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Inclusive Evaluation and Inclusive Research Projects with 

Disabled People and their Whānau 

 

“Nothing about us, without usi” 

 

The Enabling Good Lives (EGL) principles were devised in 2011 as part of a request by 

the Right Honorary Dame Tariana Turia (Minister for Disability) to develop of “clean sheet” 

approach to community participation and day services.  What eventuated was a set of 

working principles entitled “Enabling Good Lives” that had a much wider reach than the ini-

tial request.  The Enabling Good Lives document “recommended a fundamental shift to the 

cross-government disability support system to give people greater choice and control over 

their supports and their lives” (pp1)ii.   

The aim of EGL is about shifting authority from traditional power brokers in the disability 

sector to the people the sector is designed to serve, disabled people and their whānau.  

‘Shifting authority’, as the name suggests, means that in all areas of support and an all 

work concerning disabled people they are in the drivers-seat or are working in true partner-

ship (rather than in a tokenistic manner) with those who traditionally held the knowledge or 

power.  Within Whaikaha: Ministry of Disabled People this means a partnership between 

disabled people and the Crown, and in terms of Te Tiriti o Waitangi, between disabled 

people, the Crown and tāngata whaikaha Māori (Māori with disability).  This is a sentiment 

that is not new to the disability field.  People First NZ have for years had “nothing about us, 

without us”, as their moto.  It is quite clear what the moto means in everyday life and yet it 

is a moto that was largely overlooked by the sector until recently. 
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Evaluation and research work with an EGL lens 

 

There is a movement within the disability sector internationally to recognise and include 

disabled people into research processes, from the initial conception of a research endeav-

our, through the planning phases, data collection and analysis and onward toward comple-

tion and publicationiii.  It is often referred to as participatory research, but variations refer 

also to inclusive research, collaborative research and research that is led and controlled by 

disabled peopleiv.  The various manifestations of this type of research challenges the tradi-

tional power base of researchers who have benefitted from an approach that excludes 

(sometimes quite actively) participation of their research subjects.  This movement toward 

not only involvement and partnership, but also ownership, took its roots from research that 

delved into indigenous people, ethnic groups and social minorities without involving those 

groups in the processv.  However, it has been hotly debated in methodologies concerned 

with the study of disability and, more specifically, the social construction of disability.  The 

aim of the research is to empower disabled people to take control and work toward social 

change on their own terms.  Two dominant strands of this research are termed action re-

searchvi and emancipatory researchvii both of which work with a presumption of participa-

tion or collaboration in the design of the research process.  Later writers prefer the term 

‘inclusive’ research as a method where disabled people not only participate but led the re-

search process at every stage. 

Inclusive research may involve disabled people who are themselves trained academics or 

it may involve disabled people who work in partnership as co-researchers.  The value of 

training disabled people who are not trained academics to conduct research is important, 

as it will avoid the pitfalls of novice approaches but also to support and not destroy the 

creativity of unique perspectives.  Inclusive approaches allow disabled people not only to 

set the direction of research but also the design of the methodologies themselves, which 

may challenge traditional approachesviii.  These methodologies may involve oral and visual 

media and traditions, role playing, conversational approaches, within group consensus (of 

meanings and interpretations), as well as other more traditional methods such as focus 

groups and hui and interviews.  The work provides unique insights into the lives of disa-

bled people and their whānau because they are made accessible to and told by disabled 

people and their whānau.  They are not reinterpreted by researchers nor legitimised by ac-

ademic reviews.  They are often raw and intensely personal but individually and cumula-

tively they provide insight with the aim of creating positive change.   

The role of research and evaluation is to tell a story.  It might be a story that involves num-

bers and proofs commonly found in quantitative and positivist approaches to research.  It 

might also be a story found in qualitative research and emerging qualitative methodolo-

gies.  It might also be a mix of both.  Numbers alone do not always give a complete under-

standing of a story, such as how poverty actually impacts on lives day in and day out.  

Likewise, the stories of those who are considered poor provide unique insights but cannot 

alone tell us the breadth of a particular issue.  There is a role for many types of research, 
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but research that ignores the very people it proports to explore and report on is at best ig-

norant and at worst elitist.   

Inclusive research can involve collaborative or partnership approaches for people or 

groups who find these methods fruitful.  They differ from work that is wholly owned and led 

by disabled people inasmuch as non-disabled researchers can offer support and guidance 

at particular points or throughout the process.  This type of partnership may well be suited 

to work that involves legislative bodies such as the Crown, but it becomes less effective if 

the partnership is not balanced in favour of disabled people being intimately involved in 

formulating the research questions. 

If we as researchers and evaluators want to work effectively in true partnership in the disa-

bility sector, we need to embrace the ideals of EGL particularly as it pertains to self-deter-

mination, partnership (relationship building) and person-centred/directed approaches. In 

effect EGL shifts the authority base toward a more balanced approach.  

Shifting authority creates specific tension in the disability sector as it can seem threatening 

to some people.  However, the tension it creates has the benefit of having people sit down 

together and share their perspectives.  From the point of view of the power brokers (those 

that hold the keys to funding or as some researchers view it, the ‘supply side’) this pro-

vides unique opportunities to hear the issues of those the system is designed to support 

(the ‘demand side’)ix.  This definition (supply and demand) is of itself confronting on both 

sides of the equation as we are talking about people are we not?  EGL has confronted this 

dynamic and changes in the sector are moving toward a more equitable approach through 

system transformation or transformation of the funding arrangement and controls tradition-

ally associated with supportx.  Central to this shift is the concept of partnership.   

The traditional view of partnership is an equal balance between parties in terms of their 

power or influence.  To build partnerships that are productive all parties need to find ways 

of understanding one another and the issues that are important.  It requires us to build 

positive and progressive relationships.  Finally, for the authority to shift, the person or disa-

bled people in general (if we are looking at population-based initiatives), must be the focus 

(person-centred) and with true partnership that focus, drives or directs what happens next 

and each stage thereafter. 

There are parallels in this debate with the struggle of Māori to fully realise the vision of Te 

Tiriti o Waitangi, especially as it relates to tino rangatiratanga (Māori sovereignty).  “Ran-

gatiratanga is first and foremost something that Māori do for themselves, by their own 

means and for their own purposes,” (pp 439)xi.  The intersectional disadvantage caused by 

lack of adherence to Te Tiriti o Waitangi and the history of discrimination of disabled peo-

ple and their whānau highlights the importance of giving tāngata whaikaha and their 

whānau full control over any research endeavours that concern themxii.  In these cases, it 

is the right of Māori to involve others on their own terms rather than the reverse.  
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How do we involve disabled people and their whānau in research? 

 

Many of the issues facing disabled people and whānau in the modern era are related to 

practical social and financial problems that impact on their everyday lives.  Research must 

be meaningful and helpful, and it must focus on the issues that disabled people and their 

whānau find important.  Research should answer questions, show where things can work 

well for people, and offer suggestions of where to nextxiii.  It should also be able to raise 

awareness of entrenched issues and injustices that can be presented for public debate.   

Disability is a social construct.  This means that people with impairments are socially dis-

advantaged because of attitudes and prejudices that ultimately impact on them financially, 

psychologically, physically and socially.  They are not ‘disabled’ because of their impair-

ment so much as they are ‘disabled’ by societyxiv.  Attitudes about what people with learn-

ing disabilities can or cannot do are often used as an excuse to exclude or ignore their 

views as, at best, ill-informed and, at worst, irrelevant.  Labels that place a person’s intelli-

gence at 3- or 5- or 9-year-old, immediately categorises the person as child-like and inca-

pable.  Likewise, people with physical impairments are often viewed as ‘simple’ and inca-

pable.  These attitudes are reinforced further if the person has mental health or behav-

ioural needs, with the person being seen as the cause of these issues rather than their 

background of social disadvantage, abuse and/or their current living environments.  

Providing research opportunities that disabled people can take ownership of shifts the au-

thority from those who may have harboured limiting attitudes. 

The first step to involving disabled people and their whānau in research is to acknowledge 

and redress social constructions of disability and ensuing social attitudes and prejudicesxv.  

Mirfin-Veitch and Ballard (2005) indicate that the research led, especially if they are not 

disabled themselves, need to be able to identify their own bias, motives and theoretical po-

sition in any research endeavour involving disabled people.  This clarity, where it is possi-

ble, lays the groundwork for developing partnership approachesxvi.  In many cases, the 

skills of the researcher can be balanced by the knowledge of people with a lived experi-

ence.  Thus, skills and knowledge can be acknowledged and shared, with different stake-

holders taking different responsibilities at different stages of a research projectxvii.  With 

this view use of collaborative committees that comprise both professional researchers and 

disabled people at each stage of the research process allows the key participants to work 

within the research frame of reference while allowing the disabled participants to have au-

thority over the process.  The key phases of research include: 

1. Discovery of research questions and areas of interest/concern that give rise to a 

research process.  This, importantly, should be an area where the professional 

researcher takes the back seat.  It allows the people who are the focus of the re-

search to initiate the process. 

2. Seeking funding and developing ethics statements.  Often this area is conducted 

by the professional research team but some areas of development can be left to 

be completed once an application or ethical approval is granted.  For example, 

Mirfin-Veitch and Ballard (2005) suggest writing funding approval applications in 
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a manner where questions of ‘how’ the research is conducted and ‘what’ is being 

asked can be developed further once approval granted.  Ethical approvals typi-

cally will follow funding applications and a participatory or partnership approach 

to final research design and ethical considerations can be done by committee. 

3. A collaborative approach through committees can also be undertaken to identify 

and source people who may be interested in being a research participant.   

4. Training and supporting disabled or whānau researchers to conduct the research. 

5. Involving disabled researchers and collaborative committees in the interpretation 

of research using a consensus approach.  In this case, the process of working 

through qualitative materials, identification of main themes, and providing inter-

pretations of what is being reviewed would necessitate a model whereby all of 

the collaborative committee members were in agreement (consensus).  Likewise, 

using exploratory data methods for reviewing quantitative findings (such as 

through survey work) can also utilise a consensus approach.  Projects involving 

positivist approaches would be more difficult for this type of research but collabo-

rative committees can be involved at all parts of the work to this point and then 

be involved in the interpretation of findings. 

6. Dissemination of research findings should be at the direction of disabled people 

in consultation (where desired) with any professional researchers who are not 

themselves disabled.  Research findings should be able to reach the target audi-

ence and be provided in accessible formats. 

 

This short paper represents an attempt to link the trend toward truly participatory or inclu-

sive research with current trends toward EGL in New Zealand.  The discussion is not com-

prehensive and raises many questions concerned with method and scientific rigor.  It does, 

however, challenge the establishment and reminds us of ethical considerations about hu-

man participants in research endeavours.   “Nothing about us without us”. 
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