Briefing on PEARL Study for debate 12th October 2004.

Key Points

Previous Research demonstrates that people with a learning disability have all the same health issues as the general population and additional needs linked to having a learning disability. 

Previous Research has shown that there is a clear requirement for health care to be proactive rather than responsive towards people with a learning disability and that annual heatlh checks has been shown to be a preferred method and effective in identifying unmet health needs. Annual heatlh checks have been used in Australia, New Zealand and the UK.

PEARL study – academic research into the effectiveness of health checks for people with a learning disabilty.  Carried out by the Welsh Centre for Learning Disability.

Recruited Primary Care Teams from across half of Wales and over 190 participants for the study.

Implemented the Cardiff health check which includes sections on: 


Health Promotion 


Chronic Illness and Systems Inquiry


Physical Examination


Epilepsy


Behaviour


Specific Syndrome Check


Other Medication

Primary Care Team were provided with an education package to use as reference material to be used with the health checks if practitioners were unsure. 

Key Findings

144 unmet health needs were identified. These were needs that had not previously been identified. These included conditions that needed immediate treatment e.g. asthma and diabetes.

Nearly 50% of people with Down’s Syndrome who should have annual thyorid checks had not had their thyroid function measured. As a result 2 cases of hyperthyroidism were diagnosed.

Conditions with a significant impact on quality of life were found including asthma, breathing difficulties and dyspepsia. Post Menstrual Bleeding and heart murmurs were also found. 

57 undiagnosed needs in realtion to sensory impaitment were found. This is significant given the additional communication difficulties that people with a learning disabilty will have. 

Audit Requirement

9 months after the health checks 35% of people had not been treated for the health need identified whilst 20% of people had not been treated for all the unmet health needs identified. 

For heatlh checks to be effective good auditing and follow up that results in timely treatment must be part of the process. 

Additonal Benefits of the Heatlh Checks

Levels of mental illness decreased post heatlh checks as did incidence of problem behaviour

Carers stress levels improved as did their general health. 

Traininig of Health Teams

The questionnaires suggest that primary care teams were less confident about treating people with a learning disability following the heatlh check – possible due to being more aware of the additional needs of people with a learning disability than previously. (An education package on the needs of people with a learning disabiltiy and specifics about conditions was provided).

Just over 10% of primary care respondents disagreed with the statement “The Primary Care Team is responsible for the medical care of people with a learning disability”

The above demonstrates the need for “mainstreaming” the responsiblility and for ensuring that health professionals are appropriately trained in the additional needs of people with a learning disability. 

Conclusions

Health Checks result in previously unrecognised health needs being identified for people with a learning disability. 

Some of the heatlh needs required immediate treatment whilst others included health promotion issues such as high blood pressure. 

Primaty Health Care Teams needed the support of an education package to carry out the health checks and realised that they were less confident post checks that they had the knowledge required to meet the needs of people with a learning disabiltiy. Therefore pro-active approaches requiring comprehensive heatlh checks and audits of actions are required to ensure that the heatlh outcomes for people with a learning disability improve. 

Appendix I

Project is known as Primary Care, Evaluation, Audit and Research in Learning Disabilities.

Carried out by Welsh Centre for Learning Disability and sponsored by Henry Smith’s Charity.

Project worked with GP surgeries in Dufed Powys, Bro Taf and Gwent (wide spread of practices across half of Wales)

Number of adults the project was completed for: 191 (people with a  learning disability)

Number of children with a learning disability participating was 80 – but slightly different approach as Cardiff Health Check not appropriate format.

Project was representative of general population of adults with a learning disability with the exception that more women than men took part (expect more men than women with learning disabilities).

Results of Project:

No new health needs identified for 88 people

New health needs identified for 93 individuals – totalling 144 new health needs identified. 

Of these 46 were health promotion issues including:


2 people with diabetes


5 with high blood pressure


3 with heigh cholesterol


2 with hypothyroidism.

Of the 144 – 18 were identified through the systems enquiry and physical examination including:


2 heart murmurs


1 asthma 


1 post menstrual bleeding


1 dyspepsia

Of the 144 – 57 were related to sensory impariment – not: it was already known that 59% of participants had vision problems and 18% had hearing problems. The 57 identified needs were new or previously undiagnosed exacerbating factors.

Epilepsy and behaviour


3 outcomes were identified but it is important to note that a large proportion of primary care team members said they could not comment on the patient’s current status – as they were under a specialist. This may identifiy a gap as it is unclear whether the specialist is assuming primary care monitoring is on-going.

There were a further 5 mobility problems, 12 skin and 1 dental need identified. 

The health actions resulting from the health checks included:

46% introduce treatment

14% refer to specialist

32% further invetigations within the surgery

4% change previous treatment

Audit

Following the health checks an audit questionnaire was completed 3 – 9 months (the majority after 9 months) after the health check. This identified that of the health needs found:

45% had been addressed

20% of particpants had had some needs addressed and 

35% had had no treatment. (Causes various including non-attendance by patients and external constraints).

Additional Findings

The health check resulted in measures of problem behaviour and mental illness decreasing for people with a learning disabiltiy

Carers stress levels decreased and their general health improved.

Just over 10% of primary care professionals disagreed with the statement “The Primary Care Team is responsible for the medical care of people with a learning disability.”

Study’s Conclusions:

It is clear from the outcomes that health checks are successful in identifying health needs. 

Health checks have shown the needs for better health promotion and recognition of health needs of people with a learning disability.

Health checks make changes to individuals health e.g. mental illness levels dropped, problem behaviours reduced.

