Response to papers on data collection on ethnic minorities as tools to combat discrimination

Gresham Hotel, O’ Connell Street

Dr Des Hogan
Acting CEO Irish Human Rights Commission
 

26th March 2014
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Distinguished guests, ladies and gentlemen, I am very grateful for the opportunity to speak to you today and to respond to the previous speakers in particular the 2007 Council of Europe ECRI report authored by Mr Patrick Simon.  I would like to congratulate Pavee Point on convening this seminar on the timely question of the interaction between the State’s human rights and data protection obligations when it comes to collecting and using ethnic data.
Of course data protection is itself a core human right, recognised in international texts from the International Covenant on Civil and Political Rights to the European Convention on Human Rights to the EU’s Charter of Fundamental Rights, Council Regulations and Directives and indeed the Lisbon Treaty itself. These data protection obligations are transposed into domestic law under the Data Protection Acts as my colleague from the Data Protection Commissioner’s Office has outlined. 
What I would like to focus on though is the positive obligations on the State to combat discrimination against ethnic minorities and what this means. 

As Mr Simon’s 2007 report on Ethnic Statistics and Data Protection for the European Commission against Racism and Intolerance (ECRI) quite correctly identified, there are positive human rights obligations on States to establish a transparent system to collect adequate data on persons from minority groups in order to address direct or indirect discrimination. Equally there are obligations on the State not to interference with a person’s respect for private life through disproportionate invasions of privacy such as collecting or using one’s personal data in an arbitrary manner or for an inappropriate purpose. In this presenation I will focus on the former positive obligation on the State and I will consider the need for positive measures to ensure the right to health for Travellers without discrimination.
The right to health as understood in international law derives from the tripartite “respect”, “protect” and “fulfil” typology as set out in the International Covenant on Economic, Social and Cultural Rights, ratified by the State. It includes, as a core non-derogable aspect of the right, access to available, accessible, acceptable and quality health care (“AAAQs”) on a non-discriminatory basis and the right to (or rather the obligation of the State to provide) an effective health system to deliver health care.
How does this right to health apply to Travellers and what are the implications for data collection? When we speak of ethnic minorities in Ireland, we include Travellers and Roma. Although the State has yet to recognise either group as an ethnic minority group, the State collects certain data on Travellers which clearly demonstrates the difference in health status between the settled community and Travellers. Thus the 2010 Department of Health research on mortality rates found that “[a]llowing for the age differences between the Traveller and general populations, overall Traveller mortality is 3.5 times higher. Traveller males have 3.7 times the mortality of males in the general population; for females the mortality is 3.1 times higher”.
 Similarly, the Department of Health’s Key Trends 2010 noted how life expectancy at birth is 15 years less for male Travellers in Ireland than settled males, and 10 years less for women Travellers than for settled women.
 Indeed the international literature demonstrates how persons from racial, ethnic or national minorities experience lower health outcomes. According to US statistics, ethnic minorities experience “substantial disparities in the burden of disease and death when compared to White Americans.”
 Similarly, “health disparities namely, the racial inequalities in health across the life span - exist in a relatively healthy, physically functioning segment of the older population”.
 For ethnic minorities, health is affected by a complex combination of factors including “biological susceptibility, environmental factors prior to and following migration, lifestyle behaviours and cultural differences, poverty and social deprivation, experiences of racial discrimination and ethnocentrism in service planning and delivery”.
 Studies in the United States suggest that access to quality mental health treatment services imposes a greater burden on racial and ethnic minorities than on Caucasians.

Why should this concern us? It should concern us because the evidence is that belonging to an ethnic minority group suggests that one is at greater risk of difference in one’s health, education and other outcomes. This is otherwise known as direct or indirect discrimination in the right to health as identified under conventions ratified by the State such as the Revised European Social Charter and International Covenant on Economic, Social and Cultural Rights arising from one’s status. Where the State is aware of such difference in treatment and does little to halt its effect through positive measures, we have unlawful discrimination. A health programme or measure, ostensibly neutral can have indirect effects. However, in the absence of collected data, it is more difficult to ground a case alleging discrimination. Without comparators, how can you have discrimination?
A deeper issue arises of course. The lack of recognition of ethnic status for Travellers means that there is less appreciation in State circles of the need to take positive measures to address long-standing discrimination. Lower life expectancy in Travellers is understood, but the impetus to address the underlying structural disadvantage is lessened where programmes are structured around discretionary decision-making rather than being based in the language of rights. If there is no identifiable right to health for Travellers, it is easier to close down a health outreach programme which reaches out of urban centres than it would otherwise be if that programme’s continuance was grounded in a statutory right. 

There are remedies available under the Equal Status Acts 2000-2012 insofar as section 3(2) includes a Traveller community ground under the legislation. However, the Equality Tribunal cannot consider access to health services cases which seek to impugn treatment connected to medical opinion.
 Rather cases must relate to non-clinical aspects of the care and treatment.
 Under sections 4 and 16 of the Acts, prior to establishing a prima facie case of discrimination, a complainant must overcome the significant hurdle of demonstrating that the impugned service was not treatment based on medical clinical judgment even before addressing issues of “reasonable accommodation” or “cost”.
 Thus in A Complainant (on behalf of her daughter, J) v Health Service Executive
, the complainant whose daughter had an intellectual disability and whose in-patient treatment (for 7 years) was being ended in favour of home care with respite support, claimed that this constituted disability-based discrimination but failed insofar as the medical opinion which directed her care and treatment in the case could not be impugned under the Equal Status Acts.
 Where, however the claim “ is not about the quality of medical care” a claim for discrimination on the basis of mal-organisation in the delivery of services may be upheld, for example, where no “reasonable accommodation” on the disability ground is undertaken.
 Apart from some organisational health service related jurisprudence, most cases relating to health under the Equal Status Acts have tended to focus on access to social security benefits on a non-discriminatory basis rather than access to the AAAQs, namely available, accessible, acceptable and quality healthcare.

The point here is that the legislature has decided to restrict the application of the Equal Status Acts to aspects of the right to health, a policy choice which could be modified if the legislature so chose. Similarly the Data Protection Acts 1988-2003 provides that disclosure of personal data may be authorised if provided for under any enactment or rule of law or order of a court.
 This provision is of course necessary to ensure that the common good can override 
restrictions on data collection and use provided suitable safeguards are in place and envisages the right of Member States “for reasons of substantial public interest” to provide for proportionate data collection of ethnic minorities. There would appear to be little reason not to see why a substantial public interest could not be also identified in the formal recognition of the State of Travellers as an ethnic minority group. 
Taking Article 8 of the ECHR, and the right to respect for privacy, and the views of the CERD Committee regarding self indentification into account, any system of data collection by the State, that has a legitimate aim, is transparent and voluntary, and that is not overly intrusive or disproportionate  to the aim pursued, should comply with relevant human rights and equality standards, while also meeting the positive obligations on the State to address the discrimination experienced by ethnic groups including Travellers and Roma.

This is not to deny that issues of confidence, consent, safeguards, collection, storage and use of data would not need to be adequately safeguarded. Many of these issues are currently live issues in the context of the proposed DNA Database. Safeguards can be found. Involving Travellers in the design of data collection policies will be key to ensuring confidence and it is to be hoped that the outcome of further moves in this direction can directly target programmes to where discrimination is most evident. 

In my remarks today I have deliberately avoided discussion of Constitutional reform, focusing instead on legislative control models. However, a strengthening of the equality guarantee under Article 40.1 of the Constitution would be the guarantor of any such revision of legislative and programmatic equality programmes for Travellers and Roma.

Thank you. 
END
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� N A Hamid, L Daly, P Fitzpatrick, All Ireland Traveller Health Study, Our Geels, School of Public Health, Physiotherapy and Population Science, University College Dublin (ed.) C Kelleher, Department of Health (2010) Summary of Findings which compares Standardised Mortality Ratios (SMRs) for Travellers and the general population and finds that “[a]llowing for the age differences between the Traveller and general populations, overall Traveller mortality is 3.5 times higher. Traveller males have 3.7 times the mortality of males in the general population; for females the mortality is 3.1 times higher”; see www.dohc.ie/publications/traveller_health_study.html accessed 21 October 2012 at 88. See also the references to vulnerable groups’ health status in the Department of Health’s latest Key Trends 2010: “The recent All-Ireland Traveller Health Study provides striking evidence of health inequality showing life expectancy of Traveller males more than 15 years less than the general population and more than 10 years less for females. Infant mortality rates and rates for major causes of death are shown to be much higher in the Traveller population… Other selected data on equity and equality are also presented in this edition of Key Trends including a measure of self-assessed health by income level [], beast-feeding rates by social class [] and unmet need for medical examination by income[]”; see www.dohc.ie/publications/pdf/key_trends_2010.pdf accessed 21 October 2012 at 1.


� However “little is known about the experience of children growing up as members of ethnic minorities in Ireland”; Report Growing Up In Ireland, Review of the Literature Pertaining to the First Wave of Data Collection with the Child Cohort at 9 Years; Office of the Minister for Children and Youth Affairs (2006) at 24, the report of a national longitudinal literature review of children aged 9 to 12 years in Ireland; available at www.growingup.ie/fileadmin/user_upload/documents/Technical_Reports/Review_of_the_Literature_Pertaining_to_the_First_Wave_of_Data_Collection_with_the_Child_Cohort_at_9_Years_01.pdf   The study did recognise that Traveller children in school (representing 1% of the population) “are less healthy than settled children and suffer from discrimination and stigmatisation”; at 24, however it appears accepted both that vulnerable groups (including those with a lower socio-economic status) have lower health outcomes than the normal population and that disparities exist in relation to access to healthcare on the basis of ability to pay; at 59. This suggests that attention is paid more to socio-economic status than vulnerable populations identifiable by virtue of ethnicity, age, gender or other status.


� Martin et al suggest that “ African Americans are at greater risk for nearly every leading cause of death compared to White Americans”; SS Martin, J Trask, T Peterson, BC Martin, J Baldwin and M Knapp, Influence of Culture and Discrimination on Care-Seeking Behavior of Elderly African Americans: A Qualitative Study, 25 Social Work in Public Health (2010) 311 at 311-312, citing a wide field of research including the US National Institutes of Health (2001) and the US Institute of Medicine (2003). The authors conclude that “this study support[s] previous research suggesting that even for those African Americans who have the financial means and resources to seek modern healthcare, whether it be prescription medications, doctors, or other medical interventions, their spiritual and religious beliefs continue to guide their healthcare-related practices… [as did] the role of culture and discrimination in the care-seeking behaviors and service utilization of African Americans”; at 323-324. 


� See for example Tang et al who stated that “a minority woman is more likely to experience health disparities in the aging process because of limited social resources, insufficient access to health care, and disadvantaged economic status”; F Tang, JG Heo and M Weissman, Racial Differences in Social Engagement and Health Status Among Older Women, 26 Social Work in Public Health (2011) 110 at 110-111. The authors cite a US sample study of 85 older women of 101 senior centre participants in the city of Pittsburgh, which study found that “racial differences existed in senior center activity participation and physical functioning between white and non-white women, and the sustained activity engagement was associated with physical functioning; at 122. Classification of one’s race or ethnicity has been historically difficult for research purposes due to lack of death certificate classifications of a person’s ethnic identity. Similarly Clarke cited research suggesting that ethnic inequality-based health exists: “the official data that are available on the health patterns of ethnic minorities in Britain indicate that ethnicity is a relevant dimension of health inequality... studies show that black and minority ethnic groups generally experience worse health than the overall population”; A Clarke, The Sociology of Healthcare, Longman, (2010) at 141.





� A Clarke, The Sociology of Healthcare, Longman, (2010), citing the United Kingdom’s Independent Inquiry into Inequalities in Health, Acheson Report (1998) at 143.


� L Snowden, Bias in mental health assessment and intervention: Theory and evidence, 93 American Journal of Public Health (2003) 239 at 243 and C Copeland and K Snyder, Barriers to Mental Health Treatment Services for Low-Income African American Women Whose Children Receive Behavioral Health Services: An Ethnographic Investigation, 26 Social Work in Public Health (2011) 78 at 79 where the authors note how a number of studies indicated the high rate of depression in low-income African American women with children and their low rate of service utilization with barriers to mental health treatment services including “mistrust, economic status, cultural differences, stigma, and sometimes a lack of awareness of available services” in addition to poor quality services and doctors identifying mental illness in racial and ethnic”; at 79 and 92-93.  


� Under section 5(1) of the Acts, “A person shall not discriminate in disposing of goods to the public generally or a section of the public or in providing a service, whether the disposal or provision is for consideration or otherwise and whether the service provided can be availed of only by a section of the public”. 


� Although theoretically “all health service providers have a duty of non-discrimination” as espoused by the Equality Officer in A Patient v Health Service Provider and a Hospital, File reference: ES/2008/0222 and ES/2009/0005, 1 December 2010 at para 6.2.4, in reality decisions or omissions which can be linked to clinical judgment cannot be impuged. Accordingly in A Patient evidence of  “best possible medical care available” (emphasis added), visits to, rather than temporary release from, the institution in question and “security arrangements” taken by the institution were accepted on the evidence of a consultant psychiatrist as coming within her clinical judgment and were not interrogated, leading to the complainants case of gender discrimination being dismissed; at paras 6.3.1-6.5; available at www.equalitytribunal.ie/en/Cases/2010/December/DEC-S2010-053-Full-Case-Report.html 


� A number of hurdles must be passed to satisfy the test of disability-related discrimination generally under section 4. Thus section 4(1) of the Acts provides that “For the purposes of this Act discrimination includes a refusal or failure by the provider of a service to do all that is reasonable to accommodate the needs of a person with a disability by providing special treatment or facilities, if without such special treatment or facilities it would be impossible or unduly difficult for the person to avail himself or herself of the service”. However, under section 4(2), a “refusal or failure … shall not be deemed reasonable unless such provision would give rise to a cost, other than a nominal cost, to the provider of the service in question” or if “by virtue of another provision of this Act, a refusal or failure to provide the service in question to that person would not constitute discrimination” (subsection 3). Similarly under subsection 4, where a person with a disability is a danger to others there will be no discrimination where the person is treated differently “to the extent reasonably necessary to prevent such harm. Section 16(2) introduces a strict exemption for clinical judgment providing that treating a person differently does not constitute discrimination “where the person (a) is so treated solely in the exercise of a clinical judgment in connection with the diagnosis of illness or his or her medical treatment, or (b) is incapable of entering into an enforceable contract or of giving an informed consent and for that reason the treatment is reasonable in the particular case”. A further exemption from the provisions of the Act is found under section 14(1)(a)(i) which provides: “Nothing in this Act shall be construed as prohibiting - (a) the taking of any action that is required by or under - (i) any enactment or order of a court”. This provision excluded the complainant’s claim against the HSE in Michael Dowd v Dr Paula Gilvarry & HSE West, File Reference: ES/2008/107, 15 December 2011 where although the Equality Officer found that a prima facie case of disability discrimination had been established, she considered that she could not look beyond the interpretation and application of the medical assessment criteria in the case contained in the S. I. Disabled Drivers and Disabled Passengers (Tax Concessions) Regulations, 1994 as those Regulations were exempted from consideration by her pursuant to section 14 of the Act; available at www.equalitytribunal.ie/en/Cases/2011/December/DEC-S2011-060-Full-Case-Report.html In A Patient v Health Service Provider and a Hospital File reference: ES/2008/0222 and ES/2009/0005, 1 December 2010,  having established that her detention in a psychiatric institution pursuant to section 62 of the Mental Health Act 2001 constituted a “health service”, the complainant’s case fell on the finding by the Equality Officer that, taking into account the provision of section 16(2)(a) of the Acts, “any treatment that the complainant has received [was] in accordance with treatment associated with clinical judgment”; at  6.3.1, available at www.equalitytribunal.ie/en/Cases/2010/December/DEC-S2010-053-Full-Case-Report.html here the Tribunal was presented with “compelling expert evidence on behalf of the respondent that indicated that the complainant is and has been receiving the best possible medical care available to her”; at 6.3.1.


� File Reference: ES/2009/025, Decision 14 December 2012, available at www.equalitytribunal.ie/en/Cases/2012/December/DEC-S2012-043-Full-Case-Report.html


� The Equality Officer in his decision did not proceed to consider the question of differential treatment, reasonable accommodation or cost under section 4 of the Act as the section 16 exemption applied: “… Section 16(2) must be interpreted in its strictest possible sense … it is clear that, in the present case, any aspect of the treatment that J received from the respondent cannot be held to be discrimination if the diagnosis of her condition and/or the decision as to what her medical treatment should be was made solely in the exercise of a clinical judgment and the treatment she did receive was connected to that clinical judgment. Therefore, with respect to the present case, Section 16(2) sets an additional barrier to the complainant in establishing a prima facie case as discrimination cannot occur unless she can show that one of the following took place: i) The decision as to J's diagnosis and/or what her treatment should be was at least partially motivated by something other than a clinical judgment and/or ii) some aspect(s) of the treatment that J received was not related to that clinical judgment. If she can satisfy the Tribunal that one or other of these was the case, she must then show that there was adverse treatment of J by the respondent that was related to her disability. For the avoidance of doubt, it should be noted that Section 16(2) must also relate to the application of Section 4(1) to the present case. Thus, reasonable accommodation also does not arise unless the barrier to the complainant posed by the application of Section 16(2) is crossed”; at paras 5.5-5.6. In the instant case there was no question in the Officer’s mind that the health care treatment involved was based on medical opinion, even where the doctors involved may not have agreed and may not have concluded a diagnosis as to whether J had Asperger’s Syndrome or not (which would necessitate a particular form of treatment); at paras 5.7-5.11, available at  File Reference: ES/2009/025, Decision 14 December 2012, available at www.equalitytribunal.ie/en/Cases/2012/December/DEC-S2012-043-Full-Case-Report.html See also earlier Tribunal decision in Ms. A (on behalf of her brother, Mr. B) v A General Hospital  where the Equality Officer found that the complainant had failed to establish a prima facie case of discrimination on the disability ground in terms of sections 3(1) and 3(2)(g) of the Equal Status Acts 2000-2012 and contrary to sections 4(1) and 5(1) of those Acts; at para 5.1, available at Equality Authority. Annual Report (2010) Part VII at 20, available at www.equality.ie/Files/Casework%20Summaries%202010.doc


� See A Patient v The Mater Misericordiae University Hospital File No. ES/2006/0159, 25 August 2009, where the Equality Officer upheld the complainant’s claim of disability discrimination on the basis that she was denied access to a wheelchair accessible toilet and shower during the period of her stay in the hospital. Here the respondent acknowledged and regretted “that due to unauthorised actions of staff, the existing wheelchair accessible toilet of Our Lady’s Ward was placed beyond patient use at the time of the incident”; at para 4.2. Finding that the claim was not on the basis of “differential treatment in the exercise of clinical judgment” under section 16(2)(a), the Tribunal found that the complainant was not offered “reasonable accommodation” as defined by section 4(1) of the Act, concluding that there was “no evidence … presented to the hearing to suggest that the service provider explored any alternatives to the catheter (with the exception of nappies). A service provider who has special facilities in place but who chooses to use these facilities as storage solutions or in order to convenience the staff, whatever the case may be, is clearly in breach of its obligations under section 4(1). A similar situation arises in relation to the showers. The respondent had an obligation to ensure that the complainant was able to avail of a shower during her 37 day stay in the respondent's facility... a hoist in the circumstances of this case, would have enabled the complainant to take better care of her personal hygiene”; at  para 5.13. Thus the Acts permit reparations accountability in relation to the obligations to “respect, protect and fulfil” (the hospital providing a public health service under “respect”; the private hospital being capable of being sued under “protect” and the failure to provide a proper health service (access to facilities) coming under “fulfill” in limited cases.


� See Article 12 ICESCR and General Comment 14. Before the Equality Tribunal in Fizel v Health Service Executive Case ref: ES/2010/0080, Decision 6 January 2012, the Tribunal dismissed the claim that the HSE was not entitled to ask questions about maintenance payments of a lone parent when considering payment of a discretionary rental supplementary allowance; at paras 5.3-5.5, available at www.equalitytribunal.ie/en/Cases/2012/January/DEC-S2012-001-Full-Case-Report.html In Tadeusz Jedruch v The Adelaide and Meath Hospital, Case ref: ES/2010/0114, Issued: 7 December 2011, the complainant claimed delays in his treatment was based on racial discrimination citing alleged racial abuse by a nurse he was seeking to schedule his surgery with (following an 18 month delayed appointment with a consultant with 15 postponements, accepted by the respondents who submitted that this was due to overcrowding in surgical referrals rather than any discrimination). The Equality Officer refused “to infer a discriminatory motive” to the effect that a comparator Irish person “would not have experienced such delays” and cited section 16(2)(a) as providing for “'clinical judgment' and differential treatment in relation to a medical treatment. When a service provider is exercising solely his or her clinical judgment in relation to a patient and treating the patient accordingly, such treatment cannot be construed as discrimination within the meaning of these Acts”. In her view, the complainant's appointment “was rescheduled was because of an assessed clinical judgment, not because of the complainant's nationality”; at para 5.2. available at www.equalitytribunal.ie/en/Cases/2011/December/DEC-S2011-058-Full-Case-Report.html Thus the question of AAAQ accessibility to healthcare services was not substantively considered by the Tribunal. Similarly in Anthony Ronald Preston v H.S.E. Western Area Ambulance Service File Ref ES/2007/111, 9 July 2009, the case concerned a claim of discrimination on the disability ground by the HSE when it withdrew free hospital transport facilities. The respondents successfully rebutted the allegation of discrimination by discharging the burden of proof in showing that the facility was withdrawn on the basis of budgetary cutbacks and  after prioritising patients on the basis of medical needs; at paras 4.1-5; available at www.equalitytribunal.ie/en/Cases/2009/July/DEC-S2009-046-Full-Case-Report.html


� Section 8. 
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