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Background and context for submission

Pavee Point was established in 1983 and is a non-governmental organization, which is committed to human rights for Irish Travellers. The group comprises Travellers and members of the majority population, working together in partnership to address the needs of Travellers and Roma as 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.   

The work of Pavee Point is based on an acknowledgement of the distinct ethnic culture of Travellers and other minority ethnic groups in Ireland.
Pavee Point welcomes the idea for the publication of a Health Bill, which could possibly lead to impact the general health of the population in Ireland.  However, in progressing with the proposed Bill, care must be taken not to exclude the need of minority groups living in Ireland, including Travellers and Roma.  Every effort has to be made to make sure that they do not slip through the net.
The Health Research Board study conducted in 1986 showed that at birth Traveller men are expected to live 9.9 years less than the settled population and Traveller Women are expected to live 11.9 years less than the settled women.  The study also showed that infant mortality rate among Travellers was 3 times higher than the settled infants.

One of the main purposes of the proposed Bill is better delivery of patient services.  Pavee Point views this outcome as an end point in a wider process.  Prior to this comes access to patient services and even before that comes participation from patients.  Unless participation, access and utilisations are all taken into consideration together, better outcomes for Traveller and other minority ethnic groups can not be guaranteed.  These factors need to be encapsulated within the proposed bill.

Comments

The key issues for consideration are highlighted below.  While all the issues are equally important, we would like to highlight the following:  
Unique Health Identifier (UHI)
The main purpose for a Unique Health Identifier is to ensure the accurate identification of individuals coming in contact with all healthcare settings.  Pavee Point is of the view that the purpose of having a PPS number is entirely different from that of a UHI.  PPS numbers relate to personal and social welfare information relating to an individual, are likely to be given to prospective empoloyers and are utilised by individuals in all Revenue related matters. Given the sensitive and highly confidential nature of both personal financial and health status information, it would not be in the best interests of individuals to relate such data through single identifiers.  Health related matters are best  recorded independently from other issues.  
Specific Concerns

Participation of Minority Ethnic Group and Information Access by Patients

 “The Health Information Bill is grounded on the goals and philosophy of the wider health reform programme.  That programme is concerned with creating a modern patient-centred healthcare system in Ireland…” (Discussion Paper, Page 10)

Despite this, the discussion paper talks primarily about how service providers will understand, access and utilise the information.  Not a lot of emphasis is placed on how the patients will do the same.  It is understood that information is a two way process but in order to ensure the continuing welfare of patients, due consideration must to be given to make sure that patients also understand, access and utilise the information available to them.  If the participation from the patients, especially patients from minority ethnic groups, is to be meaningful and effective; necessary resources should be put in place to ensure same.
Patient’s Consent, Data Protection and Freedom of Information

 “…..individuals in society have become more accustomed to, and aware of, their rights as citizens, consumers and patients.” (Discussion Paper, Page19)  

This is not entirely true.  This notion of awareness is based on the majority population and does not include the minority ethnic groups living in Ireland.  Due to numerous factors such as language, literacy, culture and access to information, Travellers and other MEG may not be at the same level of awareness.  Special provision needs to be made to make sure that everybody has the same level of awareness.

“As one of the principal goal of the Health Information Bill is to achieve clarity and consistency……” (Discussion Paper, Page 29)  

Pavee Point agrees with this view and would like to propose that for consistency purpose, the Freedom of Information and the Data Protection Act should apply in the same way.  We strongly feel that the Data Protection Act should also include deceased individuals as well as living identifiable individuals.  The Data Protection legislation should also address the position of children explicitly as the Freedom of Information does. (Discussion Paper, Page 28)
Considering the different background minority ethnic groups have e.g. literacy, language, level of understanding etc., Pavee Point strongly disagrees with the idea of Silence as Consent and would like to see Explicit Consent replace the former.  Health information is an area of vital importance and needs very clear consent from patients.  The option to register positive or negative consent must at all times be made explicit.
Medical Record

It is true that the Information and Communication Technology has the potential to make a major contribution to many areas of patients care.  However, clarity is required regarding the following statement - “more evidenced based care and seamless integrated care across all health care sectors and environments because information will follow the patient through the system and be available where it is needed and when  it is needed.” (Page 8)

Currently, there is no provision for use of Medical Cards outside the area where a person is currently registered as residing.  This creates a problem for Travellers who may be nomadic.  When Travllers move outside a geographical area, it is not easily possible for them and sometimes even impossible to use their medical card in another area.  

Unless the Information and Communication Technology replaces the need for medical card and provision is made so that a holder can avail a GP service anywhere in the country, this will have limited benefit to many patients.

Oversight
Patients’ Ethnicity

 “The provision of client-centred services is one of the key principles of Quality and Fairness: A Health System for You (2001). This places a special emphasis on the importance of being able to associate, through unique identification, all relevant health information about a given client/patient as and when required.” Health Information A National Strategy (Page 6)
However, there are a couple of burning issues at hand.  One of the main issues is that the absence of data on patients’ ethnic identity severely limits the value of data gathered.  This process will remain incomplete as long as information about patients’ ethnic identity is not collected.
“Equality of access to health care is widely interpreted as equal access for equal need and patient ethnicity is one of several patient characteristics (including for example, age and gender) that may result in unfair access” Ethnic Disparities in Health and Health Care: A Focused Review of the Evidence and Selected Examples of Good Practice (P-11, July 1994)
In order to avoid any unwanted harm inflicted on patients due to lack of ethnicity data, it is also important to collect and incorporate patients’ ethnicity data with Electronic Health Records.
“About one in ten patients admitted to a hospital is unintentionally harmed” as quoted in the Discussion Paper (Page 10)

Pavee Point is glad to see that piloting of an Ethnic Identifier Data collection in two of the major Dublin hospitals is underway.  However, it is disappointing to see that despite the fact that the DoHC & Pavee Point conducted a pilot on the same in Rotunda Hospital and Tallaght Hospital, the HSE is going to replicate the same.  The existing Ethnic Identifier data must be combined with the EHI to yield the maximum benefit.
Patients’ Literacy and Their Level of Understanding
The discussion paper covers many angles of patients care but it fails to cover the literacy level of patients from MEG, without which the whole exercise will suffer.  As mentioned earlier in this document, many MEG communities in Ireland do not speak, read or understand English as this is not their first language.  Therefore, it would be unwise to assume that the same strategy that will work for the general population will equally work for everybody.  This factor is recognised by the Government in current thinking. 
 “There are also those in society who have difficulties in communicating, are reluctant to seek out information, are unaware that the information is available or of how to access it, or do not have the resources to seek it out.” Health Information A National Strategy (Page 32)

Travellers in Ireland have the language but the majority of adult Travellers have very little or no literacy.  The way the health and health education services are designed assumes everyone can read and write and has basic understanding of messages, appointments etc.  This is not the case, and some Travellers often don’t understand they have to take a number in a clinic, they can’t understand the instructions on their medication (high rate of admissions to hospital due to non-compliance with diet and medication) and they can’t read or understand any of the health education brochures etc

Existing difficulties relating to postal services for Travellers often contributes to a high rate of default for clinic and out-patient appointments. Post can be received too late, and even if received in time Travellers may not be able to read it or understand it.
The issue of literacy is further complicated by ‘health literacy’.  Minority Ethnic Groups and in particular Travellers often have disproportionately low levels of health literacy.
 “The issue of health literacy is one that has been overlooked for far too long in the area of health communication.  If people are unable to access, understand, and apply the health-related information they receive from individuals and media sources, then whether the best message reaches the population is no longer a question.” Handbook of Health Communication (Page 600)
All these factors must be considered before proposing the bill.  Failure to do so could result in unequal outcome from the health care service in Ireland and this would be of no good to the state either.
Conclusion

Providing and receiving information is the first step towards achieving a healthy nation.  Pavee Point recognises that the proposed Bill is for the general population, including Travellers and MEGs. .  It is essential that the need of each individual is catered for.  Health is such a basic need, which needs to be met for everybody.  Delivery of services in the Irish health care system must be based on need.  Due to the different needs of Travellers and MEGs in Ireland, Pavee Point feels that there must be positive bias in all government policies and strategies towards these groups and the prosed bill should reflect that.  

This view is also reflected in the Health Information Strategy.
 “In the context of the National Anti-Poverty Strategy (1997) (NAPS), the National Development Plan 2000-2006 (1999) and the National Strategy for Traveller’s Health, it is essential that information systems record the appropriate indicators to allow subsequent analysis of data in terms of health determinants, health status and service access and outcomes etc for disadvantaged groups, in order to drive the process of narrowing inequalities in health.  Without such information, poverty proofing, the setting and monitoring of NAPS health targets and the allocation of resources at those most in need will not be feasible.”  Health Information A National Strategy (Page 32).
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