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Executive Summary

Cervical cancer is the commonest cancer in women aged less than 35 years. The United Kingdom has the second highest incidence in the European Community1. The NHS cervical screening programme was established in 1988 with the aim of reducing the incidence and mortality from invasive cervical cancer by the detection and treatment of pre-invasive disease2. All women aged between 20 and 64 years are eligible for a cervical smear every three to five years.

It has been shown that women with learning disabilities often do not have cervical screening3,4,5. For some women this is an informed decision based on the balance of risks and benefits. For many women with learning disabilities this is not discussed and the decision not to screen is taken for them by either carers or healthcare professionals. There is often the unfounded assumption that a woman with a learning disability is not sexually active and is therefore at low risk of developing cervical cancer. The time and skills needed to explore such issues are often not available in primary care.

The government has recognised that people with learning disabilities often do not have their needs met within primary care. Guidance has been issued by on good practice in providing services for people with learning disabilities, including advice on providing cervical smears to such patients.

A recent survey of the CSP in Shropshire conducted by MENCAP corroborated the national evidence and found that in some areas only 3% of women with learning disabilities were accessing the service. Further information from the Shropshire Community Mental Health Trust Learning Disabilities Unit revealed that 75% of patients with learning difficulties on their database had been ceased from the CSP.

This study was aimed to look into some of the reasons why such a high proportion of women with learning disabilities in Shropshire were ceased from the CSP by their GPs. The study was also intended to look at the general awareness of patients about the CSP and the appropriateness of materials from the national educational information kit in increasing the women’s awareness of the cervical smear test.

Following the research that has been carried out, a series of recommendations to help to improve the cervical screening programme for women in Shropshire with a learning disability have been formulated. These are:
To raise smear takers awareness of the needs of women with learning disabilities by introducing specific training as part of the local standard screening education, which would, for example include consent issues and ceasing woman from the screening programme    

To distribute the Good Practice in Breast and Cervical Screening for Women with Learning Disabilities (2000) to all general practices and providers who undertake smears, highlighting that the guidance should be followed when caring for women as part of the National cervical screening programme

To ensure that the National Pamphlet is readily available in providers workplaces

To develop information packages and ensure that women and carers have access to the information so that they can make their decision whether or not to have a smear test. 

Introduction

Definition
A learning disability or difficulty is a significant lifelong impairment of intelligence and social functioning acquired before adulthood6. It is associated with a reduced cognitive ability to cope independently. The term ‘leaning disability’ will be used whenever possible within this document.

Clients with learning disabilities can be further stratified into those with mild, moderate, severe or profound cognitive impairment dependant standardised psychometric testing.

People with learning disabilities have many differing talents, qualities, strengths and support needs7. They can support their own views and with adequate support be enabled to develop personal strategies for living.

Prevalence

Approximately 2 adults in every 100 (2%) of the population have a mild learning disability and 3 to 4 adults in every 1000 (0.003%) have a severe learning disability7,8,9.

Learning disabilities also occur more frequently amongst some ethnic groups. This is partly thought to be due to a history of poor ante-natal care10.

The average general practitioner’s list will have upto 40 patients with a learning disability including upto eight with a severe learning disability and the remainder with cognitive impairment of a moderate or mild nature.

Aetiology

Learning difficulties can result from a number of causes, for many upto 15% of those with severe learning disabilities and in the majority (95%) of those with a mild or moderate cognitive impairment an exact cause cannot be identified.

Severe learning disabilities can be caused by congenital chromosomal disorders such as Down’s Syndrome and Fragile X Syndrome. Other causes include intra-uterine exposure to infections e.g. cytomegalovirus or drugs e.g. alcohol10.

The health of people with learning disabilities

People with learning disabilities have greater health needs than the general population. They are more likely to have general health and specific neurological problems including sensory impairment, epilepsy and cerebral palsy as well as mental health problems11.

The average life expectancy for men with learning difficulties is 67.2 years and 69.2 for women, compared with mortality for the population now and the mortality for those with learning disabilities in the not so distant past. With the increased longevity, morbidity and mortality profiles for those with learning disabilities are increasingly mirroring with those of the general population. The major causes of death have been reported as myocardial infarctions, cerebrovascular events, cancers and infections. Mental illness including depression, anxiety and pre-senile dementia are common causes of morbidity11.

Many people with learning disabilities also lead unhealthy lifestyles and it is believed that the full impact of their various physical and mental health problems can be reduced or eliminated by compliance with health promotion and screening activities.

In addition to being more likely to have health problems, people with learning disabilities are also more likely to experience poverty and social exclusion as a result of long-term unemployment 

Health services for people with learning disabilities

Despite this disparity in morbidity and mortality amongst those with learning disabilities compared with those of the general population, the health needs of people with learning difficulties are less well met12. The barriers to access to healthcare for people with learning difficulties include5,7,13,14
· Communication problems – some people with learning disabilities may have problems with speech, hearing and vision.

· Assertiveness – some people with learning disabilities maybe unaware of their health needs and their level of confidence and anxiety may be influenced by previous encounters

· Reliance on written literature – some people with learning disabilities may not be able to read letters or instructions on medications, make appointments or tell the time.

· Waiting – some individuals may have a poor understanding of time and find it difficult to wait in a noisy environment.

· Unfamiliar medical procedures and equipment – without adequate explanation routine procedures can be frightening to some people with learning disabilities.

· Attitudes and knowledge of staff – staff need to be trained to be flexible and supportive of people with learning disabilities

· Time pressures – it can be difficult in a busy surgery to make the time available that is needed to ensure that people with learning disabilities receive proper attention and care. They constitute a small proportion of a general practitioner’s list and are often not seen as a priority.

People with learning difficulties also experience difficulty in getting a correct diagnosis, and often have undetected health problems that can result in unnecessary suffering or reduce the quality or length of life.

The low expectation of both patients and carers make individuals reluctant to consult professionals for fear of ‘wasting rime’. This means that in addition to failing to access healthcare for acute problems, people with learning disabilities do not attend for health screening13.

The problems of access to health services for people with learning disabilities have been recognised by government. The Department of Health has stated that ‘people with learning disabilities should benefit from all the actions that are taken to improve the health of the whole population’. A number of publications to promote good practice have been developed by the NHS Executive.

Cervical cancer

Cervical cancer is the second most common neoplasm in women in developing countries. It is the commonest cancer in women aged less than 35 years in the UK1,15.

The overall fall of 26% in the incidence of cervical cancer in the last five years is attributable in part at least to the success of the NHS Cervical Screening Programme1.

In Shropshire 32,200 women were screened in 2001-2002, of which 0.4% showed evidence of severe dyskaryosis or worse, a figure that is below the average for both the West Midlands and the UK. The percentage of severe dyskaryosis or worse shows a distinct pattern by age being highest (1.1%) for women between 25-29 and falling to 0.3% for women aged 55-5916.

The NHS Cervical Screening Programme

The NHS Cervical screening programme was set up in 1988 with the aim of reducing the incidence and mortality of invasive cervical cancer by the detection and treatment of pre-invasive disease1,2. Pre-invasive disease or dyskaryosis can be seen within the nucleus of cervical cells collected during a cervical smear test and these changes can progress to invasive cervical cancer. The identification of pre-invasive disease followed by treatment can prevent the development of invasive cervical malignancy.

‘Ceasing’ a woman from the NHS Cervical Screening Programme

The term ‘ceased recall’ is used by the NHS CSP to identify those women whose name has been permanently removed from the recall system either because they have requested that they do not want to be included in the programme or because their general practitioner has indicated that they are not suitable candidates for the programme17. This maybe because they have had a hysterectomy or because of some other medical or social reason.

A woman can chose to be ceased from recall if she does not want to be invited for a smear or if she feels that screening is not important for her.

Women who have been ceased from recall for clinical reasons e.g. hysterectomy after appropriate follow-up are removed from the general practitioner’s target payments for the screening programme. Women ceased from recall for non-clinical reasons are not excluded from target payments.

In exceptional circumstances a woman who is unable to give consent to cervical screening may be judged to be at high risk for example from sexual abuse. A clinician may consider taking a smear under a general anaesthetic in such cases. This would not be considered part of the NHS Cervical Screening Programme.

In 2001-2002, from the 13,863,100 women eligible for a cervical smear in England and Wales, 1,148300 women were ceased from recall for ’clinical reasons’, whilst 204,500 patients were ceased from recall due to age mostly women over the age of 60. 136,500 women had been ceased from the program for ‘other reasons’16.

Uptake of cervical screening in women with learning disabilities

A number of cross-sectional studies have identified a low uptake of cervical screening in women with learning disabilities.  Cervical screening uptake in the previous five years in women with learning difficulties eligible for cervical screening ranged between 13% to 25%3,4,18,19.

Many women were ‘ceased’ from recall from the NHS Cervical Screening Programme by their General Practitioner.  The most common reason given was that women with learning disabilities are not sexually active and therefore do not require a smear test. General Practitioners also expressed concern that women with learning disabilities are unable to give informed consent for the procedure.  

Within Shropshire a MENCAP survey found that only 3% of women with learning disability living with their family and 17% of those in formal care had received a cervical smear. The Learning Disabilities directorate within the Shropshire Community and Mental Health Trust (SCMHT) established a database of all clients in contact with their services. During 2000, a review of the database corroborated findings made by MENCAP and revealed that of the 560 women aged 20 to 70 years only 25% had ever had a cervical smear. The majority of the remaining 75% had been ceased by their general practitioner.

Funding

Funding from the West Midlands QA Project was allocated to The Shropshire Health Authority to explore the reasons for this apparent under-screening of women with learning disabilities.

Aim

This study sought to answer three main questions namely

1. To determine why such a high number of women with learning disabilities in Shropshire have been ceased from the cervical screening programme

2. To explore the scope for providing services to encourage women with learning disabilities to take part in the CSP

3. To examine the scope for re-introducing appropriate women back into the programme

The potential benefit arising from this work is the inclusion of a vulnerable group of women in an effective national screening programme. Potentially women with learning difficulties will have the opportunity to find out more about the Cervical Screening Programme and suggest how it may be made more responsive to their needs locally.

Method

The inclusion criteria for the study were explicitly stated within the research protocol. This included all women between the ages of 20 and 64 years, in contact with the learning disabilities service and included on the Learning Disabilities register, resident within the county of Shropshire, eligible for the CSP i.e. not had a hysterectomy, currently ceased from the CSP or never had a cervical smear reported on the CSP database.

Suitable patients for the study were identified using the SCMHT’s learning disabilities directorate unit database and the Shropshire Health Authority CSP database. The final list of patients was also checked against the register of births and deaths to exclude those patients whom had recently died and was checked by staff at the learning disabilities directorate to ensure that no eligible patients were missed from the study.

Patient’s general practitioners were identified from their unique NHS numbers.

The 1st half of the study sought to identify the reasoning behind the decision of GPs to cease patient’s from the CSP. The records of those women who had been ceased from the CSP by their GP were examined to determine whether a reason for cessation was given to the CSP co-ordinator.

A letter was sent to all GPs who had women that were ceased from the CSP, inquiring why the patient had been ceased. A semi-qualitative questionnaire was included to facilitate replies from GPs (Appendix 1 and 2). 

A separate semi-qualitative questionnaire was also sent to those GPs who had women registered with the CSP but had never attended for a smear, inquiring why the patient had not received any cervical smears (Appendix 3).

A follow-up questionnaire was sent to GPs who had not responded to the first letter, four weeks into the study to increase the response rate.

Quantitative data from each questionnaire was compiled using Microsoft Excel™ into an anonymised dataset. Qualitative data was transcribed by verbatim from each questionnaire and tabulated with the quantitative dataset. This was cross referenced to the central dataset held by the Shropshire CS programme which indicated the reasons GPs had given the programme for ceasing patients.

Each questionnaire was then analysed individually taking into account the information from both the quantitative and qualitative datasets. In those questionnaires where GPs had indicated two or more reasons for their decisions to cease patients from the CS programme, a consensus was reached amongst the researchers based upon all the data presented as to whether the patient or family had been consulted on the decision to cease the patient or if the decision had been on clinical grounds alone.

A further content analysis of the questionnaires of those who had been ceased from the CS programme for ‘clinical reasons alone’ or ‘other reasons’ was done to look for any common reasons for patients being ceased from the programme.

The 2nd half of the study sought to explore the quality of information received by patients about the CSP locally and assess the scope for improving this dissemination of information to patients, including the appropriateness of the NHS CSP picture booklet ‘keeping healthy down below’ as aid to explaining the cervical smear test and other pamphlets in the national educational information kit. A semi-structured interview design was adopted for this part of the study in order to increase the response rate to this part of the study (Appendix 4). The interviews were conducted by two members of the SCMHT Learning and Disabilities Unit community nursing team with training in interview techniques particular to this group. In some cases where appropriate the carer was interviewed.

Again each questionnaire was compiled into an anonymised dataset and then analysed using using Microsoft Excel™. When analysing the respondent’s views (in question three and four) each response was treated as a separate variable (multiple dichotomies) as some respondents gave more than one answer for each question. Multiple dichotomies are where each of the responses is coded as “1/yes” if the answer has a property, e.g. the respondents state that they would like additional information about the risks of getting cancer.  They are coded “0/no” if the answer doesn’t have the property, e.g. the respondents don’t state that they want information about the risks of getting cancer.

Results

A total of 504 women with a learning disability between the ages of 20 and 64 years were identified from the SCMHT database.

A further 47 women were excluded from the study as they had moved out of the area, were deceased or had recently had a hysterectomy when the list was checked against the register of births and deaths and the Health Authority’s CSP database.

457 women were identified when all three databases were combined. A further search of the Health Authority CSP database revealed that 103 women (23%) were still receiving invitation from the CSP and had recently attended for a smear test.

A total of 354 women were eligible for the study, mean age 42 years. 244 women from this group had had no reported smears and had been ceased from the CSP, 18 women had had at least one smear but were now ceased from the CSP and the final group consisted of those 92 women who not been ceased from the CSP but had had no reported cervical smears.

Part one

318 questionnaires were returned from General Practitioners (GPs) (90% of total sample). The breakdown of these replies is as follows:

· 219 replies from GPs of women ceased from the CSP and with no reported smears

· 14 replies from GPs of women who had been ceased from the CSP but had had at least one cervical smear

· 85 replies from those GPs of women who were not ceased from the CSP but had had no reported cervical smears.

A review of the responses from GPs where the women had been ceased from the CSP showed that the decision to cease women from the CSP was primarily a ‘clinical decision’ (Table 1). Amongst GPs of women who had had no cervical smears and were ceased from the CSP, 12% indicated that the decision to cease the patient from the programme was a ‘personal decision’ and 17% indicated that it had been a ‘family decision’ with or without discussion with the patient. Amongst GPs of women who had had at least one cervical smear before being ceased none indicated that the decision to cease the patient from the CSP was either a ‘personal decision’ or a ‘family decision’ made with the patient.

Table 1 GP reasons for why women are ceased from the CSP
	
	One or more smear
	No reported smears

	Personal request
	0 (0%)
	26 (12%)

	Family request
	0 (0%)
	38 (17%)

	Clinical decision
	8 (57%)
	120 (55%)

	Other
	4 (29%)
	33 (15%)

	Excluded
	2 14%)
	2 (1%)

	Total responses
	14 (100%)
	219 (100%)


Content analysis of the data provided by the GPs revealed various ‘clinical reasons’ why patients had been ceased from the CSP: 30% stated it was due to low or no sexual activity, 24% said the woman was unable to understand and therefore not give consent, 18% said it was due to a medical condition, 13% were unable to undertake the procedure, 4% said it was due to the woman’s learning difficulty and 2% said it was too stressful for the woman. The remaining 10% did not have any reason provided.

Within the group of women who were registered with the CSP but had had no reported cervical smears their GPs also suggested that the various reasons why this was so, including 40% of GPs indicating that the low rate of cervical smears was due to a ‘clinical reason’, 28% indicated that the women had not attended the appointments and 7% indicated that patient’s had made a ‘personal decision’ not to have a smear, but still remained registered with the CSP.

Table 2 GP reasons on why women may not have attended
	
	No smears & not ceased

	Personal request
	6 (7%)

	Family request
	5 (6%)

	Clinical decision
	34 (40%)

	Other
	12 (14%)

	Not attending appointments
	24 (28%)

	Excluded
	4 (5%)

	Total responses
	85 (100%)


Further analysis of the data provided by the GPs revealed various ‘clinical reasons’ why patients had not attended their cervical smear appointments. These were very similar to the reasons given to why women had been ceased from the CSP.

38% stated it was due to low or no sexual activity, 18% said it was due to a medical condition, 16% were unable to undertake the procedure, 14% said the woman was unable to understand and therefore not give consent, 8% said it was due to the woman’s learning difficulty and 2% said it was too stressful for the woman. The remaining 4% did provide any reason.

Part two

A random selection of 136 women were selected for interview. Of these 114 interviews were completed and analysed (84%). Of these the woman themselves were interviewed for 42 (37%) and their carer for 72 women (63%).

45 (39%) of the women in the sample remembered having a discussion with their GP/nurse about the CSP, 67 (59%) of women had had no discussion. Only two carers didn’t know whether their patient had a discussion with their GP or nurse about cervical screening.

Of the 45 women who had had discussions about cervical screening:

· 25 (56%) felt they had been given appropriate information from their GP/nurse

· 12 (27%) had been advised they did not need a smear

· 4 (9%) felt they had not been given appropriate information and 

· 4 (9%) were not sure whether they had been given appropriate information.

The women were asked whether they required any further information. 39% of women stated (either themselves or via their carer) that they required no further information. 37% wanted further information about the benefits and risks of cervical screening and 18% of women wanted to talk to their carer (Figure 1). 26% of carers themselves felt they need further information.

Figure 1 Types of further information required
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Examples of the comments made by women or their carer are given below:
No further information required

· Because its good for my health I would have it done (patient).

· There is no particular information that I would like, I would just go and have it done (patient)

· Don't need any further information as I have decided that I don't want to have a test whatever (patient).

· Do not think that she would really understand the test, no matter what information given. She would need a general anaesthetic (carer).

· Didn't think that she has to be put through it because of the fact she will not ever have sex (carer)

· No I do not want to her to have it done, it is not necessary as she has had a lot of major operations down below (carer)

Benefits/risks

· Someone to explain to me more about why I should have a smear and the chances of me having cancer (patient).

· To know what it was about and what for (patient).

· What the risks are of me getting cervical cancer as I’ve never had a relationship (patient).

· Risks involved due to difficulties in performing a smear (carer).

· Medical evidence as to the actual percentage of risk to compare with the stress of getting the smear done (carer).

· Whether it is true that you can't get cervical cancer if you have not had a sexual relationship (carer).

Would like to talk to carer or others about the test

· Talk to your carer about whether I need it done and maybe my mum (patient).

· People to talk to about it to me who've had it done (patient).

· I will chat to my support worker about it (patient).

· She would like to talk to someone before deciding to have a test (carer).

· Would like to discuss with a nurse (carer).

· More discussion with a peer group, led by a practice nurse (carer).

Service provision

· To talk to other ladies or a nurse about the process (patient).

· Talk to the staff at home as would like to have it done in my bedroom (patient).

· If she could have the test at home she may be happier in her own environment (carer).

· I suppose I should have it done, how do I go about having it done and where is it done and who does it? (carer)

· I would need to know that she could get to know the woman doing the smear (carer)

· To be able to accompany my daughter, to know where to go (carer)

Audio/visual aids to help

· A book would have helped explaining what it is with pictures (patient).
· Watching a video (patient).
· Leaflet to explain. Information on TV (patient).
· Perhaps a video (patient).
· Audio tape instead of pamphlet for visually impaired would give more detail (carer).

Information for carer

· I would like evidence based facts. She would probably need a general anaesthetic (carer).

· Is it absolutely essential as she would need a general anaesthetic? (carer).

· Staff would need to be informed as to the benefits for her as she would probably need to have a general anaesthetic (carer).

· I would like factual information on the risks for her. She would probably need to have a general anaesthetic (carer).

· I would like to see what the risks are and for her to have a smear and if necessary when having a general anaesthetic for other procedures (carer).

The women were then asked how helpful the pamphlet was. 36 (86%) of the women who took part in the interviews felt it was helpful. Where the carer had responded on behalf of the woman due to the severity of the learning disability, a much significantly lower proportion of women, 18% (13) found the booklet helpful (Table 3).

Table 3 Usefulness of pamphlet

	
	Yes (Patient)
	Yes (Carer)
	Yes

	Helpful
	36 (86%)
	13 (18%)
	49 (43%)

	Not helpful 
	6 (14%)
	57 (79%)
	63 (55%)

	
No reason given
	4 (10%)
	9 (13%)
	13 (11%)

	
Beyond respondents comprehension
	2 (5%)
	44 (61%)
	46 (40%)

	
Visually impaired
	0 (0%)
	2 (3%)
	2 (2%)

	
Intimidated by pictures
	0 (0%)
	2 (3%)
	2 (2%)

	Audio/visual
	6 (14%)
	2 (3%)
	8 (7%)

	Would like to see instruments to be used
	4 (10%)
	1 (1%)
	5 (4%)

	Total
	42
	72
	114


Examples of the comments by the women or their carer are given below:

Helpful

· Nice book, helps you to see what a smear test is (patient)

· It showed me what I would have to have done (patient)

· I would know from these books what I would need to have done (patient)

· Pamphlet with pictures and no words helpful to discussion (carer)

· Booklets put subject well (carer)

· Helped initially to show what Sue would have to do (carer)

Not helpful

· Book tells you what is but you need someone to explain how it is done and why (patient)

· Don’t think anything would help as I'm not having it done (patient)

· The book does not really help me understand about smear tests (patient)

· Probably not very helpful for her as possibly unable to understand the books (carer)

· Not really, she has visual problems and not sure she can see the pictures properly, so we would have to explain by showing her on herself (carer)

· Pictures are intimidating for victims of prior abuse (carer)

Audio/visual

· Liked the leaflet and thought it was helpful but would like to see a video on the TV (patient)

· Watching a video (patient)

· Someone with learning disability on tape telling of their experience (carer)

· Pictures alone did not work. Videos, real life experience of GP surgery better (carer)

Would like to see instruments to be used

· I'd like to see the things they use (patient)

· Would like to see the instrument used and the swab stick (patient)

· Seeing the things they use (patient)

· Feel the items used at the test (carer).

Discussion

Barriers to cervical screening for women with learning disabilities

Apart from the examples pointed out earlier in this introduction, women with learning disabilities experience a number of specific barriers to the NHS Cervical screening programme. Women with learning disabilities may be unaware of their own sexual health needs.  They may not be aware that they can insist on having a female doctor, may be ill prepared for medical examination and may need to be escorted by someone who understands and can explain the service. 

Some women with learning disabilities may also have physical disabilities that make taking a smear difficult by an inexperienced smear taker.

A number of widely held assumptions made by healthcare professionals and carers also hinder access of these people into the programme, including the belief that woman with learning disabilities are not sexually active, women who are not sexually active do not need to be screened and people with learning disabilities are unable to give informed consent.

Sexual activity in women with learning disabilities

Health care professionals often assume that people with learning disabilities are not sexually active.  Carers and parents may not wish to accept that their child or client is sexually active.  All women have the right to mature sexually, become sexually active and develop relationships with a person of their choice.  Women with a learning disabilities often have their rights in this area denied with the overprotection of parents and the culture within care situations driving sexual activity underground.  An open environment with access to sex education and counselling is needed.  Carers should aim to promote trust and confidentiality and adapt to meet the needs of the individual. Without such a culture sexually activity remains a difficult subject to discuss and can be denied by both the client and their carer thereby excluding women from access to appropriate information about sexual health issues.  

Women with learning disabilities are vulnerable to sexual abuse.  Sexual abuse is a contentious issue and is often denied or hidden.  Systems for the reporting of sexual abuse of adults are often poorly co-ordinated.  Estimates of the prevalence of sexual abuse in adults with learning disabilities vary between eight and 58 per cent.  Women with learning disabilities are more likely to report abuse than men but are less likely to be believed and their disclosures may not stop the abuse from continuing.  The perpetrators of sexual abuse are often known to the victim and can be in a position of authority making disclosure even more difficult.  This demonstrates that although a woman with learning disabilities may not currently be sexually active, a history of sexual abuse would be a risk factor for the development of cervical cancer.  The benefit of cervical screening for women who have experienced abuse needs to be balanced against the risk of the procedure being traumatic and leading to the recall of previous experiences.  

Informed consent

Informed consent means that an individual is given information about the risks and benefits of a treatment or procedure such that they are able to make a fully informed decision whether or not to have it.  In screening the provision of information about the test alone is not sufficient.  Information also needs to be understood about the consequences of the test, the diagnostic assessment process, the disease to be detected and it’s treatment for a fully informed decision to take place.  

The smear taker should inform the woman about the procedure and try to ensure as much as possible that every woman understands :

· The purpose of cervical screening

· The likelihood of a normal smear result

· The meaning of a normal smear result (low risk but not no risk)

· The likelihood of an inadequate smear result

· The meaning of being recalled following an abnormal smear result

· When and how the results will be available

· The importance of reporting any abnormal bleeding or discharge

The inability to give informed consent to cervical screening is the main reason stated by GPs and other health professionals for women with learning disabilities not receiving cervical screening.  It is difficult and time consuming to determine who can and who cannot give informed consent.  

Informed consent relies on effective communication at both a receptive and expressive level.  If an adult is unable to consent for a medical procedure themselves because of their level of understanding the no-one else can consent on their behalf.  Parental consent is not recognised under law for adults. Currently there is no guidance under law for consent to screening.  Screening is not covered under the common law principle of common necessity which allows the treatment of those that are unable to give consent.  Courts are unwilling to pronounce principles for general application and professionals could be faced by allegations of malpractice.  Screening involves the persuasion of individuals to take responsibility for their own health.  Compliance with screening is only valid if an individual understands what is going on.  The majority of women with learning difficulties that are sexual active have moderate or mild problems.  They can give consent but need patience and a simple and clear explanation of the procedure and its purpose.  The issue of consent should not be used as an excuse to exclude women from the screening programme.

Women with learning disabilities: experiences of the cervical smear test

There is little published data on the experience of women having learning disabilities in having a smear test.  If women do not get the correct support in having the smear test then they are unlikely to attend for future smears.  One study in Cambridgeshire has looked at this issue using a semi-structured questionnaire designed for use with women with learning disabilities.  They found that women with learning disabilities were more likely to attend for a smear after being asked by their doctor rather than invitation by letter.  Women often did not recall the results of their smear test.  Not all sexually active women had been screened.  A number of key themes emerged from this work.  

Conclusions

This study has analysed why a high proportion of women with learning disabilities in Shropshire have been ceased from the CSP by their GPs. It has also explored patient’s awareness of the CSP, and the appropriateness of national educational materials used for increasing women’s awareness of the cervical smear test.

Key findings from the study:

The highest proportion of women ceased from CSP was primarily due to GPs ‘clinical decision’, both for women who had never had a smear and those who had one smear or more. The main  ‘clinical reasons’ why patients had been ceased were found to be; low or no sexual activity, women were unable to understand and therefore not give consent, due to their medical condition and unable to undertake the procedure. Amongst GPs of women who had had at least one smear before being ceased none of the GP’s reported that the decision to cease the patient was either a personal (patient) decision or a family decision made with the patient. In contrast women who had no reported smears, a proportion indicated that the patient had made a personal decision not to have a smear, or a family decision had been made with the patient. 

The second half of the study explored patient’s awareness of the CSP and the quality of information materials. It was found that less than half of the women in the sample reported that they had discussed the CSP with their GP/nurse.  Of those women over half felt they had been given appropriate information. When asked whether further information was required 39% required no further information was required, 37% did want further information about the risks and benefits of the programme and a quarter of the carers felt that they needed further information. The National pamphlet was found to be helpful by patients; carers however felt the pamphlet to be not helpful. A number of patients and carers felt it would be helpful to have an audio visual aid to give information and that they would like to see the instruments used for the test.
Recommendations
Following the research that has been carried out, a series of recommendations to help to improve the cervical screening programme for women in Shropshire with a learning disability have been formulated. These are:
To raise smear takers awareness of the needs of women with learning disabilities by introducing specific training as part of the local standard screening education, which would, for example include consent issues and ceasing woman from the screening programme    

To distribute the Good Practice in Breast and Cervical Screening for Women with Learning Disabilities (2000) to all general practices and providers who undertake smears, highlighting that the guidance should be followed when caring for women as part of the National cervical screening programme

To ensure that the National Pamphlet is readily available in providers workplaces

To develop information packages and ensure that women and carers have access to the information so that they can make their decision whether or not to have a smear test. A multiprofessional steering group could facilitate the production of information sensitive to local issues, presented in a consistent and appropriate manner, reinforcing positive messages in a format that is appropriate to the needs of the individual. 
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Appendix 1 – letter and questionnaire to GP of women ceased and no smears

Dear Colleague

Cervical Screening Uptake in Women With Learning Disabilities
Shropshire Health Authority has received funding to undertake a project to ascertain possible reasons that women with a learning disability are under-represented on the cervical screening programme.

We understand from the register held by the Learning Disabilities Unit at the Shropshire and Community Mental Health Trust (SCMHT) that the woman named above has a learning disability, and is registered with your practice. We understand that she has been ‘ceased’ from the cervical screening programme and has never had a cervical smear. 

We are interested in the reasons for this and would be grateful if you could advise us of the reason that this patient has been ceased, by completing the attached form.

As part of this project a random sample of women with a learning disability will be interviewed by appropriately trained staff from the SCMHT to determine their experience of the programme, and ask for their views as to how it might be more responsive to their needs. If one of your patients is included in this sample we will advise you by letter.

This project has been considered and approved by the Local Research Ethics Committee.

We do hope that you are able to help us with this project. If you require further information to complete the attached questionnaire, please contact us or provide a contact in your practice for us to liase with in regard to this request.

Thank you for your help.

Yours sincerely

Dr N. Phin
Dr G. Barton

Deputy Director of Public Health
Specialist Registrar in Public Health Medicine

Cervical Screening for Women with a Learning Disability

Questionnaire Form

We understand that this patient has been ceased from the cervical screening programme and has never had a cervical smear.

Could you please complete the following questionnaire to enable us to better understand the reason for this woman being ‘ceased’ from the programme.


1. Personal request


2. Family request


3. Clinical decision


If clinical decision please indicate the basis of this decision:


------------------------------------------------------------------------------------------


4. Other


If ‘other’ please indicate what the specific reason is:


------------------------------------------------------------------------------------------


------------------------------------------------------------------------------------------

Could you please return the questionnaire in the enclosed self addressed envelope.

Thank you for your help.

Appendix 2 – letter and questionnaire to GP of women ceased and at least one smear

Dear Colleague

Cervical Screening Uptake in Women With Learning Disabilities

Shropshire Health Authority has received funding to undertake a project to ascertain possible reasons that women with a learning disability are under-represented on the cervical screening programme.

We understand from the register held by the Learning Disabilities Unit at the Shropshire and Community Mental Health Trust (SCMHT) that the woman named above has a learning disability, and is registered with your practice. We understand that she has been ceased from the Cervical Screening Programme, but has had at least one smear before being ‘ceased’. 

We are interested in the reasons for this and would be grateful if you could advise us of the reason that this patient has been ceased, by completing the attached form.

As part of this project a random sample of women with a learning disability will be interviewed by appropriately trained staff from the SCMHT to determine their experience of the programme, and ask for their views as to how it might be more responsive to their needs. If one of your patients is included in this sample we will advise you by letter.

This project has been considered and approved by the Local Research Ethics Committee.

We do hope that you are able to help us with this project. If you require further information to complete the attached questionnaire, please contact us or provide a contact in your practice for us to liase with in regard to this request.

Thank you for your help.

Yours sincerely

Dr N. Phin
Dr G. Barton

Deputy Director of Public Health
Specialist Registrar in Public Health Medicine

Cervical Screening for Women with a Learning Disability

Questionnaire Form

We understand that this patient has been ceased from the Cervical Screening Programme, but has had at least one smear before being ceased.

Could you please complete the following questionnaire to enable us to better understand the reason for this woman being ‘ceased’ from the programme, after having had at least one smear:


1. Personal request


2. Family request


3. Clinical decision


If clinical decision please indicate the basis of this decision:


------------------------------------------------------------------------------------------


4. Other


If ‘other’ please indicate what the specific reason is:


------------------------------------------------------------------------------------------


------------------------------------------------------------------------------------------

Could you please return the questionnaire in the enclosed self addressed envelope.

Thank you for your help.

Appendix 3 – letter and questionnaire to GP of women not ceased and no smears

Dear Colleague

Cervical Screening Uptake in Women With Learning Disabilities

Shropshire Health Authority has received funding to undertake a project to ascertain possible reasons that women with a learning disability are under-represented on the cervical screening programme.

We understand from the register held by the Learning Disabilities Unit at the Shropshire and Community Mental Health Trust (SCMHT) that the woman named above has a learning disability, and is registered with your practice. We understand that she is registered with the Cervical Screening Programme, but has never had a cervical smear. 

We would be grateful if you could indicate any reason for this by completing the attached form.

As part of this project a random sample of women with a learning disability will be interviewed by appropriately trained staff from the SCMHT to determine their experience of the programme, and ask for their views as to how it might be more responsive to their needs. If one of your patients is included in this sample we will advise you by letter.

This project has been considered and approved by the Local Research Ethics Committee.

We do hope that you are able to help us with this project. If you require further information to complete the attached questionnaire, please contact us or provide a contact in your practice for us to liase with in regard to this request.

Thank you for your help.

Yours sincerely

Dr N. Phin
Dr G. Barton

Deputy Director of Public Health
Specialist Registrar in Public Health Medicine

Cervical Screening for Women with a Learning Disability

Questionnaire Form

We understand that this woman is registered with the Cervical Screening Programme, but has never had a cervical smear.

Could you please complete the following questionnaire to enable us to better understand the reason for this woman being registered with the programme, but not having had a smear:


1. Personal request


2. Family request


3. Clinical decision


If clinical decision please indicate the basis of this decision:


------------------------------------------------------------------------------------------


4. Not attending cervical smear appointments


5. Other


If ‘other’ please indicate what the specific reason is:


------------------------------------------------------------------------------------------


------------------------------------------------------------------------------------------

Could you please return the questionnaire in the enclosed self addressed envelope.

Thank you for your help.

Appendix 4 – semi structured questionnaire for patients/carer

Cervical Screening Uptake in Women With Learning Disabilities
Questions to be asked of interviewees

1. Have you ever had a discussion with a GP or nurse about having a cervical smear and the cervical screening programme?


---------------------------------------------------------------------------------------------------------


---------------------------------------------------------------------------------------------------------


---------------------------------------------------------------------------------------------------------


---------------------------------------------------------------------------------------------------------

2. If you have had a discussion about cervical smears and the cervical screening programme, do you feel you were given appropriate information to enable you to make the right decision about having a smear? 


---------------------------------------------------------------------------------------------------------


---------------------------------------------------------------------------------------------------------


---------------------------------------------------------------------------------------------------------


---------------------------------------------------------------------------------------------------------

3. Is there any particular information you would like to help you make this decision – if so, what is it?


---------------------------------------------------------------------------------------------------------


---------------------------------------------------------------------------------------------------------


---------------------------------------------------------------------------------------------------------


---------------------------------------------------------------------------------------------------------


4. Women will also be asked to provide their views on NHS pamphlets and the ‘Books without words’ series of visual aides that are useful adjuncts to help explain this topic. 


---------------------------------------------------------------------------------------------------------


---------------------------------------------------------------------------------------------------------


---------------------------------------------------------------------------------------------------------


---------------------------------------------------------------------------------------------------------
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