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Introducing Disabled Persons Assembly NZ
We work on systemic change for the equity of disabled people 
Disabled Persons Assembly NZ (DPA) is a not-for-profit pan-impairment Disabled People’s Organisation run by and for disabled people.
We recognise:
· Māori as Tangata Whenua and Te Tiriti o Waitangi/Treaty of Waitangi as the founding document of Aotearoa New Zealand;
· disabled people as experts on their own lives;
· the Social Model of Disability as the guiding principle for interpreting disability and impairment; 
· the United Nations Convention on the Rights of Persons with Disabilities as the basis for disabled people’s relationship with the State;
· the New Zealand Disability Strategy as Government agencies’ guide on disability issues; and 
· the Enabling Good Lives Principles and the Atoatoali'o National Pacific Disability Approach as avenues to disabled people gaining greater choice and control over their lives and supports.

We drive systemic change through: 
Rangatiratanga / Leadership: reflecting the collective voice of disabled people, locally, nationally and internationally. 
Pārongo me te tohutohu / Information and advice: informing and advising on policies impacting on the lives of disabled people.
Kōkiri / Advocacy: supporting disabled people to have a voice, including a collective voice, in society.
Aroturuki / Monitoring: monitoring and giving feedback on existing laws, policies and practices about and relevant to disabled people.



United Nations Convention on the Rights of Persons with Disabilities
DPA was influential in creating the United Nations Convention on the Rights of Persons with Disabilities (UNCRPD),[footnoteRef:2] a foundational document for disabled people which New Zealand has signed and ratified, confirming that disabled people must have the same human rights as everyone else. All state bodies in New Zealand, including local and regional government, have a responsibility to uphold the principles and articles of this convention.  [2:  https://www.ohchr.org/en/instruments-mechanisms/instruments/convention-rights-persons-disabilities] 

The following UNCRPD articles are particularly relevant to this submission:  
· Article 31: Statistics and Data Collection

The Submission
Introduction
DPA has major concerns with the Data and Statistics (Census) Amendment Bill.
DPA asks that the bill is withdrawn.
We have been involved in successive rounds of consultation by Statistics NZ on the admin first approach to census data gathering.
The admin first model involves information being collated through sourcing anonymised administrative data acquired from government agencies complemented by short household data surveys.
DPA expressed our concerns about this model during the recent consultations on this issue run by Stats NZ.
One of our primary concerns is that the new approach will no longer capture important intersectional data including, for example, on the status of disabled women, tāngata whaikaha disabled Māori, Pacific disabled people and disabled children and youth.
We are also concerned that this approach is being adopted more as a way of achieving fiscal savings for government than any intention to genuinely overcome existing population data collation issues.
Main challenges of the admin first system
At present, the Census gives us a rare snapshot of reality — who lives here, and how disability interacts with age, ethnicity, location, housing, work and health. The Bill shifts us toward population data drawn mainly from administrative systems, which describe an “expected population” based on who is already connected with government systems.
DPA’s primary concern is that these systems do not capture disability consistently, and many demographics we most need visibility for are either underreported or do not show up in some key administrative data: tāngata whaikaha Māori, people with fluctuating conditions, neurodivergent people, people avoiding systems due to mistrust or past harm, those living in precarious housing, and anyone between diagnostic categories. 
Without Census level reach, large parts of our community risk not showing in the dataset.
 
Internationally, countries that have modernised their statistical systems have generally kept a periodic census because it remains the only method that reliably reaches people who do not appear in administrative systems.
 
Our concerns stem from the fact that the statistical base becomes narrower and more dependent on systems that are already inconsistent and inequitable. Admin first approaches also undermine Māori data sovereignty and make unmet need harder to demonstrate, all impacting upon the ability to conduct data-based advocacy, something that is important to organisations like DPA.

These concerns are valid given that Stats NZ has itself admitted that admin first systems have various shortcomings, including:

Key Concerns Regarding Disability Data:
· Accessibility and Penalties:  We are concerned that moving towards electronic, online-based data collection could unfairly penalise disabled people who cannot access or complete electronic forms, even as the Bill amends obligations regarding notification of obligations.

· Less detail and loss of nuance for some areas and communities
Because the new approach combines admin data with an annual sample survey, it may not be possible to produce reliable detailed statistics for small geographic areas or specific population groups within the disabled community such as disabled Māori women. The data for specific impairments, which is personal and complex, may not be adequately captured by existing administrative records compared to direct, targeted questions.

· Data Gaps: some topics are not covered by admin data
Administrative data often lacks detail on identity, lived experiences, and nuances, potentially misrepresenting, or excluding disabled people.
For example, data doesn’t currently include information on things that the census picks up on like religious affiliation, housing conditions (damp), or volunteer work. While data on these topics will be collected through the annual survey, there are still likely to be serious limitations in how this data can be analysed alongside other variables.

· Some groups are under-represented in admin data
Admin data comes from interactions with government services. People who are new to New Zealand, experiencing homelessness, or who do not engage much with government systems, for example, will likely be under-represented. This risks the data being low quality especially if it fails to capture disability data accurately.

· Differences across admin data sources
Admin data is collected for different reasons and in different ways. These variations can make it harder to combine or compare information, which may lead to inconsistencies in some statistics.

Need to maintain traditional census

DPA strongly supports the reinstatement of a full Census held on a specified date/month every five years, and one which is accessible and inclusive to everyone, including disabled people.

DPA acknowledges that Stats NZ has prioritised disabled people as being one of the key population groups to collate regular data from under the new admin first approach and that disabled people will be involved in the co-design of future survey questions. 

However, this approach will not make up for the fact that a regular five yearly census, conducted as it has been for generations, will no longer be run in the way it traditionally has been after 2030 and we will lose the ability to obtain reliable intersectional data for specific demographics of disabled people.  For this reason, we share the concerns that many community organisations and academics have expressed recently about the loss of the full five yearly census which can really delve into the areas where rich data can be collated.

We ask that Government direct Stats NZ to work with all communities towards designing a Census system which can truly work to deliver accurate, comprehensive data – including on disability - well into the 21st Century and beyond.
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