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Pavee Point  

Pavee Point was established in 1983 and is a Non-Governmental Organization, which is committed to human rights for Irish Travellers. Our staff comprises of Travellers and members of the majority population, working together in partnership to address the needs of Travellers and Roma minority groups who experience exclusion and marginalization.  The overall strategic aim of Pavee Point is to contribute to an improvement in the quality of life of Irish Travellers and Roma in Ireland.   
Pavee Point welcomes the idea for the call for a submission on successful initiatives targeting ‘hard to reach’/marginalized populations in regards to Cancer Screening Services in Ireland, which could possibly lead to impact the general health of the women in Ireland and benefit the marginalised group of women to have similar health outcomes as the general women.  However, care must be taken not to exclude the need of minority groups living in Ireland, including Travellers and Roma.  

Traveller Health
According to 2007, NTACC counts (National Traveller Accommodation Consultative Committee) there are 41,305 Travellers living in the Republic Ireland
. 
Within this population more than half of all Travellers in Ireland (53%) are under 20 years of age
, the present life expectancy of a Traveller woman is 62 and a Traveller man is 65
. 
Of the Traveller community in general it can be seen that poor outcomes are evident in the areas of health, education and employment. Dependence on social welfare is very high within the Traveller community with 74.8% of Travellers unemployed against a rate of unemployment in the national population of 8.5% 
 
A significant proportion of young Travellers lives and receives education provision within designated disadvantaged areas. Within Dublin 95% of Travellers in primary school attend schools in designated disadvantaged areas. Nationally this statistic stands at 45%
. 52.7% of all Travellers aged 15+ years have obtained primary only or no formal education as their highest educational attainment while only 15.4% of the national population are in the same category. Only 0.4% of Travellers had a third level degree compared to 30% of the national population
. 
The inequity of Traveller Health status compared to that of the majority settled population of Ireland has been a well established fact for more than three decades. Higher rates of mortality in all age cohorts within the Traveller population are a clear indication of poor health outcomes for Travellers. Those Travellers aged 65 years and older account for just 2.6% of the entire Traveller population versus 11% of the nationally population
.  
In regards to accommodation according to NTACC report 2006 around 629 families are living on the side of the road without access to water and electricity. 30% of Travellers are living in temporary housing units, within this provision of accommodation 
· 91% are without central heating

· 26% are without piped water

· 25% are without sewerage

· 34% have only one room to live in

Progress on the completion of the All Ireland Traveller Health Study 2007-10, which will provide a broad range of quantitative and descriptive data across the island of Ireland North and South is continuing but as yet no findings have been published. This research should give us a much clearer idea of the Traveller health status and Traveller health needs.
Cancer in Ireland
One Irish person in three will develop invasive cancer. At present about 20,000 develop cancer and 7,500 die from the disease each year in Ireland. More than half (60%) of cancer patients die of the disease in the first 5 years of diagnosis. A significant proportion of these cases are preventable and although the general incidence of cancer is falling the continued influence of our ageing population means the health system will be required to deal with 107% additional cancer patients by 2020
. 

National Cancer Screening Service

At present The National Cancer Screening Service (NCSS) currently encompasses BreastCheck – The National Breast Screening Programme and CervicalCheck - The National Cervical Screening Programme. 

As a result the contents of this submission is, therefore, limited to considerations and suggestions for these 2 services. 
Current evidence supports organised national screening programmes for cancers of the breast, cervix and colon-rectum
. More screening services for men and development of cancer awareness and prevention campaigns are needed as soon as possible. 

It is clear at both WHO and European levels that over one third of all cancer is preventable and prevention offers the greatest public health potential and cost effective control of this disease
. 
In this respect prevention means eliminating or minimizing exposure to the causes of cancer as well as reducing the individual susceptibility to the effects of such causes. Up to 80% of all cancers are influenced by external factors (lifestyle or environment) and as thus are preventable
. 
Given that over half of Travellers are under the age of 20 the promotion of healthy behaviour and cancer prevention strategies are of significant importance in both the control and effective management of cancer and non-communicable disease (NCD) of this relatively younger population compared to the majority population. Investment in maintaining the health of this younger generation and prevention of cancer is potentially the most effective means for the long term reduction in the burden of both cancer and other NCD. 
Promotion and participation in screening programmes
According to European and WHO health statistics breast cancer is the most common and cervical cancer is the second most common cancer in women. To promote participation in its screening programmes among marginalised populations. The NCCSS should implement mechanisms that allow free Cervical Smear Tests and Breast examinations to all women. 
A significant proportion of breast cancers are completely treatable when detected in the early stages and cervical cancer is now an entirely preventable disease. 
At present women between the ages of 50-64 are eligible for free breast mammograms. In order to access this service however women must register online or by post with BreastCheck. To register on this system one must have a postal address and/or postal service in order to receive one’s registration reference and letter to attend a local screening unit. 
As noted above the literacy level of Traveller women in this age group is very low. An additional consequence of low literacy levels is low levels of access to online registration systems and information resources.  Hence, it is important not to rely on leaflets and correspondence as the main means of communicating and providing information about screening services to the Traveller Community. 
Cancer screening services and providers must provide information by more active means and interact and get to know the community they work with and provide a service for. Meeting points such as stands at workplaces, shopping centres, community events, and links with key community leaders provide opportunities to engage with service users. Links with local Traveller PHC projects in regard to the plan and design of service promotion and uptake can provide on the ground experience and knowledge of local health needs and strategies that are most effective in health promotion and education. 
Lack of postal services in areas of Traveller accommodation creates a barrier for women to both register and receive a mammogram appointment and to get the results after screening or instructions to attend follow up appointments. In order to ensure Traveller women are informed of the BreastCheck service and in the future Traveller Men have knowledge of the Colon/Rectum cancer screening service local screening units should link with local Traveller PHC projects and Traveller Health Units. 
The time of appointments is also a consideration for families living with poor facilities and condition of accommodation. Halting sites and group housing sites are often built in areas where there are limited public transport services. Traveller families tend to have a larger number of children than their settled counterparts and mothers are too busy in the morning and facilities for them to wash and prepare for their appointment are not available until the children have gone to school. Thus afternoon appointments are much easier to attend and much more likely to be attended in general than early morning appointments. 
In Dublin BreastCheck staff liaise with local Traveller PHC projects to share information about BreastCheck services and Traveller Community Health Workers give feedback from women who have used the service. The projects will take post out to Traveller women that do not receive post and provide assistance and support where needed with literacy and appointment arrangements. This model of practice continues to work very well and addresses many of the barriers to this screening service. Currently Traveller women aged 50-64 represents 6.25% (713) of the Traveller community. 
The present resources and capacities of Traveller PHC Projects to provide the above supports and assistance may be possible for this number of women in the use of BreastCheck service. 

However in 2009 CervicalCheck began to operate the same registration and appointment system. As stated above the characteristics and number of women in this age range (25-55) is very different. There are over 5 times more women in this group which represent 3614 or 31.7% of the Traveller Community
 . Traveller PHC projects require addition resources if there are expected to provide the same level of outreach and support for this 5 fold increase numbers of women who need to be linked in with online and postal system of registration, appointment, results and follow up. 
Unfortunately, women under the age of 25 cannot access Cervical Check and can no longer access this cancer screening service. Traveller women commonly marry and have children from the age of 20 years old and 11.4% of Traveller women are aged between 20 -24
. 
Previously women could walk in a make an appointment at the Clinic or Family Planning Centre with their medical card. All service providers now require a letter from Cervical Check before an appointment can be made for a free smear test. These restrictions on where and when an individual can access services has impacted on the needs of some younger women and reduced the general availability services for all women. 
Many Traveller women now opt to have smear tests done at their local doctors but not all doctors offer this service.  There is some concern for women who do not receive post who may not be aware that they need to register with Cervical Check to be eligible for a free smear test. Some doctors are charging more than 85 Euro and it is not being made clear to women that there is a free screening service available to them.  
Women also need to be informed that the results of the smear test will be posted to the address they have used to register on Cervical Check. For some women having results posted to a relative is not appropriate and they would like the option of receiving results by other means i.e. collect personally or via their local doctor or local health centre. 
Traveller PHC projects are available to provide training for service providers on Traveller culture and specific Traveller health needs. To encourage participation and ensure high levels of uptake in all cancer screening services the knowledge and skills of Traveller Community Health Workers should be utilized. Their experience and understanding of the health needs in their community is both comprehensive and extensive and has proven to be a valuable network and innovative resource in both regional and national health campaigns including H1N1and All Ireland Health Study. 
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