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Aim
The aim of this report is to describe the activity of the health checks offered to people with learning disabilities by the Health Facilitation Team (HFT) from         23rd April 2004 to 31st March 2006.

Introduction

People with learning disabilities (no longer referred to as “mental handicap”) are prone to the same range of physical and mental health conditions as the rest of the population, but are two and a half times more likely to have a condition that warrants medical attention than others (Van Schrojenstein et al., 2000). 
Increased morbidity means that, as a group, people with learning disabilities are fifty-eight (58) times more likely to die before the age of 50 years than others from the general population (Hollins et al., 1998). The Disability Rights Commission (DRC) (2004) suggests people with learning disabilities are much more likely to die from a treatable illness than those from the general population. In July 2006 the DRC is expected to report on an 18 month formal investigation into the primary health care of people with learning disabilities and/or mental health problems. Their aim is to reduce health inequalities.

http://www.drc-gb.org
Problems in accessing appropriate primary health care services and a lack of support in making healthy lifestyle choices increase morbidity and mortality. Many physical and mental health needs are masked by disability and communication difficulties. Low expectations on the part of others (including carers and family members and health care professionals) sometimes compound difficulties. Nearly two thirds of people with severe learning disabilities have a genetic cause to their disability which impacts significantly on their health and Down syndrome is the most common genetic cause of learning disability (MHF, 1993).
It is known that people with learning disabilities are more likely to have epilepsy, visual and hearing impairments, nutritional disorders including obesity (which is particularly prevalent among women with learning disabilities), chronic constipation, thyroid dysfunction, gastro-oesophageal disease and helicobacter pylori infection, mental health problems and poor dental health (Beange et al., 1999).

The International Association for the Scientific Study of Intellectual Disability (IASSID) presented health targets for people with an intellectual disability to the World Health Organisation (WHO) in 1999 (Beange et al., 1999). Among these health targets was the need to “organise and offer regular comprehensive physical assessment and review by a medical practitioner”. The rationale is that it is unreasonable to expect people with learning (intellectual) disability to take responsibility for their own health and that people with learning disabilities have been found to suffer from multiple and undetected and often obvious health problems.

GPs and Primary Health Care Teams (PHCTs) often find that their patient with a learning disability is accompanied by a paid carer who does not know the person very well. Kerr et al. (2003) argues for patient-held records.

Routine health checks for people with learning disabilities have been known for some time to uncover large amounts of unmet physical and mental health need (Cassidy et al., 2002; Webb and Rogers, 1999; Martin et al., 1997; Wilson and Haire, 1990; Howells, 1986). Despite this, some General Practitioners have been slow to offer annual health checks for people with learning disabilities.

Learning disabled people who formerly lived in long-stay institutions are more likely to have conditions that warrant medical intervention, are more likely to be prescribed medication and have higher mortality rates than those who have not moved (Cassidy et al. 2002; Strauss et al., 1998). It is imperative that appropriate primary health care is provided within local communities.
Studies of patient satisfaction show that most people with learning disabilities and their carers value highly their relationship with their family doctors. These studies also highlight areas where significant improvements that can be made, in terms of access to GP surgeries, accessible information for people with learning disabilities, longer appointments where required and greater awareness of disability and its impact on health (Mencap, 2003).

As a result of the work carried out to date in Coventry, GPs will accrue 4 Quality Outcome Framework points for maintaining a register of people with learning disabilities.
Method
As a response to the Department of Health’s Valuing People (2001) (specifically chapter 6) Coventry tPCT formed the HFT early in 2004. The HFT originally consisted of two Community Learning Disability Nurses and a Health Facilitation Support Worker. From July 2005 to the present, the HFT consists of three Community Learning Disability Nurses (Sherryl Gaskell, Louise Hammond and Nat Davis). 

The HFT made contact with PHCTs, typically with the Practice Manager, in the six locality areas (beginning with the less socially-deprived and working towards the most socially-deprived areas in the north and east of the city). Working together with the PHCTs and with the existing data on known clients, a list of people thought to have learning disabilities was compiled. The HFT then sent out letters of invitation to these individuals, explaining the nature of the HFT, methodology and inviting them for a full health check.
Results

Health checks offered 




551
(249 female; 301 male; 1 not known)
Percentage of health checks offered that were declined / did not attend (DNA)
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Correction: part of this information was wrongly expressed in the previous report (#4)

Gender of those who declined the offer or DNA
185

(76 female; 108 male; 1 not known)
Health checks carried out 


366

(173 female; 193 male)
Known to Learning Disability Services
Of 366 who took up the offer of a health check

230 were known to specialist services

(109 female; 121 male)


136 (37%) were not known to specialist services: 
	
	Female
	Male
	Total

	No learning disability
	4
	9
	13

	Borderline
	9
	14
	23

	Mild
	25
	21
	46

	Moderate
	19
	24
	43

	Severe
	6
	3
	9

	Unknown / not recorded
	1
	1
	2

	Total
	64
	72
	136*


*1 person (male) did attend for a health check but the health check was not completed. This person was referred to psychological services for an assessment of I.Q. and was so agitated that the health check was not completed.
Marital status (n=366)
	Divorced




	2

	Long-term relationship

	1

	Married
	18

	Separated

	1

	Single

	336

	Widowed
	2

	Not recorded
/not known
	6

	Total
	366


Ethnic origin (n=366)
	
	Female
	Male
	Total

	Asian or Asian British: Any other Asian background
	2
	0
	2

	Asian or Asian British: Indian
	8
	16
	24

	Asian or Asian British: Pakistani
	1
	5
	6

	Black or Black British: African
	1
	2
	3

	Black or Black British: Any other Black background
	1
	1
	2

	Black or Black British: Caribbean
	3
	0
	3

	Chinese
	0
	1
	1

	Not recorded
	1
	3
	4

	White British
	156
	162
	318

	White Irish
	0
	3
	3

	Total
	173
	193
	366


Religion (n = 366)
	Buddhist
	1

	Christians 
	232

	Baptist
	2

	Brethren
	1

	“Christian”
	6

	Church of England
	155

	Methodist
	3

	Mormon
	1

	Pentecostal
	1

	“Protestant”
	1

	Roman Catholic
	61

	Ukraine Catholic
	1

	
	

	Coventry Earth Spirit
	1

	Hindu
	6

	Muslim
	7

	No record
	21

	None 
	63

	Not known
	21

	Sikh
	13

	“Unsure”
	1

	Total
	366


Degree of Learning Disability (n=366)
	
	Female
	Male
	Total

	Not recorded
	1
	2
	3

	No learning disability
	4
	10
	14

	Borderline
	10
	19
	29

	Mild
	66
	55
	121

	Moderate
	63
	86
	149

	Severe
	26
	20
	46

	Profound
	3
	1
	4

	Total
	173
	193
	366


Down syndrome and autistic spectrum disorder

51 (13.9%) people with a diagnosis of Down syndrome
(19 females; 32 males)

30 (8.1%) people with a diagnosis of Autistic Spectrum Disorder (ASD)

(26 males; 4 females)
Risk factors for coronary heart disease and stroke

Smokers
37 (15 females: 22 males) One (female) had given up within the last four weeks prior to health check.

Body Mass Index

N=366 Females and Males
3.7% underweight


54% overweight or obese 

31.1% obese
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Females (n=173)
2.3% underweight


59.9% overweight or obese

37.5% obese
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Males (n= 193)
4.6% underweight


59% overweight or obese 

25.3% obese

[image: image3.emf]9

70

47

30

10

9

18

0

10

20

30

40

50

60

70

80

<18.5 18.5 - 24.9 25 - 29.9 30 - 34.9 35 - 39.9 40+ ?


Reported conditions warranting medical attention
	
	
	Known
	Found

	Cardiovascular
	Hypertension/ raised BP
	17
	52

	
	Congenital heart disease
	0
	0

	
	Arrhythmias
	1
	2

	
	Ischaemic disease and/or previous Myocardial infarction (MI)
	1
	1

	
	Stroke
	3
	0

	
	Oedema
	4
	41

	
	Other
	8
	36

	Blood disorders
	1
	3

	Urinary system disorder
	Urinary Tract infection
	4
	54

	
	Other urinary system disorder
	0
	14

	Pulmonary disease
	Asthma
	11
	0

	
	Chronic Obstructive Pulmonary Disease
	0
	0

	
	Other
	0
	6

	Ear, Nose and throat
	Impacted ear wax
	7
	169

	
	Other ENT (include hearing loss)
	10
	33

	Dental conditions 
	Teeth caries
	0
	7

	
	Gum disease
	1
	17

	
	Pain
	2
	2

	
	Other dental
	4
	35

	Diseases of gastro-intestinal system
	Constipation and /or overflow
	10
	18

	
	Ulcers
	5
	1

	
	Abdominal pain
	0
	0

	
	Dysphagia
	7
	75

	
	Other gastro-intestinal 
	5
	17

	Diseases of liver and adjacent structures 
	2
	2

	Endocrine, metabolic and nutritional disorders
	Obesity
	11
	83

	
	Underweight/ malnutrition
	1
	16

	
	Diabetes
	5
	2

	
	Thyroid dysfunction
	11
	4

	
	Iron deficiency anaemia
	2
	0

	
	Other endocrine…
	2
	0

	Neurological
	Epilepsy
	27
	14

	
	Other neurological
	3
	2

	Eye conditions
	15
	25

	Dermatological conditions
	Dry skin
	8
	26

	
	Fungal infections
	5
	121

	
	Psoriasis
	2
	0

	
	Eczema
	9
	3

	
	Other dermatological
	11
	106

	Musculo-skeletal
	15
	8

	Male genital system
	1
	7

	Female genital system
	2
	10

	Any form of cancer 
	2
	0

	Mental illness/ condition
	Organic disorder (Dementia etc)
	1
	5

	
	Psychosis
	10
	0

	
	Affective (mood) disorder
	4
	21

	
	Neurosis
	1
	5

	
	Other 
	21
	15

	Challenging behaviour
	19
	16

	Sleep problems
	5
	16

	Any other condition warranting medical attention not specified above
	1
	28


Referrals made
	GP
	162

	Practice nurse
	152

	Healthy lifestyle/weight-loss group
	114*

	Foot Health services (chiropody)
	109

	Speech & Language Therapy (77=Dysphagia)
	80

	Dietetic services
	79

	Advised to see Opticians
	49

	Social services
	33

	ECG indicated/ carried out
	32

	Community Dental Services/ advised to see dentist
	31/15

	Community Nurses / Logan Assessment and Care Management Team
	23

	Psychological services
	23

	Specialist epilepsy nurse
	13

	Occupational therapy
	10

	Psychiatry via GP
	5

	Mammography advised or referred
	4

	District Nurses
	2

	Total
	936


*estimated. Actual figures available from May 2006.
Referrals made but declined
	Dietetic services
	1

	Foot Health services (chiropody)
	1

	Healthy lifestyle/weight-loss group
	1

	Psychological services
	2


Discussion
Attitudes of GPs towards their patients with learning disabilities are changing. Previously, some GPs dismissed health checks at primary care level after the findings of the OXCHECK study and subsequent criticisms of cost (Imperial Cancer Research Fund Oxcheck study 1995; Haq et al., 1995). The OXCHECK study found that annual rechecks were no more effective than a single recheck at three years in the general population. However, people with learning disabilities have been demonstrated to belong to a population that is 58 times more likely to die before the age of 50 years, is significantly more morbid (at least two and a half times) and encounters significant barriers to accessing appropriate health care.

Since the HFT have been carrying out their work in Coventry they have experienced a more welcoming reception from PHCTs who are beginning to appreciate the extent of this population’s medical conditions. Mostly the work of the HFT has been very well-received and has saved GPs time and expense.
The new GMS contract includes the Quality Outcome Framework (QOF) which lends itself nicely to detecting the health needs of people with learning disabilities. Learning disabled individuals are often unaware of how to seek help or when to seek medical advice. Seemingly small or insignificant conditions are often magnified.

There have been about 936 referrals made from 366 health checks. As an indicator of ill health, this is significant working out on average at about two and half referrals per person.
As expected, some participants have more than one problem found through the health check. Often there is a matrix of physical, psychological and social problems that combine to further disable the individual. 
There are a number of key areas for concern:
· Some PHCTs still experience difficulties in identifying people with learning disabilities. The HFT have made significant impact on identifying and coding people with learning disabilities in Coventry. This has enabled data pertaining to people with learning disabilities to be included in public health statistics.
· Some people with learning disabilities and significant health needs are still being identified by the HFT from practice lists (about a third of those who have taken up the offer of a health check).
· It is likely that there are a large number of people with learning disabilities who are not yet known to specialist services and who are not having their health needs met at primary care level. Some may not know of specialist services’ existence. It is estimated that there would be over 6,000 people with learning disabilities in Coventry. About 1,500 are known to specialist health and/or social services.
· Health checks among this group have revealed sub-standard care in some care homes. Work is under way to raise the awareness of health needs of the client group and particularly for the need for improved personal hygiene and grooming. The H-Team has helped enormously in offering training to health care professionals and carers alike. They are part-funded by Coventry TPCT and can be contacted to help train PHCT staff in understanding the needs of people with learning disabilities (e.g. improving communication, signage, health promotion media, etc.). (They are based at Grapevine, Doe Bank Lane, Spon End, COVENTRY. Contact: Mrs. Manjeet Stone. Tel. 024 76 227 7900).
· The number of DNA’s and those refusing health checks may reflect poor past experiences of primary health care, increased numbers of those with mental health and psychological need (particularly among younger men with mild disabilities who may not wish to be associated with the learning disabled population en masse) and raises the issue that methods of engagement could be modified. 
· The number of referrals to specialist services will continue to be monitored closely and capacity should be built in if these services are unable to cope with the increase.

· The future provision of primary health care services and the commissioning of specialist services need to be reflective of population need rather than purely historical or financial matters.
Findings warranting medical intervention
· Overweight and obesity are already significantly more prevalent in the learning disabled population and are increasing significantly, particularly amongst women. Primary and specialist services will need to anticipate future increases in overweight and obesity and should act now to encourage a healthier population. The commencement of a “Healthy Lives” Group at Grapevine has been popular and has provided a useful education for some people with learning disabilities and their carers as well as helping people to lose weight.

Referrals to the Healthy Lifestyles group can 

be made through the Health Facilitation Team 

(Louise Hammond or Nat Davies Tel. 024 76 785 950).
· At present one senior Dietitian is employed (for three hours a week) with one Dietetic Assistant to meet the needs of the entire adult learning disabled population in Coventry. A closer look at the capacity of specialist Dietitian services for people with learning disabilities is warranted.
· Impacted ear wax is commonly found among people with learning disabilities along with ear infections and resulting sensory deficits. To date 46% of those checked have been found to have impacted ear wax. In addition to impacted ear wax, otitis media and otitis externa are more common amongst people with Down syndrome who often have narrow ear canals. Syringing an ear carries a risk of about 1 in 1,000 and the “do and don’t” pointers are published by Blake et al, 1998. These principles apply to people with learning disabilities as they do to the general population.
· Mental health needs of this group are under-reported at primary health care level. Many mental illnesses (including affective mood disorders) are missed. GPs should also undertake reviews of antipsychotic medication at regular intervals and be careful in reducing any psychotropic medication.
· People with epilepsy are often not having their medication monitored appropriately. Many people with learning disabilities remain on the older anti-epileptic medications many of which have serious side-effects. NICE guidelines exist for all health care professionals including PHCTs although there are examples where health care professionals are not adhering to the guidelines. 

www.nice.org.uk/TA076guidance
www.nice.org.uk/TA079guidance
· Poor self-care skills, increased incidence of mental illnesses (particularly depression), deficient care services and low expectations lead to increases in fungal infections of the skin (particularly affecting the feet). These are treatable and local specialist Foot Health Services are based at Gulson Clinic, Gulson Road, COVENTRY, CV1 2JL (Tel. 024 76 246 267 x3091).
· Urinary tract infections are common among people with learning disabilities (so far about 15% of those offered a health check were found to have a UTI). There appears to be a higher risk of diabetes in people with learning disabilities (possibly linked to overweight) although research is scarce. Again poor personal self-care skills (or lack of appropriate assistance) are implicated in the increased number of UTIs.
· There are a significant number of people with learning disabilities who have dysphagia and other oesophageal conditions that warrant medical attention. Prevalence figures for dysphagia are not available and research is being carried out into the risks of this condition. Speech and Language Therapists in conjunction with Specialist Dietitians can help.  Speech and Language Therapy Services are based at Adams Ward, Gulson Hospital, Gulson Road, COVENTRY, CV1 2HR Tel 024 76 246 262.
· People known to have chronic conditions are not necessarily receiving appropriate care.

Although excellent community dental services are available for people with learning disabilities in Coventry there are a significant number of people with tooth decay, pain, gingivitis and gum disease. Specialist Community Dental Services can be found at Dental Administration Department, Abbey View, London Road, COVENTRY. Telephone: 024 76 507 950 Fax: 024 76 507 957. 

The above data refers to reported findings and are reflective of other similar service developments and studies. The health checks did not utilise a standardised and scientifically-robust case finder (e.g. Cardiff Health Check or OK Health Check) although Coventry tPCT’s “My Health Record” which doubles as a patient-held record was used towards a systematic approach and has been effective in finding large amounts of unmet need. Had a standardised health check been utilised it is arguable that more unmet health need would be uncovered. The patient-held record has been largely welcomed by people with learning disabilities and their carers and has proved useful for people admitted to hospital during the past year.
There appears to be an under-reporting in challenging behaviours and psychological difficulties/psychiatric illness. The large numbers reported in “Cardiovascular others” refers to many people with learning disabilities who have been found to have oedema of varying severity.

The reporting of urinary tract infections deserves further examination. At present there are no clear guidelines for members of PHCTs (although NICE are currently working on guidelines for children with UTIs expected in May 2007). It is particularly difficult to obtain “clean catch”, mid-stream urine samples from the learning disabled population for a variety of reasons and there are likely to be a number of false positive test readings. It is important to look at the symptoms (e.g. changes in behaviour, scratching genital area etc.) as well as test results. If there is doubt as to whether the test results are accurate it is advisable to retest before prescribing antibiotics.
The white paper Valuing People (2001) expresses particular concern for people with learning disabilities from minority ethnic groups. So far the ethnic mix of those participating in the health checks has reflected the wider community ethnic origin. The prevalence of learning disability among persons of South Asian descent is three times higher than other groups (Emerson et al, 1997).

It should be anticipated that a greater number of people with learning disabilities from minority ethnic groups would require more help especially in areas of greatest social deprivation (e.g. Foleshill has a non-white population of 56.6% and St Michael’s 34.4% as of the 2001 census). An interpreter service is available for those who require one and the PCT’s aim is to ensure that all people with learning disabilities - irrespective of their ethnic origin - have the same opportunity to good health care. 

Interpreters work city-wide on a session basis whenever the need arises. The service is currently based at:

Interpreting /Translation Service, 4th Floor, The Caludon Centre, Clifford Bridge Road, Walsgrave, COVENTRY.  

Tel: 024 76 535 016 
Fax: 024 76 535 967. 
Out Of Hours Mobile: 0798 416 69 59. 

People whose ethnic origin is the Indian sub-continent are more likely to have mental health issues, diabetes, blood disorders and genetic causes for learning disabilities.
Those who did not attend or refused the health check are cause for some concern. Those who are more likely not to attend include those with poor previous experiences of primary health care, mental health problems or personality disorders and those who receive inadequate care from others. The HFT have changed the methods in which they engage with prospective participants and this appears to have been successful to some degree. 
GPs and members of PHCTs may wish to ensure that people with learning disabilities identified on their case lists are offered regular (annual) health checks. This process should now be easier to carry out as many people with learning disabilities now have patient held records with a lot of basic details. PHCTs should also look out for signs of mental illness, particularly affective mood disorders (e.g. depression). Regular reviews and monitoring of medication is warranted (especially of psychotropic drugs used for mental illness or epilepsy).
Locally, the tPCT together with the Local Authority is looking to be a “Spearhead PCT” for the Choosing Health white paper. Reducing Health Inequalities in Coventry 2004 – 2007 is designed to help local people in the light of the white paper Choosing Health (DoH, 2004). Particular emphasis is placed on reducing mortality and morbidity rates in deprived areas although this document does not specifically mention people with learning disabilities.

The main areas of focus are 

· CHD (2½ times more likely in poorer areas)
· Stroke

· Diabetes

· Obesity 

· Smoking cessation

The risk factors for coronary heart disease and stroke, diabetes and obesity are significantly higher among people with learning disabilities and monies should be made available to ensure appropriate primary health care for this vulnerable group of people.

David Martin

Audit, Information and Development Manager

Learning Disability Services

River House

Gulson Hospital

Gulson Road

COVENTRY

CV1 2HR

Tel. 024 76 246 323
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