline
	View popup



Table 1 CFS/ME specialist services (ranked by assessments per 1000 adults per year)*
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Figure 2 Chronic fatigue syndrome or myalgic encephalomyelitis assessment rates by Primary Care Trust (2008–2010).




The median assessment rate in 2010 was 0.25 (IQR 0.17, 0.33) per 1000 adults. In the same year, the median referral rate was 0.30 (IQR 0.22, 0.36) per 1000 adults, and the rate of confirmed CFS/ME diagnoses was 0.20 (IQR 0.16, 0.24) per 1000 adults. Applying these rates to the adult population covered by specialist CFS/ME services (35.9 million people) indicates that each year in England ∼11,000 adults are referred, ∼9000 are assessed and ∼7000 adults receive a diagnosis of CFS/ME.




Trends in CFS/ME service coverage and PCT-level measures of deprivation

Table 2 shows mean rates of referrals, assessments and diagnoses by year and by quartiles of IMD (a composite score including measures of income, employment, health and disability, education skills and training, barriers to housing and services, crime and disorder, and living environment) and Slope Index of Inequality (SSI, a measure of differences in life expectancy across deciles of IMD scores). Referral, assessment and diagnosis rates appeared to be stable between 2008 and 2010. We found little evidence that rates varied according to social deprivation or health inequality.

View this table:	View inline
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Table 2 CFS/ME referrals, assessments and diagnoses by year and by quartiles of PCT-level measures of social deprivation and health inequality







Full postcode data from seven CFS/ME specialist services

The full postcodes of patients assessed in 2009 and 2010 were available for seven clinical teams contracted to provide specialist CFS/ME services to 26 PCTs (representing a combined population of 7.58 million adults). There was threefold variation in assessment rates between these services, from 0.10 per 1000 adults per year (service C) to 0.29 per 1000 adults per year (service D) (table 3). In four services (A–D), assessment rates were similar in more and less deprived areas (mean IMD range 13.4–18.3). In contrast, three services (E–G) were less likely to assess people living in more deprived areas. The populations covered by these services were more deprived overall (mean IMD range 20.0–28.5) than were the populations covered by services A to D. Service F, which operated in the most deprived of the seven areas studied, had the lowest rate ratio per IMD quartile (0.81, 95% CI 0.74 to 0.89). In this service, patients in the bottom quartile of deprivation were half as likely to access the service compared with those in the top quartile.

View this table:	View inline
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Table 3 CFS/ME assessments (2009–2010) by deprivation quartiles based on full postcode data




The PCTs with evidence of associations between deprivation and assessment rates had a higher proportion of the population from minority ethnic groups, particularly of Asian or British Asian ethnicity, than did the other PCTs (table 3). There was little evidence that assessment rates were associated with unequal use of services. For example, service ‘C’ had the lowest assessment rate (0.10 per 1000 adults per year) but similar use of the service across IMD quartiles, whereas services D and E had similar assessment rates (0.29 and 0.25 per 1000 adults per year, respectively) but in service E, unlike D, patients from more deprived areas were less likely to access the service.





Discussion

Despite recommendations from NICE in 2007 that all patients with CFS/ME should have access to specialist CFS/ME services, 12 PCTs did not commission a specialist CFS/ME service for adults and service provision did not increase between 2008 and 2010. In areas where services were provided, there was a sixfold variation in assessment rates, which ranged from 0.09 to 0.55 assessments per 1000 adults per year. This variation was not explained by PCT-level differences in social deprivation or health inequality. However, within some services patients from more affluent areas were more likely to access services. The four services with the lowest percentage of assessments as a proportion of referrals were in the bottom quartile of assessment rates suggesting that, in some areas, need exceeded service provision.


Strengths and weaknesses

This is the first study that has collected data from most (94%) of the 49 specialist CFS/ME services in England. PCTs that did not commission specialist assessment and treatment for adults were contacted individually to verify lack of provision. We used data from specialist CFS/ME services rather than self-diagnosis or diagnosis by general practitioners (GPs) and we are therefore confident that diagnoses of CFS/ME were reliable. However, re-referrals and repeat assessments would tend to inflate estimated referral and assessment rates. We investigated associations of socioeconomic deprivation with use of services at two geographic scales. The larger-scale PCT-level measures of access, deprivation and inequality are averaged across wide geographic areas, which may obscure within-PCT differences. Adult population estimates were based on the age range 20–84 years, whereas clinic activity data include some patients aged 18–19 years. Our PCT-level and LSOA-level estimates were not adjusted for possible differences in age distributions within the adult population.




In the context of previous studies

The median rate of assessments in our study (0.025%) was 10-fold lower than the lowest prevalence of CFS/ME estimated from population studies (0.2% and 2.6%).5–10 Whether this discrepancy between incidence and prevalence reflects poor long-term prognosis for CFS/ME or very low uptake of specialist services (or both) requires further investigation.

It is unclear as to why some services had lower assessment rates among people from more deprived areas. There is no consistent evidence from population-level studies of a socioeconomic gradient in the prevalence of CFS/ME that would explain trends in some specialist services of lower uptake among poorer socioeconomic groups.20 ,21 One explanation is that GPs and commissioners in some areas were less aware of the service, which was therefore accessed by people living in more affluent areas. A survey conducted in 2005 found that only 50% of GPs believed that CFS/ME existed as a medical condition22 and only 52% were confident in making a diagnosis.23 However, services with lower access rates in deprived areas did not appear to have lower overall assessment rates, as might be expected if poor awareness of service provision among GPs was the only explanation for the unequal access.

Unequal access among people from ethnic minority groups may account partly for our observations. A community-based survey in an ethnically diverse area of England indicated that minority ethnic groups, in particular Pakistanis, had a higher prevalence of CFS, although the authors suggested that apparent differences in prevalence between ethnic groups could be explained by anxiety, depression, physical inactivity, social strain and negative aspects of social support.24 Other studies have shown that people from ethnic minority groups are more likely to use religion, denial and behavioural disengagement to cope with their condition compared with the white majority.25 We had no data with which to assess variation by ethnicity in the proportion of patients assessed who were diagnosed with CFS/ME.

We found considerable variation (60–100%) in the proportion of those given a diagnosis of CFS/ME at assessment. This may suggest differences between care pathways prior to accessing the service, or differences between personnel providing assessments. The lower values are consistent with data from two specialist services, where 54–60% of patients assessed received a diagnosis of CFS.26 ,27 Alternative diagnoses include sleep disorders and depression, which require different treatments. We were surprised that some of the services made the diagnosis of CFS/ME in 100% of those assessed. This may be because those providing assessment rely on the diagnoses given by the referrer (usually the GP).




Unanswered questions and future research

It is unclear why some services appeared to see patients equally from all socioeconomic areas whereas other services were used disproportionately by people from less deprived areas. Further research is needed to explore the link between social deprivation, ethnicity and use of services, and to investigate whether services that make a diagnosis of CFS in 100% of cases are missing important alternative diagnoses such as sleep disorders or depression.




Implications

The striking variation in CFS/ME specialist service provision across England has been stable over the past 3 years and is unrelated to deprivation. This variation may be explained by the availability of health professionals who are willing and able to provide a service and/or the willingness of commissioners to pay for services. We are concerned that variation may increase as commissioning is devolved to local commissioning groups. New services need to be set up in areas that have no service and, based on the estimated prevalence of CFS/ME, provision needs to be expanded in many areas that do have a service. Within some services, patients from the most deprived areas were half as likely to access the service compared with those from the most affluent areas. Specialist services in deprived parts of England need to engage with local communities, general practitioners and other healthcare providers to ensure that those who need treatment are able to access it. Commissioners and service providers need to be aware that patients from ethnic minorities may face particular barriers in accessing specialist CFS/ME services and must consider how to overcome these barriers.
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