Cancer and People with Learning Disabilities LDSL Knoweldge Week
General Introduction

Whilst coronary heart disease and respiratory disease are the biggest causes of early mortality in people with learning disabilities, cancer is nonetheless an important issue for this population, with studies suggesting an increasing mortality, with particular concern about gastrointestinal cancers. There is evidence that people are not offered and do not use screening services as readily as the general population. Although we found no recent studies addressing particular treatment modalities for people with learning disabilities, there is some anecdotal evidence about key issues for staff supporting people with a diagnosis of cancer, and some work on the developing and using accessible information sources to help people manage their illness.

Incidence 


A recent review of the published literature for a Department of Health scoping study (Hogg, Northfield & Turnbull 2001) looked at incidence of cancer in people with learning disabilities. The review points out that the published studies have been conducted with variable methods and are often methodologically weak.
It suggested that although there was no definitive statement on incidence, there were reports of rising incidence in death from cancer, (Jancar & Jancar 1977), although this was judged to be lower than for the general population. 

Cancer is an age related disease, and the life expectancy of people with learning disabilities, although increasing, remains lower than that of the general population. The Stoke Park study, reported in Jancar (1990) found that in the group of four hospitals, of the 302 people who died during 1976-85, 53 (17.5%) died from cancer. The percentage of deaths from all types of cancer during that period showed an increase, particularly in gastrointestinal cancer, as compared with the previous four decades. 

Studies have reported a higher incidence of cancers in people with mild and moderate learning disabilities over those with more severe or profound learning disabilities. This may be a function of longer life expectancy of the former group. 
In 2001, Patja et al looked at cancer incidence in 1967 and 1997. They found a significantly reduced risk of cancers of the prostate urinary tract and lung. The risk was increased in cancers of the gallbladder and thyroid gland.

People with profound and severe learning disabilities had higher standard incidence ratios for brain cancer and testicular cancer. In this study, the incidence of cancer among people with learning disabilities was found to be comparable with the general population, A few types of cancer were found to carry a higher risk for people with learning disabilities, possibly because of conditions typical among this group, such as gallstones or oesophageal reflux.
Studies have shown higher than expected gastrointestinal tract malignancy in adults with learning disabilities living long term in congregate institutional settings. The association of Helicobacter pylori and its association with gastrointestinal tract malignancy was explored via a review of all deaths as a result of cancer in the Stoke Park group of hospitals 1946 and 1996 by Duff et al (2001). This retrospective case note analysis over a 50 year period showed death from stomach cancer accounted for up to 48% of all cancer deaths. A further 25 residents had died of perforated stomach ulcers. 
The authors suggest that high levels of H. pylori infection found in institutionalized populations may be instrumental in this higher mortality rate. 

Although the above studies suggest an excess of tumours of the digestive tract in people with learning disabilities this may not be the case for people with Trisomy 21 (Down Syndrome). Satge et al (2006) in a review of the literature on digestive neoplasm found in 1 foetus, 8 children, and 131 adults with Trisomy 21, 13 benign tumours and 127 cancers. Their findings support the observation that people with Down Syndrome develop fewer digestive neoplasms than other people with other learning disabilities when sharing the same life conditions.

The authors suggest the following implications for their findings: 

· eradication of Helicobacter pylori infection, 
· avoidance of drugs favouring gastro-oesophageal reflux disease, 
· surgical treatment of gallstones, 
· a fibre-rich diet, 
· adaptation to the reduced basal metabolism of persons with DS to decrease obesity 
There is some suggestion that cancer incidence will rise in people with learning disabilities in community settings as a result of two assumptions – the first that increased life expectancy will raise the probability of cancer developing with increasing age. The second that community lifestyles could expose people to risks associated with developing cancer, such as increased smoking, less healthy diet, etc.  

Patja et al (2006) looked at 3581 people with Down Syndrome, identified from the National Registry of Finnish Persons with Intellectual Disability, to identify specific cancer risks associated with this genetic aetiology of learning disability.

The study found that the overall risk of cancer in the population of people with Down Syndrome was similar to the general population.

There was a 10 fold increase in the risk of leukaemia, most obvious in the younger age group, a finding consistent with other studies (Hogg et al 2001)

A 5 fold increase in testicular cancer risk was also found, but only a slightly raised risk of gastro-intestinal cancers.

A lower number of solid tumours than were expected were found (32 found when 56 were expected). It is suggested that this may be related to life expectancy, as cancers of old age, such as kidney or prostate cancer may be rare in people with Down Syndrome, as although life expectancy is increasing, it still remains below 60 years. 

Screening

Studies have shown that women with learning disabilities are less likely to undergo cervical smear tests than the general population (19% vs 77%; Djuretic et al., 1999; 24% vs 82%; Pearson et al., 1998). It is also suggested that women with learning disabilities undergoing cervical smear tests do not understand the purpose of the test (Broughton & Thomson, 2000).

It has been found that women with learning disabilities are much less likely to undergo breast examinations for cancer, or indeed to receive invitations to mammography sessions than the general population (33%; Davies & Duff, 2001; 10%; Piachaud & Rohde, 1998; 43% vs 57%; Djuretic et al., 1999).

There are emerging examples of good practice to support people with screening. One study by Wilkins (2000) described a scheme devised to offer cervical screening to women with learning disabilities in their own homes in order to overcome their anxieties.

Cancer Services 
Our search found no recent articles that suggested specific treatment modalities for people with learning disabilties. Evidence from a small dataset (Hogg et al 2001) suggested a number of key issues for staff supporting people with a learning disability and a diagnosis of cancer:

· use a reliable means of monitoring and recording the health status of individuals in a respectful and person-centred manner

· explore and improve understanding of how pain can be assessed and managed in people with learning disabilities who do not use speech to communicate

· ensure that people at specific risk are closely monitored, for example children with Down Syndrome at risk of developing childhood leukaemia
· ensure that the same principles of communicating the diagnosis of cancer to those with the condition are applied to people with learning disabilities and that:

· the news is communicated in a way that meets the communication and emotional needs of the individual

· protocols are agreed locally between those supporting the individual about each other’s role in communicating the diagnosis

· ensure that the individual with learning disabilities is as fully involved as possible in any decision relating to treatment and support for cancer

A recent article (Jones et al 2007) also reported on a small study exploring how 5 people with learning disabilities accessed and were supported to use a pictorial cancer information book. Support staff who provided cancer information for people with learning disabilities often struggled when the person needed information about cancer that exceeded the staff’s own knowledge and experience, and took on this task with little training or support from their own organisations or cancer organisations. 
References

Broughton, S. & Thomson, K. (2000). Women with learning disabilities: risk be

 HYPERLINK "http://www.ncbi.nlm.nih.gov/entrez/query.fcgi?cmd=Search&db=pubmed&term=women+with+learning+disabilities+risk+behaviours+and+experiences+of+the+cervical+smear+test&tool=fuzzy&ot=Women+with+learning+disabilitis%3Arisk+behaviours+and+experiences+of+the+cervical+smear+test" \t "_blank" haviours and experiences of the cervical smear test. Journal of Advanced Nursing, 32, 905-912. http://www.ncbi.nlm.nih.gov/entrez/query.fcgi?itool=abstractplus&db=pubmed&cmd=Retrieve&dopt=abstractplus&list_uids=11095229 
 

Davies, N. & Duff, M. (2001). Breast cancer screening for older women with
intellectual disability living in community group homes. Journal of Intellectual
Disability Research, 45, 253-257.

Djuretic, T., Laing-Morton, T., Guy, M. & Gill, M. (1999). Concerted effort is
needed to ensure these women use preventive services. British Medical Journal, 318, 536. 
Duff, M., Hoghton, M., Scheepers, M., Cooper, M. & Baddeley, P. (2001).

Helicobacter pylori: has the killer escaped from the institution? A possible cause of increased stomach cancer in a population with intellectual disability. Journal of Intellectual Disability Research, 45, 219-225.

Hogg J, Northfield J & Turnbull J; (2001) Cancer and People with Learning Disabilities, BILD publications

Jancar, M.P. & Jancar, J. (1977) Cancer and mental retardation (a forty year review).  Bristol Medico-Chirurgicgroup of al Journal, 92, 3-7 http://www.ncbi.nlm.nih.gov/entrez/query.fcgi?itool=abstractplus&db=pubmed&cmd=Retrieve&dopt=abstractplus&list_uids=612362
Jancar J (1990) Cancer and mental handicap. A further study (1976-85) in The British Journal of Psychiatry 156: 531-533 http://www.ncbi.nlm.nih.gov/entrez/query.fcgi?itool=abstractplus&db=pubmed&cmd=Retrieve&dopt=abstractplus&list_uids=2143684
Jones A, Tuffrey-Wijne I, Bernal j, Butler G, Hollins S; (2007);  Meeting the cancer information needs of people with learning disabilities: experiences of paid carers in British Journal of Learning Disabilities 35 (1), 12–18. http://www.blackwell-synergy.com/doi/full/10.1111/j.1468-3156.2006.00400.x
Patja, K;. Eero, P;. Iivanainen  M; (2001)  Cancer incidence among people with intellectual disability  in Journal of Intellectual Disability Research 45 (4), 300–307. http://www.ncbi.nlm.nih.gov/entrez/query.fcgi?itool=abstractplus&db=pubmed&cmd=Retrieve&dopt=abstractplus&list_uids=11489051


Patja, K.; Pukkala, E.; Sund, R.; Iivanainen, M., and Kaski, M. Cancer incidence of persons with Down syndrome in Finland: a population-based study. Int J Cancer. 2006 Apr 1; 118(7):1769-72.

Pearson, V., Davis, C., Ruoff, C. & Dyer, J. (1998). Only one quarter of women with learning disability in Exeter have cervical screening. British Medical Journal, 316, 1979. http://www.pubmedcentral.nih.gov/articlerender.fcgi?tool=pubmed&pubmedid=9641948
Piachaud, J. & Rohde, J. (1998). Screening for breast cancer is necessary in patients with learning disability. British Medical Journal, 316, 1979. 
Satge, D; Sasco A,  Vekemans M, Portal, M  Flejou J (2006); Aspects of Digestive Tract Tumors in Down Syndrome: A Literature Review in Dig Dis Sci (2006) 51:2053–2061 http://www.ncbi.nlm.nih.gov/entrez/query.fcgi?itool=abstractplus&db=pubmed&cmd=Retrieve&dopt=abstractplus&list_uids=17009117
Wilkins J (2000), "Pioneering Spirit, Cervical Screening for Women with Learning Disabilities" in Learning Disability Practice, Vol. 3, No. 1, pp4-8
